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Foreword

As Chairperson of the National Council on Ageing and Older
People (NCAOP), it gives me great pleasure to present this
study, The Quality of Life of Older People With a Disability in
Ireland, which is the first such research to be undertaken in
this country.

Current data on ageing and disability reflect the timeliness of this

N study. For example, while 8 per cent of Irish people experience
disability, this figure rises to 32 per cent for those aged 65 years
or over (CSO, 2002). We also know that the incidence of disability rises with age, and that
more and more people with a lifelong disability are living to older age. It is in this context
that the NCAOP has been working with the National Disability Authority (NDA), with a view
to identifying policy and service issues at the interface between ageing and disability.

Previous Council research has shown that public policy and service planning for older
people can be improved by a quality of life focus (Murphy et al., 2006). The findings of this
study serve to complement this work by broadening our understanding of the experience
of living with a disability in older age and identifying concepts which, it is hoped, will inform
and underscore public policy, service planning and service delivery for older people with

a disability including person-centred care, meaningful consultation, flexibility, advocacy,
equity and age awareness. The importance of age-proofing policies and services that affect
the older population is also highlighted. In addition, the research findings demonstrate that
a needs assessment process for older people with a disability would benefit from adopting
a quality of life focus, which would collect information that extends beyond the traditional
parameters of health. Finally, this study represents an important exercise in advocacy

for older people with a disability and its wealth of findings are evidence of the value of
advocacy work with older people.
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Council Comments and
Recommendations

1. Background

For many years the National Council on Ageing and Older People (NCAOP) has advocated
the importance of meaningful consultation with older people in order to inform public policy
and facilitate the development of services to meet their needs. This research study was
commissioned to present a picture of quality of life in older age for people with a disability
in Ireland and was grounded in consultation with them. It is the first such study to be
undertaken here.

As interpretation of one’s quality of life is subjective and concepts of disability are

steadily evolving (Minkler and Fadem, 2002), a qualitative approach was considered most
appropriate for this research study. This approach is concerned, not with ‘uncovering a pre-
existing truth, but with uncovering meaning: how people make sense of their lives, their

experiences, and their worlds’ (O'Day and Killeen, 2002).

The richness of the research findings is testimony to the value of this approach. The study
paints a complex picture of individual experience and highlights the heterogeneity and
diversity of this group of older people. Against this background, many age-specific aspects
of the experience of disability in older age are identified. Some are positive, such as the
ability to contextualise impairment within the narrative of life. Others are negative and act
as barriers to quality of life including experiences of ageism, loss of family and friends,
and diminishing social networks. The study further identified five domains of quality of life
across all types of disability: the health of the individual; their environment; sense of self;
social connectedness; and income.

The personal strengths of many of those interviewed — their tenacity, positivity, humour
and religious faith — demonstrated an inner resourcefulness and highlighted its value in
maintaining quality of life in older age. This is an important lesson for those who stereotype
older people and equate old age with passivity and dependence (McGlone and Fitzgerald,
2005). These findings also point to the role of self-efficacy in improving and extending
quality of life. As Walker (2005) commmented, ‘policy prescriptions aimed at extending
quality of life ... must contain a mixture of those aimed, on the one hand, at reducing
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disadvantages and inequalities that constrain action and, on the other, at promoting self-
efficacy and self-realisation and the maintenance of health and capacity’.

For the first time in an Irish setting, older people living in the community expressed in

their own words their experiences and perceptions of living with a disability. This study is,
therefore, an important exercise in advocacy for older people with a disability.

2. Public Policy

A Framework for Person-Centred Care

This research study demonstrates that it is impossible to generalise the experiences and
needs of older people living with a disability: concepts of dependence and independence
have different meanings for each subject, hence quality of life can be affected by a

range of factors including type of disability, time of onset, social support structures, life
history and experiences, socio-economic factors, and an individual’s level of psychological
resilience.

The research findings reinforce the importance of a person-centred model of health and
social care. The Council has consistently advocated a person-centred approach in public
policy relating to older people (NCAOP, 2005) and it reiterates this here in light of the
research findings. The Council welcomes the adoption of the life-cycle approach in Towards
2016 (Government of Ireland, 2006a), which facilitates the provision of person-centred
health and social care services. In order to ensure that the life-cycle approach translates
into service planning and delivery, the Council reiterates its recommendation
(Delaney et al., 2001) that a care management approach to service coordination

and planning and a case management approach to the delivery of health and social
care services to vulnerable older people be adopted by those planning and providing
services for older people, including those with a disability. It further recommends
that care managers be appointed to coordinate the delivery of services for older
people with a disability. Care managers should be enabled to access the appropriate
services from the relevant care group programme, whether older people, mental
health or disability.

The Ageing and Disability Interface

The evidence presented in this study provides some support for greater integration of
public policy for ageing and disability services. This would ensure that older people are
not excluded from disability services on the basis of their age and would also facilitate the
development of person-centred care.



Towards 2016 (Government of Ireland, 2006a) identifies the National Disability Strategy
(NDS) as the key focus of disability policy. Many aspects of the NDS have the potential
to improve the current situation of older people with a disability. The Council particularly
welcomes the departmental sectoral plans and looks forward to all individuals benefiting
equally from their implementation, regardless of their age. In order to ensure that
people of all ages benefit equally from the NDS, the Council recommends that
implementation of each aspect of the NDS be age-proofed and it welcomes the
commitment in Towards 2016 to monitor progress ‘for the revision of goals and
targets in the light of experience’ (Government of Ireland, 2006a).

Preventing Dependency

This study demonstrates that disability impacts negatively on an individual’s ability to
undertake activities of daily living and their ability to maintain the home environment.
This can affect quality of life negatively. In this regard, the Council recommends

that the Department of Health and Children (DoHC) should adopt and support the
implementation of the National Strategy to Prevent Falls and Fractures in an Ageing
Population that is currently being developed by a national steering committee
established by the NCAOP, in partnership with the HSE and the DoHC's Health
Promotion Unit (HPU).

It further recommends that the DoHC should adopt a life-course perspective in the
development of future national health promotion strategies.

In addition, the Council welcomes and reiterates the principle set out in the policy
document, A Vision for Change, that ‘regardless of their mental health history, they [older
people] should have access to the services most appropriate to their needs’ (DoHC, 2006).
Acknowledging the deficits in information on the mental health of older people,

the Council commits itself to exploring with the Mental Health Commmission and
others what information is required to plan and provide appropriate and effective
mental health services for older people. It will then endeavour to address the deficits
identified in liaison with the appropriate authorities.

3. Service Planning and Delivery

Achieving High Standards and Equitable Service Delivery

One of the most alarming conclusions of this study is that the community care system
has failed many older people with a disability for a range of reasons, including inadequate
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standards of service, poor coordination and unacceptably long waiting periods. Inequity
is an inevitable outcome of this. The failure of the community care service to meet the
needs of this population of older people places those who are dependent upon the State
in a very vulnerable position. For example, while this study identified the home and local
environment as a critical domain of quality of life, many of the older people interviewed
reported difficulties in accessing grants to make necessary modifications to their homes

within an acceptable timeframe.

The Council recommends that new standards for community care services should be
developed by the Health and Information Quality Authority (HIQA). These should be
guided by the following principles:

B person-centred care — the older person as equal partner in the assessment,
identification and delivery of care

B flexibility — services meeting need rather than need meeting services

B holistic services — services responding to the broad determinants of health, such

as income, education and the environment

B accessibility — awareness among older people of eligibility and entitlements;
disability friendly provision of services

B quality — evaluation of services, identification of good practice, commitment to
delivery of highest quality in service provision

B equity — national binding standards for all community care services for older
people.

The Council welcomes the planned development of a national housing strategy for
people with a disability. In order to ensure that the strategy meets the housing needs
of all people with a disability, the Council recommends that the Department of the
Environment, Heritage and Local Government (DoEHLG) consult older people and
their advocates in its preparation.

The Council also welcomes the Government’'s commitment to a ‘more seamless set of
responses to the housing needs of older people and people with disabilities’, including
reform of the Disabled Persons and Essential Repairs Grant Schemes in order to improve
equity and targeting (Government of Ireland, 2006b). With regard to the Disabled Persons
Grant, the findings of this report highlight the need for ease of access, equitable availability
and efficiency in the administration of grants. The Council, therefore, welcomes the
commitment made in Towards 2016 (Government of Ireland, 2006a) to reform grant
schemes for older people in private housing with the aim of making them more



accessible. In this regard, the Council reiterates its recommendation that the DoEHLG
should ensure that all local authorities assess for and administer the Grant in a
consistent and transparent manner (NCAOP, 2003). The Council also recommends that
the DoEHLG should develop a client-centred approach in the reform of the Grant, in
order to provide seamless and efficient delivery.

This study highlights the role that transport plays in the accessibility of health and social

care services, and in the experience of social connectedness for older people with a
disability. The Council welcomes the recent removal of the restriction of the Free Travel
Scheme service during peak hours. It also welcomes the recent commitments made to the
roll out of the Rural Transport Initiative (RTI) for wider target groups on a nationwide basis
and the undertaking of a qualitative research study in 2007 with a view to identifying the
effectiveness of RTI projects (Government of Ireland, 2006a). The Council recommends
that this research process should pay particular attention to the experiences and needs
of older people with a disability in relation to the RTI. It further recommends that the
DoEHLG pilot an urban-based transport initiative to improve the accessibility of health
and social services, as well as the social connectedness of older people. In addition, the
Council recommends that the current travel pass provided to people 66 years and over
be extended to include provision of taxi fares for those living in areas where there is an
inadequate level of public transport.

Information Framework

In 2005, the Council called for the development of a national framework of information about
the older population for policy and service planning purposes (NCAOP, 2005). The evidence
presented in this study of ad hoc and fragmented delivery of services for older people with a
disability again highlights the importance of comprehensive and integrated data on disability
in the older population. There is an urgent need for information systems to capture and
analyse such data and the Council reiterates its call for the development of a national
framework for the collection of information about the older population and vulnerable
subgroups of that population.

The Council welcomes and endorses the recommendation in the policy report, A Vision for
Change, that mental health information systems should be developed locally and should
provide the national minimum mental health dataset to a central mental health information
system (DoHC, 2006). With regard to existing databases, the Council recommends that:

B the age limit of 65 years for the National Physical and Sensory Disability Database
(NPSDD) is removed as a matter of priority
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B subject to safeguarding privacy, mechanisms are developed to ensure that
disability databases such as the NPSDD and the National Intellectual Disability
Database (NIDD), facilitate the inclusion and tracking of those with multiple
disabilities.

Needs Assessment

The Council welcomes the provision made for an assessment of need of all individuals
with a disability in the NDS. In this regard, it recommends that the assessment of
needs under the NDS should encompass both late and early onset disability.

The Council also welcomes the national care needs assessment tool for older people
being developed by the HSE. It advocates that the NDS assessment of needs and the
national care needs assessment tool should be compatible, in order to ensure that
information on assessed needs and the services provided is transferable between
information systems.

In addition, this research has found that a range of factors impact on the quality of life of a
person with a disability, other than the impairment experienced. One factor that emerged
strongly was social connectedness. This is not the first time it has emerged as a key
indicator of quality of life (Murphy et al., 2006) and it is clear that any attempt to measure

the effectiveness of public policy that impacts on the well-being of older people must take
this into account. This report concludes that the impact of policies can only be tracked by
the development of connectedness indicators and the Council recommends that the care
needs assessment tool should include a section on social connectedness indicators. Such
indicators could include, inter alia, the proximity of family and friends, whether or not the
individual lives alone, involvement in local clubs/organisations, and connectedness to their

local community.

Finally, the study findings demonstrate that maintaining one’s sense of independence and
identity is a determinant of quality of life when ageing with a disability. The planning and
allocation of care for older people should, therefore, facilitate meaningful involvement

of the older person in any decision-making. The Council recommends that in all needs
assessment processes and care delivery, the older person is facilitated to be centrally
involved in determining care goals or targets.



Rehabilitation Services

One finding that is to be welcomed is the very positive perception among interviewees

of rehabilitation services provided for older people recovering from stroke. The Council is
concerned, however, by the lack of flexibility regarding the length of time this service is
provided and the negative outcomes this has for service users. The Council recommends
that all rehabilitation services should allow for greater flexibility in terms of the
number of rehabilitation sessions available to the service user, and that these should
be determined using a person-centred care approach.

4. Advocacy

One of the most important findings of this study is that ‘ageism exacerbates the potential
for exclusion that disability creates’. It presents a strong case for the need for advocacy
groups that represent the specific needs of older people with a disability. In this regard,
the Council welcomes the piloting of the Dementia Rights Advocacy Service in North
Dublin as a model of best practice and proposes that this model should be emulated
elsewhere in Ireland, as appropriate.

The Council also welcomes the personal advocacy service, to be established under

the Citizens Information Act 2007. However, it is concerned that the onus remains on

the individual to access this service. Consideration must be given to how this service

can reach the more vulnerable, such as those who are older and living alone with a
disability. The Council recommends that wide-ranging information dissemination
exercises about the service be undertaken at national and local levels, and that
assistance in accessing this service is provided under the case management structure
recommended above, where necessary.
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Executive Summary

Introduction

This report explores the interface between ageing, disability and quality of life in Ireland. It
examines the various meanings that older people attach to independence and dependence
in their lives. Independence and dependence are not simply objective features of life but
have subjective interpretations, which are personal to individuals and families. The purpose
of this research is to shed light on some of these interpretations.

The report provides contextual data and policy analysis on older people with disability in
Ireland and draws on both ageing and disability literature to explore the various meanings
associated with independence, dependence and quality of life in older age. The research
takes a life-course perspective to disability and seeks to integrate both medical and social
understandings of independence and dependence. The lived experiences of older people
with a disability, both contemporary and historical, and their subjective accounts of well-
being also inform our understanding of quality of life. The qualitative approach taken in
the study is, therefore, particularly relevant to the subject of disability, the meaning of
which has often been described as complex and evolving. A qualitative approach allows
for a deeper and more sophisticated analysis of participants’ experiences of ageing and
disability.

Rationale and Objectives

The key rationale for the study is that it provides information on the lived experiences

of disability among older people in Ireland. This is the first time in an Irish context that
older people have been asked to explain and interpret the experience of disability in their
own words. Hearing the voice of older people is a powerful motivation for the work.

This approach allows us to identify common factors that contribute to quality of life for
older people with a disability, as well as differences that occur across categories due

to time of onset, type of disability or illness and living arrangements. The report also
fulfils an advocacy role in that the direct experiences of older people are recorded and
presented, where appropriate, without translation or mediation. The findings of the study
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will, therefore, address a significant knowledge gap and inform policymakers and service
providers in the planning and provision of services for older people with a disability.

The objectives of the study were:
B to illuminate the experience of ageing with a disability in Ireland
B to explore participants’ own perception of their disability

B to explore participants’ perception of the role and interplay of other factors, such as
cultural attitudes, physical environments, institutional arrangements and adequacy of
service provision, in their experience of disability

B to identify common factors that contribute to quality of life for people with disability
B to develop indicators of quality of life
B to identify barriers to reaching a good quality of life for people with a disability

B to explore meanings and significance attributed to concepts of dependence,
independence and interdependence

B to inform public policy for people with a disability.

Ageing and Disability Interface

People with an early onset disability are said to age with disability while those with later-
life onset are said to have disability with ageing. These groups will likely have different
experiences with disability related to the length of time spent living with a disability. They
will have different expectations, coping mechanisms and adaptation strategies for dealing
with disability. An analysis of the life-course will reveal many influences and experiences
that serve to separate rather than unite the two groups. Yet, these two groups are also
likely to share many attributes. The issues of needs assessment and person-centred care
are central to both groups. So too, are the issues of social rights and citizenship for all
people with a disability. Yet in contemporary debates about social care for older people,
ageing and disability tend to remain separate in discussions of both policy and practice. In
social services, disability programmes and ageing programmes have been distinct for many
decades. Moreover, analytical and theoretical research in the field of ageing with physical
and intellectual disabilities is just beginning.

The gains made by the disability movement in the development of a social model of
disability also contain many lessons for groups and organisations representing older



people. Currently, the service models of care used in disability and ageing programmes

are different. Disability programmes typically incorporate concepts of independence,
autonomy, self-direction and empowerment. In contrast, ageing programmes tend to follow
the medical model more closely, with health and social care professionals having a much
more direct input into the decision-making process. As more people age with disability, the
medical model of ageing will become under increasing scrutiny from people demanding

a social model of care provision. The trend in the future will be towards the integration of
the medical and the social models through the adoption of a biopsychosocial approach to
ageing and disability.

Quality of Life and Disability

For an individual with a disability, the most important domains of quality of life, as identified
in the literature are: physical health, psychological well-being, family and social support,
physical environment and care environment. Physical health is important to the quality of
life of older people with a disability, irrespective of the disability. Psychological well-being
is also important as it impacts on how people deal with fact of disability. Families provide
not only practical support but emotional support also, which may be essential in helping
the individual cope with their disability. Opportunities to connect socially with families and
friends remain central to the lives of older people with disability. The physical environment
is also important for quality of life for people with a disability. A poor environment can
reduce mobility and independence and create dependency where none should exist.

The care environment also matters. Older people with a disability must be empowered,
provided with choice, and given autonomy over their lives in both community and
residential care settings.

Methodology

As outlined above, the purpose of this study is to improve our understanding of older
people's experiences of living with a disability, including how the latter impacts on quality
of life. A grounded theory approach was used to guide this study because of its suitability
to the research question. Grounded theory emerges from the data, allowing the views of
older people to be clearly represented in the research.
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The sample was comprised of six groups of older people with the following disabilities:
dementia; depression; intellectual disability; rheumatoid arthritis; sensory disability; and
stroke. A comparative group of older people without a diagnosed disability was also
interviewed. The study sample comprised of 143 older people. The majority of participants
were female and aged between 51 to 91 years. Quantitative data on participants’ self-
esteem, independence/dependence and quality of life health measures was also collected.
The SF-36v2 survey was used to measure health-related quality of life. Self-esteem

was assessed using Rosenberg’s Self-Esteem Scale. The Katz Index of Independence

in Activities of Daily Living was used to determine the independence/dependence of
participants. This data provides a context for the qualitative findings which emerged from
face-to-face interviews with participants.

Quantitative Findings

The purpose of the quantitative findings was to contextualise the qualitative data. The
numbers in each disability group were too small for any worthwhile generalisations to be
made, so the findings relate solely to the various groups under observation. People with
dementia had the highest self-esteem score across all groups. One possible reason for

this is that some participants were not hindered in their perception of their self-worth by
negative past experiences as they could no longer recall such experiences, so each day or
moment is, as it were, a new beginning. In such instances they may be able to judge their
self-worth more positively. The self-esteem of people with an intellectual disability was
also relatively high. Participants in this group were happy and very satisfied with their work
achievements, which may account for the overall higher self-esteem score. Participants
suffering from depression recorded the lowest self-esteem score across all groups. Given
the nature of depressive illness it is not surprising that self-esteem scores were on the
whole low. Whether low self-esteem triggers depression or depression results in lower
self-esteem is not known.

Of the sample, 133 participants completed the SF-36v2 survey. The stroke group recorded
the lowest value for physical functioning, indicating that this group experienced the
greatest physical impairment. As some of this group were living in residential care and
needed help with all activities of daily living this finding is not surprising. The rheumatoid
arthritis group also recorded low scores for physical functioning, as well as the poorest
scores for bodily pain. The depression group had the lowest score of all groups on mental
health. Scores for vitality, physical function and general health in the depression group
were also low in comparison to most other groups. The sensory disability group recorded
high levels of physical functioning and physical roles. However, they had the lowest score



on social functioning, indicating that this group had most difficulty with engagement in
social activities. The intellectual disability group had the highest vitality of all groups and
the least bodily pain. The score for general health among the intellectual disability group
was the highest of any group. As this group were younger than all other groups this finding
is not surprising.

All participants were asked to complete the Katz Index of Independence in Activities

of Daily Living. The overall results for the disability groups indicated that all participants
recorded high levels of independence in relation to transferring (92 per cent), toileting

(90 per cent), dressing (84 per cent), continence (86 per cent) and feeding (97 per cent).
The main area of dependence where participants required assistance from others was
with bathing (73 per cent). The stroke group had the highest levels of dependence overall
in relation to activities of daily living. People with a disability in this study considered
themselves largely independent in respect of a range of activities of daily living, suggesting
that care needs to taken when undertaking objective instrument-based assessments of
disability among older people. Older people may not view their disability in the same way
as health professionals.

Living With Disability: Issues of Independence and Dependence

The experience of living with a disability is unique to each individual. To understand how
older people live with disability, one must talk to people themselves. There is no generic
experience. Personality and life-course experience combine with socioeconomic structures
to provide the key to understanding in this field. Participants’ accounts suggest that living
with a disability is a balancing act involving a trade-off between taking risks and having to
be sensible. Some participants showed enormous tenacity in continuing to live life on their
terms. These participants viewed their disability as a challenge and concentrated on rising
to the challenge. Others were stoical, resigning themselves to a radically altered existence.
Participants’ response to disability was largely determined by the severity of their
symptoms. Some participants had no option but to live very restricted lives. Participants
mourned the loss of function/ability and feared further loss, such as an exacerbation of
their condition. In this context, retaining autonomy and independence, no matter how little,
was important. Participants drew strength from several sources including their spouse or
family, pets and religion. Several factors impacted on participants’ experiences of living
with their disability: the severity of their symptoms; whether the onset of the disability was
gradual or traumatic; their general attitude to life; and whether they had good support from
family or carers.
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Participants defined independence as being able to do things themselves and not having
to rely on others for help and support. They found it difficult to distinguish between

these concepts and tended to define one as the opposite of the other. Their definitions
divided into two main categories: those that centred on avoidance of dependence, such
as 'being able to look after myself’; and those that centred on autonomy, capacity for self-
direction and being able to make choices. Those who were self-caring tended to cite the
former definition. Those who were dependent on others for help with activities of daily
living tended to cite the latter. Participants’ personal definition of their independence or
dependence shifted relative to others and/or improvement or worsening of their capacity
to self-care. People feared increasing dependence, particularly in relation to needing help
with personal intimate care. In the transition from independence to dependence, having
to accept help, beyond that given by family, was a significant milestone for participants.
Acknowledging that they needed help outside of the family was a tacit admission of
increasing dependency and, as such, threatened self-esteem and personhood. It was not
a decision they took lightly. That is why some people preferred to struggle on, even when
they obviously need help.

Ageing and Disability

One of the important aspects of the research was the issue of whether there are particular
age-related aspects to the understanding and interpretation of disability among older
people. The life-course experience of older people participating in this study may have
helped them rationalise their disability in more positive terms than younger people with
disability. Participants demonstrated an ability to contextualise the disability within the
narrative of their own life, with reference to all the ups and downs that life had brought
them. Some accepted disability as a natural consequence of the ageing process in the
knowledge that most of their life was disability-free.

Conversely, age may also confer disadvantages. Ageism is a pervasive fact for older people
with disability who participated in the study. It leads to prejudice and discrimination and
ultimately a different experience of disability between younger and older people with
disability. Ageism exacerbates the potential for exclusion that disability presents. There

is evidence of rationing by age for participants through delaying care and provision rather
than through overt denial of services. The data in this study suggests that one of the key
features of being old with a disability in Ireland is waiting. People wait for services and
appointments that sometimes never come.



Older people are also very conscious of the losses that accompany age. They lose family
and friends. Their life is characterised by diminishing social networks, sometimes leading
to isolation and loneliness. In some cases, people are dealing with the onset of disability
at the same time as mourning the loss of a loved one. They can be fearful of a future
without the support of family and friends. They are acutely aware of the various thresholds
associated with their disability and are conscious of the impact that changes in their

own condition, or their social networks, can have on their ability to cope and continue

to live independently. Changes to the local neighbourhood can exacerbate the isolation
sometimes felt by an older person with a disability. New people may move in, leading to
new relationships having to be formed, which may be difficult for older people if disability
reduces the opportunities for social contact. Communication may diminish and potential
solidarity relationships may never develop. Social connectedness declines, as does quality
of life.

Quality of Life and Disability

The analysis of data revealed five key domains of quality of life for people with a disability:
health, environment, sense of self, connectedness and income. All participants were
conscious of their health and described the impact this had on their day-to-day activities.
Some people had very poor health and their impairment was so severe that they could
not wash, dress or feed themselves; other participants were healthy and independent in
all activities of living. Participants’ accounts revealed that health mattered for quality of life
and that disability impacted on health, but it was also evident that perceptions of health
changed with increasing physical disability. People feared ill-health and what that might
mean for their independence in the future. The impact of ill-health on disability could be
catastrophic for people, transforming independence to dependence within a short period.
On the other hand, some people remained optimistic even with significant ill-health,
invariably putting their own situation into some comparative context. People compared
themselves to others who were worse off.

Some participants had very poor physical health and were unable to undertake some or

all of the activities of living. These people were totally dependent on others for help in

all activities of living, which they found frustrating and depressing. People with ill-health
often felt powerless and unable to help themselves. For some participants this was due to
serious decline in physical functioning, for others it was a lack of motivation. Participants
who were depressed found it particularly difficult to stay motivated. Sometimes people
lacked essential information on basic services that that might improve their health
situation. For others, support from health professionals was absent or difficult to access.
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There was evidence of significant waiting among the people interviewed for health and
social care services that, were they available sooner, might have improved their situation
leading to enhanced quality of life. Keeping people with a disability healthy should be a key
objective of health policy. This requires a proactive primary care system and reductions in
waiting times for key services, such as physiotherapy, occupational therapy, day hospital,
out-patients and screening programmes.

Living environment is very important to a person with a disability because it can facilitate
independence or compound dependence on others. Many people in the study had adapted
their own home in order to maximise their independence. This was easier for people
living in their homes than it was for those living in rented accommodation. Adjustments
included stair rails, reorganisation of the kitchen, improving wheelchair accessibility, colour
marking steps, and installing showers, ramps and raised toilet seats. The experience of
home adaptation varied considerably across the country. Some participants were able

to access support via the Disabled Grants Scheme; others were not. Some participants
found that the wait to have their homes modified was so unacceptable that they had the
modifications done themselves. In these circumstances, participants often reported that it
was their family who paid for and organised them.

For many participants, the place in which they live is very important to their quality of life.
They described their connection to the area, identified it as where they were from and

many had a profound sense of place. Some participants, while living most of their adult
lives away from their home place returned in late adulthood, drawn by a sense of place
and belonging. If place was important for quality of life, so too was access to shops,
recreational facilities and local amenities. The capacity to physically access local amenities
and networks depended on where a participant lived, the extent of disability, having access
to a car and the availability of public transport. Participants with the poorest health living

in isolated rural communities without public transport had most problems in this regard.
Transport was a significant issue for older people living in rural areas. In these areas,
shops, churches, banks and recreational facilities were often far from the participant's
home. While most participants had a free travel pass, few were able to use it. Public
transport was too far away, too infrequent, too inflexible or inaccessible to participants who
needed special aids or ramps to board the vehicle. The absence of suitable and flexible
public transport for older people reduces quality of life; where rural transport schemes
exist quality of life is higher.

Participants identified a good social environment and social networks as important to
quality of life. Disability made it more difficult for some participants to remain active in their
communities but social connectedness remained important in their lives. Some participants
socialised with neighbours, and were supported and helped by them. Participants
described how the families in their neighbourhood had aged together, and how they had



supported, helped and befriended each other. Others reported that contact with neighbours
and friends had declined as communities changed and people became more insular. They
perceived that the community had fundamentally changed and that most people living in
the locality were now strangers to each other. Many participants, particularly those living in
rural areas, lamented what they perceived to be changing social practices. They described
how ‘visiting’, which was a feature of their childhood, does not take place anymore. They
believed that people were too busy now to be bothered with ‘visiting’ but missed the
companionship and fun that was part of this practice. In all of the interviews, the desire for
social relationships was strong and connection with others was seen as central to quality
of life. For people with a severe disability, the most important connection was with their
family carer. Without the support of their family carer, many of these people would not be
able to continue living at home.

There was great diversity in the extent to which participants engaged in social or
recreational activities. Some participants had very active social lives while others did very
little. Disability however made it more difficult to engage in recreational activities because
of limited physical capacity, sensory problems, transportation issues and motivation. Some
people found they were unable to pursue the recreational activities they had enjoyed when
they were younger, but had developed new interests in the home. Many people reported
positive experiences from membership of active retirement associations (ARAs). Others
attended day centres and found the recreational activities on offer generally enjoyable.
Some people with a sensory disability avoided group activities because they found them
very difficult. Participants who had hearing impairments found it extremely difficult and
embarrassing when they could not follow conversations. People with depression also
found some group activities difficult, although people did value the social outlet associated
with day care attendance. However, people with depression could only attend psychiatric
day centres if they were receiving treatment for depression; once they started to feel
better they were discharged, often leaving them with no social outlet.

A sense of self is key to a person’s well-being; it relates to a person'’s identity and sense
of who they are. A sense of self develops over the life-cycle and can be shaped and
reshaped by life-altering events. Personal identity is derived from an individual’s unique

set of attributes and is expressed in many different ways that are unique to that individual.
Disability has the potential to threaten a person's sense of self because it may lead to a
role change, dependency on others, isolation and lack of opportunity to express the things
that are important to the individual. Personal attributes may also be questioned. Retaining a
sense of self when faced with disability is, therefore, the key personal challenge for older
people with a disability.

Disability had forced some people to retire as they could no longer manage the day-to-
day demands of their work. These people often experienced great difficulty in adjusting;
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the loss of role was compounded by the physical loss suffered as a result of the onset
of disability. Others felt cheated out of normal retirement because they could no longer
do the things in retirement that they had been looking forward to. For many participants,
their role within the family was central to their identity. They took great satisfaction in
the achievements of their children and grandchildren, and in the contribution they had
made within the home. Even when participants were dependent on others, they looked
for opportunities to engage in reciprocal activities. They wanted to give something back
to others, even when their disability made it difficult for them to so. Participation in social
groups and activities also impacted on their own identity. Many participants had been
active members of social groups and some had lead roles within these groups. Some
people found that group activities were too difficult for them following the onset of
disability and withdrew from social life, often with negative consequences for their own
self-image. Others went to great lengths to continue their involvement in social activities
because they realised the importance of maintaining participation for their own identity.

Income matters for the quality of life of people with a disability. Some participants with

a longstanding disability reported that their working life had been curtailed because of
the nature of their disability, with adverse long-term affects on their income and living
standards. On the other hand, some people with a disability were financially secure and
had good pensions which provided maximum choice in later life. For people needing care
and therapeutic services, having money enabled them to purchase appropriate care as

required. Services, such as home help, physiotherapy, cooked meals and nursing care
could be bought by participants who had the financial resources to do so, but these were
beyond the means of many participants. People with financial resources did not have to
wait for services. Conversely, people without financial resources were dependent on the
State for all services and usually had to wait long periods for these to be provided. One
participant reported that as he could not afford to buy a hearing aid, he would have to wait
for 18 months until he qualified for a medical card to get the hearing aid he needed. In the
absence of public transport, people often had to pay for taxis out of their own resources.
These out-of-pocket payments could be considerable for people living in rural areas, far
away from amenities and health and social care facilities.

Conclusions

Our results show that independence and dependence are subjective concepts. Disability

is experienced personally by older people, which means that care responses must be
person-centred and tailored to meet the specific needs of older people. Need assessment
is a critical component of person-centred care. So is the provision of greater choice to older



people with respect to the form, timing and location of health and social care services.
Consideration must also be given to the social dimensions of incapacity because, in many
cases, dependency is created and sustained by weak social relationships, impoverished
social conditions and disabling social structures. This means greater investment in
barrier-free housing and the provision of flexible public transport for older people with a
disability. It is not disability that creates dependency; rather it is the failure of public policy
to facilitate autonomy and independence among people with a disability through a rights-
based approach to legislation. The latter is necessary to allow older people to participate
equally in society.

Disability tends to have a negative influence on quality of life. Sometimes, however, the
effect of disability on quality of life can be mediated by forces outside the disability. The
psychological nature of the individual may enable them to cope well with their disability.
Ageing policy must support and nurture the psychological resilience of older people with

a disability and their desire for greater autonomy and independence. Environmental and
social support may also lessen the impact of any disability on quality of life. Unfortunately,
the importance and potential of both physical and social environments has never been fully
realised within a social care system dominated by a functional approach to health and well-
being. Overall, the disability sector has been much more successful than the ageing sector
in empowering and protecting people with a disability. There are huge gains to be realised
for older people through greater convergence between the two sectors in Ireland.

The Quality of Life of Older People With a Disability in Ireland



Chapter One

Introduction




Chapter One

Introduction

1.1 Introduction to the Study

This report explores the interface between ageing, disability and quality of life in Ireland.
Older people with a disability in Ireland include people with a disability acquired at a
younger age and those who acquire a disability later in life. Disability may be physical or
cognitive and can be exacerbated by social forces and social structures. Older people

with a disability are at risk of double discrimination. People with a disability generally, both
young and old, are presented with numerous social, structural and economic barriers that
deny them full citizenship and equal opportunities. Discrimination may also arise from
ageist attitudes within society that exacerbate the already marginalised position of the
older person with a disability. Therefore public policy needs to provide for older people with
a disability and ensure that can full participate fully within society.

This report provides contextual data and policy analysis on older people with disability in
Ireland. It draws on both ageing and disability literature to explore the various meanings
associated with independence, dependence and quality of life in older age. Quality of

life is explored for six disabilities: dementia; depression; intellectual disabilities; sensory
disabilities; rheumatoid arthritis; and stroke. The rationale for selecting these categories lies
in the Disability Act 2005, which refers to physical, sensory, learning and mental health, or
emotional impairment as the main components of disability. Interviews were carried out
with approximately twenty people in each of these disability groups. The lived experiences
of older people with a disability, both contemporary and historical, and their subjective
accounts of well-being inform our understanding of quality of life in this research. The
subjective experience of people with a disability, as well as their interpretation and
experience of wider contextual factors, are also critical to this understanding. The
qualitative approach to data collection used in this study allows both the lived experiences
of older people with a disability and the social context within which they live their lives to
be articulated and valued.

If public policy is to be effective and efficient, it must target the domains of quality of
life most important to older people with a disability. These domains are similar to other
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groups in society and broadly include: physical and social environment; connectedness to
family, friends and place; independence and autonomy; health; and material circumstances.
Personality, coping mechanisms, and physical and social infrastructure can mediate the
effect of any disability on quality of life. Each person is likely to have a unique perspective
on their own situation which may be different to the objective assessment of the ‘expert’
or ‘professional’ view (Janse et al., 2004). Older people with a disability must not,
therefore, be treated as a homogeneous group or ‘batch-processed’, rather, they need to
be centrally involved in giving meaning and interpretation to their own disability and how
that disability impacts on quality of life.

Disability matters for individuals, families and society; that fact is the starting point for this
study. Our task is to give a voice to older people with a disability in Ireland. In that respect,
the research fulfils an important advocacy function. We examine the meanings that people
with a disability attach to independence, dependence and interdependence within a quality
of life framework. Sometimes the dependence that is associated with disability is innate,
it arises from the fact of the disability; other times that dependence is socially constructed
arising out of the way disability is defined, articulated and understood by society. We bear
witness to the lived experiences of people with disability and make recommendations for
practice and policy now and in the future.

1.2 Defining Disability

Disability is not easy to define. It is a multidimensional concept with both objective and
subjective characteristics. Traditionally, disability has been equated with physical, sensory
and/or intellectual impairment. When interpreted as an illness or impairment, disability

is seen as located in an individual's body or mind; disability is intrinsic to the individual.
This interpretation underpins the medical model approach to disability, which sees it as

an individual problem, directly caused by disease, trauma or other health conditions. Not
surprisingly, treatment for disability under this approach is conceived of in terms of medical
care.

In a broader context, disability does not reside solely within individuals who have
impairments and physical limitations, but also in the social, physical, economic and political
environments within which people live. When interpreted as a social construct, disability
can be examined in terms of the socio-economic, cultural and political disadvantages
resulting from the exclusion of individuals from the normal activities and experiences

of life. For example, the National Disability Authority Act, 1999, defines disability as

‘a substantial restriction in the capacity of a person to participate in economic, social



or cultural life on account of an enduring physical, sensory, learning, mental health or
emotional impairment’. The social model (of which there are many variations) distinguishes
impairment, which is a condition of the body and/or mind, from disability, which is a
situation of social exclusion caused by the organisation of society.

A ‘post-social’ model of disability that incorporates elements of both the social model

and the medical model underpins our understanding throughout this report. We regard
disability in older age as a dynamic phenomenon that relates to individual physiological and
psychological conditions, as well as to social position, cultural norms and environmental
contexts (BURDIS, 2004). Impairment in all its forms, physical, cognitive and emotional,

is an intrinsic part of disability but it does not define it. Extrinsic conditions determine the
extent to which individual impairment leads to disability and the exclusion of individuals
from participation in economic, social and civic life. Our approach is, therefore, in keeping
with the World Health Organisation (WHO), which posits a biopsychosocial model based
on an integration of medical and social understandings (WHO, 2002). Disability incorporates
individual impairment, activity limitations and participation restrictions, all of which are
influenced by the physical and social environment.

1.3 The Interface Between Ageing and Disability

Population ageing has intensified the relationship between ageing and disability. For some,
population ageing has a linear association with increasing disability as the incidence of
disability in the population increases with ageing. Others point to accumulating evidence of
morbidity compression in older age which is likely to make the relationship between ageing
and disability much more ambiguous. The USA has witnessed a decrease in the prevalence
of disability among older people (Cutler, 2001). There, a decline in mortality rates, reduced
numbers of nursing home residents and lower dependency ratios all point to a reduction in
the prevalence of disability. These changes are due to several overlapping factors including
changes in technology, behaviour, diet, economic circumstances and education. However,
it is unlikely that the current position is a long-run equilibrium and it is conceivable that
disability in older age may increase again in the future due to current poor consumption
and exercise patterns in younger and middle-age populations. Bhattacharya et al., (2004)
predict that while per capita Medicare costs in the USA will decline for the next 15 to 20
years, per capita costs will rise and continue at an accelerating rate after 2020 as disability
in older age begins to increase again.

The interface between ageing and disability is barely recognised in Ireland, either in
terms of service provision or policy. Historically, health and social care services have

The Quality of Life of Older People With a Disability in Ireland



been organised around distinct client groups, with very little integration of services
across groups. Distinct client groups exist for older people, people with a disability and
people with mental illness. Responsibility for the organisation and delivery of services

for these groups is assigned to Care Group Managers who control the budget for their
particular client group only, making it impossible to engage in joint planning across the
three care groups. Not surprisingly, this has led to fragmentation in provision, thereby
undermining any attempt to provide person-centred, holistic care for people, irrespective
of age or circumstance. Responsibility for ageing and disability is also separated within
the Department of Health and Children (DoHC) leading to separate policy channels for
each, resulting in an even greater dichotomy. The two main advisory agencies on ageing
and disability, the National Council on Ageing and Older People (NCAOP) and the National
Disability Authority (NDA), have also tended to focus specifically on one or the other; the
NCAOP on ageing and the NDA on disability. This is now changing, with the two agencies
engaged in exploring the interface between ageing and disability in Ireland.

There are numerous examples of the difficulties caused by the separation of ageing

and disability provision for older people. For example, people with early onset dementia
cannot always access dementia care services because they are too young. In particular,
people aged less than 65 years with intellectual disabilities who develop dementia have
no clear pathways to care under the current system. There are also gaps in services for
younger stroke patients, due to the service being geared primarily towards older people.

Conversely, disability services may be the most appropriate placement for some people
aged over 65 who acquire a disability later in life, but they cannot receive such services
because they are too old. This failure to direct older people to the most appropriate

care provider or care setting is often due to ageism masquerading as rational resource
allocation. Older people are denied proper care simply because of their age. On the other
hand, people are sometimes forced to move from one service to another upon reaching
the age of 65, irrespective of the trauma and dislocation involved. This is particularly true
for people with mental iliness living in institutional care who are sometimes forced to
move to long-stay facilities, often to settings unapproved for mental health care, away from
familiar surroundings and familiar faces.

There have been legislative developments that have sought to address the interface
between ageing and disability. The Equal Status Acts 2000-2004 and the Employment
Equality Acts 1998 and 2004 offer protection against discrimination on the basis of

age and disability. The Equality Authority has also produced a key policy document,
Implementing Equality for Older People (The Equality Authority, 2002), which addresses
the topic of ageing and disability. The National Disability Act 2005 is, however, likely to
carry most significance for the development of closer relationships between ageing and
disability in Ireland. The Act is a key element of the National Disability Strategy agreed by
the Government to underpin the equal participation of people with a disability in society.



The Act covers a wide range of issues including: needs assessment: individual service
statements; rights; redress; advocacy; and accessibility; and provision for integrating

sectoral plans by Government Departments could also potentially facilitate a much closer
integration between ageing and disability services than has existed up to now. Certainly the
language used in terms of independence, empowerment, rights and citizenship is one that is
increasingly common to both ageing and disability sectors.

1.4 Data on Disability in Ireland

According to Census 2002 (CSO, 2002), there were 323,707 people with a disability in
Ireland, accounting for 8 per cent of the total population. Of these, 135,696 or 42 per cent
were 65 years old and over, accounting for 31% of the older Irish population. The incidence
of disability increases exponentially with age; a 65-year-old person is nine times more likely
to develop a disability than a person aged 15-24 years (Gannon and Nolan, 2005). Some
older people have more than one type of disability. Of people with a disability aged 65 years
and over, about two thirds experience multiple disabilities. The number of older people with
disability is classified by disability type in Table 1.1. More than two thirds of older people
with a disability experience restrictions in physical activity. Older people also have a high

rate of sensory impairment, with 30 per cent experiencing blindness, deafness, or a severe
vision or hearing impairment. A similar proportion has difficulty in learning, remembering or
concentrating.

Table 1.1: Disability among older people in Ireland

Type of disability People aged 65 years and over
Total persons with a disability 135,696
Blindness, deafness, or a severe vision or 41,415 (36%)

hearing impairment
A condition that substantially limits one or | 90,985 (24 %)
more basic physical activities

Difficulty in learning, remembering or 41,528 (11%)
concentrating
Difficulty in dressing, bathing or getting 52,985 (14%)
around inside the home
Difficulty in going outside the home alone | 73,556 (19%)
Difficulty in working at a job or business 77,795 (21%)
Total disabilities 378,264 (100%)
Source: CSO, 2002
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More specific and person-centred data on the interface between ageing and disability

is harder to source. Older people tend to be absent from existing disability databases.

For example, the National Physical and Sensory Disability Database excludes persons
whose disability arises from the age of 66 onwards. There is no database covering people
who develop cognitive impairment after the age of 65. Nor is there a comprehensive
information set on older people with mental health difficulties. Steps are being taken

to improve the data available on disability in Ireland; the first National Disability Survey

is currently being undertaken as a follow up survey to Census 2006 (CSO, 2006). Joint
initiatives between relevant agencies are also being explored to improve the level and
volume of knowledge available on disability and ageing in Ireland.

While these signs are encouraging, we still encountered problems when establishing
baseline populations for each of the disability categories being examined in this report.
The data currently available for each of these categories is fragmented and the estimates
provided should be regarded in that light.

1.4.1 Dementia

Studies on the prevalence of dementia, which seek to estimate the number of people
with dementia at a given point in time, show a sharp rise in the prevalence of dementia
with age. Prevalence increases almost exponentially with age, nearly doubling every five
years, but the increase is much more rapid for females for whom prevalence of dementia
is much greater in the oldest age categories (OECD, 2004). Prevalence rates for the Irish
population have mostly been derived from EURODEM (Hoffman et al., 1991), which
provides a statistical integration of age-based rates from a number of different prevalence
studies. The application of EURODEM rates to the most recently available published
population Census data for Ireland suggests that there were just over 34,000 people with
dementia in the country in 2002, made up of 20,000 females and 14,000 males (Table 1.2).
The projections suggest that there are currently 38,000 people with dementia in Ireland.
In line with the ageing of the population, the major increase in the number of people with
dementia is likely to occur after 2021, with the numbers projected to increase to over
100,000 by 2036.

Even in such a small country as Ireland there are clear regional differences in prevalence
rates for dementia, reflecting imbalanced age distributions across the country, underlining
the importance of age structure for prevalence estimates. Western counties tend to have
the highest share of the population with dementia, with Leitrim having the highest share at
1.4 per cent of the total population. Eastern counties tend to have the lowest share of the



population with dementia, with Kildare having the lowest share at 0.5 per cent of the total

population.

Table 1.2: Estimated number of people with dementia in Ireland, Census 2002 by
EURODEM prevalence rates

Age category Males with Females with Persons with Percentage
dementia dementia dementia

30-59 years 1,547 772 2,319 0.1%
60-64 years 1,241 383 1,624 1.0%
65-69 years 1,436 750 2,186 1.6%
70-74 years 2,379 2,356 4,735 4.2%
75-79 years 1,869 3,513 5,382 6.0%
80-84 years 2,696 4,937 7,633 13.0%
85-89 years 1,747 4,602 6,349 21.4%
90+ years 970 3,088 4,058 33.5%
Total 13,885 20,401 34,286

1.4.2 Depression

No comprehensive statistics exist for older people with depression. Usage of acute
services by all individuals with mental health problems is reported under the National
Psychiatric In-Patient Reporting System (NPIRS). Approximately 12 per cent of all
admissions to psychiatric hospitals are of people aged 65 years and over. Overall, just over
two fifths of all admissions of those aged 65 and over are for depressive disorders. The
NPIRS does not provide detailed analysis of outpatient psychiatric services disaggregated
by age. Nor is there an equivalent national database that provides primary and community-
based coverage of older people with mental health difficulties, including people with
depression.

1.4.3 Intellectual Disability

The National Intellectual Disability Database (NIDD) gathers demographic information about
people with an intellectual disability, although it does not include those people who have
never been attached to services, some of whom may be very vulnerable (McCarron, 2006).
The Database informs regional and national planning in relation to need and specialist
services for people with an intellectual disability. In 2005, there were 24,917 registered
individuals who had an intellectual disability, of whom 2,611 or 10 per cent were aged

55 years and over (Barron and Mulvany, 2005). There has been a steady increase in the
proportion of people with an intellectual disability aged 35 years and over, from 29 per
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cent in 1974 to 47 per cent in 2005. There is no information on how many people with

an intellectual disability are aged 65 years and over, reflecting the lack of convergence
between ageing and disability in respect of data collection and analysis. The changing age
structure of people with an intellectual disability will have major implications for service
planning in the years ahead, as more people with intellectual disabilities survive into older
age.

1.4.4 Rheumatoid Arthritis

There have been no prevalence studies of rheumatoid arthritis in Ireland. A report by
Fitzgerald et al. (2002) for the Irish Society for Rheumatology (ISR), estimates that
approximately 1 per cent of the Irish population suffers from rheumatoid arthritis. Although
no breakdown of the age distribution of rheumatoid arthritis sufferers is available for
Ireland, Urwin et al. (1998) suggest that there is a higher incidence of disability due

to musculoskeletal conditions such as rheumatoid arthritis in older age groups than

in younger age groups. WWomen are significantly more likely to be affected than men.
Leaving rheumatoid arthritis untreated can lead to significant functional disability in older
populations (Fitzgerald et al., 2002).

1.4.5 Sensory Disability

The National Physical and Sensory Disability Database monitors the service needs of

people with a physical or sensory disability. In 2005, there were 22,429 people registered
aged 65 years or less (Doyle et al., 2005). However, data is only collected on service users
who have been identified before the age of 66 years. Data is not collected on people who
develop a physical or sensory disability after the age of 65, even though we know that the
risk of developing visual impairment rises with age. For example, estimates provided by
Munier et al. (1998) suggest that over half of all blind people in Ireland are aged 65 years
and over, with one third aged 80 years and over. Using UK prevalence rates, the NDA
estimates that some 153,000 people have hearing impairments in Ireland (NDA, 2005).
International research shows that, similar to visual impairments, the risk of developing a
hearing impairment increases with age (Quaranta et al., 1996).

1.4.6 Stroke

We do not know the number of older people with stroke in Ireland. However, according to
the Irish Heart Foundation, the majority of strokes occur in those aged 65 and over, as the
likelihood of having a stroke doubles for every decade one lives after the age of 55 years.
An extrapolation of data produced by the American Heart Association suggests that there
are an estimated 30,000 people in Ireland with a residual disability resulting from a stroke.
These disabilities are likely to include hemiparesis (48 per cent), help needed with daily
living (24-53 per cent), cognitive impairment (33 per cent), depression (32 per cent) and
inability to walk (22 per cent) (Helgason and Wolf, 1997).



1.5 Structure of the Report

Following on from the Introduction, Chapter Two explores ageing and disability literature in
an attempt to find relationships, commonalities and interfaces between the two strands.
Chapter Three provides an overview of the most important domains of quality of life of
older people, both generally and for older people with a disability. The methodology used

in the study is outlined in Chapter Four. Chapter Five details the empirical analysis of the
six disability groups. Chapter Six provides a direct account of the experience of disability
by the various groups; concepts of independence and dependence are also explored in this
chapter. Chapters Seven and Eight report on quality of life for participants in the study, and
policy issues are taken up in Chapter Nine.
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Chapter Two
Ageing and Disability

2.1 Introduction

Some people acquire disabilities early in life and age with disability, while others may not
acquire disabilities until later in life. These groups will likely have different experiences
related to the length of time spent living with a disability. They will have different
expectations, coping mechanisms and adaptation strategies. An analysis of the life course
will reveal many influences and experiences that serve to separate rather than unite the
two groups. Yet, these two groups are also likely to share many attributes. The issues of
needs assessment and person-centred care are central to both groups. So too are issues
of social rights and citizenship. Yet in contemporary debates about social care for older
people, ageing and disability tend to remain apart in discussions of both policy and practice.
In social services, disability programmes and ageing programmes have been distinct for
many decades. Moreover, analytical and theoretical research in the field of ageing with
physical and intellectual disabilities is just beginning.

The gains made by the disability movement in the development of a social model of
disability also contain many lessons for groups and organisations representing older
people. Currently, the service models of care that are available in disability and ageing
programmes in Ireland are different. Disability programmes typically incorporate concepts
of independence, autonomy, self-direction and empowerment for participants. In contrast,
ageing programmes tend to follow the medical model more closely, with health and social
care professionals having control of the decision-making process; the structure of social
care provision does not allow older people much choice or autonomy in respect of the type
of services received or the timing of these services. As more people age with disability,
the medical model of ageing will come under increasing scrutiny from people demanding a
social model of care provision; one that emphasises empowerment for older people.

This chapter focuses on the interface between ageing and disability, and explores the
common ground between the two in relation to both theory and practice. To begin with,
we examine the concepts of dependence and independence and the relationship between
the two. The main theories of ageing and disability are then set out, mindful of Putnam'’s
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(2002) conclusion with respect to the former that ‘most theories of ageing do not consider
the cumulative experience of disability’. The importance of the social model for the
disability sector is highlighted, as is their rejection of the dependency model. The chapter
also includes a brief examination of discrimination on the margins between ageing and
disability. The implications for policy of extending the social model of disability into the
ageing sector are considered, as is the possibility of developing a biopsychosocial focus in
policy formulation and implementation.

2.2 Dependence and Independence

There are no commonly accepted definitions of dependence or independence in the
literature. This has led to a lack of conceptual clarity and difficulty in comparing research
findings. Some authors assume that the concepts are fully understood and do not define
these terms (Secker et al., 2003). Researchers who do define these concepts take one of
two main approaches: the functional approach or the capacity approach.

Researchers who take a functional approach define the concept of dependence or
independence by identifying what a person can or cannot do by themselves. This

approach is evident in the work of Goodwin et al. (2003) and Covinsky et al. (2003) who
define dependence in terms of the extent to which a person is reliant on others for care
and define independence as the ability to self-care or a lack of reliance on others. The
functional approach has been shaped by a medical model of care which is principally
concerned with physical function and disease. As a result, this approach has been criticised
by many researchers as it fails to appreciate the broader, more holistic and subjective
nature of these concepts (Falter et al., 2003).

Researchers who take a capacity approach stress the complexity and subjective nature of
independence and dependence (Falter et al., 2003). They argue that these terms cannot
be seen in absolute terms and should focus on a range of dimensions including physical
functioning, emotional functioning, and economic circumstances (Bowers, 2001). Physical
capacity, therefore, is only one dimension of independence (Cohen, 1992; Bowers, 2001,
Falter et al., 2003; Secker et al., 2003). These researchers also make a crucial distinction
between executional and decisional independence. While the former focuses on the actual
physical capacity to undertake activities of living, the latter relates to the extent to which a
person can exercise control and autonomy, and make decisions over what they do. Falter
et al. (2003) investigated older people’s perceptions of independence and dependence,
and found that perceptions of independence cannot be explained by disability alone.

These researchers found that some older people who were perceived as highly dependent



categorized themselves as highly independent. Dependency, therefore, was not just about
the ability to do but also the capacity for autonomous decision-making.

The relationship between dependence and independence is also far from clear. While
some may present the relationship as inversely correlated, in that any increase in
dependence results in a consequent decrease of independence, Secker et al. (2003) found
that this is not necessarily the case. Their research revealed that a person may be highly
dependent on others for care but could perceive themselves to be highly independent.
People may be reliant on others, but may see this as part of an essential reciprocity that
characterises human existence. Independence and dependence are more likely to be
distinct notions rather than opposites (Gignac and Cott, 1998). Relationships are likely to be
complex and individually determined. French (1993), for example, believes that the notion
of independence can be taken too far, restricting the lives of people with a disability rather
than enriching them as independence can give rise to inefficiency, stress and isolation.

Notions of disability, independence and dependence are also likely to be culturally
determined. Some communities and cultures place a high value on intergenerational
reciprocity, with strong social norms in respect of family ties and obligations. This affects
how people think about independence and assistance. Finch and Mason'’s (1992) major
empirical work on family obligations highlighted the common-place nature of care freely
given and received within families. These relationships were seen as a characteristic

part of family life, symbolising neither independence nor dependence. Verbrugge et al.
(2006) point to differences in the interpretation and understanding of independence and
dependence between older people in the USA and in Singapore. Older Singaporeans live
in a culture of interdependence, whereas older Americans live in a culture of individual
independence. Not surprisingly, in their self-ratings of dependence, no older person in
Singapore said that he or she was ‘totally independent’ or 'totally dependent’. In contrast,
almost one quarter of Americans said that they were ‘totally independent’ despite having
disability and assistance. These cultural explanations are heavily influenced by behavioural
and psychological content (Baltes and Baltes, 1990), suggesting that people’s subjective
perceptions of dependence and independence are more important than any objective
indicators. These findings encourage us to examine, rather than assume, what notions of
independence and dependence mean to older people with disability in Ireland.

2.3 Theories of Ageing and Disability

There are no theories on ageing with a disability, but rather separate theories on ageing
and on disability (Putnam, 2002). This divergence impacts on our ability to conceptualise
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important relationships between ageing and disability. It is worthwhile, therefore, to
examine the ageing literature and disability literature separately for insight into the potential
interface between the two. We begin with a brief overview of theories of ageing and the
evolution towards more social frameworks for analysing age and disability.

The main influences on theories of ageing can be divided into biological, psychological and
sociological categories. Biological theories of ageing examine ageing at cellular, organism
and molecular levels (Johnson, 2005). Medical indicators, such as functional capacity
(which evaluates the ability to carry out daily tasks and is measured by activities of daily
living), are also included in biological age (Aiken, 2001). Psychological theories of ageing
are concerned with feelings, attitudes and an individual's overall approach to life. A positive
approach to growing older takes into account the advantages of older age, such as less
responsibility, more leisure time and less preoccupation with what people think (Aiken,
2001). Sociological theories of ageing, or social gerontology, is the least developed of the
three areas, with theoretical progress in this field more challenging than with biological and
psychological theories of ageing. Sociological theories of ageing are primarily concerned
with how social roles and activities change with age, as well as the effects of social
relationships and institutional structures on age (Phillipson, 1998).

Three major theories of individual ageing are disengagement theory, activity theory and
continuity theory (Putnam, 2002). The difficulty with all of these theories, particularly the

first two, is that they were developed to explain so called ‘'normal ageing’; that is ageing
without physical or mental impairment. Disengagement refers to the gradual withdrawal
of individuals from earlier life roles, such as paid work, in older age (Cumming and Henry,
1961). Activity theory, in contrast, focuses on participation and the maintenance of activity
as central to well-being in older age (Lemming et al., 1972). Continuity theory incorporates
role adaptation in the maintenance of internal psychological structure, both of which are
influenced by external structure in the social and physical environment (Atchley, 1989).
However, none of these theories deals directly with the social forces that impact on
individual ageing.

Theories that incorporate the relationship between the ageing individual and society
contain the promise of a more nuanced understanding of the relationship between ageing
and disability. Social exchange theory posits an accounting relationship between the ageing
individual and society, one that is positive in favour of individuals during their working life
but which moves into deficit as one enters old age (Dowd, 1975). Disability or ill-health

can exacerbate the deficit experienced by the older person, causing them to lean more on
the personal and social reserves generated earlier in life, but it is not central to the theory.
Modernisation theory puts forward an industrial explanation of the role and position of older
people in society that links their worth and well-being to their continued involvement in the
technological workplace (Burgess, 1960). Disability only matters when it interferes with the



ability of the older person to participate in the labour force, or undermines the capacity of
the older worker to re-train or re-skill. Age stratification theory explores social roles over
the life-cycle (Riley et al., 1972). Its basic premise is that age matters for social roles, and
roles change as people age and cohorts mature. Once again, however, neither ageing with
disability or disability in older age are specifically addressed within this framework, even
though disability does impact on social role and function.

The ecological model of ageing recognises the relationship between an individual's
capability and functioning, and their environment (Lawton and Nahemow, 1973). The
physical environment may sanction disability through its failure to provide suitable
opportunities for mobility and communication across spaces and places. Indeed, even

the perception of environmental impediments to movement and communication may

have a causal effect on behaviour that may be independent of the physical attributes of
the environment. Alternatively, the physical environment may prove to be liberating and
accommodating through suitable design and physical layout so that independence is
promoted instead of dependence. There is harmony between individual capabilities and the
demands of the physical environment (Kahans, 1982).

Critical theories of ageing and disability attempt to provide an understanding of the
relationship between ageing and social forces, albeit mediated through power relationships
rather than directly. For example, the political economy of ageing approach emphasises the
social construction of age and examines the influences of social structures and processes
on public policy for older people (Townsend, 1981). Power relations matter in developing
shared understandings of age and ageing, and in establishing rights, responsibilities and
obligations within society. Power differentials translate into structural influences that
determine resource allocation and public policy for older people, thereby affecting how
ageing is interpreted and experienced.

Feminist theorists have drawn attention to the dominance of the male understanding of
ageing in official thinking (Arbor and McGinn, 1991). This criticism could also be applied to
the significance attached to social class divisions within prevailing critical theories of ageing
and dependency. So far, the experiences of older people with a disability have not received
adequate consideration in this field. Instead, the dependency that arises in older age is
seen as socially constructed, having its origins in unequal social relations and social class
divisions rather than in disability.

Nagi’s (1965) functional limitation model is seminal to the development of the social model
of disability. He classified disability as a limitation in performance of socially defined roles
and tasks within a specific socio-cultural and physical environment. That being so, disability
pathways could be identified as having specific risk factors including physical and social
environmental factors, behaviour and lifestyle (Verbrugge and Jette, 1994). Disability
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results from the interaction of an individual and their environment, rather than from the fact
of impairment. Further work focused on the development of an enabling-disabling process
model, which linked dependency to the absence of alignment between the capabilities of
the impaired individual and their physical, social and environmental world (Brandt and Pope,
1997). It was not long before the enabling-disabling process model became politicised
through the development of political models, such as Hahn's (1993) minority group

model of disability. In the latter, social attitudes were identified as the main source of the
problems confronting people with a disability.

2.4 Towards a Social Model of Disability

The medical model of disability equates disability with loss and dependency through
enduring physical, sensory and/or intellectual impairment: the focus is on the individual;
the loss is internalised; and the problem is endogenous. Treatment is considered in terms
of medical care provided by doctors or other healthcare professionals. In contrast, social
models of disability focus on events and circumstances external to the individual: disability
is not inherently part of the person, but rather a function of the interaction between the
person and their social world (Nagi, 1965; Begum, 1992; Hahn, 1993; Brandt and Pope,
1997). Impairment may exist but it need not and should not always lead to dependence.

As outlined in Section 2.3, the social model of disability can be traced to a number of
theoretical developments with origins in both ageing and disability literature (Putnam,
2002). Theoretical developments on their own, however, were unlikely to lead to equality
for people with a disability; a political input from those who experienced the disadvantages
and discrimination associated with disability was needed. One of the principal catalysts

of the disability movement was the civil rights movement in the USA (Oliver and Barnes,
1993). Disability rights groups began lobbying for equal rights and in 1972, the first Centre
for Independent Living was founded in California. The independent living movement
propounded that people with a disability know best how to provide for the needs of others
with a disability and, in order to develop a full and vibrant community, everyone must be
included. Organisations for people with a disability began to look for equal status and equal
rights for people with a disability and campaigned for an end to what they considered the
social oppression of people with a disability. In 1976, the Union of Physically Impaired
Against Segregation (UPIAS) defined disability as ‘the disadvantage or restriction of

activity caused by a contemporary social organization which takes no or little account of
people who have physical impairments and thus excludes them from participation in the
mainstream of social activities. Physical disability is therefore a particular form of social
oppression’.




This marked the first steps towards a social model of disability (Oliver and Barnes, 1993).
The introduction, after much lobbying, of the Americans with Disabilities Act 1990 put
pressure on the British Government to enact similar legislation. In 1995, the British
Government introduced the Discrimination Disability Act followed by the establishment of
a Disability Rights Commission (Smith, 2005). The United Nations Standard Rules on the
Equalization of Opportunities for People with a Disability (United UN, 1992) emphasised
certain rights for older people, such as equal participation and the right to remain within
their own local communities. Accessible environments and integrative structures were
necessary prerequisites for the promotion of independence and autonomy among people
with a disability.

In Ireland, the National Disability Strategy (NDS) is of pivotal significance to the
development of a social model of disability. The NDS is comprised of the Disability Act
2005, the Comhairle (Amendment) Bill 2004, a multi-annual investment programme for
disability services and departmental sectoral plans aimed at ensuring comprehensive and
holistic delivery of services for people with a disability. It has taken time for the social
model of disability to reach Ireland, but the NDS recognises the distinction between
impairment and social exclusion, and offers the potential for a social conceptualisation of
independence and dependence.

There remains dissatisfaction that the legislation does not adhere strictly to a rights-based
model (NAMHI, 2004). For example, while the Act recognises the right to an individual
assessment of health and educational needs, services do not automatically follow. Rather a
service statement is produced outlining the services that can be provided to the individual
subject to five criteria: the assessment report; eligibility criteria for services; relevant
standards and Codes of Practice; the practicability of providing the service; and the financial
resources available. An individual is informed of the services that will be available to them,
rather than the