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I am going to argue in this Discourse that two of the greatest challenges
facing gerontological nursing research are understanding the quality of
the lives lived by severely cognitively impaired people, particularly those
in residential facilities, and � nding effective ways of ensuring that these
people have the opportunity to live as rich, interesting, and pleasurable
lives as they are capable of. By asserting this agenda, I mean not to dimin-
ish other research foci in the area of aging but rather to nudge — no, that
is not strong enough — to compel more nurse researchers to attend to
these topics. I acknowledge that we still have much to learn about the
prevention of disability and illness in later life, the management of disor-
ders that are common in the senior years — incontinence, limited mobil-
ity, diminished vision, depression, and a host of others — but we are
aware of the need to continue to work on these. Nurse researchers have
already made important contributions to understanding them and to
developing effective interventions for dealing with them.

Family caregivers, particularly of people who are cognitively
impaired, have been the subject of much research attention over the last
25 years.We have learned a great deal about caregivers’ lives, their per-
sonal characteristics, their health status, and their sources of stress and the
interventions that reduce this stress. Faran (2001) provides a useful
summary of the types of caregiver intervention studies that have been
carried out since the 1980s, the research issues that have surfaced and
how they have been managed, and what has been learned from these
studies. She goes on to identify the kinds of studies that are still needed:
those with caregivers of many different cultures, those with caregivers in
different types of caregiver-care recipient relationships, and those that
focus on different sets of health outcomes. Caregiving research has been
on the nursing research agenda since its inception and should remain on
the agenda, but, in keeping with the proposed research agenda, I would
add to Faran’s list the need for studies that examine how family caregivers
know if the care recipient is content, happy, or experiencing pleasure at
some level.What are the indicators that family caregivers use? How uni-
versal are these indicators? What do caregivers do that generates positive
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responses from dependent family members, and how much of this is
carried forward from their earlier life experiences? How do these sources
of pleasure change over the course of the deterioration in cognitive func-
tion, and how do the caregivers adapt to and compensate for these
changes? The information generated from this type of research would be
invaluable to the nursing staff of long-term-care facilities in assuming
their day-to-day responsibilities with persons who are cognitively
impaired.

It is important to acknowledge the critical advances in the care of
cognitively impaired residents in long-term care that have resulted from
research in the last decade. Nursing research has made signi� cant contri-
butions to these advances. For example,Wells and Dawson have been
developing knowledge about reducing “excess disabilities” and reinforc-
ing “retained abilities” in cognitively impaired individuals (Wells &
Dawson, 2000, 2002), gone on to develop the reliability and validity of
their assessment tools (Wells, Dawson, Sidani, Craig, & Pringle, 2000), and
then demonstrated the effectiveness of teaching nursing staff how to use
these skills in morning care to reduce distress and disturbed behaviour
(Wells et al.).The concepts of excess disability and retained ability have
taken hold in long-term care; in many facilities it has become part of the
philosophy and practice to support retained abilities and eliminate excess
disability.

Over this same period, the management of disturbed behaviour has
received much attention.The incidence and types of disturbed or dis-
ruptive behaviours, such as yelling and striking out, exhibited by some
cognitively impaired people, and the triggers for these behaviours, have
been described (Beck et al., 1997, 1998), and effective ways of interven-
ing have been developed and tested (Beck et al., 2002; Forbes, 1998).
Unfortunately, it seems that a reduction in disturbed behaviour has
become the preferred outcome for quality of care and health services
research in long-term care. Is this good enough? Is it not possible to
move beyond reducing negative behaviour, to increasing positive aspects
of the behaviour of cognitively impaired persons as indicators of the
quality of care provided and the quality of their daily lives? I believe this
is not only possible but essential if we are to create the kinds of environ-
ments these people need in order to thrive.

A recent editorial in the British Medical Journal states:“Only relatively
recently have we understood that people with dementia need to be more
than clean, warm, and comfortable. Many staff may still believe that
people with dementia are unaware of the world and unable to bene� t
from interaction” (Marshall, 2001, p. 410). I would restate this somewhat.
I think most staff — make that nursing staff — do know that those with
even advanced cognitive impairment are aware of at least some elements
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of their world and bene� t from particular kinds of approaches and rela-
tionships. I believe what is missing is an acknowledgement that it is their
responsibility to ensure that the persons for whom they are responsible
have the best possible day they can have, in addition to ensuring that they
are clean, warm, and comfortable.This speaks to nursing’s responsibility
for residents’ quality of daily life.

Nurse researchers have long been interested in patients’ quality of life
as an outcome of treatment for speci� c diseases and disorders (Harrison,
Juniper, & Mitchell-DiCenso, 1996), but I believe that nursing has not
yet wholly embraced the notion that it is the nursing staff ’s responsibility
to ensure that cognitively impaired older people have the best quality of
daily life possible, and that includes taking care of their “being” as well as
their bodies. It is nursing’s responsibility because of the nature of cogni-
tive impairment.When you cannot remember, you cannot anticipate; you
do not derive pleasure from remembering what a lovely time you had at
the concert, nor from looking forward to a visit with your grandchild.
What matters in the moment-to-moment life in long-term-care resi-
dences is the responsibility of nursing staff. It is our domain. Others —
social workers, recreational and occupational therapists — come and go,
and it is their responsibility to attend to enhancing the quality of the res-
idents’ lives while they are with them. But it is nurses or their surrogates,
health-care aides or personal-support workers, who stay and do. It is the
nursing staff who are there when residents awake, have baths, eat meals,
go for walks, have naps, get ready for bed, and enjoy pleasurable activi-
ties.The activities of daily living are the tapestry on which nurses sew the
individual stitches of the day.They can be all one colour and have single
strands, or they can be multicoloured and have single, double, or multi-
ple strands. I believe it was Powell Lawton (Lawton,Van Haitsma, &
Perkinson, 2000) who � rst spoke of the quality of daily life, a concept that
is different from quality of life. David Streiner (personal communication,
July 25, 2003) takes it one step further and suggests that, with this pop-
ulation of cognitively impaired people, we should be interested in
“improving the quality of the moment.” But what constitutes a high-
quality moment, and how many high-quality moments does it take to
make a high-quality day? If people who are cognitively impaired are to
have good days that vastly outnumber not-so-good days, it will be
because nursing staff give the creation of quality moments the priority
they now give to bathing, feeding, and skin care.

What does this mean in terms of a research agenda? Clearly, we need
to understand what individuals who are cognitively impaired experience,
particularly what they experience as pleasurable or as distressing.The slate
is not blank on this matter. Mitchell and Kolodny (1996) were among
the � rst to interview cognitively impaired residents of an institution
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about their daily lives. Perhaps their most interesting � nding is that the
residents’ lives, as viewed by the residents themselves, were not as bleak
as they looked. Investigators in Sweden (Zingmark, Norberg, &
Sandman, 1993; Zingmark, Sandman, & Norberg, 2002) used a combi-
nation of participant and non-participant observation of residents and
interviews with their care providers to determine what everyday life was
like for severely impaired women living in a small special-care unit and
how to make them feel at home in this environment.The care providers
reported that play and joy were important, and this objective was
achieved by including fun as part of daily activities (Zingmark et al.,
2002). But there are many other questions to be answered. Is assessing
affect the best way, or the only way, to determine whether a particular
approach is effective? What about those individuals who no longer
demonstrate affect? Can affect be “resuscitated” through the use of par-
ticular interventions? Are there some effective ways of working with this
population generally, or must a quality-intervention map be developed
for each person? Are some people more effective than others in creating
high-quality moments — for example, are family members more effec-
tive than staff? Are staff who are consistently assigned to a person more
effective than skilled staff who work with the person only periodically?

It is not possible to deal with quality-of-life topics without at least
some philosophic basis, and, fortunately, we have been well served in this
area by the work of Kitwood (Kitwood, 1997, 1998; Kitwood & Bredin,
1992) and Sabat (1998). Kitwood, while challenging some of the assump-
tions about the biological basis of Alzheimer disease, was a pioneer in
trying to determine what people with dementia experience, and he used
this background to assert the central role that personhood plays in quality
of life. He argues passionately that an individual’s personhood does not
change when he or she becomes cognitively impaired. For Kitwood, per-
sonhood is “the standing or status that is bestowed upon one human
being, by others, in the context of relationship and social being” (1997,
p. 8). Sabat supports this view, arguing that the “treatment” of those who
are cognitively impaired must be based on the idea of personhood.Sabat
extends this thinking and introduces the concept of selfhood, the ascrib-
ing of which does not depend on others. If “caregiving and quality of life
are about preserving, conserving, sustaining, nurturing, and eliciting…
personhood” (Jennings, 2000, p. 175), what does this mean for nursing
staff in relation to the cognitively impaired residents in their care?

Other researchers have used quantitative methods to assess a cogni-
tively impaired individual’s quality of life. Lawton and his colleagues
(Lawton,Van Haitsma, & Klapper, 1996; Lawton,Van Haitsma, Perkinson,
& Ruckdeschel, 1999) developed an observational scale (Apparent Affect
Rating Scale, AARS) that allows for the quanti� cation of � ve affective
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states (pleasure, anxiety/fear, anger, sadness, interest) in those with
advanced impairment, which, they argue, provides some evidence on
quality of life.They also advocate for assessment using a set of objective
indicators, including a home-like environment and reasonable staff-
patient ratios, to complement the observed indicators. Brod and his col-
leagues (Brod, Stewart, & Sands, 2000), building on Lawton’s work,
developed the Dementia Speci� c Quality of Life Model, or D-QoL
(Brod, Stewart, Sands, & Walton, 1999), an assessment tool for use with
those who are still capable of participating in an interview.The scale
operationalizes their view that quality of life in this population includes
both positive and negative affect, feelings of self-esteem and belonging,
and the ability to appreciate the beauty in nature and in one’s surround-
ings. Perhaps some of these attributes could be assessed through observa-
tion as well. Another useful assessment approach that can be applied at
individual and group levels is Dementia Care Mapping, based on
Kitwood and Bredin’s (1994) work.Trained staff observe, on a predeter-
mined schedule, the indicators of personhood — for example, interact-
ing with others, being socially engaged, or doing work or pseudo work
— which are then converted to a quantitative score that indicates
whether care is satisfactory or needs improvement.These tools are rela-
tively new and need much more use before it can be determined
whether they are suf� cient to assess the effectiveness of interventions to
improve quality of daily life, including the moments that matter, if addi-
tional tools and methods are required. Despite these and other initiatives,
this area is still in an early phase of development. Much more attention
needs to be focused on conceptualizing the quality of daily life and
quality of the moment in the cognitively impaired elderly population.
The range of qualitative and quantitative methods that have so far been
used to study various issues illuminates the need for creative research
strategies to investigate this population when interviewing has limited
potential.

This research agenda involves two particular issues: moving the
agenda forward, and getting nursing staff to assume primary responsibil-
ity for ensuring that people who are cognitively impaired have the best
possible quality of daily life. Several factors may serve to propel this
research forward. Because of the aging of our population and the result-
ing increase in the number of people who are cognitively impaired, more
people will have parents and grandparents with cognitive impairments
and will insist that their lives be lived as fully as possible. Even without
this reality, however, I think the opportunity to be creative and to bring
innovative approaches to understanding behaviour and to testing different
ways of being with and engaging these people will become irresistible to
some of our best researchers. Perhaps a competition funded by the
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CIHR Institute of Aging for research on ways of contributing to the
quality of daily life of those with advanced impairment would be an
appropriate incentive. But how do we get nurses to agree that we must
incorporate making moments matter into our daily work with these
people? To use an earlier analogy, how do we get them to sew the tapes-
try using multiple colours and strands? First we have to learn how to sew,
and that is what research will bring us.Then we have to teach students
and nursing staff how to sew, and that will require more research. Only
then will we be in a position to hope that the rewards of bringing highly
textured, interesting, and enjoyable days to the hundreds of thousands of
cognitively impaired older people living out their days in long-term-care
facilities will be so compelling and so reinforcing that nurses would not
think of caring for them in any other way.
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