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Chapter Eight

Exploring Disability
and Quality of Life
Relationships:
Connectedness, Sense
of Self and Income

8.1 Introduction

This chapter continues to explore disability and quality of life relationships. It focuses on
the further three domains of quality of life identified by participants: connectedness, sense
of self and income. They are, however, more complex than that because they are also
factors that have the potential to mediate between disability and quality of life. They may
determine a person’s overall response to their disability and the impact of that disability on
them.

8.2 Connectedness

This section examines how relationships, activities and place are perceived to impact on
the quality of life of older people with a disability. In particular, it focuses on the importance
of companionship, family relationships, intergenerational contacts, activities, and general
links between people with a disability and the community.
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Connectedness to others was identified by most participants as key to quality of life. For
participants, however, connectedness was not just about social relationships but about
participation in activities both in the community and at home. Physical and intellectual
disability, because it was often accompanied by increased dependence on others,
impacted significantly on participants’ relationships with others and the extent to which
participants could engage in social activities. Results from the SF-36v2 survey revealed that
the mean for social functioning was well below average, indicating that participants found
this aspect of their lives challenging. The overall impact of disability on connectedness
was, however, moderated by a number of factors: family and companionship; friends and
companionship; isolation; and recreational activities.

8.2.1 Family and Companionship

Family was identified as central to many participants’ quality of life. Family provided
friendship, love and support, as well as practical help. As reported in Chapter Five, 40 per
cent of participants lived with a spouse or partner and many others with a relative. Often
this companion was the person with whom they socialised outside the home and was key
to enabling the participant to maintain outside social links with friends and community.
Other participants lived close to family and had close and frequent contact with their

families:

| see a lot of the family. | have eight children and grandchildren. They are all around but
two are away, one in Dublin and one abroad.

| don’t know what happens if you haven't family around and at the same time they
can’t give up their jobs. Now (names) came over here and stayed with me.

| have nine grandchildren who come in every day.

Sometimes this contact was by phone rather than face-to-face contact:

Oh, my daughter rings. We ring and talk to my son every Sunday night; he rings me or

| ring him.

For these participants having family was important; family provided support when it
was needed which contributed significantly to the participants’ quality of life. For some
participants, family was the main focus of their lives:



The only interest | have is my daughter and her husband ... They keep me company
and sit beside the bed and talk. It’s the only thing that keeps me any way sane to hear
these things. | know it's all self-centred but that is the way it is.

For some participants maintaining contact with family members was difficult. This was
usually because family members had moved away from Ireland, but some participants
cited their family’s work commitments as a reason why they saw little of them.

Some participants assisted in looking after their grandchildren; they enjoyed doing this and,
while it was sometimes tiring, they felt they were reciprocating for the support and help
they were given:

| have eight children and I've three daughters living in town there. And | might go to
them in an afternoon or | go to them for lunch. And they might come out, maybe in the
afternoon ... One of the girls, she has young children, so she goes to the swimming
with one of the little kids and she leaves the other two with me for an hour or so.

All participants who had children and grandchildren described their pleasure in watching
their children and grandchildren grow.

Participants who had an intellectual disability often entered residential care following the
death of a parent with whom they had lived. Some participants reported that their siblings
had helped them make the decision to enter residential care and many maintained close
relationship with their brothers and sisters.

Some participants, however, were not married or had no living close relatives. Some of

these participants had cared for older parents during their early years while others had
worked outside Ireland and returned following retirement:

There's no one, I'm the ... last member of the family.

We had no family ... not having any family meant that you weren't mixing, | was
working, he was working and then while both parents were alive we nearly went down
to them every weekend. That we were gone out of town, so | really didn't know many
people in town, you know that kind of way.

For these participants it was often friends who provide companionship and support.
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8.2.2 Friends and Companionship

For some participants, it was friends who provided the companionship in their lives.
Participants described the importance of friends in their lives and the role friends played in
helping them:

| do, | have a good social life. I've lots and lots of friends. We go to (name) the odd
time. We might just go for a walk and listen to my friends talking about their problems.
Then I'm very involved in this walking. | meet a lot of friends. | do a lot of things, | am
very active. I'm a fairly active person.

| have one or two friends who call in and very often they would say, ‘oh, how is the
briquette situation?’. And they would bring them in as far as the scullery and you know
so ... | have great friends that way | must say ... and | have good neighbours.

| go out to my nieces, unless they’re away somewhere. Ah, sure I've loads of friends
around, they come in or bring something in.

Sometimes this help was practical, such as shopping or housework, but at other times it
was encouragement and support that helped to keep participants motivated. For people

with an intellectual disability, living in residential care had brought them in close contact
with others and this was often noted as a very positive aspect of living in residential care.

8.2.3 Isolation

Some participants lived in isolated communities and had done so all their lives. However,
disability compounded the problems of living in an isolated area, as there were few
neighbours or amenities. Engagement with others required planning, resources and
motivation. Sometimes the nature of a person’s disability affected their capacity to socialise
with others; participants with a sensory disability often found crowds uncomfortable while
participants with depression found they lacked the motivation to socialise:

You feel, when you're depressed, you just feel very, in bad form, you know. And kind
of isolated, you know. And you're hoping all the time to get better of it ... | think it’s ...
worse than any disease, depression, you know. It affects you that way, you know. But
then | go visiting sometimes.

Some participants found living alone very hard. In some instances, it was evident that
these participants were still grieving the loss of a long-term partner:



I’'m living alone. | have nobody to talk to, you know, to go over your things ... and
you're so lonely. | have to depend on the television all the time for company. That's the
worst part of being old and living on your own.

Some participants reported that ageing of family and friends had also led to a reduction in
social contacts as it became more difficult for people to visit:

The people that used to call are now the wrong age. They are unable to call now.
They used to call in their younger years, they used to call regularly. It's limited now.

Another participant who was living in long-stay care also reported that she was very lonely
and lacked companionship:

If you want anything, well, you speak to the nurse or the Sister in Charge. But it is, it's
very lonely. There's nobody bothers with you. You just come down here and you do
your own thing ... it’'s not like being at home. You're well cared for and everything, but
it's not the same.

It was evident that family and friends were important to the quality of life of older people
with a disability. Disability, however, also impacted on a person’s capacity to socialise.
For some participants a lack of family support often resulted in feelings of loneliness and
isolation.

8.2.4 Recreational Activities

There was great diversity in the extent to which participants engaged in recreational or
social activities. Some participants had a very active social life while others did very little.
The extent of engagement depended on many factors but was undoubtedly influenced by
the extent and nature of a person’s disability. Some disability groups found participation

in social activities more difficult than others. Participants with a sensory disability found

it difficult to undertake group activities and many described how they had given up group
social activities outside the home because they found group situations too stressful.
Participants with depression also found group activities difficult but some participants
enjoyed the companionship provided at day centres.

Participants engaged in a range of recreational activities including painting, reading, writing,
bingo, dancing, singing, exercise classes, active retirement associations (ARAs), watching
TV, cards, bridge, golf, scrabble and gardening. For some participants recreational activities
were an opportunity to meet others and develop friendships:
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She'll take me out the second Wednesday of the month. Another friend she’ll take

me out the first Wednesday of the month ... Then (name), she’ll take me out the third
Wednesday of the month and then (name), she’ll take me out the fourth Wednesday of
the month.

Oh I have a lot of friends ... They can come to the house and visit me or | play a lot of
bridge. | play three times a week.

Many participants had joined ARAs and found the associated recreational activities
enjoyable. These participants commented that they had developed new interests as a
result of attending these groups and had made new friends:

| do think the ARAs are great because we get talks, like | would know more now of
what maybe | should have (entitlements).

It is a splendid thing really, | am in it now for seven years and we meet as | say weekly
and we generally try and get a good presenter every week. | would give a talk myself
or | would do some bit of writing or something for it ... and then they have all sorts of

activities ...

The ARA ... go on holidays and things like that.

Many participants with an intellectual disability reported that they enjoyed visits to the local
public house and organised trips. Participants reported that staff in the residential facility
organised these trips and accompanied participants.

Disability, however, made it more difficult to engage in recreational activities due to
limited physical capacity, sensory problems, transportation issues and motivation. Some
participants found they were unable to pursue the recreational activities they had enjoyed
when they were younger. Some of them had developed new home-based interests, such
as writing, watching TV or reading. Other participants attended day centres and found the
recreational activities offered sociable and enjoyable:

We get together and play bingo. We have dinner there and a cup of tea when we get
in there. We have a chat with each other and it’s lovely, passes the time ... breaks up
the day.



Three other factors impacted on participants’ engagement with recreational activities:
mental health problems; withdrawal because of disability; and the poor adaptation of public
buildings to meet the needs of participants with a physical disability.

Some participants who were depressed found it very difficult to engage in recreational
activities and avoided social situations:

It has changed to what it used to be. It has changed with the tablets and all that. |
used to go up (name). | used to be social with the boys and all that has stopped. | can’t
now, | don't associate, | used to go up there.

Oh it would be ... sitting down thinking back all the time, you know, so, it annoys me
that way, you know. And then other times it clears away and I’'m alright you know. But
| feel, | feel sometimes very bad, you know. But when the depression lifts, I'm ok.

Other participants with depression found that company helped them. One of them
explained that being with people helped him to feel more positive; he particularly enjoyed
talking to other men of his own age as most of the men his own age in his area had
died. Participants with depression, however, could only attend psychiatric day centres if
they were receiving treatment for depression; once they started to feel better they were
discharged, leaving them with no social outlet.

Participants with a sensory disability also reported that they avoided group activities
because they found them very difficult. Participants who had hearing problems found it
extremely difficult and embarrassing when they could not follow conversations:

I'd rather really not go where there’s a big group because. you know, it's an absolute
trial and ... big gatherings and going to meet people in pubs ... It's always so noisy
that ... it isn't a pleasure anymore. It’s a real trial because | find it so stressful to be
constantly kind of ... instead of relaxing and chatting ... I'm on the alert all the time
and people must think I'm crazy because | kind of watch them to see what they're
saying.

Well, | find gatherings very difficult. | was invited to a wedding recently and | just made
my excuses because it's torture going to these things, then someone died and | really
could not go. I felt bad about that.

Other participants with significant physical limitations found that they were no longer able
to pursue activities that required good physical health or dexterity:
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| used to do embroidery. Oh, | was brilliant at it, but | can’t do that now. | haven't the
power in my hands.

| can't get out of the chair. | can’t even sit in a chair elsewhere. | can’t go for a walk or
anything like that you know.

Some participants in residential care reported that few recreational activities were provided
for them. They suggested that the days were long and dull but that staff were busy and
had little time to organise such activities.

It was evident that recreational activities were important to participants but for some
participants engagement in activities were made more difficult by physical and mental
disabilities. Lack of engagement, however, often compounded a person’s mental health
problem.

8.3 Sense of Self

Sense of self is key to a person’s well-being; it relates to a person’s identity and sense of
who they are. It develops over time but is forged by life experiences; it can be shaped and
reshaped by life-altering events. Personal identity is derived from an individual's unique
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 role
changes, dependency on others, isolation and lack of opportunity to express the things
that are important to the individual. Personal attributes may also be guestioned. Retaining
a sense of self for many participants when faced with disability is a challenge and two
components emerged in this regard: role identity and social identity.

8.3.1 Role Identity

Many participants had worked all their lives, and expressed pride and satisfaction in the
work they had done. The types of work that participants had been engaged in varied;
some participants managed their own businesses, others worked for private and public
companies, while others worked in sheltered accommodation or in the home. Many
participants reflected on their working life and were very proud of what they had achieved:

I've always been very conscientious about my work you know and | take pride in what
1'd done.



| worked until | was 66 ... | worked with my two hands, | was a goer. | suppose that

kept me going.

Many participants had worked outside the home until retirement, and giving up work was
their decision upon reaching retirement age. While the change of role at retirement may
not have been easy for all participants, many participants were able to make the transition
smoothly, and use their skills and talents to undertake other activities and roles:

| worked for 45 years and | was quite happy working but | found that retirement was a
whole new life, do you know? That | could do all the things that | wanted to do, that |

really wanted to do, because while you were working it was from meeting to meeting,
get ready for one meeting and clearing up after it and so forth and that was fine. But |
found when | retired, | would say now probably it was the happiest time of my life, of
the lot. | am retired for the last 14 years and | am never busier ...

Disability had forced some participants to retire as they could no longer manage the day-
to-day demands of their work. These people often experienced great difficulty in adjusting;
the loss of role was compounded by the physical loss suffered as a result of the onset of

disability.

I ran a business ... as a limited company and | had to dismantle that. Because | could
see how | couldn’t deal with this and then have the ongoing business, contracts,
designs, problems which couldn’t be avoided. At that particular time | suppose lots
of people were saying, ‘you are making a good recovery’. And | was going along that,
getting back into work was the thing and everything would be okay in no time. So |

realised then that | can't contribute ...

It was twenty years ago, | had a business and | found | could not hear so well. It was
not so bad at first but then it started going really downhill. | had to give the business
up in the end. | was really sorry about that. It really affected me.

For these participants the loss of role was accompanied by a loss of confidence and
they described the struggle they had to regain this. One participant suggested that he
felt cheated out of his normal retirement because he could no longer do the things in

retirement that he 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:
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When my children were growing up, | was always there when they wanted me ... and
then they are independent as well and they are doing pretty well.

I'm great, like you know. I'm a very, very lucky woman and | thank God for it every day.
I'm a very lucky woman, with me children and everything.

Some participants described how they took great pride in their homes and all they had
done. Physical and intellectual disability, however, impacted fundamentally on what
participants could and could not do. Many participants found that their role had changed
from the person who managed the home to the person requiring help with some or all
activities of daily living.

8.3.2 Social Identity

Social identity is derived from being part of groups, clubs and society, and the experiences
that arise out of group participation. These experiences can influence how people view
themselves and can help build a person’s self-esteem. For some participants group
participation was very important but for others it was not. Physical or intellectual disability
impacted profoundly on many participants’ capacity to participate in group activities. Many
participants had been active members of social groups and some participants had lead
roles within these groups. The extent to which participants participated in groups varied

across and within disability groups.

Some participants found group activities were too difficult and had withdrawn from them:

| think you can get a bit wrapped up in yourself. | had a good life, | had a busy life, |
had a great golfing life, and I'm so glad, you know. It never occurred to me that I'd lose
my sight. But then it’s not lost totally. | can do things. Now | wouldn’t want to be in
any group, that wouldn't suit me.

Other participants were actively involved in groups and some had key roles:

We have a care group ... There is only four or five of us on the committee ... and I'm
the Treasurer ...

It is evident from participant accounts that disability impacted greatly on the extent to
which they were able to retain a sense of self. A change in role and in social participation
threatened participants’ sense of self and they had to adjust to new circumstances.



8.4 Income

Financial resources were identified as a quality of life domain by study participants:

I think the independence both from health and financial are terribly important do you
know ...

Disability undoubtedly impacted on financial resources. Some participants with a
longstanding disability reported that their working life had been curtailed because of the
nature of their disability. Some participants who were employed prior to the onset of
disability reported that they had had to leave their jobs as they were not able to meet the
demands of the role.

There was great diversity in the financial circumstances of participants. Some had good
financial resources and pensions, which enabled them to pay for what they required, afford
holidays or engage in expensive pastimes, such as golf. Most importantly, for participants
who needed care and therapeutic services, good financial resources enabled them to buy
these services as required.

Some participants described their need for equipment, which they described as crucial to
the quality of their lives but could not afford to buy. For example, participants with a visual
impairment described the need for magnifying devices which enabled them to watch
television or scanners to read mail, while participants with a hearing impairment identified
the need for a good digital hearing aid. Some of this equipment was supplied by voluntary
organisations and participants expressed their deep gratitude to these organisations for
their support, help and advice. Participants, however, reported great difficulty in acquiring
hearing aids as they found them very expensive. Three problems were identified in this
regard: that people aged less than seventy years were not entitled to hearing aids under
the Medical Card Scheme; that people who had lived in the UK and who have a half
pension are not entitled to any contribution towards hearing aids; and the quality of the
hearing aids supplied under the Medical Card Scheme is unsatisfactory. These issues
resulted in many participants having to pay for these devices themselves and they found
this a struggle:

Well I don't know, | do have a medical card now, which | didn’t have. | don‘t know

whether I'd be entitled to a hearing aid on that ... | certainly couldn’t afford to buy any

now.
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| have worked in London and | worked in Dublin and | have a half pension. And the
people who have full PRSI now can get their hearing aid for €750 for each hearing aid,
whereas they give the person with the half pension nothing.

One participant reported that it was beyond his means to buy a hearing aid and he was
waiting for 18 months until he qualified for a medical card to get the hearing aid he
needed.

Income also impacted on participants’ capacity to purchase services, such as home help,
physiotherapy, cooked meals and nursing care. These could be bought by participants
who could afford to do so but were beyond the means of many participants. Sometimes
the cost of transport to services was a problem, even when the services were free.
Participants reported that transport to services, such as chiropody, was not provided. One
participant who lived in a rural area found the cost of a taxi greater than paying for the
service at home:

The services are nil full stop. There isn’t even a health clinic in it. The chiropodist |

ring him ... | pay for everything, even though I've a medical card. Now if | want a
chiropodist | would have to get a taxi ... which I’'m not able to do and | would have to
get a taxi home and I've made it up that it's cheaper for him to come to my house and

do my toes than for me to get a taxi in and a taxi out for €50, and that's about every
nine or ten weeks, I'm paying for everything and I've all the services set up myself, but
as regards the HSE, no ... | asked recently for an OT ... | was told that | would be on a
year waiting list.

Some participants reported that it was very hard to manage on a pension and there was
little room for luxuries, such as going on holidays. They also worried about increasing oil
prices and unanticipated bills:

It’s difficult, you know, to have enough to keep going ... You know, you're inclined to
be scrimping and scraping ... The pension ... it's only recently it's gone up to €200 a
week. What would you do with €2007

Hopefully we won't go hungry but we don't have money to go on holidays or, as | say,
‘we’re not hungry and we never were ones for going on holidays anyway’.



It was evident that good financial resources enabled participants to control and manage
their lives in ways that was not possible for those with few financial resources. The
capacity to buy services for those with a physical disability may mean that those with
good resources can and do access better care. Lack of transport to access public services
increased hardship for those who were less well off.

8.5 Conclusion

This chapter focused on three domains of quality of life of people living with a disability;
connectedness, sense of self and income. It was evident from the findings in each

section that disability impacted significantly on participants’ quality of life but also that
connectedness, retention of a sense of self and income were factors which could
accentuate or moderate the impact of disability on quality of life. The relationships
between disability and quality of life were extremely complex, each influencing the other.
Connectedness was identified as important to quality of life. Family, friends and community
matter for people with a disability. People with a disability who are isolated and lonely
report a lower quality of life. Retaining a sense of self was challenging as participants
adjusted to new circumstances and roles, but maintaining one's identity and independence
is very important for quality of life of people with a disability. Financial independence is also
important for quality of life and those who struggle to meet the daily costs of living tend to
have a lower quality of life than those who have an adequate income. Financial resources
allow independence and choice for people with a disability, which is very important when
public resources are inadequate and social care services are fragmented.
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Conclusions

9.1 Introduction

The interface between ageing and disability has profound implications for public policy. In
spite of the provision of appropriate medical treatment for many of the diseases associated
with old age, some older people remain incapacitated to some degree, and require

varying levels of long-stay care and help, often over lengthy periods of time. In addition,

an increasing number of adults with an early onset disability are surviving to older age;
indeed people with an intellectual disability have had the most impressive increase in life
expectancy in recent decades. It is timely, therefore, to consider the well-being and quality
of life of all people as they grow older, including people with an early onset disability. That
consideration must include the social dimensions of incapacity because in some cases
dependency is created and sustained by weak social relationships and impoverished social
conditions. It is not disability that creates dependency; rather it is the failure of social
structures and processes to facilitate autonomy and independence for people with a
disability. What follows is an effort to make sense of the narrative that has gone before in
earlier chapters. That narrative is so strong and so personal that any attempt to generalise
the material as a guide to policy is fraught with difficulty. People respond to ageing and
disability in their own unique way. Nevertheless, there are some lessons from this study
that can help to shape future policy, particularly at the interface between ageing and
disability.

9.2 Living With a Disability

The qualitative data in this study reveals that disability is lived and experienced in a very
personal way by people. Disability may be strongly influenced by social conditions, social
processes and social structures but it is experienced alone. People with arthritis feel pain;
people with stroke suffer loss; people with depression are not able to cope. People report
difficulties with walking, climbing stairs, seeing, hearing, communicating and coping. The
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intensity with which these disabilities are experienced will influence the ability of older
people to remain independent in older age. Loss and decline accompanies disability and
impacts on the individual's sense of self and identity. People may be unable to recognise
themselves or their former selves when confronted with debilitating levels of pain and
discomfort. They find it hard to continue, particularly when confronted with multiple
disabilities.

And yet, as this study reveals, people do maintain self-identity and preserve meaning in
their lives. They find new levels of resolve and spirit within themselves that allow them
to adapt to their impairment and adjust their expectations. Of course, all of our lives and
actions are influenced by our mental outlook, attitudes and personality characteristics
(Gabriel and Bowling, 2004). Therefore, a person’'s psychological resources have a
significant impact on how disability is perceived and accommodated. Some people
consider themselves independent, even when the nature of their disability might suggest
otherwise to an impartial observer. This ability to find compensatory strategies has been
labelled ‘selective optimisation with compensation’ (Baltes and Baltes, 1990). There is
some evidence that the ability to implement coping strategies in response to disability is
associated with higher levels of life satisfaction and improved quality of life (Freund and
Baltes, 1998). This is certainly the case for many of the participants in this study who have
adopted multiple adaptive strategies to deal with disability, some of which can only be
interpreted through a life course perspective. People draw on lifetime experience to make
the best of what they have now, rather than focusing on negative aspects of their lives.
The attitude is one of adjusting, of accepting and of making the best of things in the face
of adversity.

People also tended to compare themselves with others and make comparisons with those
who (in their view) were worse off than themselves. For many people, though not all,
there is always likely to be someone worse off, a reminder that life is not that unbearable
yet. The rationalisation of disability through comparison with others in worse circumstances
is an attempt to come to terms with the disability and reach some reconciliation with

the constraints imposed through reference to others less fortunate than themselves.
People's subjective valuation of quality of life can be significantly enhanced if they compare
themselves to people worse off than themselves rather than to healthy individuals. For
example, Heidrich and Ryff (1993) found that subjective valuations of quality of life in

older women were high regardless of health state, because the reference point for these
women was those with health problems rather than healthy individuals. Social comparison
may also be informed by a pervasive view among older people that since impairment is a
normal part of ageing they are not disabled in the same way as younger people with similar
impairments, and consequently are better off. The ability to rationalise disability in this way
may be particular to older people and may explain, to some degree, why disability is less
politicised in older age.



It is not difficult, therefore, to see how people’s subjective assessment of their quality of
life is sometimes more positive than objective measures. The existence of this so-called
‘satisfaction paradox’ is well established in gerontological literature (Walker, 1980) and it
is again evident in this study. What for many younger people without a disability would

be an intolerable life is portrayed in a more positive light by older people experiencing the
disability. People look for positives and search for new meanings; anything to make sense
of their current predicament. Our research also suggests that it is easier to come to terms
with disability if people are given time to adapt to their disability and that sudden-onset
disability can have devastating consequences for people. There may well be an age effect
behind the ‘satisfaction paradox’ reflecting reduced expectations of this and previous
older generations. If that is the case it is unlikely to last indefinitely as expectations and
demands expand rather than contract among future age cohorts. Future generations may
find it more difficult to come to terms with disability, even though they may spend less
time in disability than the current older generation.

9.3 Social Model of Disability

Social health for older people comprises a definition of individual well-being that is distinct
from both physical and mental health. Social health is concerned with older people’s
ability to function as members of the community and includes measures of people’s
connectedness to others in terms of interpersonal interactions and social participation.
The social model of disability distinguishes impairment from dependency. It refers to the
possibility that dependency is created through social forces and social structures impacting
on the ability of older people to take control of their own lives. Economic deprivation can
also prevent people being able to participate meaningfully in economic and social life

both absolutely and relative to prevailing social standards. The disability movement has
been much more successful than the ageing sector in identifying and overcoming social
obstacles to independence and in promoting social policies that respect the rights of
younger people with a disability. In the ageing sector, older people are largely excluded
from decision-making and are rarely consulted when it comes to service provision or
placement decision-making. Their problems tend to be personalised and, very often,
medicalised.

Participants in this study were conscious of the limitations imposed on their autonomy
and independence by social forces and structures. Access to services was inequitable
with participants dependent on the vagaries and vicissitudes of the health and social care
system. Some people were dependent on voluntary organisations for critical equipment,
such as sensory aids. Others paid for services, such as chiropody, rather than continue to
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wait indefinitely for public provision. People also complained about physical barriers to their
independence, such as poorly designed houses and public buildings. Housing was an area
of artificially created dependency for participants. Many people’s lives could be improved
through adaptation of existing dwellings. The absence of public transport also created an
artificial dependency for some older people. Some participants reported having to pay for
taxis to enable them to access health and social care services. People could not visit family
and friends because of poor public transport, particularly in rural areas. Many participants
also spoke about the absence of information as a barrier to accessing services and to
participation generally; many of them simply did not know what their entitlements were.

There are strong arguments, therefore, for the adoption of a broader definition of
dependency that incorporates physical, mental, social and economic functioning. There

is much the ageing sector can learn from the disability movement in the development of
a social model. Yet, organisations for people with a disability are not working with older
people to any great extent in Ireland, especially given the number of older people with a
disability in the population. While there are difficulties in orchestrating this relationship,
not least the potential resistance among older people to being labelled ‘disabled’ and the
ongoing focus within the disability movement on younger people, increased integration is
necessary. Much has already been achieved in the context of recent equality legislation
and through the Disability Act 2005. But much more remains to be done to find some
common ground between older people and people with a disability. The adoption of the
framework articulated by the NCAOP in An Age Friendly Society: A Position Statement
(NCAOP, 2005) is a necessary condition for greater integration but it is not a sufficient
condition. It must be accompanied by greater disability awareness and equality work with
groups representing older people and with agencies providing services to older people
(Priestly and Rabiee, 2002). Bridges must also be built between the ageing and disability
sectors at all points along the continuum of care, with much more emphasis on promoting
disability equality among people of all ages.

9.4 Ageing and Disability

One of the important aspects of the research was the issue of whether there are
particular age-related aspects to disability. One has to be cautious in this regard as we did
not interview younger people with disability in the study, thereby making comparisons
across generations difficult. Nevertheless, some points can be made on the impact of
age on disability. The first point to note is the importance of both the personal and social
for older people with disability. The NCAOP (2005) argued that older people in Ireland
cannot be understood through a single version or theory of ageing and the importance



of this insight is confirmed in this study. Ageing cannot be characterised in terms of a
deficit model that sees older age simply as a medical problem, or by a heroic model
which suggests the denial of ageing and the continuation of a life of unlimited economic
and social opportunities. Older people with a disability want to be independent, but they
are conscious of the range of personal and social limitations and constraints imposed by
their condition. Theirs is a post-medical, post-social world where biological, psychological
and social conditions combine in a complex way to determine well-being and quality

of life. Ageing with a disability cannot, therefore, be understood without a forensic and
ethnographic examination of the person and the community in which they live.

One of the advantages of a person-centred approach is that it allows consideration of all
of the factors that make life different for an older person with disability than for a younger
person with disability. WWe have already suggested above that life-course experience may
help older people rationalise their disability in more positive terms than younger people
with disability. Conversely, age may also confer disadvantages. Ageism is a pervasive fact
for older people with disability. It leads to prejudice and discrimination and ultimately a
different experience between younger and older people with disability. Ageism exacerbates
the potential for exclusion that disability presents. Older people tend to be placed last

in the queue for health and social care services. They experience difficulty in achieving
referrals to specialist rehabilitative services. There is evidence of rationing by age through
delay 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.
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9.5 Quiality of Life

Just as there is no agreement on dependency, there is no consensus on a definition of
quality of life for older people. Recently, there has been an increasing awareness of the
importance of a phenomenological approach to the study of quality of life whereby people
are asked to make sense of their own lives in the context of the culture and value systems
in which they live and in relation to their own lifetime objectives. In this approach, not
only is quality of life multidimensional but it must also reflect the narrative of people’s
lives as interpreted by themselves and others. A wide range of studies have shown that
people are consistent in the domains they identify as being important for the quality of
their lives (Brown et al., 2004). These domains include: health; psychological well-being;
social relationships; emotional well-being; activities; home and neighbourhood; financial
circumstances; and spirituality and religion. The domains identified by older people with
disability in this study overlap significantly with the findings on quality of life from the
general ageing literature.

The following is clear from our research:

B health, measured both subjectively and objectively, strongly influences the quality of
life of people with a disability

B physical functioning matters for quality of life of people with a disability

B an accessible home and community environment has a positive influence on quality of
life of people with a disability

B people strive to maintain a sense of self and identity in the face of disability

B psychological factors, such as personality, loneliness and feelings of powerlessness,
influence quality of life of people with a disability

B social factors matter with social connectedness having a positive effect on quality of
life of people with a disability

B economic deprivation damages the life chances and quality of life of people with a
disability.

Each of these elements is amenable to intervention to a greater or lesser degree. The
overall objective for policymakers should be the identification and elimination of factors
outside the control of individuals that undermine capabilities and performance in all
aspects of life. This would be a major step towards enhancing the quality of life of older
people with a disability. The current emphasis on quality of care is not enough to ensure



that quality of life objectives are met. A person-centred, multifaceted, multidisciplinary,
holistic approach is needed across the life course. The focus must be on nurturing and
developing the internal resources of individuals over their lifetime within a supportive
economic and social environment. People experience disability differently, depending on
their psychological, economic and social resources which influence their role and function
in society.

9.6 Policy Issues

The NDS has the potential to bring about improvements in the lives of older people with
a disability. The commitment to need assessment in the Disability Act 2005 will address
some of the information problems in the disability sector. A personal advocacy service
will also benefit people with a disability. None of this will make any difference, however,
if the Act is not implemented equally across all age groups. Even within the terms of the
Disability Act, need assessment, individual service plans and redress will likely occur later
for older people with a disability than for younger people. Similarly, the development of
personal advocacy services envisaged in the Comhairle (Amendment) Bill 2004 may not
reach the most isolated or vulnerable people. These people may simply be outside the
health and social care system, through choice or through neglect. Effective monitoring
systems should be put in place to ensure that vulnerable older people receive the same
treatment as younger people in the implementation of the Act. Otherwise, the potential
exists for ‘statutory age discrimination’ to occur.

Currently, there is no nominated body in place to oversee the implementation of the NDS.
Whatever monitoring structures are established, they must be overseen by an agency
with specific responsibility for older people. Furthermore, any implementation framework
should be linked to the development of a comprehensive information system on older
people with a disability. Without proper information systems that link need to resources,

it will be difficult to monitor the implementation of the strategy. Even when need is
acknowledged, resources may not exist to deal with the need that has been identified.
There is a lack of clarity around entitlements for older people in relation to various services,
which makes it difficult to allocate resources or to engage in priority-setting. In addition,
current organisational structures and funding arrangements are sectorally based around
distinct client populations that do not support complex integrative provision and funding
models that cut across disability and ageing. There is no culture of integration or models
of coordination within the social care system that might bring the various strands together.
Action on entitlements and integrative structures are central to developing the interface
between ageing and disability.
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The role and importance of the person with a disability must be emphasised at all times

in health and social care. Care should be person-centred and specific to the diverse needs
of older people. This points to the need to develop comprehensive and localised systems
of information on the needs of older people with a disability, including the development

of local centralised information centres where older people with a disability can access
information on entitlements and allowances. The development of the first national disability
survey by the CSO is an important development in regard to developing the information
base in Ireland but it is not enough. We need integrated information on older people with
disability that covers every aspect of their lives, including data on family relationships and
social networks. We need to understand more about attitudes to disability among older
people and their perceptions of the social conditions that cause social dependency. Data on
the economic circumstances of older people is also critical to understanding care patterns
and care trajectories into the future. Information is necessary to both understand and
create the conditions in which people can live independent but connected lives. Data on
what people can and cannot do in a physical sense is only part of the story. The elimination
of economic and social constraints to independence requires the development of much

more complex datasets.

The older person should also be centrally involved in all decision-making with respect

to what care is provided and how care is arranged. This approach will allow the social,
emotional and psychological needs of people to be given equal weighting to the physical
and health needs in the provision of services. This should be done through careful
monitoring of the affects of different types of care and stimuli on older people with a
disability in different settings. A central message of this research is that every disability
story is different even if key quality of life domains are the same for most people. For
people with dementia especially, the care process must always seek to protect and
nurture the sense of self that the older person retains. The narrative of the lives of people
with dementia must be highlighted through careful dialogue, interventions and therapies
that seek to connect with the wholeness of the person'’s life and not just the dementia

component.

Connecting with other people is also an important part of healthy living. So many
participants in the survey felt cut off from other people. Their disability made it difficult

to keep in contact with others, or people reduced contact with them because of their
disability. The latter happened more often for people with dementia and depression than
it did for the other groups. Connecting with other people is important irrespective of the
type of disability. Connecting people with a disability with family, friends and communities
should be a key objective of ageing policy.

People with a disability also wanted to reciprocate care and support from family and
friends. They wanted to give something back. The social model of disability has been very



successful in empowering younger people with a disability to take control of their own
lives and maintain equal relationships with family and friends. The disability movement
has succeeded in removing disabling barriers and providing enabling supports so that
people can continue to be part of their community. This approach facilitates higher levels
of social contact for younger people with a disability and has resulted in improved quality
of life for that group. The absence of a similar model for older people means that their
potential for participation in social, civic and cultural life is weaker. Their dependency is
exacerbated; their potential for reciprocity is reduced. This can only be changed through
the development of new connectedness indicators at HSE level that could be used to
track the impact of policy on maintaining and developing the social world of people with a
disability.

Preventing dependency should be a key goal of public policy. The objective of dependency
prevention is to give every individual the greatest possible opportunity of remaining free
of disability in older age or, if they do acquire a disability, of being as independent as
possible. Healthy ageing and dependency prevention requires an investment at an early
age in healthy living. For many people, disability is not inevitable, and investment in health
promotion and primary care could significantly reduce the numbers of people suffering
from stroke and depression in future years. Any reduction in disability in the future

will have significant implications for social spending on health and social care, thereby
potentially justifying increases in expenditure in these areas now.

The prevention of physical dependency and mental incapacity can be encouraged at
primary, secondary and tertiary levels. Primary prevention lies first and foremost in the
diagnosis and treatment of causal illnesses through vaccination, screening programmes
and the identification of potential risk factors, particularly in the home. Investment in
suitable housing for dependent older people and the adoption of appropriate assistive
technologies and smart homes are examples of two practical primary preventive measures
for people living at home. The concept of ‘livable communities’ has been proposed by the
NCAOP and the NDA as a way of integrating the needs of older people and people with

a disability in the development of a society for all ages. This incorporates the integration
of older people with a disability into community life through accessible and affordable
housing.

Community care programmes can also make an important contribution to the prevention
of dependency. The key element in community care provision is that services are
comprehensive and flexible, with provision determined by service users rather than by
providers. Unfortunately, the lesson from this study is that key services do not exist,
particularly in respect of community rehabilitation services. People often have to avail of
private sector services, which leads to further inequities. Even where services exist they
are poorly coordinated and weakly integrated. There is almost no cross-over between
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disability services and age-related services. The weakness of community care for older
people is generally not challenged in policy circles, but it still does not lessen the impact
of the absence of such community-based services on the quality of life of people with a
disability. For all the recent rhetoric about home care packages, it is hard to escape the
conclusion that the community care system has failed older people with a disability.

Secondary prevention entails identifying the onset of new illnesses or the worsening of

an existing illness that has become chronic. Proper assessment and rehabilitation services
are crucial for successful secondary prevention. People spoke highly of hospital-based
rehabilitation services, but also complained about the problems that occur when these
services are not available or when they are discontinued. For stroke patients, rehabilitation
is usually between six and twelve weeks. It can end abruptly leaving older people confused
and isolated.

Tertiary prevention requires an effective geriatric medicine service, based on a multi-
disciplinary model, to take stock of all risk factors through appropriate evaluations and
therapeutic measurement of older people with a disability living at home and in residential
care. Palliative care services are an important element of tertiary care services but are
rarely available in acute hospitals or in long-stay facilities.

Overcoming ageist attitudes within society is the first step in preventing social dependency

in old age. Public policy must continue to challenge ageism and ageist behaviour through
effective legislation, regulation and public information campaigns on ageing with a
disability. Groups advocating on behalf of older people for equality and human rights have
much to offer here, but they need to connect more with their counterparts in the disability
sector who have been more successful in challenging discriminatory practices and policies.
Ironically, those with the most severe ageist attitudes can sometimes be older people
themselves, some of whom have low expectations in regard to what society should do for
them. Training and education programmes need to target all age groups if progress is to be
made in combating ageism and exclusion.

9.7 Final Thoughts

This report examined the issue of ageing and disability, with specific focus on quality of
life. The numbers of older people with disability will increase in the future in line with

the ageing of the population. So too will the number of people entering old age with a
disability. It is important that all older people with a disability, whatever its source, receive
adequate care and support services as they are a particularly vulnerable group and at risk of



discrimination. Disability tends to have a negative influence on quality of life. Sometimes,
however, the affect of disability on quality of life can be mediated by forces outside of the
disability. The psychological nature of the individual may enable them to cope well with
their disability. Environmental and social support may lessen the impact of any disability on
quality of life. So, while disability carries the potential to reduce quality of life, mitigating
factors may serve to reduce, if not eliminate, the negative effects of a disability.

Older people are more likely to experience social isolation due to changes in their social
networks over time. Policy also needs to encourage and support social interaction and
connectedness. Infrastructure needs to be put in place that allows older people with
disability to stay in touch with their communities. This infrastructure includes: housing
modifications and design, transport and the adaptation of new technologies and supports
which facilitate ‘intimacy at a distance’. Family support remains a strong positive influence
in older people’s lives. Family support promotes emotional well-being and helps the
individual cope with their disability. Unfortunately, families can often live far away from the
person with disability, making it imperative that assistive technology is used to facilitate
ongoing communication.

Public policy has a vital role to play in improving the quality of life of older people. Health
and social services need to work together to ensure that older people with a disability
get the services they need. Practical interventions, such as hearing aids, reading glasses,
rehabilitation, barrier-free housing and transport can yield huge benefits for older people
with a disability. These services are, for the most part, not expensive, which makes their
absence all the more incomprehensible. These services are also much more available for
younger people with a disability, suggesting considerable age discrimination. Advocacy
services are much weaker for older people with a disability than for younger people with
a disability which may explain some of the inequalities in provision. A more person-centred
focus would help to integrate ageing and disability services. This would facilitate a single
shared assessment of health and social care needs of older people linked to a system

of care and case management. There are numerous other potential opportunities for
cooperation and integration between the ageing and disability sectors, particularly in the
areas of housing and transport. In summary, there are huge benefits to be gained from
the integration of public policy for ageing and disability services in this country.
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Appendix One

Interview Schedule

Interview Schedule for People with Dementia

My name is ... . | am from the Department of Nursing and Midwifery Studies, NUI,
Galway. We are doing a study examining quality of life issues (or what makes life good) for
older people. This study is funded by the National Council on Ageing and Older People. |
am also interested in what you think is important for your quality of life and for the quality
of life of older people in general.

Health
Focus: Physical and How would you describe your health?
mental health, perceived
changes following onset | How would you describe your memory? (If the person
of illness/disability. identifies memory or remembering as a problem explore
how this impacts on their day-to-day life.)

Could you describe for me a typical day now?

How has life changed for you ... ? (Use the person’s
wording, pick up issues from their answers to the first

two questions.)

Self-esteem How do you feel about yourself as you've gotten older?

Focus: Psychological/

emotional well-being. Are you able to do the things that make you happy or that
you enjoy?
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Environment -

own home

Focus: Physical
environment of the
home, impact of the
physical structure of
the house on ability to
manage/self-care

What is it like for you living here?

Is there anything you'd change?

Is it easy for you get about the house/your home? Can you
get upstairs for example? (Explore further if necessary, for
example accessibility of bathroom/shower, etc.)

Has your house/home been adapted to make it easier to
manage/get around? If yes, how? If no, do you feel it needs
to be adapted? (e.g. plugs at a higher level, access to
bathroom, etc.)

Some people tell us that they find it hard to maintain their
house (i.e. general up-keep, the garden, the housework).
Is that a problem for you?

Environment —
community

Focus: Environment
in the neighbourhood,

range and accessibility of

facilities.

Is this a good place to live? Are the shops nearby? (Explore
local amenities, e.g. parks, to get a sense of what is
important to the person and whether they are accessing
them.)

Is it easy for you to get there? (i.e. outside the house, for
example, to go to the shops, collect your pension, meet your
neighbours). If no, how do you mange?

Feeling secure

Focus: Perceived safety

and security.

Is this a safe place to live?

Who do you call or contact if you need help?

Can they get to you quickly?




Self-reliance

Focus: Ability to self-care,
range and availability

of services and other
supports.

Are you able to look after yourself? i.e. dressing, washing,
cooking. If no, how do you manage?

If you need help, who helps? What helps? (e.g. aids/
appliances).

Is that help available to you seven days a week?

Is there help that you need that you are not able to get at the
moment?

Is there any other help that you would like? (e.g. home help,
aids/appliances etc.)

Independence/
dependences

Focus: Personal definition
of independence and
dependence.

What does being independent mean to you?

Has your health/diagnosis/iliness (use person’s own wording)
affected your independence? If yes, in what ways?

What would help you to be more independent?

What does ‘being dependent” mean to you?

Would you describe yourself as being dependent now?
If yes, in what ways?

Self-determination/
purpose in life
Focus: Control and
autonomy.

Can you plan and make decisions about your day? (for
example, Home Help or PHN or Meals-on-Wheels arrive at a
time convenient to the person).

Are you still able to do the things that are important to you?

Activities/continuity

of old self

Focus: Opportunities

to participate in social
activities and recreation.

What kinds of activities are there available in this area/
community for people to take part in? Do you get involved/
attend?

Are you still able to take part in the things that you enjoy?
(for example hobbies, go to the pub, attend football
matches).
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Connectedness
Focus: Relationships with
friends and families.

Do you keep in contact with your family and friends?

How do you keep in touch? (Visit, telephone, e-mail).

Do you have many visitors? (Ask for examples). Do you see
them often?

Do you have visits from anyone else? (Neighbours, voluntary

groups).

Spirituality Is religion important to you? If yes, is it more important as
you grow older? In what ways?
Is attending Mass/service important to you? If yes, are you
able to attend?

General Is there anything else that we haven't asked you that you

think is important for your quality of life?

Interview Schedule — People with an Intellectual Disability

My name is ... . | am from the Department of Nursing and Midwifery Studies, NUI,

Galway. We are doing a study examining quality of life issues for older people. This study
is funded by the National Council on Ageing and Older People. I'm interested in what you

think is important for a good life.

Health

Focus: Physical and
mental health, perceived
changes following onset
of illness/disability.

What do you do all day?

Is there a difference between what you do now and what
you did ten years ago?

How would you describe your health? Are you very healthy
or have you some problems? If yes, tell me more?

Self-esteem
Focus: Psychological/
emotional well-being.

How do you feel about yourself?

Are you able to do the things that make you happy or that
you enjoy?




Environment —

own home

Focus: Physical
environment of the home,
impact of the physical
structure of the house on
ability to manage/self-care

Where are you living?

What is it like for you living here/there? Did you choose to
live here/there?

Is there anything you'd change?

Is it easy for you get about the house/your home? Can you
get upstairs, for example?

Is your bathroom easy to get to/use? Are you able to take
a bath/have a shower, for example? Are you able to take a
bath/have a shower as often as you'd like?

Has your house/home been adapted? If yes, how? If no,
do you feel it needs to be adapted? (E.g. plugs at a higher
level, access to bathroom, etc.)

Some people tell us that they find it hard to maintain their
house? (l.e. general up-keep, the garden, the housework).
Is that a problem for you?

Environment —
community

Focus: Environment in the
neighbourhood, range and
accessibility of facilities.

Is this a good place to live? Are the shops nearby? (Explore
local amenities, e.g. parks, to get a sense of what is
important to the person and whether they are accessing
them.)

Is it easy for you to get there? (l.e. outside the home, for
example, go to the shops, collect your pension, meet your
neighbours). If no, how do you manage?

Feeling secure
Focus: Perceived safety
and security.

Is this a safe place to live?

Who do you call or contact if you need help? How do you
call for help?

Can they get to you quickly?
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Self-reliance

Focus: Ability to self-care,

range and availability
of services and other
supports.

Are you able to look after yourself? l.e. dressing, washing,
cooking. If no, how do you manage?

If you need help, who helps? What helps? (e.g. aids/
appliances).

Is that help available to you seven days a week?

Is there anything that would make your life easier?

Self-determination/
purpose in life
Focus: Control and
autonomy.

How do you decide what you do each day?

Can you plan and make decisions about your day?

Are you still able to do the things that are important to you?

Activities/continuity

of old self

Focus: Opportunities

to participate in social
activities and recreation.

What kinds of activities are available for people to take part
in? Do you get involved/attend?

Do you still do the things that you enjoy? (For example
hobbies, go to the pub, attend football matches).

Connectedness
Focus: Relationships with
friends and families.

Have you parents or brothers or sisters or friends?

Do you see your family and friends?

Do you see them often?

Do you have visits from anyone else? (Neighbours,
voluntary groups).

Spirituality Is religion important to you? If yes, is it more important as
you grow older? In what ways?
Is attending Mass/service important to you? If yes, are you
able to attend?

General Is there anything else that | haven't asked that you think is

important for a good life ? (i.e. quality of life).




Interview Schedule — Mental Health Problem

My name is ... . | am from the Department of Nursing and Midwifery Studies, NUI,

Galway. We are doing a study examining quality of life issues for older people with a

disability. This study is funded by the National Council on Ageing and Older People. I'm

interested in your experiences of living with .... (disability). | am also interested in what you

think is important for your quality of life and for the quality of life of older people in general.

Health

Focus: Physical and
mental health, perceived
changes following onset
of illness/disability.

When did you find out you had ...?

How does your ... (diagnosis/illness) impact on your day-to-
day life?

How would you describe your health?

Could you describe for me a typical day now?

How has your life changed since your ... (diagnosis/iliness)?

Self-esteem
Focus: Psychological/
emotional well-being.

How do you feel about yourself since ... (diagnosis/iliness)?

Environment — own
home

Focus: Physical
environment of the home,
impact of the physical
structure of the house on
ability to manage/self-care

What is it like for you living here?

To what extent can you get about the house/your home?
Can you get upstairs, for example? (Explore further if
necessary, for example accessibility of bathroom/shower,
etc.)

Has your house/home been adapted? If yes, how? If no, do
you feel it needs to be adapted? (E.g. plugs at a higher level,
access to bathroom, etc.)

Some people tell us that they find it hard to maintain their
house? (l.e. general up-keep, the garden, the housework).
Is that a problem for you?
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Environment -
community

Focus: Environment in the
neighbourhood, range and
accessibility of facilities.

Is this a good place to live? Are the shops nearby? (Explore
local amenities, e.g. parks, to get a sense of what is
important to the person and whether they are accessing
them.)

Is it easy for you to get around? (l.e. outside the house, for
example, go to the shops, collect your pension, meet your
neighbours). If no, how do you manage?

Feeling secure
Focus: Perceived safety
and security.

Is this a safe place to live?

Who do you call or contact if you need help?

Can they get to you quickly?

Self-reliance

Focus: Ability to self-care,
range and availability

of services and other
supports.

Are you able to look after yourself? |.e. dressing, washing,
cooking. If no, how do you manage?

If you need help, who helps? What helps? (E.g. aids/
appliances).

Is that help available to you seven days a week?

Is there help that you need that you are not able to get at

the moment?

Is there any other help that you would like? (E.g. home help,
aids/appliances etc.)

Independence/
dependences

Focus: Personal definition
of independence and
dependence.

What does being independent mean to you?

Has your (diagnosis/iliness) affected your independence? If
yes, in what ways?

What would help you to be more independent?

What does 'being dependent’ mean to you?

Would you describe yourself as being dependent now? If
yes, in what ways?




Self-determination/
purpose in life
Focus: Control and
autonomy.

Can you plan your day as you'd like? (For example, Home
Help or PHN or Meals-on-Wheels arrive at a time convenient
to the person).

Are you still able to do the things that are important to you?

Activities/continuity of
old self

Focus: Opportunities

to participate in social
activities and recreation.

What kinds of activities are there available in this area/
community for people to take part in? Do you get involved/
attend?

Are you still able to take part in the things that you enjoy?
(For example hobbies, go to the pub, attend football
matches.)

Connectedness

Focus: Relationships with
friends and families.

Do you keep in contact with your family and friends?

How do you keep in touch? (Visit, telephone, e-mail.)

Do you have many visitors? (Ask for examples). Do you see
them often?

Do you have visits from anyone else? (Neighbours, voluntary

groups.)

Spirituality Is religion important to you? If yes, is it more important as
you grow older? In what ways?
Is attending Mass/service important to you? If yes, are you
able to attend?

General Is there anything else that we haven't asked that you think

is important for your quality of life?
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Interview Schedule — Older People Without a Diagnosed
lliness/Disability

My name is ... . | am from the Department of Nursing and Midwifery Studies, NUI,
Galway. We are doing a study examining quality of life issues for older people with a
disability. This study is funded by the National Council on Ageing and Older People. To help
us to better understand the issues for people with a disability we wanted to talk to some
people without a disability to gain their perspectives on what is important for them. | am
also interested in what you think is important for your quality of life and for the quality of
life of older people in general.

Health How would you describe your health?
Focus: Physical and
mental health, perceived Could you describe for me a typical day? (Explore a typical
changes following onset week if appropriate.)

of illness/disability.

Self-esteem How do you feel about yourself as you've gotten older?
Focus: Psychological/
emotional well-being.

Environment — own To what extent can you get about the house/your home?
home Can you get upstairs, for example? (Explore further if
Focus: Physical necessary, for example accessibility of bathroom/shower,

environment of the home, | etc.)
impact of the physical
structure of the house on | Has your house/home been adapted? If yes, how? If no, do
ability to manage/self-care | you feel it needs to be adapted? (E.g. plugs at a higher level,
access to bathroom, etc.)

Some people tell us that they find it hard to maintain their
house? (l.e. general up-keep, the garden, the housework.)
Is that a problem for you?

Environment - Is this a good place to live? Are the shops nearby? (Explore
community local amenities, e.g. parks, to get a sense of what is
Focus: Environment in the | important to the person and whether they are accessing
neighbourhood, range and | them.)

accessibility of facilities.
Is it easy for you to get there? (l.e. outside the home, for
example, go to the shops, collect your pension, meet your
neighbours.) If no, how do you manage?




Feeling secure
Focus: Perceived safety
and security.

Is this a safe place to live?

Who do you call or contact if you need help? How do you
call for help?

Can they get to you quickly?

Self-reliance

Focus: Ability to self-care,
range and availability

of services and other
supports.

Are you able to look after yourself? |.e. dressing, washing,
cooking. If no, how do you manage?

If you need help, who helps? What helps? (E.g. aids/
appliances)

Is that help available to you seven days a week?

Is there help that you need that you are not able to get at
the moment?

Is there any other help that you would like? (E.g. home help,
aids/appliances etc.)

Independence/
dependences

Focus: Personal definition
of independence and
dependence.

What does being independent mean to you?

How would you rate your independence?

What does ‘being dependent” mean to you?

Would you describe yourself as being dependent now? If
yes, in what ways?

Self-determination/
purpose in life
Focus: Control and
autonomy.

Can you plan your day as you'd like? (For example, Home
Help or PHN or Meals-on-\Wheels arrive at a time convenient
to the person.)

Are you still able to do the things that are important to you?

Activities/continuity of
old self

Focus: Opportunities

to participate in social
activities and recreation.

What kinds of activities are there available in this area/
community for people to take part in? Do you get involved/
attend?

Are you able to take part in the things that you enjoy? (For
example, hobbies, go to the pub, attend football matches.)
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Connectedness
Focus: Relationships with
friends and families.

Do you keep in contact with your family and friends?

How do you keep in touch? (Visit, telephone, e-mail.)

Do you have many visitors? (Ask for examples). Do you see
them often?

Do you have visits from anyone else? (Neighbours, voluntary

groups.)

Spirituality Is religion important to you? If yes, is it more important as
you grow older? In what ways?
Is attending Mass/service important to you? If yes, are you
able to attend?

General Is there anything else that we haven't asked you that you

think is important for your quality of life?

Interview Schedule — Physical Disability

My name is ... . | am from the Department of Nursing and Midwifery Studies, NUI, Galway.

We are doing a study examining quality of life issues for older people with a disability. This

study is funded by the National Council on Ageing and Older People. I'm interested in your

experiences of living with a.... (disability). | am also interested in what you think is important

for your quality of life and for the quality of life of older people in general.

Health

Focus: Physical and
mental health, perceived
changes following onset
of illness/disability.

When did you have your ....7 or When did you find out you
had ...? or How long have you been ...?

How does your (illness/disability) impact on your day-to-day
life?

How would you describe your health?

Could you describe for me a typical day now?

How has your life changed since your ... (iliness/ disability)?

Self-esteem
Focus: Psychological/

emotional well-being.

How do you feel about yourself since ... (illness/disability)?




Environment — own
home

Focus: Physical
environment of the home,
impact of the physical
structure of the house on
ability to manage/self-care

To what extent can you get about the house/your home?
Can you get upstairs, for example?

Is your bathroom easy to get to/use? Are you able to take
a bath/have a shower, for example? Are you able to take a
bath/have a shower as often as you'd like?

Has your house/home been adapted? If yes, how? If no, do
you feel it needs to be adapted? (E.g. plugs at a higher level,
access to bathroom etc.)

Some people tell us that they find it hard to maintain their
house? (l.e. general up-keep, the garden, the housework.)
Is that a problem for you?

Environment —
community

Focus: Environment in the
neighbourhood, range and
accessibility of facilities.

Is this a good place to live? Are the shops nearby? (Explore
local amenities, e.g. parks, to get a sense of what is
important to the person and whether they are accessing
them.)

Is it easy for you to get there? (l.e. outside the home, for
example, go to the shops, collect your pension, meet your
neighbours.) If no, how do you manage?

Feeling secure
Focus: Perceived safety
and security.

Is this a safe place to live?

Who do you call or contact if you need help? How do you
call for help?

Can they get to you quickly?

Self-reliance

Focus: Ability to self-care,
range and availability

of services and other
supports.

Are you able to look after yourself? |.e. dressing, washing,
cooking. If no, how do you manage?

If you need help, who helps? What helps? (E.g. aids/
appliances.)

Is that help available to you seven days a week?

Is there help that you need that you are not able to get at
the moment?

Is there any other help that you would like? (E.g. home help,
aids/appliances etc.)
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Independence/ What does being independent mean to you?

dependences
Focus: Personal definition | Has your (iliness/disability) affected your independence?
of independence and If yes, in what ways?
dependence.
What would help you to be more independent?
What does ‘being dependent’ mean to you?
Would you describe yourself as being dependent now? If
yes, in what ways?
Self-determination/ Can you plan your day as you'd like? (For example, Home
purpose in life Help or PHN or Meals-on-Wheels arrive at a time convenient
Focus: Control and to the person.)
autonomy.

Are you still able to do the things that are important to you?

Activities/continuity of What kinds of activities are there available in this area/

old self community for people to take part in? Do you get involved/
attend?

Focus: Opportunities

to participate in social Are you still able to take part in the things that you enjoy?

activities and recreation. (For example, hobbies, go to the pub, attend football
matches).

Connectedness Do you keep in contact with your family and friends?

Focus: Relationships with | How do you keep in touch? (Visit, telephone, e-mail.)
friends and families.
Do you have many visitors? (Ask for examples). Do you see
them often?

Do you have visits from anyone else? (Neighbours, voluntary
groups.)

Spirituality Is religion important to you? If yes, is it more important as
you grow older? In what ways?

Is attending Mass/service important to you? If yes, are you
able to attend?

General Is there anything else that we haven't asked that you think
is important for your quality of life?




Appendix Two
Demographic Survey

| Code: |

1 Region:

Border Midlands West
Dublin Mid-East Mid-West
South-East South-West

2 Place/Residence:

Own Home Residential Care Group Home

3 Attendance at Centres:

Day Centre Respite Days Voluntary Group

4 Gender/Age:

Male Female

Age Years

5 Marital Status:

Single Married

Widowed Divorced/Separated
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6 Highest Level of Education Attained:

No Formal/Primary Education Lower Secondary
Post Leaving Cert Upper Secondary
Third Level — Degree or above Other

Third Level — Non Degree Please Specify

7 Please check the occupation group of current/previous employment or that
of your spouse or partner

Sales Managers and Administrators
Clerical and Secretarial Plant and Machine Operatives
Personal and Protective Service Craft and Related

Professional Associate Professional and Technical
Other

Please Specify

8 Disability

Please check whether respondent suffers from a longstanding health problem or
disability (NB longstanding refers to 6 months or more)

Yes No

National Disability Authority (NDA) (2005a) Person-Centred Planning in the Provision of
Services for People with a Disability in Ireland, Dublin: NDA.

National Disability Authority (NDA) (2005b) Submission by the NDA to the NESF on Care
for Older People, Dublin: NDA.



Appendix Three

Rosenberg Selt-Esteem

Scale

| Code |

Below is a list of statements dealing with your general feelings about yourself. Please

consider the statement and circle the response that you think best matches your view.

Strongly
Agree

Agree

Disagree

Strongly
Disagree

On the whole, | am satisfied with
myself.

At times, | think | am no good
at all.

| feel that | have a number of good
qualities.

| am able to do things as well as most
other people.

| feel | do not have much to be
proud of.

| certainly feel useless
at times.

| feel that I'm a person of worth,
at least on an equal plane with others.

| wish | could have more respect for
myself.

All in all, | am inclined to feel that | am
a failure.

| take a positive attitude toward

myself.

Thank you for completing these questions!
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Appendix Four

SF-36v2
Your Health and
Well-Being

| Code |

This survey asks for your views about your health. This information will help keep track
of how you feel and how well you are able to do your usual activities. Thank you for
completing this survey!6

For each of the following questions, please tick the one box that best describes your
answer.

1. In general, would you say your health is:

Excellent Very good Good Fair Poor

2. Compared to one year ago, how would you rate your health in general now?

Somewhat Somewhat
Much better better About the worse Much worse
now than one now than one same as now than one now than one
year ago year ago one year ago year ago year ago

6 SF-36v2™ Health Survey © 1992-2002 by Health Assessment Lab, Medical Outcomes Trust and QualityMetric
Incorporated. All rights reserved. SF-36® is a registered trademark of Medical Outcomes Trust.



3. The following questions are about activities you might do during a typical day. Does
your health now limit you in these activities? If so, how much?

Yes, Yes, No, not
limited limited limited
a lot a little at all

Vigorous activities, such as running, lifting
heavy objects, participating in strenuous sports

Moderate activities, such as moving a table,
pushing a vacuum cleaner, bowling, or playing golf

Lifting or carrying groceries
Climbing several flights of stairs
Climbing one flight of stairs
Bending, kneeling, or stooping
Walking more than a mile
Walking several hundred yards
Walking one hundred yards

Bathing or dressing yourself
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4. During the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of your physical
health?

All of  Most of Some of A little of None of
the time the time the time the time the time

Cut down on the amount of
time you spent on work or other
activities

Accomplished less than you would like

Were limited in the kind of work or other
activities

Had difficulty performing the the work
or other activities (for example, it took
extra effort)

5. During the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of any emotional

problems (such as feeling depressed or anxious)?
All of  Most of Some of A little of None of
the time the time the time the time the time

Cut down on the amount of time you
spent on work or other activities

Accomplished less than you would like

Did work or other activities less
carefully than usual

6. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbours, or groups?

Not at all Slightly Moderately Quite a bit Extremely



7. How much bodily pain have you had during the past 4 weeks?

None Very mild Mild Moderate Severe Very severe

8.During the past 4 weeks, how much did pain interfere with your normal work (including
both work outside the home and housework)?

Not at all A little bit Moderately Quite a bit Extremely

9. These questions are about how you feel and how things have been with you during the
past 4 weeks. For each question, please give the one answer that comes closest to the
way you have been feeling. How much of the time during the past 4 weeks...

All of Most of Some of A little of None of
the time the time the time the time the time

Did you feel full of life?
Have you been very nervous?

Have you felt so down in the dumps
that nothing could cheer you up?

Have you felt calm and peaceful?
Did you have a lot of energy?

Have you felt downhearted and low?
Did you feel worn out?

Have you been happy?

Did you feel tired?
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10. During the past 4 weeks, how much of the time has your physical health or

emotional problems interfered with your social activities (like visiting with friends,

relatives, etc.)?

All of Most of Some of A little of
the time the time the time the time

11. How TRUE or FALSE is each of the following statements for you?

Definitely Mostly  Don't
true true know

| seem to get ill more easily than
other people

| am as healthy as anybody | know
| expect my health to get worse

My health is excellent

Thank you for completing these questions!

None of
the time

Mostly Definitely
false false




Appendix Five

Katz Index of
Independence In
Activities of Dally Living

| Code |

Instructions: Below are statements that deal with your general needs.
Please consider the statement and answer the response that you think applies to you.

Activities Independence: Dependence:
Points 1 point 0 points
Bathing
Points

Baths self completely or needs help in bathing only a single part of the body,
such as the back, genital area or disabled extremity

Needs help with bathing more than one part of the body, getting in or out of
the tub or shower.

Requires total bathing.

Dressing

Points

Gets clothes from closets and drawers and puts on clothes and outer
garments complete with fasteners. May need help tying shoes.

Needs help with dressing self or needs to be completely dressed.
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Toileting

Points
Goes to toilet, gets on and off, arranges clothes, cleans genital area without
help.
Needs help transferring to the toilet, cleaning self or uses bedpan or
commode.
Transferring
Points
Moves in or out of bed or chair unassisted. Mechanical transferring aides are
acceptable.
Needs help in moving from bed to chair or requires a complete transfer.
Continence
Points
Exercises complete self control over urination or defecation.
Is partially or totally incontinent of bowel or bladder.
Feeding
Points

Gets food from plate into mouth without help. Preparation of food may be
done by another person.

Needs partial or total help with feeding or requires parenteral feeding.

Thank you for completing these questions!
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Terms of Reference

The National Council on Ageing and Older People was established on 19th March 1997 in
succession to the National Council for the Elderly (January 1990 to March 1997) and the
National Council for the Aged (June 1981 to January 1990).

The functions of the Council are as follows:

1. To advise the Minister for Health on all aspects of ageing and the welfare of older
people, either at its own initiative or at the request of the Minister and in particular on:

a) measures to promote the health of older people;
b) measures to promote the social inclusion of older people;

c) the implementation of the recommendations contained in policy reports
commissioned by the Minister for Health;

d) methods of ensuring co-ordination between public bodies at national and local level
in the planning and provision of services for older people;

e) methods of encouraging greater partnership between statutory and voluntary

bodies in providing services for older people;
f)  meeting the needs of the most vulnerable older people;

g) means of encouraging positive attitudes to life after 65 years and the process of
ageing;

h) means of encouraging greater participation by older people;

i) whatever action, based on research, is required to plan and develop services for
older people.

2. To assist the development of national and regional policies and strategies designed to
produce health gain and social gain for older people by:

a) undertaking research on the lifestyle and the needs of older people in Ireland;

b) identifying and promoting models of good practice in the care of older people and
service delivery to them;

c) providing information and advice based on research findings to those involved in
the development and/or implementation of policies and services pertaining to the
health, well-being and autonomy of older people;
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d) liaising with statutory, voluntary and professional bodies involved in the
development and/or implementation of national and regional policies which have as
their object health gain or social gain for older people.

3. To promote the health, welfare and autonomy of older people.
4. To promote a better understanding of ageing and older people in Ireland.

5. To liaise with international bodies which have functions similar to the functions of the
Council.

The Council may also advise other Ministers, at their request, on aspects of ageing and the
welfare of older people which are within the functions of the Council.




Membership

Chairperson: Dr Ciaran Donegan

John Brady

Noel Byrne

Kit Carolan

Oliver R Clery

Jim Cousins

John Grant

Dr Davida de la Harpe
Eamon Kane

Dr Ruth Loane

Dr Michael Loftus
Fiona McKeown
Sylvia Meehan
Mary Nally

Paddy O'Brien
Eileen O'Dolan
Mary O'Donoghue

Paul O'Donoghue
Prof. Eamon O’Shea
Pat O'Toole

Bernard Thompson

Director: Bob Carroll

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



