













































































CHAPTER 3: METHODOLOGY

INTRODUCTION

As the previous chapter has demonstrated, the majority of demented older people are
cared for at home often at considerable emotional, physical and financial cost to
informal carers. The research highlights the carer’s situation both within the informal
network of care as well as in relation to formal care provision. The main aim was to
examine the implications of this care set up and suggest ways to enable the person with
dementia to be cared for at home, while ensuring the relative well-being of the carer.

Any research into dementia inevitably touches on sensitive topics by asking participants
about their personal experiences. Although there were many similarities in the carers’
accounts, as will be seen in the following chapters, each case was unique and had to be
treated accordingly. For this reason qualitative methods, in particular focused
interviews, were considered to be the most appropriate approach to information
gathering. The thesis uses three different sources of data: interviews, secondary data,
and official documents. This chapter provides an overview of the methods employed in

the attempt to get a comprehensive view of the carer’s situation.
METHOD AND DESIGN

Qualitative unstructured, or focused (Denzin 1970: 125), interviews were considered to
be the most appropriate method for this study for several reasons. To begin with, the
nature of the study called for qualitative methods rather than quantitative methods. As
Strauss and Corbin (1990: 19) have pointed out:

Some areas of study naturally lend themselves more to qualitative

types of research, for instance, research that attempts to uncover the

nature of persons’ experiences with a phenomenon, like illness...

Qualitative methods can be used to uncover and understand what lies
behind any phenomenon about which little is yet known.

Qualitative research methods differ from quantitative methods in that data are gathered
in different ways and the subsequent analysis is not based on mathematical procedures
(Strauss & Corbin 1990: 17). Interviews are the most popular form of qualitative data
gathering. Burgess (1982: 107; 1984: 102) has noted that any interview is a
‘conversation with a purpose’. There are different forms of interviews and normally a
distinction is made between structured interviews, semi-structured, and unstructured
interviews (Patton 1990; Burgess 1982 and 1984; May 1993; Ely et al 1991; Denzin
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Without allowing people to speak freely we will never know
what their real intentions are, and what the true meaning of
their words might be.

Seeking information about the care of someone with dementia needed to be done
sensitively, in the knowledge that social relationships were potentially being interfered
with and privacy was invaded, and with the intent to avoid harming the participants in
any way. The interviews were scheduled to be 90 minutes long, which has been
suggested to be the optimum length for a focused interview (Burgess 1984: 120). The
interviews were complemented by a certain degree of observation in support group
meetings, as well as feedback sessions which were about 90 minutes long and took the
form of a ‘group interview’ (see below).

THE STUDY

As the project was an exploratory study my intention was to discover new concepts
instead of merely testing existing theories. I used the method of grounded theory
(Glaser & Strauss 1969). Within this approach, termed ‘theoretical sampling’, the
sample was not selected randomly but on the basis of certain characteristics which were
important in the process of generating new data (Strauss & Corbin 1990: 176-93).
Specifically, I wanted to interview carers who were currently caring for a person with
dementia, or had cared until very recently.

Access

The study was based in Sheffield. I initially attempted to get access to carers of older
people with dementia through one hospital ward. However, this was discouraged by
hospital staff who felt that those carers whose relatives had been admitted to hospital
would be too distressed to be intgrviewed. In other words, I was refused access. Due
to the sensitive nature of the research topic it was then decided to recruit participants
through support groups rather than hospital wards. The leaders of support groups I
then contacted were much more welcoming and very helpful.

Eighteen carers were subsequently taken from three support groups, one hospital-based
and two which were run by the Alzheimer's Disease Society. One support group was
led by social workers, another by volunteers who had been carers in the past, and the
third by volunteers who had not cared for a person with dementia. Due to the person or
persons leading the groups, incidentally all women, the dynamics within the groups
were observed to be different. The first group, led by a social worker, was attended by
spouse carers as well as adult children. The focus in these meetings was mainly on
general information on dementia, with guest speakers regularly being invited to talk
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about new developments and sources of assistance for the carer. The second group, led
by two former carers, was attended by spouse carers only. The meetings were used
exclusively to exchange experiences and let carers talk about how they felt. Due to their
own caring experiences the two group leaders were able to give their personal opinion
and advice. The third group was led by two volunteers who had no previous experience
with dementia. This group was attended by adult children who cared for a parent and
the meetings were based on very specific practical information requested by the carers,
in particular regarding financial affairs such as funding full-time care and arranging for
a power of attorney. The possible reasons for, and implications of, these different
group meetings will be considered further in Chapter 5 and 7 respectively.

I obtained permission to attend the support groups as an observer after the carers had
been asked whether they would mind someone sitting in. At the beginning of the first
meetings I introduced myself and explained the nature of the study, asking the group
members whether they would be interested in being interviewed. To help them in their
decision and to ensure informed consent (Butler 1990: 165-6) I distributed handouts
which stated clearly on one page who I was and where I could be contacted (at
university), what the study was trying to achieve, and how the carers could contribute.
It also specified that the interviews were confidential, would take about 90 minutes and
that, if possible, I would like to use a dictaphone to record them. The carers were free
to ask questions about the nature of the study and the method before the meetings
carried on as normal. I believe that this personal approach enabled me to get enough
participants for the study in a relatively short period of time and it also enabled the
carers to know exactly who and what they were dealing with. Two main questions
concerning my motives were asked by the carers: who was I (PhD Student) and why
was I interested in dementia (my grandmother had dementia), and would I want to do
more research into dementia after completing my PhD? It has been noted in previous
research that such issues are important to potential respondents (Oakley 1981: 45). No
doubt these questions could not have been addressed adequately by recruiting
participants in any other way. Several carers approached me immediately after the
meetings to volunteer their names, telephone numbers and/or addresses, expressing
their willingness to be interviewed. Others contacted me by telephone (at university) to
arrange an interview, and a third group of carers took the handouts home to consider
their participation and then came back to me in the next group meeting, asking whether
they were still needed. There was only one person in each of the three groups 1
approached who decided not to take part in the study. The majority of the interviews
were subsequently arranged over the ‘phone, choosing a time most convenient for the

carcrs.
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the interviewee was unfounded. On the other hand, seemingly harmless questions
provoked a surprising response. For instance, one carer who talked at length about the
problems in his sex life at the beginning of the interview reacted mildly offended when,
at the end of the interview, I inquired about his age and the age of the person being
cared for.

Secondly, one complaint about interview practice that has been noted by Butler (1990:
168), has been not so much the invasion of privacy but the issue of 'overburdening' the
interviewee by asking for 'too much’ information. In the context of this study it
appeared that the nature of the interview provided a certain safeguard against asking
questions that were too intrusive. The possibility of overburdening the carer was only
encountered in two interview situation. I ended one interview early to protect the carer
who was very recently bereaved. In another interview the carer burst into tears once,
explaining, rather than accusing, ‘You are making me cry.” Fortunately, at least for the
researcher, it had been observed in previous support group meetings that this particular
carer cried easily, and stopped as quickly as she started. The situation was diffused by
distracting the carer and, for the time being, changing the topic. In all other interviews
the carers seemed to use the interview situation to ‘unburden’ and to talk to someone
who knew something about dementia (albeit based on the literature in the field rather
than personal experience), was interested in their story, and had the time to listen.
Some carers commented how much they enjoyed being interviewed, subsequently
referring, for example, to ‘our lovely long chat’. Thus, the fear of overburdening the
participants was largely unfounded and it appears that in the majority of cases it seemed
‘to him or her an agreeable form of social intercourse’ (Quoted in Burgess 1984: 102).

Finally, the good rapport that was achieved in all interviews presented a very different
problem, namely a possible danger of becoming over-familiar with the participants
(Denzin 1970: 138-9; Oakley 1981: 33-4). Indeed, all the carers that were interviewed
were very friendly, very welcoming, and eager to tell their stories. Rather than
unnecessarily burdening the carers, I faced the prospect of burdening myself. Butler
(1990: 169) has noted that:

it is all too easy to be drawn into a lengthy and emotionally

demanding session when the role of researcher is abandoned
in favour of concerned listener.

All interviews were experienced as draining but the effect was counteracted by never
conducting more than one, or a maximum of two, interviews a day. Also, care was
taken that the interviews did not exceed the time specified and no interview was allowed
to last more than two hours. The timing of the interviews was achieved with accuracy

by using two standard tapes. The first one, a 90 minute tape, presented the ideal length
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of the interview. The second tape was a 60 minute tape, of which one side was used if
the interview was not completed. This second tape signalled to the researcher that it was
time to bring the interview to an end and gave the option of recording any concluding

comments.

The way access was obtained, as has been detailed above, meant that the carers in the
study were in no doubt about my position as a research student and I was at no time
mistaken for a social worker, psychiatrist, or other professional. Nor was I expected to
pass judgement or give advice. It has been noted that age is one characteristic that can
influence the position in which the researcher finds him or herself in relation to the
person being interviewed (Burgess 1984: 105). In several cases I was similar in age to
the carers’ grandchildren or own children, some of which were in higher education. My
status as research student was therefore accepted and understood. In other words, the
interviews reflected that the carers themselves were the experts on the topic and talked

about their own experiences, educating me in the process.

Interviews

Eighteen interviews with carers of older people with dementia took place between 22
September and 2 December 1996. Only one interview was cancelled and re-scheduled
due to a crisis in the carer's household. In many cases the diagnosis was not clear to the
carer or not available but it appeared that there was an equal proportion of Alzheimer's
disease and multi-infarct dementia present, and possibly a mixture of several causes in
some cases (Chapters 2 and 6). One person being cared for had been diagnosed as
suffering from Binswanger Disease, a dementia caused by a viral infection.

On average, the interviews lasted just over an hour and a half (around 100 minutes).
No interview was longer than two hours, and one interview was slightly shorter than
the specified 90 minutes due to the very recent bereavement of the carer, as mentioned
above. All interviews were tape-recorded with the permission of the interviewee.
Several observations were made in relation to the equipment used. The dictaphone and
separate microphone were provided by the researcher and were of poor quality. In one
interview the first ten minutes were not recorded because the record button was not
pressed correctly. On the positive side, the dictaphone was useful in that it switched off
audibly as soon as the tape ended. This was invaluable as the conversation was usually
too animated for the researcher to keep an eye on the tape. Few texts on methods
discuss these potential problems although Burgess (1984: 120) mentions the need to be
familiar with the equipment used. However, ideally, good quality dictaphones should
be used. It was, for example, observed that the majority of people lower their voice
when they talk in confidence, about something personal. In these cases, a poor quality
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the interviewee and researcher sitting at opposite ends. This situation provided a
dilemma in terms of taping the interview because there was too much space between the
two speakers. I opted for placing the dictaphone close to the interviewee, although this
meant that I could no longer hear myself on the tape. In the second example the
respondent invited me to sit on the sofa and then sat next to me, leaving very little space
for dictaphone, microphone, cups of tea, and biscuits. It was also difficult to talk and
keep eye contact by looking sideways at each other. After a short time I suggested that
maybe it would be better to sit facing each other. The third example provides a similar,
but yet qualitatively different, scenario. The carer in question offered me the most
comfortable armchair in her living room. However, this armchair was specially adapted
for a person with dementia and therefore very high. The carer seated herself on the sofa
which was considerably lower than my position. In effect, I was looking down on the
person I was interviewing, which felt wrong. Making an excuse, in this case playing
with a kitten, I moved down to sit on the floor instead. To conclude, it is important for
researchers to be prepared for anything when conducting interviews in a person’s
home. It is further important to observe that person’s privacy, while ensuring that no
unequal power relationship is encouraged, as could potentially have been the case in the

third example mentioned above.
Carer Profile

Interviews were conducted with five wives, six husbands, two sons, and five
daughters. Those being cared for were (relationship to the carer) two fathers, five
mothers, six wives, and five husbands (Appendix 2).

Of the older people with dementia ten were alive and cared for in their home or the
home of the carer (co-residing with the carer), one was alive and periodically living
alone (that is, living with an adult child for short periods of time when needed), two

were alive and in permanent nursing care, and five were deceased.

In the spouse carer group the ages ranged from 57 to 81 for the carer, and 58 to 85 for
the person being cared for. The average age of the carer was 71, and for the person
being cared for 72.

Among the group of adult children caring for a parent the youngest carer was 43, the
oldest 60 . The parents being cared for were between 72 and 94. The average age of the
carer was 49, and for the parent being cared for it was 80.

At the time of the interviews, all carers had cared for a considerable period of time
However, in some cases it was difficult to establish the exact length of care because the

disease was not recognised for years. Most carers gave two estimates, one giving the
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length of care since a diagnosis was made (if a diagnosis was made) and a second
suggesting what they considered to be the first signs of the disease and what caused
them to finally ask for help or advice. The shortest time of care was reported as 15
months (since diagnosis), the longest eight years.

As already mentioned, the carers responded positively to the interview situation and all
of them were willing to be interviewed again in case further information was required.
All of them agreed that it would be beneficial if I could come back to the support group
to offer some feedback on my research. In the event, a second interview was not
conducted due to the wealth of data obtained in the initial interviews and the feedback
sessions took place in April 1997, as will be discussed below. I attended all support
group meetings until December 1996 and all carers and those people ('gatekeepers')
who were of assistance in getting access to carers received a letter before Christmas
1996. The letter thanked the carers and gatekeepers for their help so far, reminded them
of a possible second interview and of the feedback I planned to give to the group. As
everyone was very friendly and helpful I also felt that it was appropriate to wish carers
and gatekeepers a pleasant Christmas and to wish them well for the New Year.

ANALYSIS OF DATA

All interviews were tape-recorded and transcribed. The tapes were numbered and
pseudonyms were used on the tape cover as well as in the transcripts. Furthermore, I
transcribed the interviews myself and the tapes were, and still are, stored safely to
ensure confidentiality. This seems particularly important to protect not only the carers
and their families but also the identities of several social workers, GPs, and hospital

consultants.
Transcripts and coding categories

The data was generated through the method of constant comparison throughout the data
collection period. In other words, sampling, data collection and analysis took place not
one after another but simultaneously. Due to this approach only the first seven
interviews have been transcribed fully and the emerging themes noted. Data was then
analysed by identifying provisional coding categories from these first few data sets
obtained (Strauss & Corbin 1990: 65-6). These themes evolved into the final category
by being tested in subsequent interviews. The remainder of the interviews were
transcribed selectively in the light of these categories, which were revised, added to,
and eliminated as necessary (Strauss & Corbin 1990: 97, 108-9). In this way the
categories obtained were generated by the data itself.
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Feedback

One way to verify findings, and to involve carers in the research beyond the interview
stage, was through the feedback sessions which took place in April 1997. These
sessions were incorporated into the scheduled support group meetings. The aim of this
was to guarantee maximum attendance because a large number of carers made care
arrangements for the person with dementia to be able to attend meetings at this
particular time. The sessions were announced in the meetings previous to the feedback
sessions. For those carers who had not attended these meetings, a notice appeared in
the Alzheimer’s Disease Society Newsletter (Sheffield branch), and I ‘phoned several
carers who I thought were unaware of the feedback sessions. From the eighteen carers
only two were unable to attend one of the three feedback sessions, in both cases due to

illness.

The purpose of these sessions was twofold. The main aim was to give the promised
feedback to the carers and present them with the findings. The second aim was to verify
these findings by getting feedback from the carers. I presented the main themes that had
been identified in the preliminary analysis and each point was then discussed by the
group, with carers being encouraged to voice their doubts, approval, and personal
opinion. For example, it was generally agreed that very little information on dementia
and on services was available to carers and that only more assertive carers managed to
get enough information from professionals. Other topics discussed were the difference
between objective and subjective burden, the impact of the caring relationship on
different groups of carers, coping mechanisms, and the carers’ relationships to the
formal sector in terms of problems with diagnosis and assessment. Furthermore,
suggestions were made by the carers about how the situation could be improved.
Again, this opportunity to comment on the findings ensured a high level of involvement
of carers throughout the research process. The three feedback sessions were tape-
recorded but have not been transcribed as they mainly served to clarify some issues and
verify the findings of the study.

CONCLUSION

To summarise, the study has used qualitative methods of research to obtain a
comprehensive picture of the caring situation from the carer’s perspective. It has
already been noted that obtaining the sample through support groups may have
influenced and biased the findings. One consequence of the sample characteristics has
been that all participants were white and the majority were middle class. The latter was

due to the catchment area of the particular support groups that were approached. The

41



former, however, reflects a more important issue namely that all members of these
support groups were white. Further informal questioning of social workers and carers
support workers revealed that carers from ethnic minorities generally did not make use
of those support groups which I accessed (Chapter 8). This is an issue which could be
investigated in more detail in further research to establish the needs of this group of
carers.

Another consequence of the sample selection was that the study did not touch on the
financial consequences of caring much because the interview focused more on the
problems perceived as most severe by the carer. Two possible reasons may be
responsible for the lack of data on the financial effects of caring. On the one hand it is
possible that in this particular sample the financial aspect of caring was indeed not the
most pressing issue for the carers. On the other hand it may have reflected a natural
reluctance of carers to explain their financial situation to a stranger, despite the fact that
other, more personal, details were related without hesitation. It may have been possible
to obtain more information on this particular aspect of caring if a structured interview
schedule had been used. However, if the interviews had been more structured I may
not have secured such a wealth of data and such vivid and highly personal accounts of
the carers’ situations. In sum, I believe the choice of method was appropriate for the
study and should have given me the best possible information and a very
comprehensive account of the carer’s situation. Moreover, the high involvement of
carers throughout the research process, through the use of qualitative interviews and
feedback sessions, has gone some way towards helping to empower carers and giving
them a voice. This theme will be developed further throughout the thesis. The
following four chapters present my analysis of the data obtained.
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This stigma penetrated into a carer's social life. All the carers in the study reported that
their friends 'gradually faded away' or withdrew from them when, due to the caring
situation, they were no longer able to participate in activities such as dancing, tennis, or
going to church. One carer was very bitter about this and reported that she now knew
who her 'proper’ friends were, namely those who still came to visit her and offered
emotional support to her. Other carers remarked that their friends stayed in touch but
only by telephone because they did not know how to approach the person with
dementia. Generally people failed to understand what was happening and did not show

sympathy:
They don't realise what's wrong with her.

I mean if he were to be here now, oh yes, he’d say hello
and... you know. Ahm, and then when you’re gone he’d
say to me ‘Who were that?” and if I told him he’d say, ‘Oh,
all right’. But tomorrow he wouldn’t know you’d been. You
know, and I would say ‘That young woman who was here
yesterday...” and he’d say ‘What young woman?’. You
know, see what I mean? And I'd say ‘There was a young
woman here when you came home’... ‘Was there, I don’t
remember that’. You know, but that’s how it is. So this is
what people say, you know, they see him and say, ‘He’s not
bad is he?’... See what I mean? ‘So he’s quite good, isn’t he
really’. So they have no idea. Because tomorrow he won’t
even know he’s seen anyone, you know [Laughter] I mean
it’s as silly as that really... Oh, it is a strange thing this
disease.

One carer felt upset that her friends withdrew from her when her husband had to be
admitted into full time nursing care following a fall. According to the carer, her friends
regarded this as her attempt to 'get rid of him' and accused her of giving up on his care.

The second process was the carer’s withdrawal from the circle of family and friends,
usually for the same reasons mentioned above. Carers felt disappointed with the
reaction of friends or in some cases felt too ashamed of what was happening in their
family. Some actively withdrew because they felt they did not want to bother others,
including those people who had volunteered to help:

Ahm, for one thing with the way Alan is at the moment I

wouldn’t want to put the responsibility on to them [friends).
I don’t think it’s fair because it can be difficult.

I mean, I know they [Support group organisers] said that
they would get someone to come and sit if you can’t get [to
the meeting] but I thought I don’t really want them to strain
their back and get someone. I’d rather cancel than sort of at
this stage bring in a stranger.
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One respondent felt that there was very little support available because of a lack of

understanding of what was involved in caring for a person with dementia:

You’ve got to understand to give emotional support and not
many people understand it. They don’t understand what the
carer’s role is. People make noises... and they say, ‘Oh, it
must be hard’. And it’s very kind of them but you’re left
with a feeling of, unless you’ve done it you don’t really
know what it is... you’ve got to experience this emotional
confusion and you’ve got to experience the physical effects
of that confusion before you can actually begin to
understand.

Another carer said that he was very disappointed that his local church made no effort to
keep in touch with him. He stopped attending church with his wife after she shouted
out ‘Who's making all that bloody noise!":

The vicar was giving this sermon, and she’d say ‘Who the
hell is making that bloody noise?’... “Who’s making all that
bloody noise!’... quite loud!... You have to laugh at these
things but it weren’t half embarrassing at time. Well, the
vicar, he must have heard her ‘cause everybody else in
church heard it.

The carer explained that this incident was very much out of character and very upsetting
to him as she had never sworn in her entire married life. A daughter with nursing
experience reflected on this not unusual behaviour of a person with dementia:

We often had this on the ward and we used to find it
amusing but you get... you get the most delightful little old
ladies that were really genteel and spoke very well, you
could tell... they’d come up with the most appalling
language and you couldn’t believe they’d ever heard things
like that... And apparently, his [psychiatrist] explanation
was that, er, if they, in their past life they’d actually been
brought up to believe that, you know, it was wrong to swear
and things, were more likely to do it as a result of dementia.
Now, my Mum had always sworn, not badly, but she’d
always sort of swear a little bit so actually her language
didn’t get any worse. It’s quite interesting. But you get the
most sweet little old ladies and they come up... I've never
heard language like it!

In several cases where grown-up children seemed to withdraw from both the demented
parent as well as the parent who cared, the carers explained that they thought this was
due to the lack of information that was available. One reason why some sons and
daughters did not want to talk about dementia was the possibility that there was a
hereditary factor involved:

But Simon [son] seems to want to bury his head in the sand

about when the illness is concerned, right from the very start
when there was a possibility that it was what it was going to
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be, the first thing he said was, ‘It’s hereditary, that, you
know’. So you know why he’s burying his head in the
sand, don’t you, he doesn’t want to see that prospect, you
know.

For those who withdrew completely it seemed possible, according to the carers, that a
child was afraid of not being able to remember the parent as he or she had been, if they
witnessed the deterioration:

He [son] sort of said ‘Oh, yes’ and ‘Oh, dear’ and then we

would go straight on to something else... and his problem

was that he was afraid of not being able to remember what
his dad used to be like.

As for neighbours, the majority of carers in the sample had little or no contact with their
neighbours, even if they have lived in their present home for a long time. If there was
contact it was limited to help in emergencies, in the form of transport or looking after
the person with dementia for a short while. One daughter reported that while her father
was still living on his own a neighbour had tried to contact her whenever her father
failed to open his curtains in the morning. No respondents had neighbours who were
actively involved in the care. One daughter said that she had no time for the neighbours
because there had been problems at an earlier stage in her mother's illness:

When I first went to look after her... she went round telling

the neighbours I was taking her pension and spending it all;

going out and buying clothes... And all I was doing was

bringing my stuff in from where I used to live, but... to be

honest I don’t give a damn because I got pretty sick of it all

and I thought, stop it, you don’t need this, you know... I

say ‘Good Morning’ in passing but I have no contact with
them at all and that’s the way I like it.

A wife explained that their neighbours did not know what was wrong with her husband
and that she had no intention of telling them because ‘they would not understand'.

It appears that there is a stigma attached to dementia, in the sense that many people still
do not know what it is and label a person as 'mad’ or even see the person's behaviour
as a result of drinking. Gilhooly (1984a: 124) observed a similar pattern, noting that
any existing relationship with neighbours was of a superficial nature and that it was ‘the
stigmatising nature of dementia [which] frequently reduced contact even more’.

Finally, many of the carers found that friends and family failed to recognise the
problem while on a short visit. This experience was due to the demented person’s
ability to put up a front for short periods of time. One carer reported that several friends
told her that her husband was normal, and that this made her very angry. Similarly, a
daughter remarked that for a long time her siblings denied that there was a problem:

71



There is a lot of denial about it. Ahm, they only go on what
they want to see and because they don’t see her very often...
it’s something they will see and go ‘Oh, no, she’s just
awkward, that’s all’.

CONCLUSION

This chapter has highlighted the situation of the carers in the study; It has become clear
that there are complex processes at work in deciding who becomes the main carer for
the person with dementia. Very little evidence of social support networks was found
and once one person had been recognised as the main carer, there was very little
support of both practical and emotional nature from relatives, neighbours, and friends.

Furthermore, it has been illustrated that there were different groups of carers, whose
attitudes to care and experiences of caring for an older person with dementia were
fundamentally different. Adult children caring for a parent, for instance, were
concerned with the effects the caregiving had on their own social and professional life,
whereas older spouse carers felt the changes to their marital relationship most strongly.
Younger spouse carers shared attributes of these two groups but were often hindered
further by the stigma attached to dementia. In other words, it is important to realise that
carers are not a homogenous group and that they experience their caregiving in different

ways.

Finally, this chapter presented the physical, financial, psychological, and social effects
of caring on the carer. It has been argued that the effects of caring varied from one carer
to another but that overall the subjective burden of care was experienced as more
negative than the objective burden. Although carers found the physical care tasks
demanding, it was expressed strongly that the emotional and social strain of caring was
particularly hard to bear and that they obtained little, if any, support from the informal
or formal sector in alleviating this situation.

There is evidence, therefore, that the caregiving situation isolates the carer due to the
stigma attached to dementia. This worked in two ways. On the one hand, family,
friends and neighbours sometimes drifted away as a result of a lack of knowledge and
understanding, while on the other hand, the carer actively discouraged contact because
he or she began to believe that others did not understand and did not want to know.
Invariably carers found themselves in what has been described as a vicious circle
(Riordan 1990: 89). The following chapter looks at how the carers in the study
attempted to make sense of their situation and how they tried to cope with the care of
the person with dementia.
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CHAPTER 5: MAKING SENSE OF DEMENTIA

INTRODUCTION

The previous chapter has shown that there is usually one carer who is very much alone
with the care of his or her relative, and that the subjective burden of caring can far
outweigh the objective burden. Furthermore, it has become apparent that the effects of
caring on the carer can vary greatly, with some worse affected than others by the
physical, financial, psychological and social impact of caring. Nevertheless, despite
these differences in individual responses to the caregiving situation, it was possible to
find common features in the way carers attempted to make sense of their situation. This
chapter looks in more detail at the coping responses of carers in the study.

To begin with a definition of coping will be given, outlining the different recognised
ways of coping. Secondly, I will look at the personal and practical coping strategies
employed by the carers in the study. This will include social and psychological
resources available to the carers, as well as specific coping responses. Thirdly, the
difference in coping ability between spouse carers and adult children who care will be
highlighted. The final part of this chapter attempts to evaluate the identified ways in
which carers try to make sense of dementia, including the stages carers go through on
their way to acceptance.

PERSONAL COPING STRATEGIES

Coping has been defined as ‘the things that people do to avoid being harmed by life-
strains’ (Pearlin & Schooler 1978: 2). Whereas generally speaking people cope with
many different things every day of their life, there are specific events and situations that
precipitate a certain coping response. Among others, such life strains as divorce, or the
death of a loved one have been mentioned. In the context of Alzheimer’s disease,
however, the ability to cope takes on a new and more severe form. As Chapter 4 has
established, caring for a person with dementia can have far-reaching and serious
consequences for the carer’s physical and mental health.

Of particular relevance for carers of persons with dementia is the fact that the period of
time over which care is given cannot be anticipated (Chapter 2). In the study it covered
anything from two to over 10 years. Schulz (1990: 35) has commented that “all things
may be endurable if the demands are finite’. This highlights the plight of carers of older
persons with dementia who can find their coping abilities stretched to the limit.
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Moreover, the demands of caring change constantly with the changes in the person’s
condition, so that any coping response that has been employed has to be replaced by a
different response when the carer is faced with different problems. Research into the
strain of caring has found that stress levels in carers peak half way through the disease
(Chiriboga 1990: 136; Biegel & Blum 1990: 36). This finding is strongly associated
with the severity and type of the symptoms which the person with dementia displays.
Respondents in this study reported that, although in the later stages the physical
demands of care were greater and more difficult for them to deal with, caring generally
got easier as time went by because there was less resistance on the part of the person
with dementia (Chapter 6).

There are a variety of coping mechanisms which have been described in the literature.
The general consensus appears to be that carers have two main possibilities, one is to
distance themselves from the problem and the other is to engage with the problem and
attempt to deal with it. These have been referred to as distancing or enmeshing
techniques (Johnson & Catalano 1983: 919). Developing this theme, ‘problem focused
coping’, ‘emotion focused coping’, and ‘social support coping’ have been described
(Hooker 1994: 387; Hinrichson 1994: 95). All these, and the significance of each, will
be discussed in the next two parts of this chapter which addresses personal and
practical coping strategies that have become apparent in the study.

Although most carers were faced with very similar situations there were important
differences in the ability of carers to deal with any emerging problems. The
explanations of some of these differences in coping ability can be found in an
individual’s personal life history and relationships. There are two main categories
which will be highlighted in this section: social resources and psychological resources.
To begin with the social resources to which a carer had access will be looked at in an
attempt to show how different carers had different chances of coping from the outset.
Based on this background of factors influencing coping ability is the analysis of
psychological resources, those aspects of a carer’s own personality which appeared to
be of some importance in the way carers coped with the care of their relative.

Social Resources

According to the carers in the study family contact was very important but, as the
previous chapter has shown, sadly deficient in terms of actual support. However, it
appeared that those carers whose family and friends were understanding and
supportive, even if only on a practical level, found it easier to adapt to the caring

situation.
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I don’t think about this, every morning you wake up and it’s
another day and you’ve got to get through that day. That’s
the future. Really, it could get you down I suppose, but
there is no point in worrying too much because it’s gonna be
there, it’s not going away.

I think one tends to live from day to day, but I know the
future is not going to get any better.

We don’t know what’s coming, really is a good job we
don’t know what’s coming ‘cause what would we do. I
don’t think we’d cope if we knew what was coming. It’s
hard to cope when it hits but to know it’s coming would be
dreadful. You have to live for the day.

One carer gave an account of how he consciously had to try to remain calm in situations
where he could not get through to his wife and could not get her to respond in what he
deemed the appropriate manner:

Ahm, I get tight-chested if I get a temper, get a little
headache and I think, oh, I've got to calm down. Just
occasionally I am so utterly frustrated because she can't do
anything and won't do anything. I said to somebody, you
know, you just call it dumb insolence because, you know
she just won't take any notice. You're talking to her and she
just wanders off. I mean, quite obviously she's switched
off, completely switched off, you can say what you like,
she's switched off, she just won't take any notice, she will
do what she's gonna do. Absolutely frustrating, and you're
wanting to go out, you see, and you come in here and she
says, ‘Mind that the kids are all out, you're not going to lock
them all in, are you’... So getting her ready to get her out to
the ambulance in the morning...this morning was quite
frustrating again. She... she started with cereals, so I got
them ready for her and then she stopped halfway through, 'I
can't have these, I can't have these now', so I asked 'Why
not?, 'I can't have any food', and I said "Well, you're not
going to the dentist, you're not going into hospital'... er, so
I coaxed her to do that, then I got her tea and toast ready,
and she wandered off upstairs, so I said, ‘Come, your tea
and toast is ready’, so she came down, did something else,
wandered off upstairs again, started to get her shoes on, and
I said "You haven't got your tights on yet', so I was halfway
through my toast then. So I had to bend down and get her
tights on, got those on, then she wanted her shoes on,
straight out into the hall, hat and coat on. Meanwhile she had
put a very thick cardigan on and she had the thickest coat on
and I said, ‘Look, you will be boiling by the time..." this
was a quarter to 9, the ambulance doesn't normally come
until a quarter to ten, so I tried to get her coat off. She went
upstairs, messing about, doing anything but having a
breakfast. Finally I just gave up and thought you aren't
having any. So she went out without it. Not even a cup of
tea this morning.
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As the above quotation shows, the carer had learned to be tolerant of his wife’s more
erratic behaviour, which in turn enabled him to feel calmer in difficult situations.

Helping the person with dementia

Most of the carers in the study tried to help the person with dementia as much as
possible and employed very individual and personal strategies. These included
attaching large notes in the home such as "TOILET' and "YOU ARE HOME), or trying
to remind the person with dementia to do certain things, such as eat while the carer was
out. In some cases these notes appeared to be effective until the person with dementia
lost the ability to read and understand them.

The majority of carers attempted to make the best of the person’s remaining mental
abilities and tried to keep them involved, occupied, and content. The extent to which
this was achieved varied. One daughter reported that she was keeping her mother’s
‘whole’ occupied at all times, employing what has become known as reality orientation

as well as reminiscence therapy:

I believe that there is a case - and we can't do it because it is
too labour intensive- but there is a case that Alzheimer's or
mentally deficient people of this type... can be helped if they
could be in a situation where they were getting constant
stimulation and that's what I do and that's why it's so very
difficult because I'm there 24 hours a day with total
responsibility. And it's very hard keeping your mother's
whole occupied for that length of time... apart from when
she is asleep. Because it's not a question of every hour
doing something - it's every minute of every day where she
actually expects me to be doing something with her.

A wife used distraction as a way to keep her husband content, which involved giving
him a purpose to get up every day:

He always has to have a purpose to get out of bed since he’s
had this dementia, there has to be a reason...[...]... So every
day I have to do something, right? To Bakewell market...
more in these last three or four months than I've ever been
to... I have never been to Bakewell market before but I've
been to Bakewell market regularly on a Monday because I
can’t find anything else to do [Laughter]... So Bakewell
market it is on a Monday, very often... I mean yesterday he
was going to have his hair cut so that was the reason to get
up, today of course, it’s the day centre, Wednesday’s we
always go in town, we pay the rent, you know, and
anything else that needs doing. Thursday he goes to the day
centre, and Friday, we always meet our daughter...[...]...
So, you know, Saturday I always go to the hairdresser’s and
take David with me, Sunday, well, he just gets up because I
don’t [Laughter]. But he always has to have a reason to get
up...
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Other carers were more specific about the level at which they kept the person with
dementia involved. More individual approaches included using the demented person’s
interest in literature, quiz programmes, and sport, to attract attention and occupy the
person for short periods of time:

And I mean I do the crossword in the Times every day, not
the big one, the concise one, and it is a bit tough and
sometimes I’'m doing it before he goes out and I say to him
‘What’s so and so?’. Especially if it is to do with literature.
And he will give me the answer! Because it’s back in his
MEemory, you see.

I turn over to Countdown and that is a quiz programme, you
see, and he’s alright with that and I say to him ‘What do you
know of that?’, you know, and things like that... Oh, and
we’ve got Sky television so I zoom through all the
programmes to find something ‘cause he likes sport and er, I
can very often find sport on... or quiz programmes
otherwise.

There was only one case where the person with dementia decided that ‘That’s it and
refused to do any housework from then on, leaving her husband to take over
completely, which very much puzzled him at the time. All other husbands reported that
their wives had always been very house-proud and were difficult to keep out of the
kitchen because they felt they should provide for the family. Several carers responded
to this dilemma by finding little jobs in the kitchen for their wives to do. Although, as
one carer put it, it frequently was ‘a mess-up’, the wives appreciated being involved in
the preparation of food or in the washing up. However, one husband was less lucky
and found it very difficult to deal with his wife who insisted on continuing to cook for
him:

‘Don’t tell me’, that’s her saying, ‘Don’t tell me I haven’t
made you meals’... mostly I only had snacks on purpose so
I don’t put her under pressure ‘cause she gets all worked up
doing it... she gets worked up in her head, I can tell, you
know... she will sit there and say, ‘I don’t know,” and when
she brings it to me she’ll say, ‘I can’t cook same now’, and I
always say, ‘You can’... and then potatoes, sometimes they
are... they’re not proper cooked but I eat ‘em and don’t say
anything because I know what’s like to have your
confidence destroyed and that, you know... I don’t... I
won’t humiliate her like that, you know... and then... and
then she goes on to me, you see, and this... sometimes, you
know, I just can’t eat it, they’re just too hard and so I will
throw them away and then she’ll say ‘I don’t want to cook
meal for you, you don’t want it’, and I say ‘Yes, you're
doing fine’...[...]... I try to, I say to her... ‘I’ll do the tea
today’, she’ll say, ‘No, aren’t I capable?’
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The carer commented that he felt fortunate he had not yet caught food poisoning as a
result of poorly cooked food, but found it impossible to convince his wife that he could
cook at least occasionally.

One example of a very individual coping response was provided by a husband whose
wife used to get distressed about the fact that she did not have any money of her own:

I mean, it’s same as, she says ‘I got no money’, like, you

know. So there’s her handbag there, like, with her purse in,

so I put her twenty pence in there, two ten pence. She’s

quite happy ‘cause she’s got some money, you see... It
seems simple, little things but quite effective, you know.

The carer solved the situation by giving his wife a purse with two ten pence pieces in it,
after which she ceased to be agitated and was quite happy to have her own money. A
similar strategy was employed by a wife who managed to involve her husband in the
gardening by doing something badly, either on purpose or because she had never done
it before, which prompted him to join her.

Another often mentioned way of calming a person with dementia was by the use of
music. It had been observed that even those who did not communicate any longer,
could still hum or sing along to church hymns and enjoyed certain types of music, in
particular classical music, in the home:

Music seems to get through to him.

One of the things we used to do, we’d play music. And
when we were having a difficult day and she’d snapped and
she as being difficult, ahm, I’d either...[...]... she still liked
music and, ahm, on a Sunday night when we’d had a
difficult day I used to put ‘Songs of Praise’ on and
amazingly, because although both my parents went to church
regularly as teenagers... really once they got married they
never really bothered going to church... [...]... But she
remembered the words of every hymn verse by verse.

Music was used by several other carers to calm the person with dementia. For instance
one carer knew that if her mother was very agitated and restless it worked without fail
to go for a short drive in the car and play her some music on the way. Previous
research has shown that music had another significance in that it may aid the demented
person’s memory (Foster 1997: 6). Whether this element was involved in the situations
reported by carers is not clear but the above quotations show that music appeared to
make the person with dementia feel more secure.

Finally, several carers agreed that affection, if the person with dementia tolerated it,
could make a difference (Chapter 4). Some carers reported that kisses and cuddles had
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helped to settle an agitated and restless person. This physical contact was thought to be
important not only in marital relationships but also in instances where a son or daughter
cared for a parent.

DIFFERENCES IN COPING BEHAVIOUR BETWEEN SPOUSES AND
ADULT CHILDREN AS CARERS

Although each carer’s coping response can be regarded as unique, a common pattern
emerged for different groups of carers. The study has shown a difference between two
broad groups, that of spouse carers and that of adult children caring for a parent. These
two groups faced very different circumstances which influenced their coping
responses. Previous research studies have confirmed that some carers struggle more
than others. For example Raveis et al (1990: 57) noted that there are:

indicators that the caregiving experience is different and less

stressful for adult sons than daughters, husbands than

wives... and there appear to be sex-linked differences in the
types of caregiving tasks performed.

To investigate the full extent of the above finding, several issues are highlighted in this
section which looks at the differences in coping behaviour between spouse carers and
adult children caring for a parent.

Spouse carers

It appeared that spouse carers not only had a different attitude to the care of their
relative, as discussed in the previous chapter, but also that their attitude and their caring
relationship influenced their coping abilities. Wenger (1990a: 199, 210-11) noted that
the care spouses give differs significantly in both its meaning and duration, and in the
actual care itself. In other words, spouse carers appear to care for shorter periods of
time but are more likely to provide more intimate care than adult children caring for a
parent. Furthermore, the care spouses provide for their partner is based on the marital
relationship and thus tends to become the focus of their lives.

Men versus women

Previous research has found that husbands seem to be less affected by the caring
situation than wives and that the latter suffer more (Jorm 1987: 19; Gilhooly 1984a:
125). It has been suggested that this is so because male carers receive more support
from other relatives and have more social contact because they are not as reluctant to go
out and leave the demented spouse alone (Gilhooly 1984a: 125). On the other hand,
research by Wilson (1995: 108) found that women keep their social life when they
become carers, whereas men are more likely to find their social life reduced.
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My research confirmed that, as far as clinical symptoms were concerned, female
spouses appeared to suffer more: all those taking anti-depressants were wives who
cared. However, on the whole, my research agrees with the findings of Wilson (1995),
in that wives were the ones most likely to keep outside interests such as swimming and
dancing, and were more likely to go on holiday on their own while the person with
dementia was in respite care (Chapter 7).

What do I do when he’s in respite? Ahm, I usually go away
for part of it. The last time I went to my son’s [near London]
on the first weekend...[...]... and the second weekend I
went to my son in [near Sheffield] and was there for the
weekend. When I say weekend, I went from Saturday to
Tuesday to [London] and to [near Sheffield] I went from
Friday to Monday. I find it helps me enormously.

Husbands, on the other hand, were more reluctant to leave their spouse in the care of
others:

Kate [daughter] said, ‘Look dad, put her away in a home’,
she says, ‘it’s all she deserves how she’s treating you now’
and I said, ‘But I can’t ‘cause she thinks still’...[...]... I said
I couldn’t do it...[...]... I don’t think I'll be able to do it,
such a softie really and that.

However, due to the small size of the sample in my study this finding is not necessarily
generalisable.

Although there was no indication that men suffered the loss of the partnership less, it
was apparent that the wives in the study were much more articulate on the loss they felt:

I mean I have always been a very independent type of person
but yet David’s always been the strength in it for all, people
sort of think, you know, seeing him and me, they always
think, well, she’s the boss in their house. Well, but I never
was. You know, I was just sort of well, yeah, I suppose 1
am, but my friend used to say, ‘Don’t you, don’t, who
you’re kidding’, David would never let anyone boss him for
starters, you know. Well, you know, that was... that’s the
way it was. And now of course, you know, you have to
make all the decisions, “Whatever you think love’, you
know, ‘I don’t know love’, and he’s [Sic] say, ‘Whatever
you think love, you know, you know better’. And you
know, you haven’t got that strength at the back of you, you
know, you’re the strength, you’ve got to be the strength for
them. You have to be the strength for them, not the other
way round, you know, whereas they have always been there
wherever you turned, to lead it, and that’s all gone.

If anything went wrong and I needed a shoulder to cry on

the shoulder was there. That I miss terribly, ‘cause I've
always had somebody to turn to when I needed
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it...[...]...He’s always been there, he’s always been the
anchor, you know.

This finding has been confirmed in previous research studies and it has been noted that
the older the couple the harder the loss of the partnership is felt by the carer (Gilhooly
1984a: 125). However, it should be noted that the length of a partnership is not
equivalent to the quality of the partnership. This point will be discussed in detail below.

Another idea that has been expressed in previous research is that spouse carers do not
feel the restriction on their social life, which the caring situation inevitably presents, as
much as adult children caring for a parent. For example, Jones and Vetter (1984 514)
noted that older people, due to their age, had a greatly reduced outside life and naturally
enjoyed less social activities than younger carers.

My research has shown that this view lacks foundation and is rather ageist. All older
respondents in the study had, prior to the disease, enjoyed a full and very active social
life, including hobbies such as swimming every day of the week, walking in the Peak
District, sequence dancing, and going on holidays several times a year. A number
continued these activities despite now being in their 60s and 70s, trying to involve the
demented spouse as much as possible. The oldest respondent in the study was a
husband, aged 81 at the time of the interview, who took great pleasure in travel and
also walked his neighbour’s dog every day. It appears, therefore, that there is no
conclusive evidence that husbands and wives were differently affected by the caring
situation, and there was no evidence that older carers were less affected by the
restrictions in their social life, as compared with adult children who care.

Children

There has been some evidence in the study that a carer’s relationship to his or her
children can change due to the demands of the caring situation. The following two
cases illustrate firstly, how a wife felt guilty because she thought she was not giving
enough attention to her own children and grandchildren, and secondly, how a child got
emotionally involved without actually helping her father with the care of her mother.

In one interview a wife who cared for her husband commented that she had discussed
with her children whether it was about time for her to find a nursing home place for her
husband. The reason, it appeared, was not so much her inability to cope but her
feelings of guilt towards her own children and grandchildren:

Someone said this to me only the other day, don't forget

you've got four children and six grandchildren and they need
you as well. So, and you know, if you're sensible they are
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My sister is now noticing it and accepts that there is a
problem. But prior to that I had a lot of flak because she
thought I was being bossy, over-controlling... my sister
thought, and my mother backed it up all the way along the
line. 'Cause they only saw her for the few hours when she
was a little-goody-two-shoes. And quite a nice little old lady.

Nobody else in the family has sort of gone... they simply
said 'Oh, you know, mother's out of it... but she was
always odd anyway, wasn't she'; and then they walked
away from it and that's it you see.

The daughter expressed he irritation about the fact that her siblings did not contribute to
the care but still felt they could pass judgement on their mother’s condition as well as
the level and quality of care given.

Marital satisfaction

It has been noted that ‘whether becoming a caregiver has a detrimental or beneficial
effect on marital satisfaction is likely to depend on whether caregiving is viewed by the
spouse as interfering with or complementing traditional family role performance’
(Suitor & Pillemer 1994: 682). In my study, admittedly only giving a very small
sample, there was no evidence of a negative effect of the caregiving on the carer’s
marital relationship. On the contrary, those sons and daughters who were married felt
that their husbands and wives had been invaluable in providing emotional support. A
daughter recalled that her husband was very supportive throughout the caregiving but
that after her father had been taken into care he remarked ‘In about a month’s time I will
have my wife back’. She explained that she was immensely grateful for his emotional
support and felt that she would not have coped without him.

Previous research has shown that there are three factors which can influence a carer’s
marital satisfaction. These factors are a partner’s emotional support, a partner’s
practical support, and a partner’s hindrance in the caregiving. In a study focusing on
daughters who care, Suitor and Pillemer (1994: 688) found that ‘caregiving does not
uniformly produce a decrease in marital satisfaction; when such decrease occurred, they
were the result of the absence of husbands’ emotional support and/or the presence of
husbands’ interference with the caregiving effort’. Moreover, it has been observed that
when a carer is a son, his wife contributes significantly to the care of the parent. When
however, the carer is a daughter, she is usually alone with the care of the parent
(Gilhooly 1984a: 118-9). My study confirmed that married daughters who cared did
not appear to receive active help from their partners. As for sons who cared, one of the
sons was divorced, but the other son was indeed supported by his wife.
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Empldyment

Interestingly, five of the seven adult children in the sample were in full-time work and
reported that this was not solely due to the need to earn money (Chapter 4). Instead
they saw work as their social life because it got them away from the caring situation:

Coming to work was my social life really, for years.

Work is the only thing where I can totally forget about him
[father] 'cause I'm so busy.

This psychological dimension of employment has been acknowledged elsewhere
(Gilhooly 1986: 170; Baldwin 1995: 127; Twigg & Atkin 1994: 43-4). In all these
cases the carers tried to manage the care of their demented parent without having to give
up their job because they felt they would not be able to cope without this form of 'social
life'.

However, remaining in full-time employment meant that carers were faced with very
complex care situations in terms of organising care for their parent. It also involved
using their holidays or sick leave for their care needs rather than for themselves. A
daughter noted that her employer had been very understanding and supportive when
she had to take time off because of her mother:

And I was lucky that they were very obliging in that as well.

Others were not so lucky and lived with the threat of redundancy. A son indicated that it
was getting more and more difficult for him to combine his work with the increasing
dependency of his mother and that this put him under pressure.

Additionally, it has been noted that full-time employment did not necessarily guarantee
that the carer had sufficient funds. On the contrary, full-time employment usually
necessitated outside help, such as private sitters, for which carers often had to pay
(Baldwin 1995: 127). In other words, the greater the needs of the parent with dementia,
the more likely it was for a working child to have to pay for the care needed in his or
her absence.

The two daughters who had given up their jobs to care for their parent felt bitter about
the lack of choice they had had in the matter. They also voiced concern about their
future financial situation, in particular in terms of their employment prospects after care
(Hancock & Jarvis 1994: 77; Twigg & Atkin 1994: 44) and their pension entitlements
(Chapter 4).
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MAKING SENSE OF DEMENTIA

What all carers had in common was their desire to make sense of their caring
experience. This final section deals with the stages the carers went through, the need
for appreciation, the rewards of caring, and the carers’ thoughts about the death of the
person they cared for and their own life after care.

Stages

It has become apparent in the study that carers went through stages in their attempt to
come to terms with the situation in which they found themselves, and, in most cases,
managed to accept that there was nothing they could do to change the inevitable
deterioration of their relative. A useful stage model is the five stage model by Kiibler-
Ross (Kiibler-Ross 1969). Originally devised to analyse the stages cancer patients go
through in their acceptance of the disease, this model has been developed further to
account for the emotional adjustment of carers of dementia patients (Gubrium 1987: 8).
The five stages are those of denial, anger, bargaining, depression, and acceptance. One
of the clearest accounts of the presence of these stages was given by a wife in the
study. The first quotation indicates the presence of stages one and three - Denial and
Bargaining:

So of course they sort of said the blackouts and all the
changes in him were all the diabetic hypes, you see, which [
accepted and thought, thank God, it’s only that and nothing
worse... I was thinking Alzheimer’s in the background and
so I was glad, God, it’s only diabetes, it’s not Alzheimer’s,
you see.

This second quotation shows stages Two - Anger, Four - Depression, and finally the
carer’s current stage, Five - Acceptance:

I mean sometimes you are frustrated and you think, ‘Why
us?’, you know, and then you get really angry, you know,
and you think well, uhh!, you know. And then you feel so
sad, you know, so sad for him and the state he’s in, you
know, ahm, yeah, angry, frustrated. I mean when he first
started with it there were a lot more emotions as well then I
think because, you know, you really are in turmoil inside,
really in turmoil, or at least I was. I mean I used to go out
and when I saw a couple outside, maybe our age or older, I
just used to cry in the middle of the street, I mean, you
know, I used to think, stupid woman, pull yourself together,
folks will be looking you up, you know, but I just couldn’t
stop. If anybody spoke to me I just flooded, you know. I've
gotten over most of that now. Now I just sort of, you know,
I suppose I have to accept the situation really, but it doesn’t
stop me from sometimes getting very angry still and blowing
me top, which I do, ah, I blow me top with my grandson
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sometimes, he’s the one that cops it, which is very
unfortunate and he shouldn’t really, but he does. Other times
I just go in the bathroom and sob me heart out which I find
is sort of... to get the release out... it’s the only way out
‘cause you gotta let go, you can’t cope with it all the time.
But I don’t cry too much now, I seem to have settled a bit
now.

Other carers reported similar feelings of anger, depression and acceptance, so that there
appears to be evidence that carers go through similar stages in the course of their
caregiving. However, it should also be noted that these stages were not rigid but that
carers moved back and forth between the stages. The quotation above shows clearly
that the carer had accepted the situation but still occasionally felt angry and depressed.
The evidence of these stages could be used in providing appropriate emotional support
for carers. For instance, the current forms of carer support groups are not suitable for
carers in the first stage, but could be beneficial for stages two, three and four. Carers in
the final stage are likely to stop attending meetings because they have moved beyond
the initial need of talking about their situation (Twigg & Atkin 1994: 94). This group of
carers may be more interested in advocacy, and could be used to educate carers as well
as professionals, as will be discussed in more detail in Chapter 8.

Need for appreciation

It has been noted that there is a great need among carers for appreciation and for
reassurance, or what has been referred to as ‘positive reinforcement’ (Lewis &
Meredith 1988: 16). Indeed, the carers in the study appeared to have a strong need for
some form of appreciation of their caring and the effort they made to give good care.
What was striking was that in about a third of all interviews the carers used the phrase
‘Without blowing my own trumpet...” or ‘I don’t wish to blow me own trumpet...’
adding that they believed they were doing the best they could under the circumstances:

I must admit though, blowing me own trumpet a wee bit,

last year I was getting very very uptight and really cross,

shouting a bit at her sometimes, but I'm getting more laid

back now, so maybe she does something to me .... I won't

let it get to me. So I'm more relaxed in that respect and

perhaps since she's been going to the day centre I'm even

more relaxed in that respect but I've taught meself to sort of

calm down, you know, say nothing, let her get on with it
sort of thing, you know, I'll sort it out eventually.

One carer repeatedly mentioned that when his wife had to be admitted to hospital for a
physical complaint, one of the nurses praised him, saying ‘You must be a saint’,
meaning that he had tried very hard to cope with his wife’s difficult behaviour. Another
carer proudly reported that when his wife was first assessed as suffering from
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dementia, the specialist gave him ‘less than a week’ but he managed to look after his
wife at home for another year.

Unfortunately, there was very little evidence in the study that this need for reassurance
and recognition was met. Glasser et al (1990: 330) have suggested that it should be the
GP’s task to provide assurance and comfort to caregivers, and acknowledge that they
are doing their best for the person with dementia. However, that GPs are rarely
involved to this extent will be revealed in Chapter 6 and discussed further in Chapter 8.

Rewards of caring

Although many carers felt trapped in the caring situation most of them had retained a
sense of humour and felt that there were rewards of caring (Chapter 2). For instance
being successful in keeping the person with dementia calm and content were one of the
priorities of carers, as the following quotation of a daughter demonstrates:

There's some good times, I mean, I take her out to the park
quite often at [Part of Sheffield] there's one called [Name]
Park, I don't know if you know it, it's a wonderful place...
real magic... trees... oh, it's a lovely place to be, if you
haven't been you won't know, but it's one of the nicest
places in Sheffield, it's my favourite place in Sheffield, you
know, within the city boundaries. We go there and have a
little stroll up and sit on a bench, have a little stroll back...
does me no good at all except I see these wonderful trees...
but to her, you know, it's good and she likes doing that and
it's enough and she can sit and have a look and she can
watch what people are doing, kids on the grass, and she can
have a moan about people and all that kind of thing... and
we have a cup of tea and she likes that because she likes
food and drink and then we go back and she gets in the
vehicle and then I bring her home and it's been no effort to
her... she loves it.

Often these rewards were seemingly unimportant and consisted of small things which
in the individual situation were a source of pride and satisfaction, a finding consistend
with Nolan et al (1996). One husband 'remembered all the old songs and never forgot
how to dance’. Another husband still hummed along to the hymns in church, while yet
another was able to play the piano from memory until very late in the illness. One carer
was proud of the remaining mental ability of her husband:

I mean, you see, his long-term memory is so phenomenal.

Marvellous. They have quizes over there [day care centre]

and they have to stop Alan answering! Especially when it

comes about films or things that have happened in the war.

You know, I mean they are all... they have to stop him

answering questions, or so I was told, he’s coming home so
pleased, he’s been head of the quiz, you know.
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Several carers took great pride in the way they coped well and provided the best
possible care. This included trying to keep the person with dementia as healthy as
possible. One daughter described at some length how she tried to ensure that her
mother got healthy meals. This included 15 prunes in the morning to avoid

constipation:

I mean this sounds crazy... She has 15 prunes in a morning
with a sachet of this bran stuff which I always take and these
particular cereals which are oat bran, wheat and barley.
‘Cause it’s all... I'm a bit of a nutritionalist and it’s all
geared to be spot on for her. I mean this is why she’s gonna
live forever, you know [Laughter]. I’ve done it wrong, I’ve
been too good [Laughter]... But you see, I know that 15
prunes plus two or three pieces of fruit a day will not give
[me] problems with her over constipation.

Another carer, a wife, found that she enjoyed ‘feeding and watering’ her husband:

There isn’t anything I have coped with well, ahm, and
thought, well, so I just put down on the paper ‘Feeding and
Watering’ [Laughter]. Ahm, and then I went on to say that
making meals for him is very satisfying because he enjoys
whatever... he can’t ask for anything, he can’t choose what
he has but obviously he enjoys what is put in front of him
and so I feel that that’s something I’m coping with.

In many cases the rewards of caring related back to the need for appreciation, in
particular from the person they cared for:

I can make her laugh.

She never complains to me.

A husband reported that his wife would frequently look out of the window and remark
“You’ve got a lovely garden’ and that he would then answer *Yes, it’s your garden as
well’. The carer felt pleased that not only did he find the time to look after the garden
(something she had done in the past), but that his wife actually noticed his efforts.

Another husband recalled that on several occasions he, his children and his
grandchildren had laughed with his demented wife about something she said and did:

I tell you something very funny. About a month ago we
were at our daughter’s and we were watching a video of a
Western and during night time you know, a chap was
approaching this shack. Chap comes out and shouts ‘Who’s
there, who is it?” Nora [wife] said ‘Father Christmas!’
[Laughter] And apparently as far as we knew she were
asleep, you see. So occasionally something comes out, like,
you know... it made us laugh like.
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At other times he would point something out to his wife, ‘Look, that’s funny’, and
laugh out loud, upon which she would frequently join in. The carer doubted his wife
understood the joke but enjoyed hearing her chuckle.

Several carers were pleased that the person with dementia did not lose his or her

manners:

He treats most of us the same, he treats... ahm, he’s
pleasant, he’s not... he’s not violent in any way, which is
one of the worst parts of Alzheimer’s, isn’t it. It can be very
aggressive.

One carer reported that his wife told him 'Thank you for being so good to me' and that
now despite being unable to communicate still said 'please’ and 'thank you'.

When she tries to talk or anything like that, I mean, it’s
gobbledegook. But occasionally something really sensible
comes out, like, you know. I mean, we were sat here one
day like... I sit here holding her hand, and then one night
she said to me ‘Thank you for being so good to me’. You
know, I mean, normally she can’t, she can’t put two words
together.

She still says ‘Please’ and ‘Thank you’, you know. I mean,
if I say ‘Do you want some of this?’, she’ll say ‘Yes,
please’, if you give her something ‘Thank you’. You know,
that’s still there even though, you know... She’s still
retained her manners.

Similarly, a wife was proud to report that her husband was a 'perfect gentleman - it
never left him'.

Life after care

Among those carers who were still caring at the time of the interview there were many
fears and worries about the future. It appeared that the carers in the study had mixed
feelings about the demented person’s death. In particular spouse carers wished for a
sudden and painless death for their partner. The following quotation is from a wife
whose husband suffered from multi-infarct dementia:

Strokes are just something that happens to certain people and
not to others, don’t know why or anything. So I mean these
little strokes just keep happening and he could have a
massive one and it could take him today. Ahm, it could carry
on with these little strokes and it gradually makes him a total
cabbage. I mean, I just wish he had a big one if that is the
case. I wish he could have a big one and it did take him. I
mean, no way would he want to live like that, live a life like
that, he would hate it.
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(Pearlin 1978: 18). Further, one of the main problems in the care of a person with
dementia seems to be that carers need to constantly reassess the coping strategies they
employ because the condition of the person cared for changes over time (Hooker 1994:
391). Finally, it is vital to remember that carers trying to cope with the care of a person
with dementia do not exist in a vacuum. Pearlin and Schooler (1978: 18) comment that

...much of our coping functions only to help us endure that

which we cannot avoid. Such coping at best provides but a

thin cushion to absorb the impact of imperfect social

organization. Coping failures, therefore, do not necessarily

reflect the shortcomings of individuals; in a real sense they

may represent the failure of social systems in which the
individuals are enmeshed.

This view will be discussed in more detail in the next two chapters which focus on the
interface between formal and informal care.
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CHAPTER 6: THE DIAGNOSIS OF DEMENTIA

INTRODUCTION

As the previous two chapters have shown, carers of older people with dementia face
many different problems, and not all carers find they can cope with the demands of
everyday care. All carers have different social, psychological, and material resources,
so that every carer faces a unique set of circumstances. Nevertheless, one of the things
that carers have in common is their desire to make sense of their caring experience.

With this background of complex relationships, values and beliefs, and individual
efforts to cope with the care of the person with dementia, the majority of carers come
into contact with health and social services. This chapter looks at the process of
diagnosing the dementia. It has been found in previous research that the point of
diagnosis is critical for the subsequent caring experience (Fortinsky & Hathaway 1990:
606). The more information a carer obtains at this point, the more likely it is for a carer
to adapt to the caregiving situation and experience less psychological, social, physical,
and possibly even financial burden. Unfortuately, the process of diagnosing dementia
is neither uniform nor smooth. Although there are genuine clinical difficulties in
recognising dementia, as already discussed in Chapter 2, it has nevertheless been
criticised that medical professionals do not seem to understand the need for open
communication with carers. Failure to prepare carers for what they may have to expect
in the later stages of the disease has been linked to the inablity of carers to cope with the
caring situation (Taraborrelli 1993: 185). It is therefore essential to examine the process
of diagnosing dementia in more detail. This chapter illustrates the experiences of carers
in the study and reflects on the role different professionals played in obtaining a
diagnosis of dementia. Secondly, this chapter will look at the way information about
the disease is given to the carer and how this process may have influenced the
caregiving experience.

DIAGNOSING DEMENTIA

It has been noted in Chapter 2 that diagnosing dementia is rather difficult due to the
number of different possible causes. The study has shown that in addition to the
difficulty of diagnosing dementia with accuracy there seemed to be problems with the
management of a diagnosis and of an appropriate response. The following section
analyses the experience of those carers in the study who had obtained a formal
diagnosis. Two daughters caring for their mothers had not gone through the formal
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However, even in those situations where the carer and the person with dementia shared
the same GP conflicts arose due to the changing relationship between doctor and
patient. Glasser et al (1990: 331-3) have noted that dementia necessitates a shift from a
dyadic to a triadic relationship. In effect, a doctor-patient relationship now becomes a
doctor-patient-carer relationship and there is a real danger of ignoring the demented
person’s views and ideas. Examples from the study included consultations with the GP
where the carer’s concerns were dismissed or, at the other extreme, the person with
dementia was on purpose excluded from a consultation. The latter, in itself, could be
seen as an ethical dilemma.

Previous research has suggested that GPs were more likely to give detailed information
to patients they had known for longer periods of time (Buller & Buller 1987: 379).
However, it appeared that this study was not specific to dementia and my research
found that familiarity with the GP may not aid the process of diagnosis. On the
contrary, the findings seemed to suggest that a person’s dementia was more likely to be
noticed by a GP whom the carer had not previously consulted, rather than a GP who
had treated the person with dementia for years. The following quotation illustrates how
a wife found that her husband’s GP would not accept that there was a problem:

I mean, he said, “When I first saw your husband’, which

like is two years ago now really, he said, ‘reasonably fit

bloke for a chap of that age’, I mean then he was 63 coming

up 64, he said ‘reasonably fit chap for a man of that age

actually’. Didn’t know what all the fuss was about. Really
had no idea what all the fuss was about!

It may therefore show that dementia does indeed present a unique situation in the
primary care setting (Glasser et al 1990: 322). As a result of this and similar scenarios
several carers had changed GPs, often more than once, to find a more approachable
one. This process of gravitating towards a more sympathetic doctor has been observed
in previous studies (Haley et al 1992: 224-5).

A number of carers claimed that their old GP was no help at all but that the latter had
now retired and the new, young, GP was ‘ever so good’.

Now, her [wife] doctor was already retired so ‘cause she

had to go about three miles to the surgery I was always on to

her. Anyway, she changed her mind and is now here with
[same surgery]... ‘cause mine is a darling.

Again, the study by Buller and Buller (1987: 378) contradicted this and found that
whereas the age of a GP seemed to be a problem, it was in fact younger GPs who were
less trusted by patients while older GPs were respected due to their experience and
status. However, Buller and Buller granted that age ‘does not guarantee greater
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suspected dementia, an additional factor that may influence a GP’s attitude has been
found to be the diagnosis itself. Iliffe (1997a: 21; 1997b: 68) has noted that such a
diagnosis, and the knowledge that little can be done, may have an emotional impact on
the GP and lead to a denial of the condition.

In one such instance where the above-mentioned value judgements may have been
relevant, a wife turned to her doctor for help when her husband became aggressive and
was told 'It's your marriage! Go and sort it out'. Yet another carer felt that his doctor
overestimated his ability to cope, leaving the carer feeling misunderstood and unhappy:

I can’t.... I just can’t... er, I cope but... I mean my doctor
and er, other people, say I'm coping well.

It is conceivable that these problems were accentuated because the carer and the person
with dementia did not share the same doctor. Both examples suggest that the carer’s
doctor was not aware of the full extent of the situation and dismissed any emerging
problems as unfounded or non-existent.

It was interesting, though, that most carers’ current assessment of their GP was very
good. In other words, once the dementia was diagnosed, the GP appeared to have
‘caught on’ and often made sure that the carer received regular check-ups and was kept
in relatively good health.

...’cause mine is a darling, she listens to me, she lets me
ramble on and always gives me things...

She [GP] rang up, she said, a little while ago she said, when
we were leaving, I want to see you on your own in the next
fortnight, that was before we got the results back from
[hospital] and I thought, oh dear, she's got some bad news
back, you see, and ahm, she said, it wasn't that actually, she
said, all the results are good that are back so far, and she
said I want to talk to you, she said it's time we started
thinking about respite care and she questioned me on how I
was coping.

A rather striking finding was that all those GPs who were considered by the carers as
very good were female. It seemed that female GPs seemed to be better informed, more
understanding, and more helpful:

So as I said, Dr [Name], she’s been really wonderful but the

men doctors like, who were normally quite good like, you

know, it seemed as if they weren’t really interested like, you

know. Whether it’s because there’s no cure or because they
don’t understand it a lot, I don’t know.
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GP to know everything but that it was very much appreciated if a GP was honest
enough to acknowledge his or her lack of expertise in relation to dementia and offered
to get more information. The third group consisted of those GPs who appeared to have
the knowledge but felt unable to communicate effectively with the carer. One carer in
the study voiced his anger about a GP who had been patronising, in that he remained
vague until confronted by the carer. The reason, it emerged, was due to the GP’s
reluctance to give the carer such a depressing diagnosis. The fourth group of GPs was
aptly termed a ‘stumbling block’ by one carer. These GPs were described as not
interested, unaware of dementia, and unwilling to be of any assistance to the carer.
Furthermore, previous research has shown that some doctors would rather give
inaccurate information than confess their ignorance of the issues involved (Cohen &
Eisdorfer 1986: 66). This phenomenon has been linked to GP training which promotes
self-confidence (Twigg & Atkin 1994: 66). This sometimes leads to dangerous value
judgements, as mentioned above. In dementia care, too much confidence was
potentially damaging to the carer as well as the person with dementia because urgent
help was not given. This point is further discussed in Chapter 8 in relation to the GP’s
role as gatekeeper to secondary services.

It seems, then, that in many cases there was a problem with the initial diagnosis by GPs
and their subsequent referral, which was frustrating for the carer, because it led to
delays in obtaining much needed help. There was strong evidence, therefore, that a lack
of knowledge about dementia and appropriate services existed among professionals and
potentially had serious consequences both for the carer and the person being cared for.
However, it has also been shown that a lack of knowledge was less of a problem to
carers than a GP’s lack of interest and understanding, inability to communicate, and
unwillingness to obtain information for the carer.

Specialists

Unlike GPs, the majority of the specialists whom the carers encountered were very
helpful and tried to explain very briefly what the problem was, They also attempted to
put the carer in touch with the right service providers if they felt there was an urgent
need for support:

But it wasn't until we saw the people at [hospital] earlier this
year and they said we will send the CPN to visit you. Ahm,
the one that was allocated to us actually was away on a
course that particular week so the manageress [hospital]
came to see us and she was very good albeit a bit forceful.
She said ‘Are you getting attendance allowance?’, we said
‘No’, so she said ‘You should be, I'll come back tomorrow
and bring you the forms, you fill them in and I'll send them
off for you’. You know, she pushed me into that. And she
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and the next Monday, because she goes Mondays and
Wednesdays, you see.

However, three main problems were reported with this type of service. To begin with it
was noted in one of the feedback sessions that day care was not appropriate for all
carers and that only a limited number of carers had access to this service. Explanations
mentioned were, for instance, that some demented persons were too ill to attend day
care or did not live in a designated catchment area. Another problem identified in the
study was that some individuals with dementia were unaware of their own symptoms:

The first day she came home, ahm, I said to her ‘Have you

had a nicq day? What have you done?’ She said ‘Yes, I did

enjoy it, it was company’. ‘But’, she said, ‘there’s some

funny people there, funny people, well a bit strange, you

know’, she says, ‘as if they’re not all there’... It never

occurs to people with Alzheimer’s that they are the problem,

no, they never see it like that, er, so she actually felt sorry
for the other people.

As the above quotation illustrates this caused amusement for some older people with
dementia. Others, however, refused to attend the day care centre on the grounds that it
was full of people who were ‘not quite with it and ‘funny’.

Secondly, it was pointed out that it was not the quantity that mattered but the quality of
day care received. One day care centre was praised as being excellent with a hi gh staff
to patient ratio. This particular facility provided notebooks for every person attending,
in which staff noted the day’s events and conveyed any messages to the carers.
Similarly, carers were encouraged to write short notes to the key worker about how the
person with dementia had been at home. This was found to be an excellent means to
keep in touch and enabled both staff and carers to understand what was happening, for
instance when the person with dementia had had a particularly bad night. Moreover,
several carers pointed out that they felt that attending day care had ‘arrested’ the
demented person’s decline and had prevented them from getting much worse quickly.
This was thought to be due to the range of activities provided in this centre. Carers
whose relative attended different day care facilities, on the other hand, reported fewer
activities which they thought were attributable to a lack of funding and the fact that
those people attending this particular centre were further into the dementia and therefore
less responsive. Carers whose relatives attended one of these centres found that there
was more scope for misunderstandings with staff. It has already been noted (Chapter 6)
that some individuals with dementia show a remarkable ability to hide their confusion
for short periods of time. One carer in the study described how she observed her
mother in a day care centre:
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She talks... because she's developed this ability to... er,
make small-talk, I mean, talk about the weather and
answer... what did she say... er, one day I was watching
her and she didn't know I was there and oh, did it make me
laugh! And she said... somebody was talking about some
old phoney they were complaining about and she said "'Well,
they do things like this don't they?'... in confidence you
know, she's like... I was absolutely gobsmacked! And I
thought she sounded so sort of with it and understanding
and... [Laughter] ... this is what they do, they go out there
and they put on this front... and... and they seem quite
normal and, ahm... with it. They have these little platitudes
and phrases that they use, they're sort of blanket things and
it's... it's....it's confusing.

Previous research has found that this could potentially be a problem for staff and
carers. For example, Gilhooly (1984b: 39) reported that, in some instances, ‘day
hospital staff viewed the day patients as less impaired than supporters’. In the feedback
session it was concluded that there should be more places in what carers termed
‘centres of excellence’, even if this meant a reduction in levels of provision. Among
other things these centres should have a high staff to patient ratio and a lot of activies.

The carers clearly felt that it was more important for them and the person they cared for
to be happy with the quality of the care that was received.

The third problem and the biggest hurdle for carers in the study, was the fact that the
provision of day care did not really give the carer a lot of time off, One carer remarked
that although she was grateful for the break, it was not as much time to herself as she
would wish:

You know, they’re taking him away in the morning and then
he’s coming back, you know, it’s not really a lot of time out
of the day if you think about it.

Related to this was the unreliability of the ambulance service, a problem which does not
appear to be new but has been discussed in the literature (Lewis & Meredith 1988: 14).
All carers were encouraged to take advantage of having their relative picked up by
ambulance in the morning and returned in the afternoon. This was no doubt designed to
give the carer more time off but caused some anxiety about the comfort of the person
being cared for. Several carers claimed that the person with dementia was ‘on the road’
for well over an hour which not only meant little time actually spent at the day care
centre but also potentially caused problems with toileting. One husband had discovered
that his wife’s distressed state in the late afternoon was caused by the route the
ambulance took on her way back which included coming down a steep hill in the dark,
which frightened her. Also, the carers reported that the ambulance was rarely on time,
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sometimes early and very often late. The following quotation illustrates one husband’s
experience of the ambulance service:

Any time from about quarter to four onwards. They told me
actually, four... four o'clock onwards and the first time I
went down to town, I went to the Alzheimer's meeting in
town and I thought... previously, up to then she had always
come half past four, quarter to five, so I said to them I must
be home for four o'clock, but then I missed me bus, I was
here at 5 minutes past 4, went to open the door, the door
was unlocked. I thought, hold on. Helen is sitting inside
with a neighbour. The ambulance had come at 5 minutes to
four. And of course they had been round the back to see
whether anyone was in or whether I had collapsed around
the house or something. Anyway, our neighbour fortunately
spotted them, she's got the key, of course she set the alarm
off with the key... Anyway, then I thought, now, I'm not
gonna let that happen again, her coming home and me not
being here. It really upset me...[It happened a second
time]... So I'm back at half past three now. And of course
it's costing me time. I like to have a walk and I rush
back...[...)...So I mean, that's frustrating.

Similar problems were encountered by this carer in the mornings when his wife was
repeatedly picked up late by the ambulance service:

So, the first morning they said they were here from
anywhere from half past 8. Up we got with a struggle for
half past 8, and we knew that the session started at half past
10, so it got to quarter past 10 so I rang up and they said,
"Don't worry, it'll be here, it'll be here'. So it got to 20 to 11
and it still hadn't come so I rang again. They said, ‘Hasn't it
come yet?’, and I said ‘No’. So they rang through to the
ambulance and apparently it had broken down there. So
finally they were here at 5 to 11, and that was on the first
day of all things, and I mean we were both absolutely on
edge. Anyway, the next day it didn't come until quarter to 11
again. But then after it's been fairly consistent, half past 9 to
quarter to 10 but more often than not nearer to 10. They've
been much better recently.

In other words, although the carer got time off by sending the person with dementia to
a day care centre, the time the carer could actually leave the house was limited due to the
late arrival in the mornings as well as possible early return in the afternoon. It also
interfered with carers’ plans in terms of cooking and eating dinner:

I mean, last night he was back at 5 o'clock. Ahm, on
Tuesday it was half past 5. But from half past 4 the kettle
has to be flicked on and off every five or six minutes and if
I'm cooking with the oven I leave that on or if I'm baking
something or got some chicken or something in there and
it's, sometimes I have put it in ten or quarter past five if he's
not here and then they can fool me easily because he's been
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home quarter to six before now, you know, it's any time
between half past 4 and then.

Further, those carers who lived outside a certain catchment area had to provide their
own transport for the person they cared for. Usually taxis were used. One carer
reported problems with this as on several occasions the drivers did not accompany his
wife to her front door but dropped her off at the bottom of the street and she was
subsequently found wandering in the neighbourhood by the concerned carer. On one
occasion the carer opened his front door to find that the taxi had brought the wrong
woman:

Anyway, one night doorbell rings, and I look ...and he says

‘What’s up?’ and I says ‘That’s not my wife!” He says

‘You’'re kidding’, I says ‘I’m sorry, I'm not!’. And there’s
this old lady stood there, so I says ‘Come on in love’.

His wife, meanwhile, was still in the day care centre.
Respite care

Respite care has been defined as ‘an arrangement whereby elderly or disabled people,
normally cared for at home by relatives, are placed temporarily in alternative
accommodation to give their usual carers a break’ (DoH 1989: 73). This narrow
definition implies that the break is seen as being solely for the benefit of the carer and
not the person for whom they care. Also, the main idea appears to be to provide a break
for the carer in order to avoid a breakdown of informal support whereas the carer’s
wider needs are not addressed. Three different types of respite beds have been
identified. ‘Crisis beds’ are used in those cases where there is a crisis in the informal
care set-up and the carer suffers a breakdown. ‘Holiday or relief beds’ are used as the
name implies, whereas ‘rota beds’ offer the carer a more permanent arrangement where
the person with dementia alternates between staying at home and in respite care. It has
been suggested that ‘rota beds’ are the most likely arrangements offered to carers
(Nolan & Grant 1995: 51-4).

The study confirmed that those carers who did take advantage of respite breaks saw it
for themselves rather than for the person going into respite:

It is important [respite] I mean everybody tells me it is and I
do realise they are not talking a load of rubbish at all. It's
only really when he goes in that I realise how tired... I mean
the first couple of days when he goes in I feel absolutely
whacked, and as I say it's only when he's not here that 1
realise how busy I am when he is at home.
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However, the study has shown that those carers who did make use of respite care
appeared to have access to occasional breaks only, usually once or twice a year. Only
one wife in the study had been offered a ‘rota bed’, with her husband alternating
between three weeks at home and two weeks in respite care.

The benefits of respite care for the carer included emotional and physical rest, the
chance to see relatives or go on holiday, and to complete those tasks which were
impossible while the person with dementia was at home, such as DIY. Asked how
carers spent their time while their relative was in respite care, most reported enjoying
some time on their own and trying to get on with tasks they had no time for when they
were caring. For instance, a daughter stated that she caught up on necessary
maintenance work on the house, while a wife caring for her husband reported that
when he was away for a week or two she took some time to look after herself. She also
enjoyed a break from those things that she found hard to cope with in everyday care:

As I say he's been twice, I thoroughly enjoyed two weeks
freedom, ahm... What did I do? I slept, I went to bed when I
wanted to, I got up when I wanted to. If I woke up in the
night I could read my book which I like to do. I... now, this
probably will sound quite mad to you but every morning
when I get up, before I can have my cup of coffee to wake
me up, he has to have a cup of tea and his tablets and that
irritates me beyond all measure! It gets me to a terrible pitch
sometimes, I keep doing it but then sometimes 1 feel
rebellion welling up. Well that was one of the wonderful
things when he was in respite that I didn't have, I didn't
have to do it. And it's a very small thing but it's like the
straw, and ahm, I could watch television because sometimes
he doesn't like the noise of the television.

Others went swimming, and generally had a quiet time. One carer very strongly
expressed the notion of freedom (emphasis added):

Well, what else did I do, I went swimming every day ahm,
oh, [friend] came and took me shopping to the supermarket
and we didn't have to rush back which was
nice...[...}...There was freedom, that's the nice thing. I
could go and visit friends which I did do, you know coffee
and all that, which was very nice, which I don't always get
to do in the three days [day care] because I have a lot of
shopping to do, I like to go for a swim, and food preparation
and all that. Well, while he was away I ate but I had all
convenience food in the microwave [Laughter] and I ate
when I wanted to and not just when Alan wanted to. But
otherwise I don't know what I did really, not such a lot.

I still could go [on holiday] I suppose when he was in
respite but I wouldn't...[...]...I said [to her son] you don't
realise, that bit of freedom, here in my own home, so I can
go out and come back, I said, is worth so much. That is the
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Jfreedom, I don't want to go [abroad], I'm quite happy here,
you know, ahm, because there is freedom it's like a load
being lifted, and I've got freedom, I can do what I like.

However, apart from a welcome break in the caregiving there was no evidence that the
respite break resulted in an improvement in the carer’s general situation and well-being.
As for the demented person, it has been suggested that respite care appears to have
more negative than positive effects (Nolan & Grant 1995: 52). Indeed, in the study
there was little evidence of benefits to the person with dementia. Instead, several carers
reported that their relative seemed to tolerate the experience rather than enjoyed what
was happening to them. The following quotation shows how a wife was told when she
collected her husband that he had not been very happy:

Alan’s been twice. He doesn’t like it...[...]... he didn’t like

the food and they told me when I went to fetch him that he

wouldn’t sit down except at meal times and at bed time, he
just wandered about the whole time.

Other carers felt that the demented person’s condition had deteriorated while they were
in respite and that their relative appeared more confused than before:

Ahm, when she's been in the nursing home for some respite

care... she seems to come away with the attitude... well, she

doesn't know, er, where she's going to and she doesn't

know where she's been and she doesn't know who's been

to see her and it's all very... you know, she's lost it, and

that's what I'm dreading. But then, you know, within a few

days she's back in full force again and she's very much in

control and on the ball and you think 'What's going off?",
you know. It's almost like she closes down.

However, as the above quotation shows, the negative effects did not necessarily last.
Nevertheless, other studies have found these effects on the person with dementia to be
undesirable, and they may prevent carers from using respite care a second time
(Newton 1997: 89).

Not all carers in the study wanted to use respite care for the person they cared for, a
finding consistent with previous research (Cuijpers & Nies 1997: 173). Several
problems with respite breaks were mentioned. To begin with, respite care seemed to be
more popular with younger carers, in particular adult children. For them, respite breaks
provided an opportunity to focus on their own social lives, careers and other
responsibilities such as their own families (Chapter 4 and 5). There were more doubts
about the benefits of a respite break among older spouse carers and the findings
indicated that respite care may not be appropriate for this group of carers. It has already
been discussed in previous chapters (Chapter 4 and 5) that the care older spouse carers
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give is very often based on love and becomes the focus of their lives (Wenger 1990a:
199). It appears, then, that the way in which the caregiving is rationalised influences
the carer’s attitude to formal care. Previous research has found that older carers were
less likely to ask for help and more likely to continue caring for as long as they could
manage (Wenger 1990a: 200). Instead of an actual physical break from the person with
dementia, this group of carers was more interested in relief from responsibility and lack
of sleep (Wenger 1990a: 212-3; Gilhooly 1984a: 125). My study uncovered similar
concerns, although day care was generally tolerated. Respite care on the other hand was
no option for some carers. A husband noted that he did not want respite because he had
been married for nearly 60 years and had never been parted from his wife:

It will kill me if I do.

This husband refused to take advantage of the respite breaks offered to him because he
felt he would let his spouse down by sending her away.

Those spouse carers who had accepted respite care felt ambiguous about it. The
following quotation is from a husband whose wife was going on her first respite break
the following week:

I'm still apprehensive, like, about letting her go, you know.

It’s hard trying to... you know what I mean, we’ve been

married for fifty-odd year like, 53 year, and we’ve never

gone anywhere separately... Although I know she’ll be well

cared for, you know, you don’t doubt in that... you know,

you have butterflies in your tummy, is she gonna be
alright...

Another husband reflected that he felt neither he nor his wife was ready for respite yet
but that he had been urged to consider it:

You know, I really ought to be considering a longer term

respite care for a week or a fortnight. That's the situation

they have normally and that's the situation I don't like at all

because I don't think she's bad enough and yet... there are

times in the week when I think oh my goodness, I wish... I

wish she could be going next week, I could do with a
week's break.

To conclude, there is strong evidence to suggest that the current form of respite care is
unlikely to be of benefit to older spouse carers due to their reluctance to take up the
service. For this group of carers different forms of respite, such as home-based respite,
may be more appropriate, as will be discussed in Chapter 8.

A second main problem with respite care concerned the lack of flexibility in its
administration. It has been noted that the allocation of respite places does not
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necessarily take the carer’s wishes and needs into account (Nolan & Grant 1995: 57).
The study found that in some cases respite care was not available when it was needed,
as illustrated by the following quotation from a daughter who only received an offer of
such support after her father had suffered a fall and had been admitted to hospital:

I would have wanted to be able to get respite care when I

needed it. When I was desperate it wasn't there. By the time

I got respite it was too late. One piece of advice: Try to get
respite sorted out before you need it.

The daughter quoted above clearly felt that she had been let down by the formal sector
when she most needed a break from the care of her father. As a consequence she felt

disillusioned:

You scream but they are all partially deaf?!

It was further suggested in a feedback session that carers found they had little control
over the use of respite care. Several had experienced a certain amount of pressure and
felt they had to take those breaks that were offered to them because this was better than
not getting respite care at all.

One wife was unable to find appropriate respite care for her husband due to a
combination of dementia and severe mobility problems:

I was asking initially for respite care for him, ah, but it
sounds as if we might have all sorts of problems because the
[homes] won’t take him because of his mobility problems.
Now, they do have [hospital] which would take him as a
dementia patient with mobility problems but apparently the
people that are currently in [hospital] are far deeper into the
dementia than David is, plus they are a lot older, and they are
frail, you know, they are old and frail, and that’s why they,
well, have the mobility problems. And it’s not David’s
problem.

It appeared that the facilities available for demented individuals were not able to cater
for his physical disabilities. On the other hand, those which provided the appropriate
level of nursing care tended to admit severely confused older people which upset her
husband who was only moderately confused and still aware of his surroundings.
Another problem that was mentioned by this particular carer was that she believed a
week away to be too long, and felt her husband was not confused enough not to worry
about being abandoned:

And1 initially said, you know, just for a long weekend, just

to give me that break, and they don’t do weekends, they

only do full weeks. I don’t want him to go for a full week

because he’s gonna think I'm putting him away! ‘Cause he
is not far enough into dementia to appreciate it, or not to
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appreciate it, you know. He knows what’s going on, and
he’s gonna think I don’t want him.

The carer had no choice in this matter and had to either accept a full week or not use
respite care at all.

The third problem identified in the sample related to the carers’ concerns about the
quality of care their relative would get. Several carers found the thought of someone
else caring for their relative unbearable, particularly because they felt that not all respite
homes available to them were of the quality they would wish for. One husband
explained that his wife had lost her sense of smell and that probably she would not
notice but that he was very sensitive to odours and found it unbearable to leave his wife
in a home which smelled bad:

My main difficulty really now is deciding whether I ought to
think about this longer term respite care. I mean I went
to...[Respite home]... it's a new home, very pleasant, en-
suite facilities, very relaxed regime, they do what they like
when they like, they've got some activities there and I
thought this is great, but then you go to the lounge and you
see them sitting around... I can't really see Helen sitting
around like that at the moment. They are not sitting in
straight rows like they are in some homes and you get an
overpowering smell of urine when you walk through the
door. When you walk through the door there, there was a
little bit of a pong but we went there sort of mid-morning
when they were only just sort of starting to get things
organised, you see.

The following quotation shows how a wife had to reconsider sending her husband
away for even a week after she found that, although he was not treated badly, the staff
did not care for him with the consideration and respect she would have expected:

Ahm...so then we said why not try [another home] so we

sent him there for a week. Well, I don't know, he didn't like

it there. The matron told me he was very uncooperative. I

asked her why, knowing full well he can be, ah, so she said,

er, ‘Mainly dressing and undressing’. And it was she who

called him a poor old man, well, I said ‘I'm a poor old

woman then’...[...]..I know Alan can get like that...[...]...

and he fell out with one of the other patients...[...]...but
anyway, we will see, I mean he's not badly treated there.

Carers’ concerns about the quality and safety of care, has been mentioned in previous
studies (Mullan 1993: 244; Nolan & Grant 1995: 59-60). It has been suggested that
some of the carers’ fears could be alleviated through increased communication between
staff and carers (McAuley et al 1990: 209). For instance it has been observed that carers
often felt that they knew the person with dementia best and therefore felt the need to
‘educate’ staff about their relative’s needs (Chapter 8). Staff on the other hand
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sometimes misunderstood this concern and took it as criticism of their abilities. More
open communication could prevent such problems and may help carers to feel more
satisfied with the care their relative received. This issue was relevant for respite breaks
but even more pressing if the person with dementia was admitted to full-time nursing
care, as the following section illustrates.

Nursing homes

Permanent care arrangements were regarded as the very last resort by carers in the
study and filled many of them with dread. Several issues were important in this
context. To begin with, it appeared that the image of the workhouse frightened older
carers most, although surprisingly even younger carers did not seem able to rid
themselves totally of this concept. A daughter explained that she had to promise her
father that she would look after her mother after his death to prevent her being admitted
to full-time care:
[He said] ‘I don't want her to go in the poor house’....

which is what he meant by the state run nursing homes, you
know, the old-fashioned attitude.

This ‘old fashioned attitude’, as this daughter put it, was still more widespread than
expected. Previous studies found that many carers had an irrational fear of the
‘workhouse’ (Cohen & Eisdorfer 1986: 65; Nicholson & White 1993: 918; Ungerson
1987: 100; Victor 1995: 260-1). Unfortunately, these fears do not always seem to be
unfounded. Kitwood (1997b: 9) has noted that

‘[a] new-style residential or nursing home, despite all its

appearance of comfort and efficiency, may reproduce many

of the worst features of the older institutions; and - in some

cases at least- with the additional dehumanizing tendencies
that accompany the relentless pursuit of profit’.

Secondly, there was a marked difference in the carer’s attitude to nursing care between
adult children and older spouse carers. Younger carers appeared less reluctant to
actively organise full-time care for their parent when they felt they could no longer cope
(Gilhooly 1986: 166). Older carers, on the other hand, did not resort to full-time care
until they were forced to do so because they could no longer cope physically with the

demands of care.
It’s hard, I mean, if ever it comes that I’ve got to make a
decision for her to go into full-time care, I don’t know what

I shall do then, whether I will be able to cope with that all.
I’ll see that when time comes, if ever it comes.
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carer’s belief that his opinions were not taken into account has been noted previously in
relation to respite care (Mullan 1993: 244; Nolan & Grant 1995: 59-60; McAuley et al
1990: 209). One incident which greatly upset the carer mentioned above was that a
framed picture of the family pet was ‘lost” when his wife was moved from one room to
another. Though a small matter in itself the carer felt that the framed photograph was
his wife’s only link to home.

The small sample of this research does not allow much to be said about the level of
good nursing care generally available to carers of older persons with dementia.
However, disregarding the generalisability of the sample it was nevertheless compelling
that all seven carers whose relatives were institutionalised or had been institutionalised
prior to the person’s death had had harrowing experiences similar to the ones
mentioned above. It would appear therefore that the problem of unsatisfactory nursing
care of people with dementia may be more widespread than previously thought. This
issue clearly needs to be addressed in more detail in future research.

Other services

Several other services were used by carers in the study, some of which were voluntary.
The following briefly discusses sitting service, home helps, and other help carers

received.
Sitting service

Another fairly popular service was the sitting service. There were several organisations
which provided sitters, some of whom were unpaid volunteers, while others were paid
up to £6 an hour (usually the carer had to fund this):

Well, I did have a sitting service and I had a young man
come twice a week, about six hours actually, and when
[social worker] had to leave and then another came to see me
and she said, ‘Are you paying for it?’, and I said 'No’, and
she said, ‘Well, you should do’. And I said ‘I don't know
anything about that’. Apparently I slipped through the net
;o I'had to cancel that because they wanted six pounds an
our.

Some carers reported good experiences, having built up a friendship with the sitter
Others were not entirely convinced of the usefulness of sitters, in particular if they had

to pay for one:

But if you want the sitting service you can have it but you
see they employ these agencies... [...]... and I think it's
terrible. I mean, okay, some people need it, I mean some
people need someone to come in and wash and dress them
but they pay for that. Six pound an hour because the young
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lad came in to sit with him or take him out, ahm, ... he had
this time-sheet and he was going through people and I asked
him how much do you get paid for this and he said, ‘I'm
getting three pounds twenty-five for it but the firm charges
six pounds’. And I think that's terrible, I really do, I think
that's scandalous, when people are living alone or you've
got a wife who's disabled and can't manage it that you've
got to pay six pounds every morning of the week to be got
up and washed and changed and get out of bed. And I mean,
my age group, honestly, we've paid our stamps since we
were teenagers.

Several carers found that the sitter did not come on time and was generally unreliable.
For instance, one sitter was found reading a carer's personal letters, forcing the carer to
cancel the service:

Then we had a young man come. He were awful. He were

very very naughty. Caught him reading one of me letters one
day, so I said I'm not having this.

Another carer had problems with unreliability and expressed doubts about the sitter’s
suitability:

I was told about this [Volunteer sitting service], the doctor
told me and said get in touch and they came to see me and it
was arranged that I would have a sitter once a week, and
Martin, a chap called Martin.... and he came, and he was
meant to come at twelve and he came at twenty past nine in
the morning and I said to him, ‘Look Martin, I don't...” and
he said, ‘Well, you go and do your shopping and I'll be with
Alan for a couple of hours’. And he's got Parkinson's
Disease himself, you see, but he's a volunteer, and well that
happened a couple of time and I booked him for twelve
o'clock and he did used to come when he took his wife to
work in the morning which was twenty past nine, which
was a bit difficult!

The carer also expressed the view that many female sitters did not want to sit with a
person of the opposite sex and that there were not many male sitters available:
But they have very few males who do the sitting and ahm, 1

think a lot of the ladies are not very keen on coming to sit
with Alan. [Really, why?] I get that impression.

Contrary to this view was the observation that it appeared to be common to place men
with women and women with men because learned social norms often meant that this
arrangement worked best for both sitter and the person they sat with. Indeed, one
daughter reported that her father would only get on with female sitters because he
respected them and did what they asked him to do (in particular at meal times) whereas
male sitters had been ‘a disaster'.
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it was found that a different person was sent every time. The carers in the study felt that
this confused the person with dementia more than necessary and caused anxiety.
Indeed, previous research has found that having no continuity could be detrimental to
the demented person’s condition (Zarit & Pearlin 1993: 307).

Other (private) help

Four carers privately employed a cleaner, two others a gardener. All other carers
rejected the offer of help, saying that they did not feel they needed help with the
practical tasks of keeping the house clean. One carer remarked that the latter was the
least of his problems:

I can't leave her... alone in the house, so I may... [ may as

well do the housework. I've got to do the housework

anyway, since the middle of last year I've been doing all...

all the main... and lots of the other work... so, er...that's
not a problem.

He maintained that being retired, he had enough time to do the cleaning and cooking,
especially as there was very little to do with only two people in the house.

EMOTIONAL SUPPORT

Emotional support has been defined as the help given to carers that aims to enhance the
carers’ ability to cope (Stephens 1993: 262). These services include counselling,
psychotherapy and support groups. Both day care and respite breaks, the two main
interventions, go some way towards having benefits for the carer, as the previous
section has illustrated. However, although the carers in the study generally welcomed
every bit of help they could get, previous research has shown that the benefits of this
purely instrumental support have not become clear. It has been suggested that, although
carers do seek help for problems that are unrelated to their own psychological well-
being, the majority are motivated by psychological stress rather than the physical strain
of caring (Stephens 1993: 269; Bibbings 1998: 173). As the previous chapters have
shown, emotional support was often what carers needed most, but this appeared to be
the least focused on by service providers. There was little help designed specifically to
address the emotional needs of the carer. Indeed, it has been suggested that carers are
not usually seen by the medical profession as prospective patients but are treated as
resources and co-workers (Nolan & Grant 1995: 51; Bibbings 1998: 179; Twigg &
Atkin 1991: 9; 1994: 11-15).

Several services for carers have attempted to fill this gap by providing an environment
in which carers could share their experiences. Only two carers in the study had had
access to psychotherapy which was only offered in cases of severe mental breakdown.
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However, all carers attended, or had attended, support groups (The latter was a
characteristic of the sample and does therefore not necessarily reflect the general
picture). Research has shown that for the majority of carers, attending a support group
was a positive experience (Savishinsky 1990: 92).

Role of support groups

Support groups have been mentioned as useful in coping with isolation, and they
provided the carer with a certain appreciation of the work they did:

To hear other’s problems doesn’t solve yours but helps to
know you are not alone.

Support groups seemed to offer those carers who attended some form of
acknowledgement of their efforts and gave a certain amount of encouragement (Chapter
5). Several carers noted that it was important to talk to people and that it helped to hear
that there were others ‘worse off’:

But it does do you good because there’s always somebody

worse off, always somebody with a problem that’s much

worse than yours, ahm, also you do have this feeling like
comradeship almost.

Support group meetings for carers were very different in their nature and content
(Murphy 1986: 64). Some meetings served mainly as an informal discussion, letting
carers introduce themselves and talk about their problems. Other meetings were more
structured with an agenda of topics to be discussed, such as how to get formal services.
In the third type of meeting, an outside speaker was asked to present a topic, such as
information on a certain type of service or organisation. (More information on the
dynamics of the three different groups observed in the study can be found in Chapter

3).

In groups which were mainly attended by younger carers there was more discussion on
practical topics such as the legal arrangements, for instance how to arrange for a power
of attorney, and financial problems. In groups attended by spouses, on the other hand,
the talk centred around the carer's mental and physical health and carers tended to give
ecach other advice on coping strategies. In response to this difference in focus several
different groups existed, catering either for spouse carers or for adult children who
cared for a parent. A frequent topic of discussion in all support groups was the lack of
information and the unsympathetic behaviour of some doctors (Chapter 6). It was
acknowledged that it was very difficult to ascertain whether dementia was present, and
which dementia it might be. In many cases there was a mixture of multi-infarct
dementia and Alzheimer’s disease, or other conditions such as Parkinson’s Disease.
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Chapter 8. Finally, another unexpected problem with the support groups encountered in
the study was that one group actively discouraged former carers, including those who
were recently bereaved, from attending. It was feared by the group leaders that these
carers frightened new carers with stories of what may happen in the later stages of the
disease. What it meant for bereaved carers, however, was that they lost their source of
emotional support by abruptly being cut off from current carers as soon as the person
with dementia had died.

Bereavement

In those instances where the person with dementia was deceased, death had often
occurred unexpectedly and suddenly, giving the carer very little time to adjust to this
new situation after caring for several years. Many carers felt that there was suddenly a
gap in their lives and that, in their grief, they lost all sense of purpose immediately after
the death of the person with dementia (Lewis & Meredith 1988: 15-6; Brown 1996 5).

There was some indication in the research findings of the way the five bereaved carers
attempted to cope with the loss of the person they had cared for. Three of the adult
children in the sample who cared for a parent reported that their own supportive marital
relationship had played a big part in helping them come to terms with the death or
institutionalisation of the parent. Others resorted to different ways of coping with
bereavement. It was interesting to note that carers appeared to fill the gap in their lives
with what they knew best, caring for people with dementia. Of the five carers whose
relative had died, three, all women, had already found another such caring role. Several
possible reasons were mentioned in the interviews. The first reason was guilt. All these
previous carers felt they had failed the person they cared for in some way, in particular
as the death of the person with dementia had been sudden and traumatic. Several carers
said that they thought they should or could have done more. One carer felt directly
responsible for the person’s death: An accidental fall in the home led to hospitalisation,
and the person with dementia died of pneumonia. It is conceivable that this feeling of
guilt may have driven some carers into voluntary work, in the sense of trying to make
good what they felt they neglected with their own relative. The second possible reason
was that carers may have tried to cope with their bereavement by going out and being
among people who knew and cared about dementia, for instance those people involved
in organisations and support groups. It has been reported that carers have a great desire
to get as much information as possible about the disease and new developments even
after their own caring has ended (Fortinsky & Hathaway 1990: 608). Being involved
on a voluntary basis enabled carers to get the information they required. Another factor,
as discussed above, could have been that some support groups discouraged former
carers from attending meetings but that voluntary workers were always welcome.
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Finally, a possible reason was that the carers enjoyed their caring role and found it
rewarding. However, this possibility was not suggested in the interviews. All but one
bereaved carer felt relieved, but at the same time guilty about this feeling, when the
person they had cared for was admitted to full time care and then died.

To summarise, there were no facilities to help bereaved carers to cope with their loss
and some support groups appeared to cut off their support. Two issues are of
importance here for future research. Firstly, a daughter who lost her mother, reflected
on this lack of support and suggested that professionals should talk to families about
the death of the demented person and prepare them for a possible sudden loss.
Secondly, some carers found they could deal with their loss by getting involved in
voluntary work. The fact that these carers were all female may support the finding of
previous research studies that it seems to be harder for men to re-establish a social life
after the death of their spouse (Scott & Wenger 1995: 160). Unfortunately, the sample
was too small to elaborate further on this potential gender difference in coping with
bereavement. However, on the basis of the finding that for some, most notably
women, voluntary work provides an enjoyable activity in dealing with their
bereavement, it has been suggested (Chapter 8) that former carers could use their
knowledge of the disease and their practical experience of caregiving to play an active
part in educating current carers (Fortinsky and Hathaway 1990: 609) and professionals
(Soliman & Butterworth 1998: 26-7).

CONCLUSION

It has been shown in this chapter that carers had to be both care providers and care
managers and that they needed to play an active part in negotiating and supervising
services provided by the formal sector. Numerous problems were brought up in the
study, with the main concern being that those carers who were more passive effectively
lost out on much needed help. The formal help that was received by carers was on the
whole regarded as very good and the carers who received help were grateful for what
they had. However, several problems were uncovered in the study in relation to the
different forms of care provided. The majority of carers either did not know whether a
social worker had been assigned to them, or had only seen their social worker once in
several years. Furthermore, while day care was much appreciated by those carers who
had access to this service, there appeared to be a transport problem. In some cases the
unreliability of the ambulance service limited the carer’s free time. As for respite care, it
was expressed that respite breaks were not appropriate for all carers. In particular older
spouse carers were reluctant to take advantage of this service. Finally, there was much
uncertainty about the safety and quality of permanent nursing care.
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CHAPTER 8: CONCLUSION

This thesis has provided an analysis of the situation of informal carers of older people
with dementia. Dementia has been found to have unique consequences for carers in
terms of the length of care that is required, the nature of the care that is needed, and the
unpredictable course of the disease. It has been confirmed that the majority of older
people with dementia are cared for by relatives or, more typically, one relative, at
home. This care set-up has been shown to have considerable effects on informal carers
and there has been evidence of physical, psychological, financial and social strains. The
response of the state to the situation of carers has been inadequate and is based on
practical support such as day care and respite care. Only few carers had access to these
services and for the majority of carers this form of support was inappropriate.

The study has brought together within a single account the literature in the field and the
research. Qualitative interviews were conducted with spouse carers as well as adult
children caring for a parent. Firstly, by focusing on the carers’ views and
interpretations of their situation it was possible to gain a clear and comprehensive
picture of the real situation of carers. To date, there appears to have been a mis-match
between the assumptions which have informed community care policies and the carers’
actual views and needs. Secondly, the study breaks new ground in that it provides an
analysis of the way different groups of carers, adult children and spouse carers, attempt
to make sense of their experiences. Previous studies, mostly quantitative, have found
no consensus on the processes at work in enabling some carers to cope better than
others. Finally, the study has highlighted the carers’ relationship to the formal sector
and has demonstrated that the current level of formal intervention is inadequate and
largely inappropriate for older people with dementia and their carers. Services are
mainly based on practical support, such as day care and respite care, and are usually
only provided following a crisis in the caring relationship. There is very little emotional

support available to carers.

The analysis of the findings has identified important flaws in the understanding of
caring relationships, the ability of carers to cope, and their need for support. I have
suggested that government policy in relation to carers of older people with dementia is
characterised by contradictory principles and that there is a lack of coordination between
the different players involved in providing services. This failure of government policy
has had an impact on older people with dementia and their carers. This study has aimed
to redress the balance in favour of carers. Three issues are of importance if the situation
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There was a marked difference between older spouse carers, younger spouse carers and
adult children, in the nature of care given, the attitude to care, and the ability to cope.
For instance, spouse carers experienced the loss of the partnership as most distressin g.
Adult children, on the other hand, encountered what they saw as a ‘chunk’ taken out of
their lives. Often they had other commitments, such as employment or the demands of
their own families, and found it difficult or impossible to strike a balance between these
and their caring role. The group of younger spouse carers shared attributes of both of
these other groups and found themselves in a particularly difficult situation.

Common to all carers, however, was the fact that the emotional strain of caring
appeared to be experienced as harder to bear than the physical demands of carin gfora
person with dementia. The majority reported feeling insecure in their role as carer,
unsure of whether they were doing the right thing. Although none of the carers
questioned their role as main carer, the need for appreciation of their efforts and
reassurance that they were doing their best, was emphasised.

A number of problems were found in relation to the carers’ contact with formal care.
All carers had experienced one or more crises before the dementia was formally
recognised. The main ‘stumbling block’ in this process was the carer’s or the demented
- person’s GP. The interviews indicated that only very few GPs had the knowledge, and
the ability to communicate this effectively to the carer, so that a diagnosis and referral
for assessment and services was delayed.

Generally, the processes of diagnosis and assessment were regarded as inadequate. For
instance, the practice of assessing the demented person’s condition and need for
services on a short home visit led to an underestimation of the person’s confusion
because demented individuals are capable of putting up a front for short periods of
time. Frequently the carer’s own judgement was also ignored and the carer’s presence

discouraged.

It was felt by carers that there was a lack of information on the disease and on available
services. Participants in the study claimed that they had encountered great difficulty in
obtaining information, particularly at the crucial time of diagnosis. Adult children were
better informed than the group of spouse carers about symptoms of dementia and
support services. All carers maintained that they would prefer to know what could
happen in the course of the illness, instead of having to fight an ‘unknown enemy’,

The range of social and health services obtained were believed to be good but a patchy
provision was revealed, ranging from carers with a lot of help to those with no support
at the time of the interview. It was suggested that obtaining formal care was partly
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emotional needs of carers. The section below focuses on each of the main finding.s of
the study and identifies which areas will have to be addressed in order to improve the
situation of carers. There are three main areas where reform is needed: The recognition
of the dementia and the situation of carers, the management of care, and the
empowerment of carers.

Recognition

The study has uncovered a mis-match between the views of carers and the views of
service providers. In policy debates, the definition of the term ‘carer’ has been vague
and as a consequence there has been no real recognition of the role of carers in the
system. For this reason, attention has to be given to the different social and
psychological resources of carers. Furthermore, it is vital to improve the practice of
diagnosing and assessing the dementia. In this way, information on dementia and
services could be given to carers before a crisis necessitates intervention.

Caring for dementia

Previous research studies have placed great emphasis on the gendered nature of
caregiving and the plight of the large number of women who provide care (Chapter 2).
This thesis has argued that the picture may be more complex in the case of dementia
care, with gender being just one factor among many in the choice of carer as well as the
experience of caring. Dementia is different to other diseases because the intimate care
that is required in the long term is almost always provided by a close relative. With only
close relatives involved in the choice of carer there is less room for negotiations and a
strict hierarchy is present (Chapter 4). Spouses are always expected to be the first
choice of carer, whether male or female. It has been found that for this group of carers,
gender is less relevant and the older couple is more concerned about managing to keep
going (Wilson 1995: 111). If no spouse is available, an adult child takes on the role of
carer. Here, gender does play a part, in that daughters are more likely to be expected to
care than sons (Chapter 4). If there are no close relatives, the person with dementia is in
danger of being institutionalised. There has been very little evidence in this and
previous research that neighbours and friends provide more than temporary care or
support in a crisis for a person with dementia (Chapters 2 and 4). In the light of this
evidence, it has been proposed to analyse the needs of carers in relation to their stage in
the life course rather than their gender alone (Chapter 2). Three distinct groups were
identified in the research: older spouse carers, younger spouse carers, and adult

children.
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not be assumed that a spouse is the best person to provide care but that there are also
destructive relationships which can cause long-lasting damage (Qureshi & Walker
1989: 22, 244; Allen et al 1992: 304).

Adult children caring for a parent, on the other hand, reported a lot of anxiety about

their own future, in terms of financial security as well as the prospect of having

personal relationships. Several carers in the study regarded going to work as their only

form of social life, without which they would not have been able to cope with the care

of their parent (Chapter 5). The importance of this psychological dimension of

employment has not been given enough attention (Gilhooly 1986: 170; Baldwin 1995:
, 127). For those who gave up work to care it was found that having to give up
- employment could have far reaching consequences. To begin with, carers may sacrifice
~more than just a current income. Although the study did not cover the financijal
consequences of caring in any detail (Chapters 4 and S) there was some evidence to
suggest that carers feared the prospect of not findin g employment in the future and thus
compromising their own financial security, in terms of pensions, in their own old age
(see also Baldwin 1995: 125; Bibbings 1998: 175-6; Ungerson 1998: 173; Hancock &
Jarvis 1994: 5-7). Several factors are thought to influence the financial circumstances of
- carers (Chapter 4). For example, gender plays a role, in that women are thought to
suffer most financially because they are more likely to give up work, or work part-time,
resulting in low pay and inadequate pension entitlements (Hancock & Jarvis 1994: 6).
More research needs to be conducted to assess the financial as well as the psychological
- dimension of working carers.

Generally speaking, for all groups of carers, there has been much research into the
effects of caring on carers but little attention has been given to the long-term effects of
caring (Hancock & Jarvis 1994: 73). The possible detrimental effects caring can have
on the future life and well-being of the carer have not been analysed sufficiently and
this issue is therefore not addressed in enough detail in the debate on coping with
caring. At present, then, there is no recognition of the psychological, physical, social
and financial consequences carers may have to face in the long-term. It is important to
investigate whether an emphasis on more preventative services would help to prevent
physical and psychological long-term effects. It also has to be recognised that practical
help is not what all carers need or not the only thing they need. The study has shown
that the majority of carers found the emotional dimension of caring hard to cope with
and would therefore like to see more support in dealing with the psychological stress
they experience. Furthermore, it has been stressed that carers have different needs
which require different responses from the formal sector. There clearly have to be
services tailored to individual carers because each carer copes differently. The emphasis
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necessary. Although the Alzheimer’s Disease Society has done invaluable work in
shedding light on the plight of carers and raising awareness of dementia, it has’
unfortunately also caused a considerable amount of confusion among carers due to its
name. It has been noted in Chapter 7 that ‘Alzheimer’s  is used as an umbrella term in
support groups. Whereas this finding reflects the way carers themselves have attempted
to put their situation into perspective, it also highlights the real need for an adequate and
accurate reference model. Unfortunately this need seems to be ignored by the medical
profession which dismisses the idea of stages because, clinically, it is said that there are
no stages of dementia and every individual is affected differently by the disease.
Therefore, steps should be taken to have a simple reference model to ensure that carers
and professionals literally ‘talk the same language’.

Thirdly, the feedback sessions suggested that much needs to be done to raise awareness
of dementia among the general public. It was suggested by carers that only by
educating people about the condition can something be done about the sti gma attached
to dementia. It was pointed out that classifying dementia as a mental illness, as the
Department of Health has done (DoH 1989: 55), does not help its image. To get away
from this image one carer suggested a programme of talking to primary school children
about dementia. The carer hoped that this approach of bringing about greater tolerance
~ and more knowledge among the younger generation might pay off in the future.
Another suggestion has been to produce a list of warning signs of the possible first
symptoms of dementia, similar to the lists published for meningitis.

What needs to be done, then, is to make more information on dementia and on services
readily available to carers, professionals, and to the general public. To achieve this,
there needs to be a ‘single accessible source of comprehensive advice’ (Twigg & Atkin
1991: 9). Carers have to be able to access information at the beginning and throughout
their caregiving, and there has been evidence that this need for information does not
cease when the person with dementia dies. On the contrary, for some carers, the desire
to keep informed appears to be part of their grieving process and a useful way to cope
with their loss. At present, voluntary organisations, such as the Alzheimer’s Disease
Society, distribute leaflets and booklets which are designed to give carers information
on the disease as well as services. In addition, Community Health Sheffield has
developed a training package for their ‘Caring and Coping with Dementia Project’
which was first put into operation in July 1996. The emphasis of this project has been
to educate carers about the disease as well as making them more aware of their own

needs.

Furthermore, it is important to train professionals, in particular GPs, so that they are
better equipped to diagnose dementia and inform carers about the disease and
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(1997a: 21) has referred to what he terms the ‘heartsink effect’, meaning effectively that
the emotional impact of a diagnosis of dementia on the GP may lead him or her to deny

the diagnosis:

Since no rapid treatment response is possible and the disease
itself has a heartsinking effect on all around it, avoidance of
the diagnosis may influence professional thinking. This may
explain the discrepancy between the ability of general
practitioners to identify dementia when given case histories,
and our much poorer actual practice.

However, this study should have demonstrated sufficiently that the potential emotional
trauma of GPs is nothing compared to the situation carers of a person with dementia
face if they do not receive a diagnosis. Therefore, there is a great need for GPs to be
able to communicate more effectively with carers and to listen to what they have to say.
Carers do not expect GPs to know everything, as long as doctors admit to their lack of
_expertise, and maybe even to their feelings of helplessness, and offer to get more
information.

However, the GP’s role as gatekeeper can have more serious consequences in the long
run for the carer and the person with dementia. In an ideal, though very rare, situation
the GP would suspect a diagnosis of dementia, refer the patient on to secondary
services, and then maintain effective cooperation between him or herself, and the social
and health services. The study has shown that the reality looks very different. Some

carers got no help from their GP and no diagnosis was made. For some, this meant
approaching a different GP for a second opinion. Others carried on caring until a crisis
took place which precipitated support. A third group, referred to as the ‘hidden carers’,
may never be in touch with services (Moriarty & Webb 1997: 20).

Another group of carers encountered GPs who suspected dementia but deemed it
unnecessary for the person to be referred for an assessment. Partly this seemed to stem
from the belief that nothing could be done for the person with dementia because there
was no cure, and partly it seemed to have to do with a lack of resources. Indeed, a
specialist at the Alzheimer’s Disease Society conference (Warwick University,
September 1997) urged GPs to refrain from referring ‘normal’ dementia patients and
reserve expensive brain scans for those cases where the symptoms were ‘abnormal’
(That GPs may not be able to tell normal from abnormal has already been established
above). Instead, the GP referred the carer and person being cared for directly to social
services to arrange practical support such as day care. Whereas in some cases this may
have been justified, it is important to stress that this approach could lead to serious
problems. To begin with, as already noted, few GPs have the expertise and knowledge
to diagnose dementia accurately. Examples of worst-case scenarios include a person
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take into account that the condition of the person can change. This is particularly
important in a degenerative disease such as dementia. When no reassessments are made
(Caldock 1995a: 106) it is almost inevitable that a crisis will take place sooner or later

because the level of support is no longer adequate.

Secondly, some of these assessment procedures actively excluded carers because
allegedly they interfered. Again, this picture is contrary to the guidelines contained in
the White Paper (DoH 1989: 19) which states clearly that ‘assessments should take
account of the wishes of the individual and his or her carer’. It should not be
underestimated that carers can be important sources of information on the person with
dementia, in particular where the confused person is no longer able to communicate
(Chapter 6). What also appears to be neglected in current assessment procedures is the
fact that carers themselves have the right to have their needs assessed. The Carers
(Recognition and Services) Act 1995 states that carers can request to have their needs
assessed alongside, but separate from, the needs of the person they care for (Ungerson
1997: 149). However, there has been criticism of the practice of assessing need
- separately from the provision of services. In other words, having their needs assessed
does not guarantee that carers will receive support (McWalter 1997: 154). Furthermore,
. the findings of the study suggest that carers are usually unaware of this right and, by -
being excluded from the assessment of the person with dementia, do not have the
opportunity to exercise their rights.

It is clear that there is a need for a review of the current assessment procedures. To
begin with, it is important to move away from crisis management to more preventative
services. Secondly, guidelines should be developed on the use of scans and other
diagnostic techniques in an attempt to diagnose dementia and exclude other conditions.
Thirdly, there is a need for a ‘one door’ approach and a clear pathway to obtaining
formal support (Cox S. 1997: 196). This need for a centralised service was expressed
by a carer in the study who explained the following:

I think it would have been more helpful if they.. if there

were some special clinic or special department where you

could be sent and properly assessed to make sure what it is.

Then you’d feel, perhaps not happier in your mind but more

contented in your own mind that it'd been diagnosed

properly...[...]...I think it would be more advantageous if

there were some kind of clinic or somewhere where you’d...
where there were proper specialists, you know.

Finally, to be able to decide who should be referred for a medical assessment and who
should be referred to social services, new assessment procedures need to be
introduced. The latter should be specific to dementia and take into account the observed
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know their entitlements or simply lack the energy to understand who is responsible for
what (Bibbings 1998: 180-1). Chapter 5 has shown that many carers are themselves
old and frail, or otherwise vulnerable due to exhaustion or depression. In other words,
often carers are in no state to ‘shop around’ for services and therefore have little choice
(Walker 1997: 215).

As far as benefits, such as the Invalid Care Allowance, are concerned some carers were
not aware that they had entitiements (Chapter 4). Other carers criticised the fact that
there were too many forms to fill in and too much confusion about possible help
(Chapter 7). The majority of carers in the study had sought help in filling in forms, for
instance asking staff at the Alzheimer’s Disease Society to assist them. It appears that
no clear guidelines exist which tell carers to what they are entitled. Combined with rules
and regulations, such as overlapping benefits (Invalid Care Allowance is tied to
Attendance allowance) it is not surprising that only few carers claimed the benefits to
which they were entitled (Bibbings 1998: 172; Baldwin 1995: 134).

What is needed, then, is much more clarity in the ‘kaleidoscope’ of services (Baldwin
1995: 138), whether they are statutory, voluntary or private. Similarly, the social
security system needs to be made easier for carers to understand and use. Carers need
tb be able to get clear and accurate information on the different services and benefits .
available to them. Although this does not mean that carers of older people with
dementia should be expected to manage their own care arrangements, it would
introduce some degree of choice. At present, as Allen et al (1992: 315) point out, ‘there
must be a questionmark over whether real choice can be exercised when someone else
is assessing your needs and then ‘managing’ your care’. A further step towards more
choice for carers would be to introduce a complaints procedure to enable carers to
ensure the quality of services they receive. There has been evidence that carers feel they
cannot complain for fear that much needed services may simply be taken away (Chapter
6). In other words, the current system gives carers no control over the quality and
quantity of care, with the only real choice being to refuse care altogether (Allen et al
1992: 313-14; 325).

Care management

The study has identified a wide-ranging level of service provision among carers, with
some carers getting a lot of help whereas others got no help at all. It has been suggested
(see above) that two possible reasons for this could be the involvement of the GP and
the carer’s ability to negotiate. Other factors that have been investigated in this context
are the carer’s age, sex, class, race and area of residence (Bibbings 1998: 177;
Gunaratnam 1997: 116).
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195

I.8 7 November Carer's Home Bill Carer: 73 Husband cares 5 years Care at home
1996 for wife
Cared for: 74
1.9 8 November Carer's Home Kate Carer: 57 Wife cares for 2 years Care at home
1996 husband
Cared for: 58
I.10 8 November Carer's Home Marian Carer: 66 Wife cared for 6 years Husband
1996 husband deceased
Cared for: 67
I.11 12 November | Carer's Home Anne Carer: 60 Wife cares for S years Care at home
1996 husband
Cared for: 65
1.12 13 November Alzheimer's Robert Carer: 76 Husband cares 15 months Care at home
1996 Disease for wife
Society Cared for: 74 ‘
1.13 14 November Carer's Deborah Carer: 4 Daughter cared ? Mother
1996 workplace for mother deceased
Cared for: 80
1.14 15 November | Carer's Home Alice Carer: 70 Wife cares for 5 1/2 years Care at home
1996 husband
Cared for: 70
I.15 18 November My house Kath Carer: 45 Daughter cares 2 years Mother living
for mother alone
Cared for: 74
1.16 18 November My house Jim Carer: 48 Son cared for 4 years Father
1996 father deceased

Cared for: 72
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