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A special consciousness is required to recognize the ultimate significance of time. We all
live it and are so close to being identical with it that we fail to notice it. The world of
space surrounds our existence. It is but a part of living, the rest is time. Things are the
shore, the voyage is in time (p. 96).

It is the dimension of time wherein man meets God, wherein man becomes aware
that every instant is an act of creation, a Beginning, opening up new roads for ultimate
realizations. Time is the presence of God in the world of space, and it is within time that
we are able to sense the unity of all beings (p. 100).

Abraham Joshua Heschel (1951). The Sabbath.
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POSSIBILITY OR DESPAIR; BIOGRAPHIES OF AGING

Sara Manny Weiss

University of California, San Francisco

ABSTRACT

Over the last two centuries, discourse about late life has unduly emphasized a

deficit view based on loss and decline to the exclusion of previously-held understandings

of old age as a source of moral and spiritual meaning for society. The contemporary

answer to this deficit view--fueled by our cultural preoccupation with control and

mastery--is an armamentarium of biotechnological interventions aimed at reversing or

preventing many pathological conditions associated with advanced age. While laudable

in its efforts to reduce the personal and social costs of disease, this enterprise further

distances us from meanings obtainable through the awareness that we are inherently

vulnerable and finite beings.

In this interpretive phenomenological study, in-depth, first-hand accounts from

community-dwelling adults aged 80 to 94 challenge both the view that aging is defined

primarily by decline and loss and the notion that age is a state of mind--a phase of life

entirely subject to one's own design. Semi-structured, audiotaped interviews were

conducted over four to six visits with fourteen African-American or Caucasian men and

women who varied widely in functional and health status.

The findings of this study, discussed through the presentation of paradigm cases

and exemplars, are organized in relation to three broad and interrelated issues: (a) the

existential skills required to enable a person to "dwell-in-the-world," to experience one's
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life as meaningful when familiar ways of being are disrupted due to illness, debility, loss,

or relocation, for instance, (b) the nature of embodiment in advanced age such that

demands arising from the body must be both accomodated and transcended in order to

experience well-being, and (c) how the experience of time is qualitatively transformed as

one comes to understand one's life in terms of a temporally-bounded narrative rather than

an open-ended trajectory.

This dissertation broadens our understanding of what it means to have an

embodied sense of the finite nature of "life time" and suggests new avenues for working

with aged persons to enhance their capacity to "dwell" given the disruptions posed by

changes in one's body and world.

* Exco
Patricia Benner, RN, PhD, FAAN
Professor, Department of Physiological Nursing
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Chapter One

POSSIBILITY IN FINITUDE: WIDENING THE DISCOURSE ON

AGING, CHRONICITY, AND WELL-BEING

Introduction

Over the last one hundred years, scientific and medical advances have been

dramatic in extending life expectancy (Rudman, 1991). The percentage of persons over

age 65 increased from only 2% in 1850 to 11% in 1980. Projections for the year 2030

put the figure at 20%. However, with the extension of life through early, middle, and late

old age, the chance of becoming disabled, either physically or cognitively, increases

significantly. Among people 85 or over, 30% are severely disabled physically and 30%

are moderately disabled. The remaining 40% of those 85 or over without significant

disruption of their daily activities are the ones usually referred to as exhibiting

"successful aging." (Rudman, 1991).

The pervasiveness of primarily techno-medical understandings of health, illness,

and aging and a cultural distaste for decline, debility, and dependence afford little room

for notions of well-being and acceptance of finitude in late life, especially as they relate

to the disabled. We need to learn what creates possibility for those who survive into the

late years of the human life span; what allows people to cope with the existential

challenges of the end of life, particularly given the depreciated value of the elderly in our

modern culture which construes "successful aging" as remaining "healthy, active, and

independent" indefinitely (Cole, 1985b, p. 363).

In this chapter I will argue for the need to enlarge the concept of well-being in



late life so that it can be applied to the frail, chronically ill, and disabled elderly rather

than only to those with little or no physical or cognitive impairment. Exploring the

possiblities that allow those who are less fortunate to cope can contribute to a public

discourse on aging, health, illness, and finitude, the meanings of which are critically

absent from public debate and policy decisions. The fact that our contemporary culture

has no substantive content on these issues is a matter of national crisis (Callahan, 1987).

Historical Background

Robert Butler's (Butler, 1975) classic exposé of the grim realities of aging in our

contemporary society, Why Survive? Being Old in America lays out the implications of

ageist biases about the elderly and ill-conceived policies which have been characteristic

of our time. Thomas Cole, a cultural historian, explains that this ageism is situated in a

broad ideological system which began more than 150 years ago and still exists, in part,

today (Cole, 1985a; Cole, 1986). Contemporary notions of "successful aging" in both the

popular culture and the literature of the social science and health care disciplines is very

limited and exclusive, and can be shown to have its roots in the ideological system of

which Cole speaks. Lars Tornstam (Tornstam, 1992), a Scandinavian professor of social

gerontology, states that since the Reformation, white Western society has developed a

contempt for weakness, and an idealization of productivity and independence. This

translates into self-contempt when we fall short of the ideal, as well as contempt for non

productive and dependent old people (Tornstam, 1992).

Referring to the United States in particular, Thomas Cole explains that over the

last 150 years, there has been an erosion of both the traditions venerating the elderly as



well as a culturally sanctioned way of accomodating physical decline at the end of life

which allowed elders to occupy socially-meaningful roles within families and

communities (Cole, 1985b, Cole, 1986). American traditions of the 16th, 17th, and 18th

centuries provided the period of old age with cultural meanings allowing for both

"decline and fulfillment," (Cole, 1985a). Since the rejection of hierarchical and

communal authority in the early 19th century and the rise of science and industrial

capitalism with their attendant middle-class ideals of control over natural processes and

material development, intergenerational mutuality and traditions valuing the end of life

have steadily eroded (Cole, 1985a; Cole, 1985b). The forced removal of older people

from roles in the work force and in the family has led to a gradual loss of the norms,

sanctions, and traditions supporting a shared cultural understanding of the value and

meaning of old age in Western society to the extent that an existential void has occurred,

noted as early as the 1920's and 1930's by prominent authors (Cole, 1985a; Cole, 1985b,

Cole, 1986).

Concurrent with these social and economic changes, a shift in the values and

morality in this country "weakened older traditions emphasizing the religious, spiritual

and moral significance of the second half of life," (Cole, 1985a). Cole's historical

research of 19th century northern Protestant sermons and manuals on aging chronicles

the shift from the Late Calvinist tradition with its Puritan roots to "civilized" or Victorian

morality, a value system intimately tied to liberal capitalism (Cole, 1985b, Cole, 1986).

The Late Calvinist tradition was based on the concept of life as a mysterious

pilgrimage, the world being a place where control of its forces were beyond human



intervention and long life a gift of God's grace (Cole, 1985b, Cole, 1986). Preachers

admonished people against imagining they would be long-lived, reminding them to be

prepared for death at any time. Attendant to this tradition were norms, sanctions,

symbols, and responsibilities for the elderly which accomodated and venerated old age as

a part of the whole of life, including the life hereafter (Cole, 1985b, Cole, 1986).

Attendant to the social and political changes of the 19th century, Northern

Protestantism of the mid-19th century played a significant role in legitimizing Victorian

morality's emphasis on self-control and the restraint of one's passions in the interest of

productivity. The religious version of these secular values held up the youthful

individual, pious and striving toward perfection, as the torchbearer of salvation:

Mirroring the expansive optimism of bourgeois culture, [revivalists of the second
half of the 19th century] emphasized the individual's ability to shape both earthly
and eternal fate, unencumbered by...the traditions of the elders (Cole, 1986, p. 51).

Contrary to the Calvinists, Victorian clergy encouraged people to avoid thinking about

death and to plan to live into a "civilized" old age. The ideal was to achieve old age

maintaining health, activity, and usefulness as long as possible as well as developing an

inner spiritual character (Cole, 1986). However, both Protestant revivalists and non

revivalists disparaged old age in their sermons, associating it with sin, disease, and death

-all powerful emblems of the limits of self-control and of finitude (Cole, 1985b, Cole,

1986).

Our Contemporary Dilemma

Gradually, as we have seen, negative stereotypes of aging and restrictive roles and

norms replaced the earlier views of late life which were meaningfully integrated into the



social and spiritual fabric of society (Butler, 1975; Cole, 1985a; Cole, 1986). Tornstam

(Tornstam, 1992) points out the not-so-infrequent inclination to see aging and the

conditions of the elderly through a "misery perspective," a view he asserts is no less than

the transformation of our historical contempt for weakness into condescending pity. He

states that research and theory development in gerontology, including his own, has often

supported theoretical myths based on assumptions and values characteristic of Western

culture, particularly that of white, middle-class, mid-life males, which don't necessarily

have empirical validity for the people studied (Tornstam, 1992).

In the last two to three decades, a major effort has been launched to counter

disparaging images of aging and to call attention to the diversity of the aged in Western

society (Callahan, 1987; Cole, 1986). However, many contemporary images of

"successful aging" are still distortions of the day-to-day experience of most ordinary

people. One cannot help but be impressed by media images of muscular 80-year old

triathalon athletes and other, perhaps less dramatic, but equally inspiring examples of

people of remarkable physical and mental stamina in late life. However, these messages

imply that through individual efforts to practice healthy living habits, exercise, and avoid

stress, the potential exists for extending one's life close to the genetically-determined

limits of the human life span, as well as suggesting that it is possible to have fulfillment

without decline, a kind of "perpetual youth," or at least "perpetual middle age." Recently,

assertions have even been advanced claiming that the limits of the human lifespan are

socially-determined and susceptible to change through human awareness, that

immortality could be attained given an enlightened application of the implications of



quantum physics (Chopra, 1993).

The "resource perspective," or emphasis on utilizing individual resources and

initiatives of the elderly for creating the ideal old age also indicts individuals for

perpetuating their own miseries, a "blame the victim" stance. (Kleinman, 1988;

Tornstam, 1992). "A new ideal of productivity and effectiveness is emerging, namely, to

properly manage one's life, and to actively participate in preventative activities of various

kinds" (Tornstam, 1992, p. 323). 1993 #120]. That the emphasis on personal

responsibility for achieving health is creating a new moral imperative to "be healthy" has

been cited by numerous authors (DiGiacomo, 1992; Gillick, 1984; Hawkins, 1993;

Herzlich & Pierret, 1987; Lowenberg, 1989).

My argument is not intended to discount the benefits of healthy living habits

instituted at any age as a means of improving one's overall chances of living the longest

possible life with the least amount of debility and suffering. Certainly this is a legitimate

concern we all share. However, images of successful aging emphasizing the person as

resource rather than burden points to our culture's difficulty in coming to terms with the

inevitability of our own mortal limits and eventual demise, and the impoverishment of

meaning and significance in old age, particularly in instances of physical and mental

decline. Rabbi Walter Wurzburger, quoted by Daniel Rudman (Rudman, 1991), sums up

the problem:

In the absence of spiritual objectives the inevitable infirmities accompanying old
age are no longer seen as possessing any kind of redeeming purpose. As far as we
are concerned, old age represents the very antithesis of our values. Because we
basically identify value with marketability as a commodity, we are enamored of
youth--its charm, dynamism and productivity. We dread old age because it
confronts us with the intrinsic limitations of the human condition. Without a sense



of transcendence arising from the sanctity of life itself, old age becomes a useless
burden, if not a terrible affliction (Rudman, 1991, p. 119).

The contemporary emphasis on youth, fitness, and indefinite good health

pervasive in our culture, and our language of strategic intervention, control and mastery

through newer and better technologies does not permit an existential kind of discourse

which might address this impoverishment of meaning and significance in old age.

Callahan cogently addresses this problem:

We have created a way of life that can only leave serious questions of limits,
finitude, and proper ends of human life, of evil and suffering, in the realm of the
private or of religion. They are treated as incorrigibly subjective or merely pietistic
(Callahan, 1987, p. 32).

Where there should be a public conception of the nature of a good life for the
elderly in their weakness and not just in their strength--including the significance of
the decline of the body--there is mainly a void (Callahan, 1987, p. 60).

Callahan relates this problem to the larger societal dilemma of increasing demands for

limited health care resources in an "ever-expanding scientific frontier." He takes

exception to the philosophy of individualism which rejects the possibility or desirability

of finding a consensus about the meaning of aging and the nature of the good life for the

aged in our pluralistic society. To the contrary, he argues that without it, we will have no

content upon which to make the significant future health care decisions directly affecting

the elderly:

If the elderly lack an established, coherent and meaningful place in life and society,
there is no real rationale for their protection; it merely exists as a kind of
sentimental beneficence. That is little defense against the weapon of cost
containment and the reproach of budget deficits. We lack, in the end, any
penetrating social vision of the place of the aged (Callahan, 1987, p. 32).

Rudman (Rudman, 1991) asserts that in order to influence our society's



understanding of old age and improve the quality of late life, challenges face us on many

levels: (a) Medical science must find ways to prevent, postpone, or ameliorate physical

and mental impairments in late life, (b) the society must take collective action to improve

the environment and provide essential resources for the elderly, (c) individuals can

incorporate health-promoting practices into their lifestyle in early and mid-adulthood and

attempt to establish savings in their working years to prepare for security in retirement,

(d) the family needs to develop "new forms and functions" to support dependent older

members, and (e) the humanities and social sciences are challenged to provide

"alternative visions of aging" which can offer meaning for even the most impaired

institutionalized elderly. I would add to this last challenge that meaningful alternative

visions of aging most fruitfully come from exploring the experience of aging with the

elderly themselves. In general, opening up the kind of public discourse which addresses

the legitimacy of work on all these levels at the same time holds the greatest promise of

humanizing our society's relationship to old age, which is in fact, to ourselves and each

other.

Conceptions of the Frail Body

One of the ways we are culturally disposed toward the human body is in terms of

either a resource or a burden. Our conception of the body as resource is of one that is

healthy and fit, youthful, attractive, and enabling, poised for the accomplishment of our

goals and aspirations. When our bodies fall short of this ideal, as they do in illness and in

the normal processes of aging, the body is considered a burden, thwarting our efforts and

disrupting our plans. Despite the physical reality of being involved in the world on an



embodied level, we frequently seek ways to transcend the limits of our physical being,

with the assumption that unless we can put our bodies to the tasks of instrumental

achievement we must make sure they will not drag us down. This is ironic given that that

we are vulnerable to frailty and destruction on the basis of our humanity, not because we

let down our guard. However, in this understanding our bodies can be construed as "the

enemy" (Gadow, 1983).

Gadow explains that the rationalist perspective on frailty sets up a distinction

between the spirit as essential and indestructible, and the flesh as frail, irrational, and

transient. She explains that in this perspective the only way to salvage dignity in aging is

"through a sharp distinction between body and self to prevent the person being defined in

toto as disabled: the self repudiates the body to escape being contaminated by its

deterioration" and in doing so also alienates itself from the world, a set-up for despair

(Gadow, 1983, p. 145).

An alternative is an existential approach in which frailty can be construed as

dialectical, containing within it its apparent opposite, the possibility for "new life and

strength" (Gadow, 1983, p. 146). This is explained in light of the way frailty interferes

with the expression and enactment of energy and passion, leaving the person with

residual intensity to which one has conscious access, otherwise impossible when physical

vitality is adequate to expend all of it (Gadow, 1983). Despair, in this view, arises from a

"lack of vitality to embrace one's life, including the life of the body with its unceasing

tides of strength and frailty" (Gadow, 1983, p. 145). Gadow observes that late life

affords the particular opportunity
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to cultivate a conscious integrity of self and body, to cherish, not renounce, the
body, to care for it as one would a beloved with whom one has laughed and danced
and from whom one soon will be parted (Gadow, 1983, p. 145).

Frailty can also be seen as a social construction in response to cultural discourses

on risk, surveillance, and intervention, on one hand, and individualism and autonomy on

the other which is played out in the relation between elders, their caregivers, and health

care providers (Kaufman, 1994). Kaufman identifies frailty as both a quality and an

adaptational process in which the meanings of these cultural discourses are interpreted

and negotiated in light of the elder's changing functional ability and social role

performance. However, attempts to resolve the "problem" of frailty, while evoked in the

effort to preserve independence, often impact the elder's sense of identity with unwanted

intrusiveness.

Health and Illness in Day-to-Day Life

Our tendency toward rational, technological, "fix-it" approaches to the experience

of aging and chronicity and the language commonly used to describe these experiences

lets us down. Our technological preoccupation inhibits discourse about the existential

meanings of day-to-day life in aging, including such perplexing issues as the teleological

aspects of the human condition (Kleinman, 1988). As Kleinman states, "The modern

medical bureaucracy and the helping professions that work within it...arrange for

therapeutic manipulation of disease problems in place of meaningful moral (or spiritual)

response to illness problems" (Kleinman, 1988, p. 28). What is needed is a

phenomenological understanding of aging that can accomodate the range of possible

experiences and include both suffering and frailty as well as vigor and well-being.
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Matters of health and illness are part of who we are and how we see ourselves,

and as such are not experienced identically by everyone, but are understood in terms of

the commitments we make and how we are involved in the world. In chronic illness,

whether or not actually monitoring bodily experience, one modifies daily patterns to

accomodate many things including physical discomfort, restricted mobility, varying

energy resources and demands, therapeutic regimens, and the turbulence of unexpected

crises, all the while experiencing these and other day-to-day aspects of life in a context of

meaning which affords particular possibilities for ways of being and excludes others.

Perhaps we could uncover the possiblilities that exist in late life despite--or because of.-

the experience of frailty, suffering, and chronic illness if we could make room for a

discourse that acknowledges and values the inextricable link between aging and finitude.

Such a discourse could open up the possibilities for meaning in late life, in terms of one's

own personal biography and well as the situatedness of one's life in collective humanity.

Efforts in gerontology over the past several decades have done much to draw

attention to the diversity of ways people age. However, we know very little about the

experience of health and illness and confronting one's finitude from the perspective of old

persons themselves. Considered as existential ways of being rather than abstract

concepts or distinct categories, health and illness are embodied in day-to-day practical

involvements and commitments. Exploring these embodied ways of living can reveal a

great deal about human vitality, integrity, pain, suffering, and disability in late life. The

literature provides many examples of the diverse impact of various symptoms and

physical ailments (Belgrave, 1990; Radley & Green, 1987) and the variability among the
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chronically ill in terms of how they view their health status (Belgrave, 1990). Posing

questions to elderly people that elicit the embodied meanings of aging, health, illness,

and finitude can help clinicians and scholars in the field of aging make sense of how and

why people live as they do with decline and chronicity, and what is necessary for well

being in late life. Research questions need to explore how the person understands his or

her experience, what he or she is living with, living for, and what is at stake based on his

or her commitments and concerns. These kinds of questions can illuminate what is and is

not possible for the person.

Review of the Literature

This literature review encompasses theoretical and research articles in the social

and health sciences and references to works in the humanities which illustrate the nature

of our understanding of how some of the issues of late life--health, illness, disability,

well-being, and finitude, for instance--are experienced by the elderly. Particular

examples from the humanities literature were sought to provide an exposure to persons

who, despite significant physical debility or suffering, illustrate a source of vital

engagement and possibility at the end of life, while at the same time being reconciled

with their mortal vulnerability and finitude. These latter examples are provided to

challenge the health care disciplines and social sciences to invigorate the language of

"successful aging" with diverse examples of well-being and situated possibility, rather

than only those for whom well-being is derived from achievements usually associated

with youth. Public discourse and debate on matters of our society's moral obligation to

care for the least privileged and dependent members of our society of which Daniel
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Callahan (Callahan, 1987) speaks rests on an impoverished content of meaningful

images, roles, and values attributed to the very old.

xperi ronic Il

The subject area covered by this review is concerned with issues that arise in day

to-day living with chronic illness as reported in first-person accounts. The literature

sought here was that which contributes to understanding the human story behind clinical

conditions and diagnoses in late life, specifically how the meanings of aging, health,

illness, and finitude are lived out in the day-to-day activities and concerns of the elderly.

The experience of living with chronic illness and/or disability has been addressed in the

literature more frequently in terms of adult persons who are not elderly. This is

obviously a gap in the literature which my research addresses. Pertinent literature can be

found dealing with either specific diagnostic groups or with persons of varied diagnoses.

References included in this review are divided about half and half on this point, however

I have deliberately excluded literature dealing with diagnoses more characteristic of

younger adults than elderly persons, unless the article provides a view that may have

relevance to the elderly as well.

A classic work on the problems of living day-to-day with chronic illness, Chronic

Illness and the Quality of Life (Strauss et al., 1984) is based on extensive interviews and

field observations conducted by the author and numerous students and research

associates. It presents ways in which the chronically ill deal with medical crises,

symptoms, prescribed medical regimens, social isolation, the cost of health care,

associated psychological and family problems, and the course of their diseases, while
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trying to live as normally as possible. Strategies used to manage these problems and

maintain as normal a life as possible reflect personal values, social and family

relationships, economic resources, and the disease trajectory (Strauss et al., 1984).

Judging from the profusion of books appearing in the popular and social science

press over the last two decades (Frank, 1991; Hawkins, 1993; Veith, 1988; Zola, 1982),

detailed first-persons accounts of living with illness or disability have become a literary

genre in and of themselves. Anne Hunsaker Hawkins (Hawkins, 1993), a literary scholar

who moved into the study of autobiographical and biographical accounts of illness

serendipitously, has coined these works "pathographies." In Reconstructing Illness.

Studies in Pathography she has insightfully analyzed numerous published accounts for

their ability to reveal the individual and cultural level assumptions, attitudes, and myths

behind the experience of illness. She asserts that the greatest value of such accounts lies

in their "restoring the patient's voice to the medical enterprise," given the remarkable

technological achievements of medicine which are often exacted at a human price

(Hawkins, 1993, p. xii).

Anderson, Blue, and Lau (Anderson, Blue & Lau, 1991), conducting open-ended

interviews over two years with diabetic Anglo-Canadian and Chinese immigrant women

aged 26 to over 60, were interested in the everyday life of diabetics and the restructuring

of one's self-definition after one is given a diabetic diagnosis. They concluded that it is

simplistic and misguided to attribute the differences in experiencing and accomodating to

chronic illness to differing health beliefs, ethnicity, or economic status as static

determinants of behavior. Instead, they show how differences in the experience of



15

chronic illness must be considered within the context of all the political, social, economic

and class-based realities impinging on chronically ill persons, including how their life

circumstances do or do not coincide with the mainstream ideologies underlying the

discourse of the health care system. Here, the authors imply that it is through the conduct

of everyday life with all its particular exigencies that one person's experience of oneself

with illness makes sense.

Belgrave (Belgrave, 1990) suggests that the starting off place for studying chronic

health problems is the experience of physical impairment, malfunctioning and/or distress

(Belgrave, 1990). Her qualitative study of women over age 65 who have diabetes,

arthritis, hypertension, or another chronic illness illustrated different ways of living with

chronic illness, emphasizing that its impact has to do with how the particular physical

problem is manifested in one's daily life. She came up with three "general ways of living

with chronic illness" reflecting the extent to which the illness affected the woman's self

concept. Women saw themselves as "(a) basically healthy and having a problem with

which they had to deal to pursue their activities, (b) ill and doing the best they could

given their health problems, or (c) overwhelmed by illness" (Belgrave, 1990, p. 497).

Belgrave concluded that the more able one was to continue valued activities or to

define a relinquishing of them as age appropriate, the less likely one was to define

oneself as ill. However, this conclusion does not address some of her findings. The

study found one woman who was not particularly limited in functioning and who was

involved in a number of interests to be overwhelmed by her chronic illness. In contrast,

some others with severe physical limitations did not have a concept of themselves as ill.
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It would be important to know what makes a relatively minor impairment in functioning

overwhelming to one person when others may experience severe problems as having

minimal impact on their self-concepts. Improving on this study would require multiple,

in-depth interviews over a period of time. We also need to problematize the

commonplace understandings of "health," "illness," and even "normal changes of aging"

by exploring the concerns of older people in terms of what stands out as significant to

them. This would highlight the ways in which background meanings about health,

illness, and aging exist for people and how they are taken up in particular embodied

ways.

Charmaz, in a qualitative study of severely debilitated or housebound chronically

ill persons aged 24-86 years old, focused on the loss of self that accompanies chronic

illness as opposed to more "physical" types of suffering (Charmaz, 1983). Four sources

of the loss of self were identified: (a) Leading restricted lives, (b) experiencing social

isolation, (c) being discredited, and (d) becoming a burden. She explained that many

chronically ill persons who are unable to live up to the American cultural emphasis on

control and autonomy experience grief, self-blame, and heightened self-concern, and that

social interactions often promote in the ill person an acquiescence to a permanently

negative self-image. She notes ways in which significant others and health professionals

can either contribute to the problem or validate the threads of continuity of the ill person's

previous self. This article calls attention to some of the most challenging and potentially

devastating aspects of chronic illness. Though aspects of the self are at risk in the

chronically ill, we lack studies of the ways people live with illness that are sensitive to
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both the suffering as well as the meaningful possibilities that show up for some, despite

life being forever changed. We know little about the experience of re-discovering that

which is important about oneself and one's changed world, and how life that is severely

compromised by the standards of healthy, productive people can be vital and worth living

for some. This call for a more balanced view is not meant to romanticize or trivialize

suffering, but to critique the research perspective and cultural inclination that assumes a

connection between chronic illness/physical handicaps and incapacity, with the source of

the problem located within the individual affected (Zola, 1982).

Charmaz makes reference to those who "gloss over their problems...develop other

accounts to explain their experiences" and the "lifelong stoics...who acknowledge their

symptoms only after becoming quite incapacitated" (Charmaz, 1983, p. 187). The

implication here is that such ways of avoiding acknowledgment of one's illness are

undesirable and can result in problematic outcomes. While denial has had the reputation

of being associated with pathology in the past, more recent literature has indicated that

denial or "positive illusions" (Taylor, 1989b) can serve a desirable, adaptive function if

understood as arising from the person's interpretation of his or her experience (Barnard,

1995; Radley & Green, 1987).

The argument for a more "balanced view" in the study of chronic illness and

aging than the deficiency approach--one which focuses on what is lost, inadequate, or

unavailable--calls to mind Schneider's and Conrad's (Schneider & Conrad, 1983)

grounded theory study of the everyday aspects of the experience of living with epilepsy.

Their study attempted to "preserve and accurately render patterns of meanings"
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(Schneider & Conrad, 1983, p. 10) present in people's everyday lives from the point of

first noticing something was wrong, including lay explanations, concerns and

expectations in seeking medical care, coping with medical labelling, and managing their

medications. They were struck by the more "optimistic side of illness that is rarely

considered...[and they] came away with a new respect for the human capacity to survive

and get on with life, sometimes against great social and personal odds" (Schneider &

Conrad, 1983, p. xii).

The idea that persons who are chronically ill or impaired need to come to an

understanding of their conditions which can make sense of its occurrence in their lives,

including reasons for its onset is emphasized by other research articles (Bury, 1982; Cobb

& Hamera, 1986; Locker, 1983). Although rheumatoid arthritis (RA) is more typically a

disease of younger adults, Bury's field study of RA patients primarily between the ages of

25 and 64 provides a conceptualization that can also apply to the elderly (Bury, 1982).

He refers to the development of chronic illness as a form of disruption affecting one's

relationship with family, friends, and the community as well as the systems of

explanation and meaning one employs to situate oneself in a meaningful biography. He

argues that to lay persons, cause and meaning are not distinct; that in chronic illness

medical conceptions provide a powerful system of understanding which reflects the

central placement of scientific-technical knowledge in modern society. According to

Bury's interview data, medical knowledge shows no indication of fading in significance

as a symbolic system for "reorganizing the disruptive experiences of chronic illness"

(Bury, 1982, p. 179), particularly in light of its ability to legitimize the position of the
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afflicted person as a victim of external forces, thus relinquishing the individual of the

burden of responsibility. However, he continues, the limits of medical knowledge applied

to practice require that it be supplemented by knowledge and meaning arising from an

individual's own biography in order to answer people's need for a deeper meaning of

experience. He suggests that variations in the experience of chronic illness probably

arise out of many interactive factors between the individual and wider social structures--

not well understood--which, in turn, influence how effective the mobilization of material

resources can be.

Illness as biographical disruption is explored in an interview and participant

observation study of stroke survivors over the age of 45 (Becker, 1993). Becker notes

that in recovery the attempt to regain a sense of continuity with one's previous life

provides an important organizing function despite being illusory, and that some stroke

survivors found new, symbolic ways to express continuity even when they were unable to

resume previous interests. She discusses the findings in light of continuity theories

which equate discontinuity with pathological aging, and asserts that inquiry into the

continuity construct must incorporate the significance of personal meaning and the need

to preserve a consistent sense of self in times of discontinuity.

Another related focus of research inquiry has been the ascendancy of the personal

biographical basis of meaning over the medical account. In a study of people with

rheumatoid arthritis, Williams inquired about how people understood their conditions

(Williams, 1984). He focused specifically on how afflicted persons relate the "genesis"

of their illness five or more years post-diagnosis. The term "genesis" refers to the way in
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which people account for the onset of their illness in the context of an Aristotelian notion

of becoming which includes ends and purposes as well as the modern notion of efficient

causality ("that by which some change is brought about", (Angeles, 1981, p. 34).

Williams calls the account he elicits "narrative reconstruction" (Williams, 1984, p. 177).

He explains that this narrative represents an effort to make teleological sense of the

interconnections between the body, the self, and society in the ongoing biography of an

individual's life when the previous explanation is disrupted by illness. Williams states

that these accounts are "powerful, ifidiosyncratic, illustrations of typical processes"

found among those afflicted with rheumatoid arthritis (Williams, 1984, p. 176). The

major contribution of this study to the literature on the lived experience of chronic illness

is its demonstration of the inadequacy of biomedical science to account for the meaning

of the genesis of illness in many persons' lives. Making sense of the experience involves

interpreting points in one's biography within a broader social-psychological, religious, or

moral discourse.

Kaufman (Kaufman, 1988) presents an example of the biographical work

involved in adjusting to a stroke, derived from a three-part interview with an elderly

woman. The interview about her stroke and recovery facilitated a process of putting the

numerous misfortunes of her life together into a meaningful whole which could make

sense of her personal history, past choices, present events, and the decisions and moral

dilemmas awaiting her in the future as she confronted her mortality.

Saillant's qualitative, clinical anthropological study of people with cancer

involved multiple interviews conducted over more than a year as a means of learning
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about "the discursive, symbolic and cognitive contexts" of the accounts (Saillant, 1990, p.

83). Saillant makes the following points: First, that patients' accounts of the source and

meaning of their suffering allow for their experience to be situated within a coherent

whole accounting for the individual's past and present experience and popular medical

knowledge. These accounts may differ substantially from clinical accounts, and are

generally not acknowledged in the interactions between medical practitioner and patient.

Though the information received by patients about their diagnoses and prognoses could

not be ascertained, their concerns and views of their experience make their behavior

understandable. On this topic, Kleinman (1988) speaks about the importance of the

clinician recognizing his or her own interpretive biases when listening to the patient's

account of illness. Existential healing, of benefit to both patient and clinician, can be part

of the relationship through the power of "empathic witnessing," facilitating the person's

building a narrative life story around the illness which makes sense of the experience, all

the while validating this interpretation and affirming its importance (Kleinman, 1988, p.

54).

The second point Saillant makes is that the new discourse of survival among

cancer patients, their clinicians, families and friends over the last ten years represents an

ideology--based in real advances in clinical oncology--which emphasizes the

maintenance of optimism and a fighting spirit. For those whose cancer does progress and

death appears likely, an ever-widening gap may occur between the survival discourse and

the afflicted person's experience, resulting in his or her social and emotional alienation.

Saillant implies that this dichotomy between discourse and experience also occurs in
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situations other than cancer where chronicity conflicts with social constructions that posit

illness as temporary and responsive to cure. The meanings of health and illness as

referred to in our cultural discourse must be expanded in light of the lived experience of

aged persons for whom chronic illness is more often the norm.

A clinical ethnography of stroke recovery followed thirteen stroke survivors over

six months, covering both the acute and rehabilitation phases (Doolittle, 1990). The

study revealed how meaningful recovery was not experienced in terms of the return to

functional independence, nor in terms of recovery from a brain event as the medical

model conceives it. Instead, stroke recovery was located in the lived body and progress

was gauged in relation to the person's ability to resume previously meaningful activities

rather than discrete functional capacities.

Another work asserting that personal and socio-cultural understandings of health

and illness are embedded in what is meaningful to a particular person is the non

exhaustive review of the literature on living with chronic illness by Radley and Green

(Radley & Green, 1987). They propose four modes of adjustment to chronic illness

arising from the "demands of the body and the constraints of culture" (Radley & Green,

1987, p. 181) which are evident in the ill person's social participation and relationship to

his or her illness. They conclude that adjustment to illness is not a set of coping

strategies one chooses to employ, nor mental constructs one adopts as an interpretation of

one's situation, but rather a "coordination of bodily feeling and social action together"

(Radley & Green, 1987, p. 184) constituting a duality of experience, both health and

illness.
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In these views of the adjustment to chronic illness, the socio-cultural context

plays a more prominent role in explaining the variation in illness experience than it is

allocated in an individual-centered position which ultimately locates the blame for both

the cause and adjustment to illness within the individual (Radley & Green, 1987). Along

this same line of argument, Radley and Green criticize the way in which the measurement

of individual traits and typologies have proliferated in the medical social sciences as a

way of explaining and even predicting differences in coping with illness, while the social

context of illness is largely ignored. Their view is that health and illness are not ready

made objects to cope with, but social practices which evolve through living within the

influence of the worlds of work, family, and medical science, each offering alternate

interpretations and possibilities which must be reconciled with one's experience (Radley

& Green, 1987).

ibili
- -

if

Works cited in this section are from the humanities literature and encompass

personal expressions of aging individuals who are dealing with physical decline and

chronicity and anticipating death. They are included to demonstrate the possibility of

equanimity in coming to terms with finitude, and an ability to experience meaning at the

end of life while suffering from such things as social isolation and ill health. Their

inclusion here is meant to stimulate our curiosity about what makes their self

understandings possible, and how it is that they see their lives enriched, rather than

burdened, by reaching old age.

Gadow (1983) refers to Nietzsche and Florida Scott-Maxwell as examples of the
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dialectic of frailty and strength in aging. Nietzsche, strongly embracing his finitude

though in profound weakness and pain at the end of his life, experienced his suffering as

"containing within it the possibility for still greater strength, energy, and vitality"

(Gadow, 1983, p. 146). He rejected the idea that suffering should engender pity, on the

basis that such a response can justify privilege and entitlement, as well as having the

potential to reinforce a sense of impossibility.

Florida Scott-Maxwell, 82 year old author of the published journal, The Measure

of My Days (Scott-Maxwell, 1968) spares no words to convey the depth of her anguish

over becoming increasingly disabled and socially detached. However, she is astounded

by the intense passion, vitality, and "fierce energy" she experiences in her private

consciousness as a consequence of the inability to physically expend or communicate it.

Gadow explains this phenomenon as an example of the fusion of frailty and vitality in

aging--an Hegelian dialectical opposition--which creates the possibility for "a self-body

relation in which the body is not a mere object but subject, a beloved whose so-called

imperfections are an essential part of the whole" (Gadow, 1983, p. 146).

Finding pleasure in one's limits is communicated by Ronald Blythe's (Blythe,

1979) passage referring to D.H. Lawrence's late years:

...he enjoyed making something from the ashes, and in this he shared one of the
subtle pleasures of the very old, which is the utilization of one's frailty and
slightness, the knowing how short a distance one can go--and then going it. The
knowing that one need not do more because it is impossible to do more. Ever again.
(Blythe, 1979, p. 18).

An essay on the autobiography of an Antebellum Yankee farmer provides a view

of the life of a man over a period of eighteen years during the 19th century (Cole &
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Premo, 1987). Written between the time he was 54 and 72, it illustrates his existential

struggle with aging, loss, physical and emotional pain, alienation from his family, and

anticipation of death. At age 61 he expressed the expectation that the end of his life

would be characterized by trials as well as happiness, which was borne out by repeated

life-threatening experiences. While they were constant reminders of his vulnerability, he

was surprised, delighted, and guilty about his body's ability to prevail through more than

seven decades. His transition from worldly to spiritual concerns, in part intensified by

leaving his home of 71 years following a falling-out with his daughter's family, was lived

out as an itinerant pilgrim for a year, attempting Methodist conversion and salvation from

town to town and working as he was physically able. It was during this spiritual mission

that he felt most happy with his life, despite being feeble, homeless, and estranged from

his family. This was perhaps not ironic, given the cultural archetype he embodied--that

of the Christian pilgrim--which was one of the only culturally legitimate roles available

to the elderly during the mid-19th century (Cole, 1985b, Cole, 1986; Cole & Premo,

1987).

Montaigne's Essays from the 16th century provide a detailed phenomenology of

embodied experience which anticipated the modern day critique of medical science as

having severed the connection between mind, body, suffering, and moral experience

(O'Neill, 1982). In his daily essays as he approached the end of his life, he accounted for

nearly every aspect of his sense of self in relation to his illness, aging, and anticipated

death "with a serenity that is reminiscent of Socrates himself" (O'Neill, 1982, p. 128). He

took particular pleasure in exploring the paradoxical reversibility in human experience,
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including truth and falsity, pleasure and pain, and virtue and vice because, O'Neill

concludes, "it displays the embodied tension of living, for dwelling within the limits of

relationships that resist fantasies of omnipotence" (O'Neill, 1982, p. 136). For the aging

and sick Montaigne, vitality was experienced through his pen, but rather than being an

intellectual or body-transcending experience, it was a body-affirming experience: "The

essays do not play with spiritual dialectics; they are rooted in the carnal ambiguity of

man's relation to himself, to his reason, his senses, his body, and his language" (O'Neill,

1982, p. 138).

Conclusion

In conclusion, the literature on the lived experience of chronic illness has been

primarily focused on adults who are not of advanced age. Rather than just describing the

experience of chronic illness and suffering in the aged, we need to develop knowledge of

the broader meanings of aging, health, illness, and finitude to those in late life. This

requires noticing the things that stand out as significant for the people studied and imbue

meaning into the experience of illness, disability, or confrontation with limits. Much of

the literature reviewed here at least touched on this. On this significance level we can

begin to understand how different ways of living as an old person make sense within

one's particular embodied self-understanding. Accounts of this experience will be

inadequate if viewed as a purely individualistic, psychological phenomenon, or strictly as

the result of social forces and cultural predilections. Personal and socio-cultural

understandings about aging and chronic illness do not stand outside and against each

other, but together are embodied and their possibilities revealed in the context of day-to
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Chapter Two

AN INTERPRETIVE THEORY FOR UNDERSTANDING

THE MEANINGS EXPERIENCED IN LATE LIFE

Introduction

The preceding chapter called attention to our contemporary culture's

impoverished discourse on the possibilities for meaning in late life. As I asserted in that

chapter, we have lost touch with cultural understandings of aging which make room for

frailty, dependency, and illness accompanied by a sense of vitality and fullness of life

while approaching one's finitude. Contemporary values emphasizing autonomy,

productivity, individualism, and control would have us experience fragmentation and

despair if we fall short of these ideals.

Tornstam (1992) reminds us that we should not be surprised when theoretical and

methodological points of departure in gerontological research as well as the interpretation

of empirical data reflect an "overflow" of the society's presuppositions. He demonstrates

how assumptions supporting a "misery" perspective toward the aged, and more recently a

"resource" perspective have often been perpetuated through gerontological research

despite empirical evidence which might suggest alternative interpretations if the theories

were not so intensely defended (Tornstam, 1992). He asserts that in order to expand the

horizons of gerontological research, the taken-for-granted assumptions which underlie

the "prevailing research paradigm" must be examined and others considered (Tornstam,

1992).

Charles Taylor (1989a), a philosopher and political scientist, has written about the
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fact that our self-understandings are not of discrete, neutral objects. Instead we

experience our lives in a significantly temporal way that accounts for who we've become

and where we're going, and oriented around our concerns. This narrative understanding

of the self is uniquely human and plays a part in both our everyday sense of knowing how

we've come to be where we are in physical space, as well as our position in moral space.

We make sense of the things that happen to us and the actions we take as they are

situated within the storied nature of our lives. Taylor asserts that we cannot escape this

striving to place our lives, always changing and becoming, within a meaningful narrative

that has sense and purpose (Taylor, 1989a). This aspect of humanness was addressed in a

number of the papers reviewed in Chapter One.

The aim of this chapter is to provide a structure to widen the discourse and offer

greater understanding of the meanings experienced in late life than is acknowledged by

our contemporary strategic-instrumental understandings of the self. Following the

argument developed in the last chapter, the techno-medical stance to aging dominant in

our culture cannot account for a meaningful old age in which losses and declining health

and the confronting of one's mortal limits and finitude co-exist with a sense of vitality,

continuity, and fullness of life. Formal, mechanistic theories constituting the mainstream

of science since the Enlightenment construe human beings in the same terms as other

physical objects. Five features characterize formal theory: (a) A split between the

knower and the known, subject and object, (b) explicit definitions of the elements of the

theory, (c) a decontextualization of the subject matter, (d) a systematic interrelating of all

the abstracted elements of the theory, and (e) the relationship of the knower as outside
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and against the world thus constructed as an objective, context-free total picture

(Dreyfus, 1981). Our knowledge of the physical world has been dramatically extended

through the application of these features of formal mechanistic theory. However, by

virtue of formal theory's rejection of all anthropocentric, subjective features of the objects

of study, formal theory cannot account for some of the most crucial aspects of human

self-understanding. For instance, the sense of telos which provides the basis by which

one experiences his or life as a narrative unity of unfolding purpose would be left out in

explanations given by formal theory (Taylor, 1989a). Also, by virtue of

decontextualizing objects of study, formal theory cannot make sense of human

phenomena which depend on the context of the situation for their comprehensibility.

Dreyfus (1991) illustrates this problem by reference to a psychologist who dismissed the

notion of talkativeness on the basis that his science had demonstrated that there is no

significant difference in the number of words spoken by a normal vs. a "talkative"

person. This absurd conclusion contradicts the general agreement that exists in a given

situation about who is and isn't talkative, yet objective criteria for talkativeness do not

exist. Talkativeness relies on a judgment of the importance of what is said and when it is

said, which is a contextual feature of the situation grasped by those participating in it.

Formal mechanistic theory excludes this context (Dreyfus, 1991).

This chapter lays out a radically different understanding of the person than that of

formal theory. This alternative view accounts for human beings engaged in the world in

a different way than that of observing subjects. An interpretive theory will be presented

which explicates a broader and more enriched understanding of what it is to be an old
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person than that in the tradition of formal theory. My position draws extensively from

the work of Hubert Dreyfus, Charles Taylor, Patricia Benner, and Judith Wrubel whose

insights are, in part, interpretations and elaborations on the philosophies of Soren

Kierkegaard, Martin Heidegger, and Maurice Merleau-Ponty.

The Cartesian View of the Person

Our Western culture, having been so strongly influenced by the 17th century's

scientific revolution, has evolved a view of the person as a biological organism

distinguished from other animals by our degree of consciousness. In this view, by virtue

of our consciousness, we exist as subjects overseeing the realm of external objects about

which we hold mental representations. The superior capacity of the human mind to

clearly represent various possibilities, and rationally and strategically evaluate and

choose from among them in light of fixed goals is central to this definition of personhood

(Taylor, 1985a). Through language we are able to transmit depictions of the independent

reality we observe to other consciousnesses. Meaning, according to this view, is that

which is depicted about potential or actual reality by the combination of words used

(Taylor, 1985a).

The Cartesian notion of the person is a disengaged, self-sufficient, detached

observer, a subject separate from the world of objects, including one's own body which is

related to the person as a possession. Agency, therefore, is the ability to clearly represent

the external world in consciousness and strategically plan and execute action to achieve

instrumental goals (Taylor, 1985a).

Being a person in this Cartesian understanding--in other words, acting on the
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basis of critical reflection--is a recognizable and common aspect of our day-to-day

human experience. It serves us well in many of the circumstances we encounter in life,

such as in our efforts to achieve career goals, and in weighing and carrying out choices

about how we want to live, achieve material comforts, and do what is in our families' best

interest. The Cartesian way of being is of utmost importance when unforeseen

circumstances arise, in that we can thoughtfully consider what to do when we are faced

with a crisis, such as becoming seriously ill, or losing one's job. The cultural possibility

made available by this view is an important one, but it cannot account for the entire

experience of being a person, particularly those aspects which are most integral and

important to who we are. As Dreyfus puts it, "[The Cartesian person] is a derivative and

intermittent condition that presupposes a more fundamental way of being-in-the world

that cannot be understood in subject/object terms" (Dreyfus, 1991, p. 5).

An Alternative View:

The Hermeneutic Phenomenological View of the Person

An alternative view of the person derived from the philosophies of Soren

Kierkegaard and Martin Heidegger and elaborated by others explains that although a

detached, reflective stance toward the world of objects is possible--and characteristic of

traditional scientific inquiry--it is not the fundamental way of being definitive of

personhood. Instead, personhood requires an involved, participating relation to the

"world"--a world of human relating and significance, not a world of discrete objects. An

account of persons as (a) self-interpreting and socially-constituted, (b) having embodied

intelligence, and (c) participating in the world through their concerns is presented here as
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the basis for understanding different ways of experiencing aging and being an elderly

person. This position will hereafter be referred to as the hermeneutic, or interpretive,

phenomenological perspective to distinguish it from the phenomenology of Edmund

Husserl.

-
reti ially-Consti r

Rather than having some specific nature essential to our humanness, this

alternative view asserts that we are fundamentally ungrounded in any particular nature.

We become defined through living out particular ways of being. We are, therefore, self

interpreting all the way down (Dreyfus, 1991; Heidegger, 1927/1962). Rather than

encountering the world as if it involved only the relations between objects in spatial

relation to each other, being-in-the-world is the term Heidegger uses to characterize the

existential kind of involvement human beings have as their primordial way of being

(Dreyfus, 1991). The point Heidegger wants to make is that we "inhabit" or "dwell" in

particular aspects of the world, and in this sense the aspects we take up pervade our being

and our relationship to all other aspects of the world (Dreyfus, 1991). This sense of

involvement in the world is fundamentally a public, shared sphere of experience, not a

private, self-sufficient one, since the intelligibility of anything is grounded in the

equipment, practices, language, and concerns shared by a particular community (Dreyfus,

1991).

Upon entering the world as newborns, each person is already situated in a

meaningful social context (Benner & Wrubel, 1989, Dreyfus, 1991). Through the

process of socialization, one assumes integrated patterns of social practices, one does not
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choose them from a detached, objective position. These life-organizing self

interpretations, the social practices one dwells in, provide a given range of possible ways

of being anything. What it means to be a person--for example to be old, young, sick,

healthy, generous, or stingy--comes to be understood through living within one's culture

and taking up ways of being available in that particular culture. The means by which

self-interpretations are taken up can be explained through a discussion of the particular

significance language and practices have for human beings.

Charles Taylor (Taylor, 1985a) asserts that many contemporary theories

emphasize the role of language in framing and transmitting the private mental

representations which are the property of individual knowers. In emphasizing this

representational aspect of language, such theories overlook the significant and more basic

role that language plays in constituting who we are as human beings, and thereby

accounting for many of our feelings, sensibilities, moral stances, and ways of relating to

other persons (Taylor, 1985a).

This phenomenon can be explained by three important activities accomplished in

language. First, language allows for the formulation of things. Through the process of

arriving at an articulation of something, one comes to a clearer sense of what the matter

is about than was previously understood. This involves defining the matter in

contradistinction to other possibilities; delimiting what it is, in part, by what it contrasts

with. Second, language creates public space by putting things into our joint purview,

getting us to focus together on the issue at hand, rather than viewing it as the privileged

possession of an individual mind. And third, it is through the medium of language that
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the particularly human concerns distinguishing us from other animals actually arise

(Taylor, 1985a).

The characteristically human concerns Taylor (1985a) is speaking about are those

which require the ability to recognize and apply standards--and the capacity to recognize

that one is doing so--in the realm of human experience and action. For instance feeling

shame or pride, or aspiring to fulfillment requires being able to distinguish between right

and wrong, and shameful, ordinary, and extraordinary behavior. Such distinctions

provide the basis for human concerns to arise. Without them, language serves only a

representative function, depicting information encoded to represent an independent

reality (Taylor, 1985a). It is the expressive aspect of language--including such things as

one's stance, tone of voice, manner of speaking, choice of words, ritual and gesture--

which is essential to making the distinctions which underlie human concerns. In fact,

expression is more fundamental than the depictive aspect of language. Human

interrelating can exist without representations, yet it is impossible without expression.

While a pure, depictive language is attempted in traditional scientific and philosophic

writing, and achieved in artificial languages and mathematical representations, such

language is not characteristic of most of our everyday, human experience (Taylor,

1985a).

To summarize thus far, the expressive function of language constitutes public

space by projecting our sensitivity to standards and the distinctions inherent in them.

While we may not always be conscious of distinct concerns or be able to articulate them,

our comportment or personal style reveals some of the standards underlying our self
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interpretations, such as what it means to be a respectable male or a devoted daughter for

instance.

We can see how language is constitutive of much of human experience, not just

depictive of an independent reality, when we look at our feelings and our patterns of

relating to one another. We often come to an explicit awareness of our concerns through

a description or an expression of the feelings underlying them (Taylor, 1985a). The

feeling, and more profoundly, our self-understanding can change in this process, as when

an articulation opens up a new understanding one did not have before. At the same time,

in the attempt to arrive at a more or less accurate description of our concerns, we must

sometimes modify our formulations to "get it right" (Taylor, 1985a, p. 271). The

essential relationship between language and the experience offeelings, moral demands,

and self-understanding is evident in the diverse experience of cultures whose language

and vocabulary differ (Taylor, 1985a). It is also through language that our distinct ways

of relating to one another arise. The implicit, tacit understanding one has regarding how

one should address another, or the physical distance or level of intimacy appropriate to

various circumstances with other people is determined by the nature of the public space

as constituted by language. In certain societies, the distinctions forming the basis of

people's self-understandings are formalized in an explicit articulation of norms,

hierarchies, and rituals, such as in the ancient Greek understanding of equality (Taylor,

1985a).

While Taylor holds up language as the basis of our socially-constituted nature,

Dreyfus (1991) emphasizes that a culture's shared background practices--including the
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everyday skills, customs, discriminations, and habits implicit in them--have the same role

in constituting the nature of our personhood as does language. As with language, these

practices cannot be equated with a belief system or other intentional states, but exist on

the basis of a non-explicit, shared understanding of being. "[This] background

familiarity...[is] an agreement in ways of acting and judging into which human

beings...are socialized" (Dreyfus, 1991, p. 144). It is transparent in our smooth

functioning, skillful, everyday coping. All of our intentional states, such as perceptions,

beliefs, and desires, presuppose this background. Making sense of anything in our

experience arises from participating in our culture's background practices, which includes

an embodied involvement with a whole nexus of interrelated "equipment" organized

according to human purposes. As Dreyfus puts it, "The ultimate 'ground' of intelligibility

is simply shared practices" (Dreyfus, 1991, p. 157).

Through the process of living out one's own personal history, each individual

takes up the shared cultural meanings in his or her own way. In this sense these

"personal background meanings" are "culturally general and yet personally individual"

(Wrubel, 1985, p. 47). These shared yet individual self-understandings cannot be

characterized as attributes, roles, perceptions, or belief systems. They go beyond discrete

personal characteristics or the private cognitive contents of independent subjects. These

personal background meanings transparently pervade everything we think and do,

providing the background upon which all experience is made sense of The meaning of

anything, in this formulation, is not primarily a product of reflection or attribution, as in

the Husserlian phenomenological view. Instead, the meaning of any situation is already
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given in the taken-for-granted skills, practices, and language which is the medium of our

existence (Benner & Wrubel, 1989, Wrubel, 1985). Therefore, background meanings

cannot be made fully explicit, but are best understood in the smooth functioning of the

body through one's ongoing interpretation of the self in the world (Dreyfus, 1991;

Wrubel, 1985).

In conclusion, the nature of human beings is essentially a socially-constituted one,

arising and sustained by shared cultural practices and language. Without these things we

could not have the common understandings necessary for relating to one another

meaningfully. A culture's shared background understandings are not static, however.

Over time, as they are lived out, they become modified (Benner & Wrubel, 1989). The

intelligibility of anything in our experience and the notion that we have any concerns at

all is possible only in the context of our relating to others through fundamentally implicit,

shared understandings. A particular culture's language and practices impart a distinct

range of possible ways of being arising out of these common understandings.

The Person as Embodied Intelligence

The Cartesian view separates the mind, which is the locus of all knowing, from

the body, which is construed representationally in the same way as the entire external

environment (Benner & Wrubel, 1989). In contrast, the hermeneutic phenomenological

tradition offers the view that knowledge is also embodied, recognizing the difference

between knowing how, "an ability to cope with things...that resides in our bodies more

than in our minds" (Dreyfus, 1981, p. 512), and knowing that, a mental intentionality

relating rules, principles, and facts about the objective world. Knowing how is evident in
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the smooth, non-reflective performance of complex, integrated skills such as riding a

bike, driving a car, the use of a cane by a blind person, or the building of a cabinet by a

skilled craftsperson, and is sustained by practice (Dreyfus, 1991; Dreyfus & Dreyfus,

1986). In each case, the tools or equipment used in each activity become extensions of

the body and transparent in their function when skilled activity takes over. Explicit rules

for driving a car, such as when and how to move the gearshift and when and how much to

slow down to take a curve, although somewhat useful as a means of learning the skill as a

novice, are of limited value as the body takes over with an integrated pattern of effective

performance. In fact, if one becomes conscious and deliberative in the midst of such

smooth, nonreflective, proficient action, the meaningful context is lost, the task becomes

difficult, and performance breaks down (Benner & Wrubel, 1989, Dreyfus & Dreyfus,

1986).

Knowing how is also apparent in the way we effortlessly go about our everyday

life including the distance we stand from others, our tone of voice, and what conversation

is appropriate given the context of the situation. This innate capacity of the body to

assume particular social and cultural habits, the "skilled habitual body," is not learned

through explicit rules, but arises through identification and imitation early in life (Benner

& Wrubel, 1989, Dreyfus, 1991; Merleau-Ponty, 1962). An explicit specification of the

conditions and rules for engaging in such behavior would be difficult if not impossible

Knowing how makes it possible to immediately and non-reflectively grasp the contextual

meaning of one's world in terms of human purposes and significance and to respond in

appropriate ways (Benner & Wrubel, 1989, Dreyfus, 1991; Dreyfus & Dreyfus, 1986;
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Wrubel, 1985). Dreyfus (Dreyfus, 1992) calls this the ontological capacity of the body to

respond to meaningful situations. Everyday skilled coping such as eating, dressing,

talking to others, and getting ourselves around do not ordinarily involve deliberate

attending. Rather, we actually become immersed or absorbed in the situation, the

situation being a contextual whole organized according to human purposes in which the

subject/object distinction is not relevant (Dreyfus, 1991).

Thematic intentionality, the directing of mental content toward the external world

via representations, does have a place in this view, but it accounts for a much smaller part

of human experience than the traditional Cartesian understanding of personhood asserts.

If the equipment fails to work or new circumstances arise interrupting one's ongoing

skilled activity, one may be able to shift into an alternate, ready way of coping. But if the

disruption is more serious, such as divorce, widowhood, illness, or relocation, one must

enter into a kind of subject/object mode requiring deliberation and planning. In this

situation, the previously transparent background meanings, embodied understandings,

and concerns may come into awareness and be explicitly acknowledged. However, this

reflective deliberation is never on a decontextualized, theoretical level as the traditional

view of self-sufficient mental content asserts. Instead, deliberation takes place in the

context of the person's absorption in shared background practices which embody the

cultural understandings of what it means to be a person (Dreyfus, 1991). In fact, it is this

absorbed, embodied knowing which makes conceptual knowing possible (Wrubel, 1985).

The view of perception put forth by Merleau-Ponty (Merleau-Ponty, 1962)

extends our understanding of these points on embodiment. He asserts that human
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perception is an integrated part of the whole body's interpretation of the world through

skilled comportment. Rather than perceiving abstract, objective properties, we perceive

objects in a familiar, meaningful context against an indeterminate background. This

context provides the basis for interpreting the world in relation to particular human

purposes and intents (Wrubel, 1985).

The nonreflective, implicit understanding of what it is to be a person laid out here

is possible because perceiving, acting, and knowing take place in an embodied way.

Reflective deliberation, while essential for many human endeavors, has been

overemphasized as a result of the prominence of the Cartesian model of the person

(Merleau-Ponty, 1962; Wrubel, 1985). The hermeneutic phenomenological view of

personhood as embodied intelligence allows for an enriched appreciation of the lived

meanings of aging. It accounts for how self-understandings are taken up in bodily ways

and how they can become transformed when skilled bodily comportment is disrupted.

In an article on the rehabilitation of disabled elders, Sally Gadow (Gadow, 1986)

explains how three kinds of time--corresponding to three kinds of embodied

understandings--operate in the rehabilitation process. In time as "limbo," the immediacy

of the person's experience of pain or anguish establishes the body as the dominator. In

"linear time," by submitting to therapy sessions oriented toward continual progress and

future goals the body is dominated. Both of these conceptions of time have the effect of

alienating the person from his or her body and from meaning, preventing the body from

being "inhabited" (Gadow, 1986). Gadow asserts that the person who is able to live

accommodatingly with his or her disability, neither dominating nor being dominated by
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it, experiences one's body as "crony," or partner, implying an acceptance of it based on

the reality of its uniqueness and idiosyncrasy. A partnership of this kind allows for an

appreciation of time as "ritual," "the texture of experience, with patterns overlapping,

interwoven, leading in all directions and through all dimensions" (Gadow, 1986, p. 5). It

is in the personally meaningful patterns of everyday life, designed around the person's

particular frailties and strengths, allowing for both immediacy and movement, that the

body becomes reinhabitable. These "rituals," based on a partnership with the body, open

up new possibilities for vitality and enjoyment (Gadow, 1986).

Gadow gives a particularly poignant example in an autobiographical narrative of

an amputee being bathed by his aide. Both the body's particular immediacy and

movement toward a personally relevant goal are accounted for in the ritual. Although

Gadow's dialectic perspective is still within the tradition of a mind/body dualism, with

this example she calls attention to a particular notion of embodiment consistent with the

phenomenological tradition just outlined; that the rituals, habits, and patterns of everyday

life are meaningful because they embody interpretations of personhood which,

particularly in the disabled elderly, may not be available in forms which were formerly

used. When taken-for-granted capacities are disrupted, bodily ways of connecting to

previous self-understandings can provide a sense of possibility where it might not

otherwise show up.

Involvement in the World through Concerns

Intrinsic to our humanness--even before formulating ideas in our consciousness--

is the fact that particular things and people matter to us; they have meaning and
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significance for us (Taylor, 1985a). In this sense, human involvement in the world is

characterized by concern. Our involvement is not just "standing alongside" other entities

as if denoting inclusion in space or group membership. Instead, because we are involved

in the world in light of our concerns and grasp meaning directly by virtue of our

embodiment, we "dwell" in the world (Heidegger, 1927/1962). Our involvements are

experienced as part of us and pervade our relationships to all other objects. We are,

therefore, constituted by our involvements and concerns and experience the world

through them (Dreyfus, 1991). What is and isn't possible for us in a situation shows up in

light of our concerns and personal background meanings. Being constituted by our

concerns attunes us to what is salient, so that we respond to cues which might go

unnoticed by those who do not have the same concerns. To illustrate this, Benner and

Wrubel (1989) give the example of a mother hearing her baby cry when no one else does.

We are connected to the world--in the sense of being solicited and engaged by it--through

OUIT COINCCTITS.

Concern has a temporal aspect since our involvements change over time (Benner

& Wrubel, 1989; Wrubel, 1985). We age, our circumstances change, and we experience

transitions, losses, and unexpected events, some requiring that our concerns be

abandoned or shifted. Some of the changes we experience also reconstitute all the ways

we are involved in the world, such as when we fall in love, have children, lose our

lifetime partners, or are diagnosed with a serious illness. In the best possible situation,

we are able to find new ways of living out our concerns or are open to new meanings

available in emerging concerns. Some people, however, may have difficulty relinquishing
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rigidly held meanings which are in conflict with new relevancies, and the possibilities for

meaning appear closed to them (Benner & Wrubel, 1989, Wrubel, 1985). In the elderly,

facilitating connections to previous involvements and concerns in order to sustain a

continuity of meanings can make the difference between survival and demise.

Whereas background meaning and embodied intelligence explain "how" people

are in the world, concern explains "why" people are as they are. This question has been

traditionally addressed through theories of motivation which account for behavior in

terms of internal drives, traits, or external stimuli or rewards (Benner & Wrubel, 1989).

In the hermeneutic phenomenological perspective, why people behave as they do in

particular situations can be addressed by examining the nature of their involvements in

terms of what is of concern, what is salient, what is at stake. These are issues, which

when interpreted in light of their personal background meanings and the particular

situation, can be made understandable to anyone who has at least some access to these

cultural background meanings (Benner & Wrubel, 1989).

Conclusion

An interpretive theory has been presented as the framework for understanding

how people experience meaning in late life. This theory differs from more traditional

approaches that attempt to discern meaning from a person's intrapsychic motivations,

perceptions, attitudes, or beliefs. Instead, it asserts that human beings are constituted by

implicit meanings which cannot be made completely clear because they are embodied in

the language and practices through which one lives one's life. The various ways of being

old which we observe in people around us are personal interpretations of the broader
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understandings of being available in our culture. These personal interpretations are

possible because we are embodied knowers; we have the capacity to grasp meaning in an

immediate, nonreflective way, recognizing what is salient in everyday situations on the

basis of our self-defining concerns and our temporal self-understandings. By exploring

the concerns that exist for older people as they arise in the context of their day-to-day

lives--my aim in this project--one can better understand the possibilities for meaning in

many circumstances which might otherwise not be apparent to an outside observer.
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Chapter Three

METHODOLOGY

Meaning in Late Life. Where Our Understanding Falls Short

As discussed in Chapter One, our modern culture construes "successful aging" as

remaining "healthy, active, and independent" indefinitely (Cole, 1985b, p. 363; Callahan,

1987). However, the possibility of experiencing chronic illness, disability, and

dependency increases with age. The predominant response of our youth-oriented culture

is to deemphasize this possibility, instead promoting the position that we can stave off the

effects of old age through the rational choice of a healthy lifestyle, and when that is not

enough we can apply strategic, technological interventions to halt or reverse the effects of

diseases associated with aging. While these options are powerful and often provide great

benefit, the attention paid to such dramatic examples of instrumental control distracts us

from the fact that these approaches inevitably have their limits. The inadvertant

consequence of our cultural difficulty in coming to terms with our mortality and

confronting the limits of techno-medical strategies of control is that we are impoverished

in our sense of what is meaningful and significant about old age.

Contrary to what existed for generations of people in previous centuries, we have

lost touch with cultural understandings of aging which make room for illness, debility,

and dependency co-existing with a sense of well-being, interdependency, and fullness of

life while approaching one's finitude (Cole, 1985b). The biomedical explanation of

illness predominant in Western culture does not adequately account for the meaning of

illness in many persons' lives. Making sense of the experience often involves interpreting
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points in one's biography within a broader psycho-social, cultural, spiritual, and/or moral

discourse.

This interpretive, or hermeneutic phenomenological study is intended to

invigorate our contemporary discourse about the meanings of aging and finitude through

an exploration of the lived experience of late life from the perspective of people

surviving into their ninth decade. Stories of day-to-day experience were elicited,

revealing struggles and discouragement, as well as a sense of well-being at having

prevailed, sometimes through unrecognized artful coping. These narratives were sought,

in part, to provide an alternative to the biomedical or normalized discourses about aging

"successfully" or "gracefully." In a biographical view of aging, a person's sense of what

is possible in day-to-day life--however it may be constrained--relies a great deal on how

one understands one's own history and placement in time and on how the issues one's

culture deems significant are taken up in particular ways. This study attempted to make

sense of differing narratives of aging on their own terms and in relation to one's

experience of life as having some degree of coherence. It was hoped that by widening

the discourse on late life in this way, attention can be drawn to the meanings of

approaching finitude which receive little press in our highly technological and

interventionist culture.

Metatheoretical Considerations in Selecting a Method

The reason for choosing interpretive phenomenology as a method for researching

the lived, taken-for-granted meanings embodied in the day-to-day lives of the elderly

becomes clear when it is compared on philosophical and metatheoretical grounds with
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several competing research methodologies. A framework developed by Packer and

Addison (Packer & Addison, 1989b) for comparing different research methods will be

used here to compare rational-empiricist inquiry, grounded theory methodology, and

hermeneutic phenomenology in the following areas: (a) the domain of inquiry, (b) the

source of knowledge, (c) the form of an adequate explanation, (d) the relationship

between the researcher and the researched, and (e) what constitutes a justifiable

explanation.

h main i

Based on divergent ontological and epistemological assumptions, various

research paradigms interpret the domain of inquiry quite differently. Rational

empiricist inquiry, as the dominant paradigm of the scientific tradition since the 17th

century, sees its domain made up of brute sense data or formal abstractions derived from

everyday appearances. These objects of study are taken as discrete, objectifiable,

independent of any particular context, and behaving according to structural rules and

principles. Examples include the behavior of physical objects, human behavior assessed

in terms of traits, and the performance of speech acts representing the relationships

between abstract structures (Packer & Addison, 1989b). Grounded theory

methodology sees its domain as social interaction and social processes, with an emphasis

on the actors' points of view in order to understand interaction, process, and social

change (Strauss, 1987). Interpretive phenomenology's domain of inquiry is practical

human activity in its context of involvement with people and things and the concerns

which make it relevant (Packer & Addison, 1989b).
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[he Source of Knowledge

The rational-empiricist forms of inquiry assume that knowledge is derived

from a foundation of objective, elemental statements about uninterpreted sense data or

descriptions of human phenomena logically connected as principles and rules (Packer &

Addison, 1989b). Grounded theory methodology evolved from the traditions of

American Pragmatism and Chicago sociology prominent in the early to middle part of

this century (Strauss, 1987). In this approach the source of knowledge is located in the

meanings reality has for the participants in a social situation, rather than based on some

objective reality that can be classified into distinct taxonomic categories with predictive

power. Knowledge is acquired through the cumulative building of theoretical

propositions. This is achieved by analytically engaging with extensive, highly detailed

data innumerable times over successive occasions, so that discrepancies can be elicited

and the multiple faces of the phenomenon can be discovered so as to achieve significant

conceptual density (Shalin, 1986). In this sense, the "theory" is truly "grounded" in the

data. Interpretive phenomenology also rejects the foundationalist position that assumes

there is an indubitable ground of all knowledge, instead locating knowledge in a circle of

interpretation, the hermeneutic circle. In the hermeneutic, or interpretive tradition, both

practical understanding and scientific knowledge start from an involved participation

with people, tools, and artifacts of our practical activity in which certain things show up

depending on our culture and personal history. Knowledge is not absolute, but

perspectival and subject to revision as human practical activity projects forward into new

º

g
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understandings. Inquiry, then is interpretive, starting from some preliminary

understanding we have of the phenomenon and our preconceptions about it (Packer &

Addison, 1989b).

xplanation

In rational-empiricist inquiry, explanation is assumed to be interpretation-free

and takes the form of widely generalizable, predictive axioms or laws governing

regularities in observable data, or formal reconstructions of the logical relationship of

structures postulated to account for human behavior (Packer & Addison, 1989b). In

grounded theory methodology, since the objective is to achieve conceptual

specification of the phenomenon, the final explanation is in the form of a conceptually

dense theory comprised by many tightly linked concepts at varying levels of abstraction

(Strauss, 1987). In interpretive phenomenology, explanation is an interpretation

generated in the form of narrative accounts of human action since human understanding

is assumed to be situated in particular contextual involvements (Packer & Addison,

1989b).

W rch

In the rational-empiricist position, the method consists of formalized procedures

designed to ensure that the data is interpretation- and value-free. This requires that the

researcher adopt a detached, neutral posture toward the object of study (Packer &

Addison, 1989b). Both the other two methods place the researcher in a much more

engaged relationship with the phenomenon studied. Grounded theory methodology

recognizes the researcher as an instrument of the research process. Human perspective
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and interpretation are essential, particularly as a means to make oneself sensitive to

theoretical leads and other strategies in the analysis of the data (Strauss, 1987). In

interpretive phenomenology the researcher is an involved participant and the persons

who are the subjects of the inquiry become collaborators in the process. This perspective

asserts that a detached view is impossible. In doing interpretive work, one must have at

least some degree of the general human background in common with those being studied

in order to be able to make sense of anything going on (Dreyfus, 1991).

nsti ifiable Explanation

The tradition of rational-empiricist inquiry asserts that an explanation is

justified if attempts to disprove it--through formal procedures of prediction and

hypothesis-testing--are refuted. If repeated attempts to falsify the claim are unsuccessful,

its veracity is strengthened, but never proven. In the case of structuralist inquiry such as

the investigation of cognitive processes--also in the rationalist tradition--the adequacy of

an account lies in its consistency with its own systematic rules and its adherence to the

intuitive sense of "competent" thinkers (Packer & Addison, 1989b). In grounded theory

methodology a justifiable explanation is one that adequately and sufficiently--with

significant conceptual density--orders the mass of data to improve upon the preexisting

comprehension of social phenomena (Strauss, 1987). In interpretive phenomenology

justification of the resulting explanation is not based on its "truth" or validity, but on the

explanation's ability to adequately answer the concern that motivated the inquiry (Packer

& Addison, 1989b). "A successful interpretation is one which makes clear the meaning

originally present in a confused, fragmentary, cloudy form....[I]t makes sense of the
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original text: what is strange, mystifying, puzzling, contradictory is no longer so, is

accounted for" (Taylor, 1985b).

lection of h

Based on the ontological and epistemological distinctions outlined above,

interpretive phenomenology was the approach determined to be most suited to my

research objective. As my aim was to extend our understanding about the taken-for

granted meanings which are embodied in the daily life of old people, I needed a

methodology which could preserve the integrity of narrative accounts of daily life in their

meaningful context. Since rational-empiricist methods break down human experience

into elemental units which can be logically interrelated independent of contextual

features and human interpretation, this approach would have been an inappropriate

choice. Grounded theory methodology does focus on the context of human activity and

interaction, recognizing that actors' perspectives are an essential aspect to be studied.

However, this method would have been inappropriate for my investigation for two

reasons: First, the philosophical foundation of grounded theory considers meaning to be

a construction or product of the social interaction; it arises within that relation and can be

elicited through a study of the actors' perspectives on their experience (Shalin, 1986).

My concern with taken-for-granted meanings embodied in the everyday comportment of

the elderly required a method which could uncover the implicit self-understandings

which are not accessible to direct questioning about attitudes, impressions, and the like.

Interpretive phenomenology is designed to access these non-explicit, embodied meanings

in human activity; to uncover commonalities and differences and the human conditions
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which make these commonalities and differences possible (Benner, 1994b). The second

point on which grounded theory methodology would have been inappropriate for my

study is that it has as its explicit aim to generate theory, albeit grounded in the data. It

nonetheless seeks conceptual categories as the form of explanation. My objective was to

preserve the phenomenon as it is experienced, assuming that there is more explanatory

power in laying out recognizable ways of being which are common to our cultural

understanding than in further removing the phenomenon to a greater level of abstraction.

The interpretive researcher makes it possible for the reader to notice the meanings and

qualitative distinctions within the text by providing access to it in its own terms (Benner,

1994b).

Interpretive Phenomenological Inquiry

Interpretive, or hermeneutic, phenomenological inquiry "involves an attempt to

describe and study meaningful human phenomena in a careful and detailed manner as

free as possible from prior theoretical assumptions, based instead on practical

understanding" (Packer, 1985, p. 1081-1082). It is an approach to research that

recognizes the centrality of interpretation in human understanding; the assumption that

our understanding is always situated in a point of view rather than being completely

objective and detached from human concerns (more on this in "The Hermeneutic Circle,"

p. 54). Therefore, this research methodology cannot be formalized into interpretation

free procedure and begins from a particular point of view (Packer & Addison, 1989b).

Heidegger's (Heidegger, 1927/1962) ontology of what it is to be a human being in Being

and Time was hermeneutic and laid the ground for interpretive research in psychology,
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Sociology, anthropology, political science, education, nursing, and other disciplines

concerned with human everyday action, its meaning, and context.

f ive In

The subject of interpretive phenomenology is "something that primarily and

usually does not show itself at all; it is something that lies hidden, in contrast to that

which primarily and usually does show itself" (Heidegger, 1927/1962, p. 59). The kind

of phenomenon Heidegger is referring to is the background understanding in our

practices which provides the basis for anything to make sense and show up as intelligible.

This background, being pervasive in everything we think and do and embodied in our

skilled comportment, cannot be understood in abstraction or made totally explicit as if it

were a system of attitudes or beliefs. Interpretation, therefore, is the appropriate means

to uncover these taken-for-granted understandings in our practices (Dreyfus, 1991), and

specific to this study, to gain access to the background meanings which are the basis for

understanding various ways old age is lived out.

The Hermeneutic Circle

The "hermeneutic circle" refers to the way interpretation can only take place on

the background of shared practices in which we "dwell," which gives rise to the

intelligibility of anything, and about which we cannot get entirely clear (Dreyfus, 1991).

Therefore, our cultural and personal histories and current understandings shape the

particular questions we ask of the phenomena we encounter and what would constitute

satisfactory interpretations of them. "We understand in terms of what we already know"

(Packer & Addison, 1989b, p. 34). In this sense interpretation is circular. Hermeneutic
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inquiry begins from a starting point within this circle of interpretation and recognizes no

absolute ending point, instead always leaving open the possibility of new interpretations

(Dreyfus, 1991; Packer & Addison, 1989b). This raises the question of how an inquiry of

this kind can be responsible and valid at all and not reflect the biases and prejudices of

the investigator (see "Evaluating An Interpretive Account," p. 69). Heidegger explains

that there is no way to avoid the circularity of interpretation since without it there would

be no intelligibility at all. However, there is a right way to enter the hermeneutic circle

(Dreyfus, 1991; Packer & Addison, 1989b).

Entering the Circle

h
-

T

Entering the hermeneutic circle entails a three-fold structure which is termed the

"fore-structure" by Heidegger. In order to avoid an interpretation which merely reflects

one's own presuppositions one must address and take into consideration the way the fore

structure of one's understanding influences the developing account of the phenomenon

(Addison, 1989; Leonard, 1994). The first part of the fore-structure, "fore-having," is

an immediate sense of the domain, a sense of the contextual whole to which the

phenomenon belongs. The second part of this three-fold structure of understanding is

"fore-sight," a sense of how to approach the problem or question, knowing the right

entity to look at, and where and how to look for it. The third aspect of the fore-structure,

the "fore-conception" or "fore-grasping" is a preliminary sense of what will be found,

a sense of the framework within which to interpret it, and what would count as an answer

or a solution (Dreyfus, 1991). The fore-structure schema is also necessary for
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Heidegger's theory of meaning, since the meaning of anything first requires knowing

"that in terms of which it is to be projected, the horizon in terms of which it should be

cast, the sphere to which it belongs," all set up by the fore-structure (Caputo, 1987, p.

71).

i he For T

As an essential part of the interpretive project, I will attempt to make explicit

aspects of my own fore-structure that accompanied me as I entered the hermeneutic circle

of interpretation central to this dissertation project:

My sense of the domain of my research phenomenon came out of a number of

aspects of my personal and professional history. First, I grew up enchanted by my

delightful Scottish grandmother who lived to be 92. She was a perky, imaginative

storyteller who became demented over the last several years of her life, requiring total

care on a skilled nursing unit. I can remember feeling saddened by her death, but at the

same time recognizing that, in my mind, she had died a number of years earlier. At age

20, I became a registered nurse in South Florida coinciding with my parents' entrance

into the official ranks of the "golden agers," a concept highly promoted on the beaches

and golf courses of the Gulf Coast. The lifestyles of healthy affluent seniors in the

community contrasted with my nursing experiences in the Cardiac and Intensive Care

Units of the local Florida hospital.

When I relocated to the urban Bay Area, it seemed, by contrast, that only young

people were populating the streets of San Francisco. Most of the old people with whom I

had contact at that time were patients on the psychiatric unit on which I worked. They
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were commonly admitted for either depression--some of the most vivid and intractable

cases I have ever seen--or cognitive impairment, which was sometimes remediable but

often not, in which case the person was termed a "placement problem." Obtaining a

Master's Degree in Geropsychiatric Nursing led me into a more hopeful clinical role as a

head nurse, setting up the nursing component of a new multi-disciplinary Gero

Psychiatric Evaluation Unit. Staffed by a committed group of people who went the extra

mile for their patients, the results were sometimes dramatic.

Over the 20 years following my departure from Florida--most of them being

preoccupied with my own emerging career and family--my parents continued to age, my

father weakening from arthritis and multiple small strokes in his early 70's, up to his

death at age 73. To me, this seemed entirely premature; I was shocked and unprepared.

Not having lived with him for the previous eight years, I had seen only occasional

glimpses of his frustration with physical decline. Our family mythos had often dismissed

his complaining as a streak of laziness which thrived on veiled attempts to turn sympathy

into gain. Though there was an element of truth in this, I was profoundly affected by my

last visit with him, four months before he died. He took me to pick strawberries, but

could no longer reach down for them himself. My mother was having to button his

buttons and tie his shoes. He said, "It's no fun to grow old."

While my dad had been happy with his retirement years of self-imposed relative

inactivity long before his decline, I could not have imagined a life more dull. Now, at 41

with a husband and two school-age children, I look to my retirement with both

anticipation of the free time and dread about the passage of time--being tipped toward the
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"other" end of the age spectrum. My mother is now 81, quite satisfied, independent for

the most part, and living a full life with relatively stable diabetes, hypertension,

cardiovascular disease, and--recently discovered--breast cancer. I know more about the

possible outcomes with my mother than I was prepared to consider with my dad, but

given Mom's tenacity combined with her fatalism, I would not place bets.

Near the beginning of my doctoral work over eight years ago, I developed the

concept "buoyant vitality" to characterize a few of the "exceptional" old people I met

while doing fieldwork in residential hotels in a skid-row neighborhood of the city.

Managing to cope with muggings, rodents, less than marginal incomes, and uninvolved

or absent families--on top of their multiple chronic illnesses for which they often had to

take complicated bus rides to see their doctors--seemed to me no less than an inexplicable

miracle. However, I had not begun this dissertation and had barely begun to delve into

the philosophies of Martin Heidegger, Maurice Merleau-Ponty, Hubert Dreyfus, and

Charles Taylor. My divergent experiences with old people, personally and

professionally, led me to question what I was seeing, to want to understand the issues. I

was curious. Now in mid-life, the issues are beginning to look like my issues. A 41-year

old body does not respond like a 31-year old body. Money invested now can make a

difference in my standard of living when I am old. End of life choices and contingencies

are part of my world, my family.

Through my doctoral studies, the concepts of "buoyancy" and "vitality" have been

problematized for me. I have learned not to look for absolute clarification and

specification of them anymore. I know that I could gain greater understanding of these
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concepts in particular places and from the elderly themselves, but I could not expect their

accounts to fit neatly into preconceived theoretical frameworks about "buoyancy" or

"vitality." My expectations have changed such that I anticipate learning about such ideas

in a much richer, and at times, more serendipitous way than through the defining and

operationalizing of terms. This fore-structure of understanding is an evolving framework

and will continue to shape and be shaped by life experiences I cannot anticipate. Many

questions are answered by this study; many more are generated. One must remain open

to the contradictory ways in which the world appears and draw from such phenomena to

make it more comprehensible.

r Data i

Everyday practical human activity is the source of knowledge in interpretive

phenomenology as well as its domain of inquiry. Human activity is studied through

interpretive analysis of texts or text-analogues generated from audio- or videotaped

interviews, narrative accounts of participant observation, published autobiographical

works, journals, newspapers, and a variety of other text-based documents. The use of

visual sources of data such as videotapes and photographs to uncover unrecognized skills

and practices has also been adopted, but is less established in the tradition of interpretive

research. The source of data, or combination of sources used must be determined by the

phenomenon studied (Benner, 1994b).

Design of the Study

Research Questions

At the outset of this study, my research questions included the following:
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1. What issues show up in the stories people in their 80's or older recount? What

are the background meanings of aging prevalent in the culture and sub-cultures of the

person? How are issues common to the overall culture taken up differently by different

people?

2. What counts as stressful, troubling, or debilitating, and on the other hand,

satisfying or exhilarating in day-to-day experience? How do such concerns and

meanings make sense in light of personal biographies or life stories?

3. What allows some people who are extremely challenged to experience

possibility, such that vigor and well-being are experienced, while others who are

relatively well off are closed to possibility, sometimes to the point of despair? What

cultural and personal background meanings are salient in the situation; what is at stake?

The Study Sample

Sample Cl
- -

The sample was comprised of 14 people ranging in age from 80 to 94. They were

unevenly distributed across this range, with 9 people between 80-83, 3 in their late 80's,

and 2 people at least 90. Eight of the research participants were women, half being

African-American and half of European descent. Six men were interviewed, again

divided evenly between the two racial groups. Table 1 shows the distribution in terms of

income.
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Table 1

I Distributi

Annual Income (US dollars) No. of Persons

Below 6,000 0

6,000-10,000 2

10,000-20,000 4

below 20,000 but 2

unsure which range

20,000-30,000 3

Above 30,000 3

The variation in educational preparation among the participants was skewed to

the high end. Table 2 revealed that eight of the fourteen participants had attended some

college, out of which five had done graduate work.

Table 2

Highest Level of Education Achieved

Education Level No. of Persons

Grade School 1

High School (or portion) 5

College (or portion) 3

Graduate School (or portion) 5
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At the start of the study my target number of participants was twenty. By the time

I ended recruitment I had obtained a reasonably good distribution of participants in terms

of age, gender, and racial/ethnic group, and my sources of access to research participants

were being exhausted. Based on the rich quality of the data I had received and the

multiple interviews built into the design, the adequacy of the sample size was deemed

sufficient to achieve my research objectives. In light of the distribution of participants on

the basis of income and educational preparation, this convenience sample admittedly

reflects a disproportionate number of people from a higher socio-economic class than

would be expected in the general population.

Criteria for Inclusion in the Stud

People were considered eligible for inclusion in the study if they were at least 80

years old, not living in an institutionalized setting, of either African-American or

Caucasian race, and able to sustain in-depth conversation about their lives, including

current and past experience for approximately one hour at a time. Adequate hearing,

speech, and memory to sustain such an activity was required. This was not a problem for

any of the participants to whom I was referred.

Recruitment Procedures

Recruitment was achieved through a variety of channels: Participation was

solicited through personal contacts of my own in my local community, usually inquiring

among friends and associates my own age about their extended family members.

Contacts were also made through senior centers after posting notices on their bulletin

boards and introducing myself at their events. Several church pastors were also diligent
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sources of research participants. On one occasion I attended an autobiographical writing

class in a senior center. and though the interest was high, none of the attendees was old

enough to meet the age criterion.

When meeting prospective participants face-to-face, I explained the project and

gave them written descriptions of the study. Those who were recommended to me

through third-parties were also given or mailed written descriptions when possible.

When people were interested they either extended their phone numbers allowing me to

call them, or they called me themselves. Over the phone I explained the study. In most

cases this elicited an immediate yes or no; if yes, an appointment for the first interview

was arranged. At the time of the first interview, formal written consent was obtained,

according to the protocol established through the UCSF Committee on Human Research.

Data Collection

This interpretive study was carried out primarily through interviews of

community-dwelling people who were at least 80 years old. I also wrote fieldnotes when

an interaction or situation stood out as being potentially cogent to the aims of the study.

To render a text for interpretive analysis, the interviews were audiotaped and transcribed.

All of the interviews were conducted in the participants' homes, with the exception of one

of four interviews conducted with one participant which took place in a private room at a

Senior Center. Each research participant was interviewed on at least four occasions over

a period of from 1 1/2 to 3 months. The interviews lasted from one to two hours at a

time--occasionally nearly three, guided by the level of fatigue and willingness of the

person. On a number of occasions, more than four visits were required to complete the
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entire battery of interviews.

The series of interviews (see Appendix A for interview guides) was designed to

explore the lived experience of aging in the context of one's life story. It included the

following: (a) a Social-Demographic questionnaire to record specific basic identifying

information, (b) a Conduct of Daily Life interview to discover their "rhythms and

rituals," essentially how their days and weeks are parceled out, (c) a Life Story Interview

in which the participants were asked to talk about how they came to be who they are

today, relating circumstances, events, and experiences of their lives, (d) a Stand-out

Event Interview that was conducted two or three different times, intended to elicit

experiences or events in the recent past which were particularly difficult or satisfying;

especially issues pertinent to aging, disability, or health and how the person coped, (e) a

Health History intended to provide a brief overview of past and present health problems

as identified by the research participant, and (f) a concluding interview to elicit their

Philosophical Perspectives on Aging; namely, what advice they could give to someone

about getting older and what one should expect. Table 3 outlines the schedule that was

generally followed in conducting interviews.

The manner of interviewing utilized in this study is what Van Manen (1990) calls

"conversational interviewing." Rather than being only a means of collecting experiential

data about the lived meanings of aging, this approach promotes a relationship between

and the interviewer and research participant in which both have an animated interest in

the topic of inquiry and become collaborators in making sense of it. This collaborative

process is facilitated by having the interviews transcribed and reviewed before successive
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meetings in order to pursue the evolving interpretation with a follow-up line of inquiry

(Leonard, 1994).

Table 3

lef lecti

Visit No. Name of Interview Guide

1 Social-Demographic Questionnaire
Conduct of Daily Life
Life Story Interview (begun)

2 Life Story Interview (completed)
Stand-out Event Interview (first time)

3 Health History
Stand-out Event Interview (second time)

4 Stand-out Event Interview (third time)
Philosophical Perspectives on Aging

Multiple interviews with the same participant were obtained to (a) promote the

development of the collaborative relationship just mentioned, (b) to provide the

researcher the opportunity to review an interview before the subsequent one, (c) to

accomodate the series of six interviews, and (d) to generate enough data to assure that

emerging interpretations could be adequately supported by recurrent patterns and

meanings showing up in the data. The interviews were designed to stay as close as

possible to the lived experience of aging. This involved the attempt to elicit "personal

life stories." Anecdotes, incidents, or accounts which relate experiences as concretely as
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possible (Van Manen, 1990). Focusing on specific situations, the researcher probed to

get the story filled out as fully as possible, including prompts to elicit how it was

experienced emotionally, sensually, and in relation to the person's purposes and concerns.

This approach is concerned less with the "facts" of the account than with how true it is to

the living sense of the experience (Van Manen, 1990).

An important consideration used in deciding on what to focus is the way in which

taken-for-granted meanings about approaching the end of one's life are just that: Elusive,

non-explicit, and embedded in the smooth coping with day-to-day life. Often, the things

that are opaque to our awareness when our practical know-how is intact suddenly take on

new significance in situations of breakdown Therefore, some of the most significant

data is generated in the context of accounts exploring instances of change, disruption,

breakdown, and other disturbances in a person's experience (Packer, 1989). The pursuit

of anomalies or aspects of the data that did not make sense often provided access to

understandings which would not have been likely to show up otherwise (Benner, 1994b;

Packer, 1989).

Approach to Data Analysis

Interpretation is the mode of data analysis in interpretive phenenological research.

Interpretation of the text begins with the first interview and proceeds simultaneously with

data collection. This allows the investigator to engage in a "dialogue" with the text, such

that new issues and themes are pursued as they arise, shaping subsequent lines of inquiry.

Over the course of the study, one's interpretations go through evolutionary changes

reflecting refinements in understanding. One of the hallmarks of interpretive research is
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the way one enters the project prepared to have one's assumptions challenged, altered,

extended, and transformed. The interpretive investigator makes his or her starting place

as explicit as possible, while being open to the likelihood that these understandings will

change (Benner, 1994b). Consistent with the method of interpretive phenomenological

inquiry, several strategies were used to interpret the text: (a) paradigm cases, (b)

exemplars, (c) and thematic analysis.

Paradigm Cases

Paradigm cases are strong instances of particular patterns or concerns embodied

in a person's way of being. They may initially stand out by virtue of their capacity to

engage the interpreter on a vague perceptual level that cannot be articulated, but through

the process of interpreting a paradigm case, the person's concerns, issues, or ways of

acting which focus the evolving interpretations become more comprehensible (Benner,

1994b). The interpretation of paradigm cases begins with a reading of the entire text on

one case to get a global sense of "what it is about." Concerns, issues, or ways of acting

are examined closely for recurrences or contrasts in other parts of the text. Moving back

and forth between the text as a whole and its parts, guided by these perplexing aspects,

facilitates the developing interpretation. When incongruencies arise within the text of

one research participant, they are not necessarily seen as enigmas to solve with some

overarching interpretation. The text is further explored in the effort to confirm or dis

confirm one's interpretation, with the understanding that real-life inconsistencies

characterize human narratives and such incongruities may not be resolvable (Benner,

1994b). Paradigm cases provide an understanding which cannot be explained in
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theoretical terms, but they have recognition potential; they make understandable

instances of similar situations which are not so clear. Paradigm cases must be understood

on their own terms, and as such provide powerful narrative. Yet, in contrast with other

paradigm cases, they work in "indirect discourse," one shedding light on the other,

illuminating aspects of our understanding which might not be possible to have in our

practical grasp of the situation (Benner, 1994b; Leonard, 1994).

Exemplars

Exemplars are stories or vignettes which elaborate a range of relationships with

the phenomena illuminated by paradigm cases or thematic analyses. Exemplars call

attention to the meanings in transactions, incidents, or capacities by setting up critical

distinctions and similarities with other exemplars. As such, they work as a kind of

"operational definition" (Benner, 1994b; Leonard, 1994).

Thematic Analysis

After multiple readings of the text as a whole, comparisons were made to other

whole cases in order to identify emerging patterns, concerns, or themes. These patterns,

concerns, and themes were used as guides to subsequent readings of the texts in order to

show up commonalities and qualitative distinctions between cases as well as within text

from the same person. This process of comparison, going back-and-forth between the

whole and its parts, allows new understandings of the text to arise which revise and

extend one's understanding of patterns, concerns, or themes already uncovered. The lines

of inquiry developed in this way went through multiple refinements through the reading

of all sets of interviews, ultimately resulting in the more general categories which
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organized the presentation of research findings (Benner, 1994b; Leonard, 1994).

rativ

Doing interpretive analysis in collaboration with colleagues on one's research

team or with other colleagues doing interpretive work provides an additional way to

remain open to interpretations in the text (Van Manen, 1990). I utilized this essential

"interpretive strategy" from the time I began data collection as a member of a group of

five, and later four interpretive researchers in various stages of their projects. It involved

meeting twice a month, having read in advance each others' research texts, and engaging

in dialogue about the emerging interpretations. Through this dialogue and by challenging

each others' biases and blind spots, the group helped to confirm, refute, or extend the

emerging interpretations.

V i n ive A

Whereas rational-empiricist inquiry attempts to achieve an account which most

closely corresponds to "objective reality," interpretive methods see truth as an ongoing

process of successive interpretations, each allowing for new possibilities to be uncovered

(Addison, 1989). This uncovering of what was previously outside our awareness is the

return arc of the hermeneutic circle, the response to the question we formulated from our

starting place on the circle. The circular nature of our understanding is incongruent with

concepts of validity and reliability in traditional rational-empiricist inquiry. Therefore,

considerations relevant to the evaluation of a product of hermeneutic inquiry differ from

the rational-empiricist approaches to evaluation. A good interpretive account ought to

demonstrate such qualities as "comprehensiveness, comprehensibility, intelligibility,
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credibility, meaningfulness, significance, and fruitfulness for opening up new

possibilities" (Addison, 1989, p. 55). Packer and Addison (Packer & Addison, 1989a)

propose the following considerations in evaluating the product of hermeneutic inquiry:

(a) the coherence of the account, (b) its relationship to external evidence, (c) the

consensus it elicits among various groups, and (d) the account's practical implications for

future events.

Coherence

Coherence refers to the plausibility or intelligibility of an account. A strategy

used by the investigator to achieve coherence is to continually look for evidence in the

text that disconfirms one's interpretation or doesn't make sense in light of the interpretive

account. A reading of the text in its parts and their relation to the whole should square

with the interpretation.

External Evidence

The external evidence for the account counters the possibility that the investigator

is offering only a confirmation of his or her preconceptions. Moving outside the text to

check one's interpretation with the participant from whom the text originated is a method

of providing some external support for one's interpretation. This allows for the

possibility that there may be disagreement over the interpretation, and discussing points

of the disagreement can be illuminating.

Seeking Consensus

Seeking consensus refers to the activity of discussing one's interpretations with

colleagues comprising an "interpretive group," as described above. This is not equivalent

*

º
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to reliability assessment in rational-empiricist methods since agreement among

interpreters does not guarantee the correctness of the interpretation. The evaluation of an

interpretation on the basis of consensus is more compelling if competing interpretations

come to the fore and are adjudicated on the basis of how well one interpretation accounts

for the disparate interpretations on the table and improves on them (Packer & Addison,

1989a).

icati Ven

The fourth point on which an interpretive account can be evaluated lies in its

practical implications. This is a kind of pragmatism criterion, referring to the usefulness

of the understanding produced; its ability to "emancipate" people by bringing to

awareness previously hidden understandings which improve on their embodied

navigation or "grasp" in the world. The research question or problem, if conceived from

an engaged position, situated in practical activity and concern, should produce an answer

which uncovers new possibilities for understanding the phenomenon investigated (Packer

& Addison, 1989a).
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Chapter Four

DWELLING-IN-THE-WORLD:

REALMS OF MEANINGFUL INVOLVEMENT IN LATE LIFE

Introduction

By midlife, most people have had some experience that throws off balance their

taken-for-granted sense of what the world is about and their place in it. This may involve

the birth of a child, the loss of a parent, a serious injury or illness affecting oneself or a

loved one, the devastation of losing one's home to fire or natural disaster, or the tragedy

of violence in one's community. Less significant or extreme circumstances can also call

into question a person's ordinary grasp in day-to-day life. A move to a new home in a

community which is quite different from the previous one can precipitate varying degrees

of disruption in a person's practices and understandings of what is salient. A more

transitory experience of this disequilibrium may occur when visiting a foreign country

where the language isn't familiar, the currency has a substantially different value from

that of one's own country, and the manners and customs of the people don't immediately

make sense. While these kinds of changes in one's world can occur at any time, they may

increase toward the end of life when one's health, social matrix, and conditions of daily

life are at increased risk of being disrupted in dramatic and significant ways.

As explicated in the works of Benner (Benner, 1984a, Benner, 1994a, Benner &

Wrubel, 1989), Dreyfus (Dreyfus, 1991; Dreyfus, 1992), Heidegger (Heidegger,

1927/1962), Taylor (Taylor, 1985a, Taylor, 1989a; Taylor, 1991a; Taylor, 1991b),

Wrubel (Wrubel, 1985) and others, one's usual concerns, habits, traditions, practices, and
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familiar patterns of relating and getting the expected responses from one's environment

are the very things that make a person understandable as who he or she is. This notion of

the situated relation between the person and his or her world, that a person both

constitutes and is constituted by one's existential involvement in the world, is the

condition for the possibility of meaning to arise at all. In this sense, meaning is not

located in or created by the individual, but is given by cultural and social parameters that

define and delimit what it is to be a person in the particular circumstances of the

situation.

To the extent that we participate in day-to-day life through familiar habits,

routines, and practices that mean something to us, we are defined by this involvement.

This is the notion of human beings as "self-interpreting" (Benner & Wrubel, 1989;

Heidegger, 1927/1962; Taylor, 1985a) To be disconnected from these taken-for-granted

ways of knowing oneself and navigating in the world leaves a person essentially "without

a place to dwell." Heidegger (1927/1962) uses the word "dwelling" to illustrate the

fundamental mode of human being-in-the-world and to emphasize that this relation is not

that of a subject to an object. Dreyfus (1991) also uses a synonymous word, "inhabiting"

to illustrate how Dasein (human being) and the world are mutually constituted: "When

we inhabit something, it is no longer an object for us but becomes part of us and

pervades our relation to other objects in the world" (p. 45). Polanyi (1962, p. 195-196)

makes this idea clearer by pointing to the way visionary discoveries in the sciences and

creativity in the arts occur in the process of "dwelling" or "losing [one]self" in the

wonder of astronomy, or in the music of a symphony, for example, as opposed to a
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detached relation characterized by observing and analyzing objective facts about such

fields.

In this chapter I will attempt to make visible some of the existential skills of

"dwelling" in the world as they are challenged or stretched during the late stages of life.

The discussion will address the relational fabric and context of people's lives which

allows meanings to work in sustaining them when familiar ways of comporting oneself--

the embodied, skillful know-how that comes from "inhabiting" the world in the sense

referred to above--break down due to illness, debility, losing loved ones, or relocating,

for instance. Some of the things which can impair a person's capacity to dwell-in-the

world will also be discussed. As described in the previous chapter, the primary means of

analytic presentation I will use to lay out these points is the paradigm case approach,

supplemented by exemplars to extend and contrast the points brought out by the

paradigm cases.

Paradigm Case #1: Ann

Ann is meaningfully engaged in lifelong traditions and practices despite failing

health. An 80 year old former university professor, she lives in the urban house where

she has lived for decades. She cared for her ill husband in this home for several years

preceding his death seven years ago. Her own disability due to chronic arthritis and

advanced congestive heart failure has gradually progressed to the point where her pain,

dyspnea, and weakness are ever-present in varying degrees. She has difficulty walking

even the length of her house at times. Though she has experienced a gradual decline in

her health over the past five years since suffering a heart attack, her deterioration in the
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past year has been particularly dramatic, following surgery for colon cancer and two

episodes of pneumonia, one requiring hospitalization. However, she has responded to the

situation with equanimity and acceptance:

I accept it because that's the way life is....I also am perfectly aware that if I were to
fight and struggle and God knows what, I wouldn't accomplish anything and I'd feel
worse. Actually I don't like being in pain. I don't like being stressed, so I try and do
the best I can to sort of quiet it down....I would rather live, I would rather be strong.
I would rather be young....but there are no choices here (1.3, p. 31)."

Ann does not experience her debility as defeat, or an occasion to give up, in spite

of the recognition that many physical capacities she once took for granted are

irretrievably gone. She has adapted to her limits with day-to-day strategies that make the

best use of her physical resources and preserve her enjoyment of everyday life:

INT* How satisfied are you with how you've been spending your time recently and
would you change any...

ANN: I think, considering my limitations, I enjoy what I do when I can do it. This
last year has been a great change in my life since my surgery and my pneumonias
and things. And it isn't a question of being satisfied, I just do the best I can with
what I've got....I mean that's--I mean, my disabilities are such that I have very few
choices. And...I just enjoy myself with what I have at hand.

"Throughout this dissertation, quotations excerpted from the interview text have
been edited to eliminate extraneous words (e.g. "uh" and "um") from both the interviewer
and research participant and repetitious affirmative-type responses (e.g. "um-hum") from
the interviewer which are natural in the conversational context but distracting in written
text. It is pertinent to note that Ann's speech was animated and clearly enunciated, and
she often began to answer before I could finish speaking the last several words of the
question. This did not suggest to me that she was impatient or not listening, but rather
that she was adept at recalling relevant material and enthusiastically engaged in sharing
1t.

*The abbreviation "INT" used throughout the dissertation announces the words of the
interviewer as excerpted from the interview text.
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INT: Well, just being an outside observer looking at all that you do and all that
you're engaged with....To me it's very inspiring to see what one can do being so
constrained but still having a very rich...

ANN: I have a rich mental life....That probably is what makes the difference. And I
have a very rich social life, don't forget (1.1, p. 26-27).

Despite being essentially homebound, Ann is by no means a social isolate. She

receives frequent phone calls and has visitors almost daily from among her many friends,

relatives, and acquaintances. For years she has invited international students at the

nearby university to live with her in exchange for what she calls "goods and favors."

Besides benefitting from their companionship and practical assistance for household

chores and meal preparation, they provide each other intellectual stimulation, with Ann

assuming the role of sage or mentor to many of them. Over the years these relationships

have expanded her ever-enlarging network of caring and appreciative friends.

When Ann is alone, and she is much of the day, she finds numerous possibilities

for pleasurable activity. She continues to read scholarly works and has written numerous

memoirs and two children's books in the past few years. Reading romance novels and

listening to classical music are additional sources of enjoyment. For her children and

grandchildren, she knits socks and washcloths. Judging from the how she spends her

time, boredom and loneliness do not often enter her experience:

INT: So how do you feel by the time you're awake for the day by six? Do
you feel rested or how...

ANN: No I don't feel actually rested, but I'm able to get about and...sit in my
chair or plan with my daily housework or what the day is going to be like. Or
decide whether--what I'm going to read, if I can write. I play my tapes a lot.
Musical tapes. I'm very fond of the three B's. And I have a nice repertoire of
classical music that I play for myself...I don't watch television really much.
Most because it bores me. But...once in a while I find a show on Channel 9 or
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on the Discovery Channel that I like....I am sort of...an armchair
biologist....And, uh, I watch nature shows about animals and plants and areas
and things. I'm always learning things that I didn't know before.

In recent years, Ann's avocational interest in "armchair biology" has been

expressed primarily through her extensive collecting and reading of all the available

writings by and about a famous scientist, particularly focusing on the sociological aspects

of the man and the development of his theories. This could be understood as a vibrant

extension of her former career as an academic. However, instead of pursuing this interest

for scholarly reasons, she has engaged in it for the pure pleasure it gives her: "I have

many, many books about him and all of his writings. So I can amuse myself at my own

level. I don't plan to do anything with any of this except enjoy myself" (1.1, p. 9).

Ann must often, by necessity, acquiesce to the "will of the body" (Frank, 1991).

Over the course of the interviews she was experiencing increased weakness which she

attributed, in part, to a viral illness, yet overall she interpreted this and her frequent heart

palpitations and chronic ankle edema as evidence that she is on a downward trajectory.

Her ongoing sense of where she is physically takes into account both what her condition

precludes as well as what possibilities for meaningful life her body still allows:

I think I'm past the stage where I will be writing anymore because my powers are
failing. Not because I couldn't write, but I haven't got the energy to put my mind to
it....I still try to do as much as I can in the world that is. I am really helpful when I
can be without being pathologically helpful....I never interrupt anybody and say, "I
think you should do so and so." Least of all my own children. But they do come to
me for advice and I give them my most considered opinion as I do anyone else who
will ask me. And I'm not at all offended if no one takes my advice (1.3, p. 4).

She knows and respects her body's willfulness, trusting in its wisdom (Frank, 1991) as if

it is part of the natural order of things:
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ANN: I didn't really think I was gonna make it for very old because I had used my
body so badly. I'd been exposed to so many diseases. But, I have a very strong
constitution, obviously. And good genes....

INT: So your experience now is different from your earlier expectations?

ANN: Yes, as a matter of fact. I'm gonna die probably very quietly, instead of in
battle. (laughs) Or be blown into the middle of next week by a Nazi bomb, or
whatever. 'Cause any of those things could have happened to me and they didn't.

INT: When you talk about your physical deterioration, do you see that as just
something that has involved getting weaker and frailer?

ANN: Yes. I don't think there's anything very dramatic in my case. It's just
probably, as we say, it's what you expect. None of this surprises me (1.3, p. 20).

Here she is referring to having dodged risky situations in her young and middle adult

years. She had been a volunteer in the Spanish Civil War in the 1930's, survived more

than one potentially life-threatening illness as a young adult, and suffered nearly

disabling back problems in middle age. It is as if surviving these close calls was only a

reprieve granted by extraordinary luck and "good genes." She therefore may see no

cause for complaint today because she "used [her] body so badly" as a young woman.

What she feels she can accomplish now is what the situation offers her--no more and no

less. This is not the self-understanding of a radically-free, rational agent striving toward

mastery and control. On the contrary, much of her life has been shaped by things beyond

her control, and her self-understanding makes room for this. She does not experience her

body as an adversary, an object of disgust for having failed her. She can accept it, foibles

and all, as if it is an old friend. Acknowledging and working within its constraints, she

knows full well that challenging its limits would make her more uncomfortable by

exacerbating symptoms.

*



79

Getting a good night's sleep is often problematic for Ann, so she has learned how

to respond when she awakens in the middle of the night:

ANN: Well, if I wake up early enough I try to go back to sleep and if I don't, then I
read. Sometimes I sit up in my chair. Sometimes I just lie there and invent stories
or think about what I've done yesterday or...you know, any number of things that I
can think of...And then sometimes I generally fall back to sleep between 4:30 and
five and then I sleep until six.

INT: And when you wake up at six is that a natural time you wake or....

ANN: Yes, I automatically wake up at six because I have pills to take....I do a lot of
turning which I think is good because it's a form of exercise in bed. And so I go
over--I revolve like a top....But it doesn't bother me to do that. It keeps my
circulation going well.

INT: Do you fully wake up when that happens?

ANN: Yeah. I'm fully awake. The whole time I'm awake....And then sometimes I
get very annoyed with myself. But as there isn't anything I can do about it, I just put
up with it....I'd rather do that than take sleeping pills because then my sensorium is
clouded in the daytime, and I couldn't do what I normally do (1.1, p. 2-3).

The way she has come to understand and accept herself as capable in some areas, yet

limited in others has the benefit of minimizing the frustrations and worries she might

otherwise feel preoccupied with at night:

INT: Do you have more tossing and turning when something is on your mind the
night before or you're concerned about something?

ANN: I don't...take my concerns to bed with me. As a matter of fact I really do
have very few concerns in that sense. Sometimes I have somebody that's sick in my
family but I couldn't possibly-- (Phone rings and interrupts conversation briefly.)
At my stage in life--and this must be true of others as well--I realize that there is
very little I can do to be of any help. There was a time when I'd be an active bustler
about, helping nurse people or...doing other things, but I can no longer do that. And
so I have to accept with resignation that I'm rather helpless about being a do-gooder
as I might have been formerly....I give counsel when asked but only when asked to
my...children or to whoever asks me. But...unasked, I don't offer. So what I take to
bed with me are not the ordinary concerns that one might take under ordinary
circumstances....I try to keep myself as comfortable as possible and there are

*
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periods when I have shortness of breath and at that point I sort of get out of bed and
sit in my chair or take some extra medication for it (1.1, p. 3-4).

Ann's ability to see possibilities rather than obstacles in most situations seems to

have characterized her from an early age. Growing up in the rural midwest, she turned

numerous disappointments into exciting opportunities. When she and her family had to

leave their beloved homestead and move into town when she was eight, she took up

naturalistic studies of the frogs and snakes in the local drainage ditch. As she approached

the end of high school, she was expecting to go on to college and medical school, but this

dream was squelched by her family's financial losses in the Great Depression. Instead,

she became a social worker, and eventually earned two master's degrees and a Ph.D in

middle adulthood. Through employment, commitment to social causes, and self-directed

learning, she found outlets for her earliest passionate interests in science and nature,

social justice, and creative writing. This comment illustrates how she understands

herself.

I have been good at seizing opportunities. I really have. And...part of it is because
early on I learned how to use my creative unconscious. I let my creative
unconscious tell me. It's a better observer than I am. While I'm busy doing a host
of other things, it's noticing everything (1.1 p. 64).

In the second interview she talks more about her "creative unconscious," a term

she explains is drawn from Jungian psychology. Soon after her husband died and before

she herself became ill, Ann considered the possibility of her own eventual physical

decline and the potential inaccessibility of her upstairs bedrooms. Realizing that this

might someday prohibit her remaining in her own home, she added a bedroom and a

large, well-equipped bathroom to the main level of the house. She explains how she
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came to do this:

My creative unconscious serves me very well. And it can come up with a whole
project. I mean, look at the addition to this house. It's a project entirely out of my
creative unconscious. I came upstairs one day for the umpty-umph time, and I said
to myself, "I've got to do something about this." So when I woke up a couple of
days later I said [to myself], "Why don't you call [architect friend's name] and call
[son's name] and see if you can borrow at the bank?," because the house was
clear....That was a big project, and it arose out of my creative unconscious. Now I
didn't design the project, I didn't build the project, but I knew immediately who to
ask, and what to do on the business end. And that's what your creative unconscious
can do for you (1.2, p. 39-40).

Unfortunately, her foresight became reality two years later when she had a serious heart

attack. Overnight, her remodeled house became an invaluable resource, affording her a

degree of independence she would otherwise not have been able to enjoy. Knowing that

her financial resources couldn't last indefinitely, she recently refinanced her house and

took out a loan to have more cash to live on. As a result, she can afford the in-home

services of a nutritionist to ensure that she maintain adequate nutrition given her scant

appetite, and an acupressurist to treat her arthritis pain. She hires people to do her

housecleaning and has her groceries delivered. Her prescience in these matters has

worked to shore up the embodied capacities she still has.

Ann's "creative unconscious" has helped her in other instances. When shortly

after her husband's death the opportunity arose to go to Spain for a reunion of the

Americans who had volunteered in the Spanish Civil War, Ann was in a quandry until

her "creative unconscious" allowed possibilities to show up.

Like when I decided that I was going to go to Spain for the reunion. I kept saying,
"How can I leave now?," you know. "[Husband's name] died such a short time ago
and what'll I do while I'm gone?" and stuff like that. No problem. [laughs] I put
somebody in the house to take care of the house and off I toddled (1.2, p. 40).

-

*-
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Ann says she is good at "seizing opportunities," which she describes and

demonstrates as a stance of engagement with her world and openness to what her

circumstances can offer. "Listening to [her] creative unconscious" is an existential skill

for her. Through her familiar habits, skills, and practices, she is solicited by the

saliencies of the situation and its possibilities. Ann's story is an excellent example of

"situated possibility"(Benner & Wrubel, 1989, Taylor, 1985b, Wrubel, 1985). She sees

many aspects of her day-to-day life--things that might seem problematic to others--as

holding meaningful possibilities. For example, Ann initially brought up her sleep

patterns as "very bad," suggesting that they are at odds with what had previously been her

pattern or at least outside the realm of how most others in the world sleep. But she has

come to interpret her sleep disruption--the tossing and turning in bed--as having some

paradoxical advantage, a "form of exercise." In fact, it has become a new habit for her, a

routine happening that she makes room for, and even endorses, despite its annoyance.

She does not fight her wakefulness, but instead works with it and comes to understand it

as serving her rather than defeating or disabling her.

Ann attributes her sleep problem to being old and therefore beyond her ability to

control, a situation she believes she shares with many other old people: "I'm in a stage of

acceptance. I think a lot of people, old people go into this stage. We just accept what we

can't help anything about" (1.1, p. 22). Ann's self-understanding might be confused with

Stoicism, particularly in respect to some of the tenets of this ancient school of philosophy

as Angeles (Angeles, 1981) identifies them:

Everyone must follow the rational will of the universe and live in conformity with
the divine laws of nature, just as everyone must follow and live in conformity with
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the laws of one's country....Everyone must accept with equanimity his rightful place
in the scheme of things and fulfill the necessary purposes of that place (pp. 275
276).

Indeed, her many experiences in awe of nature--dating back to childhood and interwoven

into her adult work experiences in the laboratory sciences, mental health, and throughout

her historical and biographical studies of scientists--probably contributed to her

appreciation for the authority of nature. However, at closer look her stance could never

be called truly stoic, as this doctrine also affirms the virtues of psychic detachment,

emotional indifference, and radical self-sufficiency (Angeles, 1981), which are at great

variance from Ann's way of being-in-the-world. Through her lifelong habits, routines,

and practices, she exemplifies involvement, not detachment from concerns and desires.

By way of her involvement, she is able to recognize that which is possible in her

situation, in contrast to being committed to seeking idealized, and therefore unattainable

versions of her desires or ways in which her life is deficient (Benner & Wrubel, 1989).

As she says, "I would rather live. I would rather be strong. I would rather be

young....but there are no choices here." She has a realistic appreciation of her limits,

while at the same time being open to whatever her situation can offer.

We see this illustrated by Ann in numerous ways: Whereas her debility might

have disrupted a long history of hostessing parties and holiday meals in her home, this is

not the case. Though she is no longer capable of the planning, shopping, and food

preparation it involves, she holds open the possibility of entertaining, but on more modest

terms. After a recent outing to sign some legal papers--the first outing in a month--she

invited eight family members and friends over for a "dinner party." She explained, "I

--
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can't cook so I ordered up an ever such a nice Chinese dinner...and everybody sat

around....And I opened up two bottles of wine" (1.4, p. 7).

Despite being substantially debilitated and in nearly continuous pain, Ann does

not "moan and groan" about it, because "Who would come and visit an old kvetch?" (1.3,

p. 24). She draws sustenance from a lifelong tradition of scholarship, appreciation of

music and the arts, and an ongoing engagement with people. Her resourcefulness and

personal attributes must not be construed as the sole explanation for her situated

possibility, however. Her community of friends and family plays a substantial part in

preserving the web of familiar practices and habits that constitute her self-understanding.

They continue their involvement with her as in previous years, but at her home. They

seek her counsel. They are responsive to the hospitality she extends through spontaneous

"dinner parties." They complement and fill in for her waning physical capacities. Rather

than change the rituals of the holidays, gatherings continue to take place at her home,

though she is now assisted by all the guests sharing in the tasks of preparing the meals

and carrying out the usual traditions. When her nephew, living close by, did his grocery

shopping, he would frequently call ahead to find out if he could pick up something she

needed at the same time. In a later interview, after he had temporarily moved in with her,

I asked her about what is most helpful to someone her age. She replied:

Actual physical help. Somebody to bring me my food and somebody to help me in
and out of the bathtub if I should need it. Someone to answer the doorbell for me.

Just physical things. Actually I don't--at the moment I still don't need anything
mental. I don't need an interpreter for instance. (Laughs) And the other thing is to
understand that if I set about doing something for myself, I'm capable of doing it. I
don't want anybody hovering over me, naturally....My nephew is staying with me
now and he's not a good hoverer, I'm glad to say. He doesn't hover....But he's very
helpful and he does anything I ask him to do. He goes to the post office for me and
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shops and does all kinds of other lovely things (1.4, p. 24–25).

Ann enlists the help of many different people to address her day-to-day needs,

including two hired Salvadoran women who have been helping her with the household

for six years. She recognizes that she is fortunate in having many supportive people

around her. While she does entertain the notion of reciprocity in her relationships, the

relationships are not framed in terms of mere exchange. Instead, she accepts help

without the burden of guilt or indebtedness, acknowledging goodness in the relationships

in and of themselves:

I have loads and loads of visitors. I have a very large circle of friends. It's sort of a
network...and I see them often and they do things for me. I don't exactly know what
I do for them, but we have a high old time (1.1, p. 13).

Whereas she can no longer be the bustling "do-gooder" she was in younger years,

her interviews suggest that she continues to artfully tend and nurture her social

environment as if tending a garden. She attempts to be socially welcoming instead of

sour or self-pitying:

I'm not depressed and I'm--most of the time--I'm quite happy. And I try to keep the
people around me happy. You know there is a great deal to be said for creating a
therapeutic environment because you're the one that lives in it....So that I'm
absolutely reliable as far as mood swings are concerned. I don't--I'm not--you
know--nasty or say bad things or treat people badly or anything like that ever, ever.
It's a question of you know, it's like an absolute must and what happens then is that
the house has an ambience, everybody is happy and comfortable....If you create it,
you live in it and you're the luckiest one of all (laughs).... I dare say, I shall live
courted and die lamented because of the way I behave and the consistency of my
temperament (1.4, p. 35).

The way Ann dwells in her relational world highlights Løgstrup's (1971)

distinction between two kinds of relationships, the first kind being worthwhile only on

the basis of the returns it can bring rather than for its own sake, and the second

i
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analogous to that which arises in "natural love":

That I should benefit in return is of course not a condition or requirement that I
attach to my love for the other person; it simply follows, so to speak, because
indirectly the other person is a vital part of my own life....the reciprocal love is
desired as an unearned happiness. If it were of the nature of a return favor it would
be worthless or...meaningless (p. 136).

Though Ann is dependent on others for many things, she makes it clear that she

contributes to the effort and doesn't need a "hoverer." She explains how she and the

students who live with her work together to prepare a simple but elegant meal:

I can do very simple things. Last night I pan broiled some steaks and the
nurse who's with me now made the salad and the mashed potatoes and we had
steak and mashed potatoes and salad and then she made a fruit cup. It was a
very elegant dinner (1.1 p. 15).

Ann's engagement with her community is mutually constituting and creates

possibility for them both. In this sense, neither Ann nor her community invent or choose

meaning for themselves individually. Meaningful life is not located in Ann as an

individual, nor is it solely a matter of her personal traits, knowledge, or skills, but is made

possible in this relational context. Ann's friends and family know her history and what

has always been significant to her. Their ability to respond to her in familiar ways in

spite of her deteriorating physical capacities preserves her personhood and allows her life

to be so vibrant. It is as if there is a dance going on between Ann and the people and

circumstances surrounding her life. The traditions and practices they participate in

together are so ritualized that they know--not necessarily consciously, but through

embodiment--how to respond to each other in a very skilled way. As her body fails, the

community fills in. As circumstances change, their zones of participation shift to

preserve the familiar, constituting context.

i
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Ann is a storyteller, with a very appealing style of self-presentation, both orally

and in writing. In our interviews she told morally instructive stories from the days of

raising her children, stories from her childhood that revealed her dauntless spirit of

exploration, and examples of how she used humor and kindness in teaching and

supervisory roles. Her stories are entertaining and often humorous. In recent years, she

has published childrens' books based on childhood experiences on her family's prairie

homestead as well as memoirs from her professional life. Ann speaks of her life as a

story now in denouement. She understands her body's decline over the last year as

heralding her approaching death. In our last interview, she anticipated that she would

probably die within "a matter of months," judging from her advancing weakness and

symptoms of chronic heart failure: "I've sort of used up my heart a lot and I don't know

how well it can respond or for how long" (1.4, p. 3). During a recent bout of intestinal

flu and the heart problems it exacerbated, she wished for death:

It is really a rotten, rotten, rotten set of feelings that you have. Your body is really
sick. And, I'm so glad that I'm not so acutely uncomfortable [now] because I hate
that. There were times when I would have traded places with anything as long as it
was good and dead. That's just exactly how I felt. But I began to feel better after
about four days and I truly am better. I had a bath this morning. I smell nice. I'm
clean from the skin out. And my friends are here working away and we've got lunch
all planned. And...everything is going very well (1.4, p. 4).

These back and forth exacerbations and remissions--which are really "reprieves"

in Ann's way of thinking--keep her future horizons in relatively close proximity. Still,

*At the time of this writing, more than two years after Ann's prediction, she is still alive,
but is mostly non-ambulatory, needing round-the-clock attendants. Friends still call and
visit. She has had to take out a second mortgage on her house to finance her ongoing in
home care.
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with her social calendar booked into the coming month with visits from her sister and

then from Canadian friends, she wants to stay alive long enough to enjoy this "unfinished

business." Other kinds of "unfinished business" Ann has recently been attending to are

getting her finances in order, knitting a pair of socks for her ex-daughter-in-law in time

for winter, and giving away possessions to her children and grandchildren. Her home is

filled with an astounding array of interesting objects which represent many years of

collecting fine antiques, particularly books, prints, graphics, porcelains, and jewelry. She

shared this hobby with her husband for many years, during which time they attended

auctions and visited antique dealers on a regular basis. Up until recent months, she was

occasionally escorted by friends or family to garage sales where she looked for jewelry to

have on hand for gift-giving occasions. As she anticipates her life coming to a close, she

has deliberately attempted to find new homes for a number of these objects, many of

which embody precious memories spanning a lifetime. She has asked her children to

make their choices known, and prefers distributing things while she is still around to

witness their pleasure. When she was forced to part with thousands of books to make

room for home renovations, she made donations to municipal and university libraries, but

in her characteristic style, also held a festive party to sell many of her books to friends

and acquaintances:

ANN: I had one book sale that I thought was very clever. I invited all of my
friends, and I have a great many, to come and go through the entire joint and choose
what they want, and they did.

INT. Umm...wow!

ANN: So that worked out fine.
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INT: What a treasure hunt.

ANN: [laughs] Everybody had a fabulous time.

INT: I bet.

ANN: We had tea and cake and sandwiches and the biggest book hunt of the world.
It was great.

INT: But you went through and identified everything you were not gonna part with
I imagine...?

ANN: Well, yes, I did....But it wasn't easy. If they brought me a book, I said no,
not that one, you'll have to go find another one....But, in general, it was easy. So in
this manner I have cut down the size of the library so that there are no longer any
shelves in the middle of the garage (1.1, p. 11-12).

When I asked Ann how she envisions her future, she replied, "I don't think I have

much future except doing what I'm doing now. I'll probably stay home and read and knit

and sort of supervise the house....I have a lot of visitors" (1.3, p. 21). The social contact

and engagement she has, both over the phone and with visitors, is clearly her lifeline,

because it provides a familiar, sustaining context within which her traditional ways of

being constituted shift and change in response to the exigencies of her situation. Ann's

existential ability to dwell in her relationships and world has been challenged by the

increasing limitations imposed by her declining health and functional abilities. The

meanings associated with the things Ann was doing in her early and middle adulthood--

raising children, teaching in the university, helping friends in times of need, working for

Social causes, being hostess to visitors and social gatherings--are not identical to the

meanings inherent in her current activities, given her substantially reduced level of

functioning and shrinking future. However, these earlier meanings have shifted and been

reinterpreted: She now "entertains" with take-out food, "hostesses" holiday meals

-
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cooked by her guests, reads about historical figures in science for the pure enjoyment of

it, and allows herself to be cared-for in the way she had previously cared for others. In

this sense, she and her world embody a living tradition that is shifting in relation to her

shifting concerns and abilities. These shifts in meaning are facilitated by the relational

nature of her world, in that the people and things in her world skillfully know how to be

with each other, albeit changed and changing.

This idea runs counter to the assumption in much of gerontology that elders are

autonomous agents, logically selecting and acting on adaptive choices in order to

maintain continuity (Atchley, 1989; Becker, 1993; Luborsky, 1993). Some authors have

noted that the notion of continuity itself--a construct which underlies gerontological

theories of aging and life course development (Kiefer, 1974; Neugarten, 1979)--needs to

be rethought since it overlooks and even pathologizes the impact of many of the changes,

disruptions, and losses common in late life (Becker, 1993; O'Connor, 1994). Atchley's

notion of "dynamic" continuity, involving strategies of adaptive management to

"preserve and maintain existing internal and external structures" in the face of change (p.

183), is a normative construct in that it applies only to those without disabling conditions

or disease; those aging "normally." The experience of chronic illness, for example, is

viewed as "pathological aging" in Atchley's conception despite it being common in old

age (Becker, 1993). This understanding of continuity posits control/mastery as a primary

normative objective:

Individuals have strong motives for wanting to preserve internal continuity. To
begin with, individuals perceive that internal continuity acts as a foundation for
effective day-to-day decision making because internal continuity is an important
part of individual mastery and competence. For example, continuity of cognitive
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knowledge is a major element of the individual's capacity to interpret and anticipate
events. Without persistent cognitive knowledge, there is no predictability to the
world. Without predictability, mastery (or even competence) is not possible"
(Atchley, 1989), p. 185).

However, as the end of life approaches, when the possibility of becoming disabled or

chronically ill increases, the cultural paradigm of control/mastery is often our undoing. It

absolutely fails us when we are hit in the face with our vulnerability and growing sense

of finitude. At the individual level, the failure to regain continuity after a disruptive

event can trigger a sense of defeat and despair. More fundamentally, the notion of

continuity disregards the mutually-constituting nature of the relation between person and

world, and how one's experience of being-in-the-world prior to disruptive life events is

often never fully restored. Several authors argue that continuity, wholeness, or coherence

of the self is, in fact, an illusory phenomenon (Becker, 1993; Ewing, 1990; Luborsky,

1993). Ann's paradigm exemplifies an openness to new possibilities for existential

dwelling that is facilitated by the shifts in self-understanding taking place between Ann

and her world. Giving absolute priority to the maintenance of continuity could

undermine this process. Unfortunately, contemporary western culture has no coherent

vision for transition in aging that isn't seen as a problem to manage or control. What is

needed is a cultural discourse on aging that accounts for our inherent vulnerability and

Supports a flexibility and shifting of meanings as we proceed through the transitions and

SOTmetimes pivotal disruptions that may accompany old age without normalizing,

pathologizing, or technologizing them.

Plager's (1995) study of the practical well-being in families relates the

Heideggerian notion of "dwelling" to Bellah's (Bellah, Madsen, Sullivan, Swidler &

1)
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Tipton, 1991) term "being settled," referring to an existential way of being of societies.

Plager asserts that

for families to have a resounding sense of practical well-being, they must dwell in
community and beyond the bounds of their familiar circle of family, friends, and
acquaintances....Dwelling, or being settled, impacts well-being at many levels of
life....Practical well-being is lacking, or it is threatened, when possibilities get
closed off because of power imbalances, loss of justice and equity, and failed
resources in family and/or community, and when focus on the individual competes
with and oppresses family and community. Bellah and his colleagues argue that to
be a settled people requires an ethic of care for our children, families, communities,
and indeed, the world. It requires paying attention rather than being distracted by
fear and exhaustion in our lives (p. 453).

I would assert that Ann's openness to the possibilities in her changing situation and her

involvement with family and community is central to her skillful dwelling. Ann is

constituted by her situation and responsive to the meanings inherent in it, rather than

having assigned meaning to it from among an infinite number of possible meanings as a

rationally calculating and radically free view of human agency would posit.

Paradigm Case #2; David

DAVID: When I had my stroke and I was lying in bed very sick, I had an
image in my head that kept coming back, of two black lines rushing down
steeply and coming to a point. And then when I opened my eyes, they'd go
away. And I closed my eyes and those two black things would come down.
WOW, dash down. Like from the....And I was afraid of them, they frightened
me....And that's a little bit like that (points to painting)...are two black lines....

INT: It's very ominous.

DAVID: That's what I felt (2.3, p. 17).

David is an 81 year old, married, former academic physician and researcher who

Suffered a severe stroke four years before participating in this research. The stroke

resulted in his having the use of only one side of his body, making him reliant on a
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wheelchair and on other people for many basic activities of daily living. David is

struggling to once again experience an involvement in the world which made life

meaningful prior to his stroke. In his present circumstances he is disconnected from

many habits, skills, and social practices which had previously constituted his self

understanding and given meaning to his work life and later to his retirement.

Before the stroke David had spent more than ten years in a vibrant retirement,

passionately pursuing the study of art and painting. He led an active and independent

life, frequently attending galleries and museums where he lived on the East Coast, and

working with a challenging painting teacher. His life has dramatically narrowed since his

stroke. He experiences his life in the present as discontinuous with his life before the

stroke, as if he's "living a completely different life" (fieldnotes 2.1). This expression

concisely captures the impoverished notion of possibility he experiences now. David is

struggling to experience himself in a way that might allow for a synthesis between his

capable, vital past and his present life as a physically disabled person. His present self

understanding is informed, in part, by a world that doesn't sufficiently understand who

and what he was before the stroke, and is therefore limited in its ability to respond to him

in ways that might allow him to experience himself as the same person he was before the

stroke.

In our first interview, David told me about his current state of health. He only

sees his doctor about twice a year now, and his need for antibiotics for recurrent urinary

tract infections is decreasing. He considers himself to be in "pretty good health," yet he

is in a state of great existential suffering as a result of his dependency and disconnection
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from the world which had previously been tremendously satisfying and meaningful.

Although he has come a very long way since his stroke, the limitations in his functioning

constantly remind him of how he has changed and his dependency on others:

DAVID: Well it really was an earthquake-like--sudden. Everything changed.
There was no preparation for this. Before this I was independent, a loner, I did what
I wanted myself. And I enjoyed being [by] myself. In fact...I didn't want to go to a
museum with anybody. I just wanted to look at things myself...And that was very
satisfying to me....My painting and my life. Although I did miss friends as I grew
older. That was a problem. And then suddenly the stroke. I couldn't drive, I, I had
to be dependent. I never was dependent on people. They had to take care of my
bladder. It was very, very difficult....for me....And I was stuck in bed. And stuck
in the wheelchair. So it really was the most revolutionary event in my
life....Completely changed me....I felt helpless. And useless. Instead of being in
charge of things...I couldn't anymore....And everything was like in the past....It was
far away. It wasn't my world anymore.

INT: It was a complete break?

DAVID: Complete....Absolutely (2.5, 485-539).

He continues, recounting a dream he frequently has which juxtaposes his pre- and post

stroke experience and expresses the helplessness and invisibility he feels as a disabled

person:

DAVID: I dream a great deal about the past....A lot....Not specifically, but
symbolically.

INT: Hm. You dream of yourself as a...person without a stroke?

DAVID: Yes. I'm usually in the suburban train going to the city to visit art
galleries....I'm going back over my...habits....But I find I'm very frightened
because when I'm through and I want to go home I say, how am I gonna get
home? I'm not in a wheelchair or I am in a wheelchair. How am I gettin' to
the train and...back to my house? A taxi cab will take me. I can't drive my
car....That's one problem. Another problem is--always in my dreams, I have
no money, my wallet is empty. I have no change. How will I pay for the
ticket? What will the conductor say to me? And the third problem in my
dream, always, is getting food....I go to a restaurant or a hotel dining room,
they don't serve me. They make like I'm not there. And it frightens and
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angers me....And sometimes I...go in the kitchen and make myself eggs and
toast and coffee. And I bring 'em back and Ilie down. And I put 'em here and
then I'll say I mustn't put the coffee here. It'll spill. So I reach for it and
there's no coffee there. There's no eggs there. And I say, wait a minute. This
is all a dream....And I wake up...as I feel the bed for the coffee. And I say,
"Where is --is there any toast?" And [my wife] says, "There's no toast. I
haven't made any toast. You're dreaming" (2.5, 555-620).

On recalling the grave state he was in immediately following the stroke and the

progress he's made, he says:

DAVID: They told me I was very sick. They didn't know if I would pull
through. But I did with this residual paraplegia. I couldn't talk. I couldn't
swallow. My breathing was difficult. They did a good job....They did a trach
on me....And he did a gastrostomy....And a cystoscopy. Oh boy, I was really
full of tubes and everything....And doctors. I had a whole staff of doctors.

INT: How do you feel about having been that, uh...

DAVID: Sick.

INT: Sick and, and then having pulled through as far as you've come?

DAVID: Well, I'm depressed and I sometimes wish they hadn't pulled me
through.

INT: Really?

DAVID: What kind of a life is this? But people say, "Oh you look
wonderful. You have a wonderful house. And the trees. And your daughters
-your children live here. So what are you--you're lucky." And when I go to
the rehab I see I'm luckier than most people.

INT: [Do) you think you are?

DAVID: I am really. I have enough money to buy anything I want. My wife
takes good care of me. And people like you help me. I should be very
grateful. But [I get] very, very lonely. And very, very depressed and
frustrated....I was always independent. I used to go to New York to the
galleries and the museums all by myself. I never wanted to go with
anybody....Now, I'm a loner you see....

INT: You enjoyed doing solitary things?
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DAVID: Yes, I did....I still paint a little bit, but I don't enjoy it as much. My
teacher says, "You know something. You're very good. You're active and
your work is exciting." I don't find it exciting...at all.

INT: So...from the inside, it doesn't look as great as everybody else from the
outside says.

DAVID: No, it doesn't. It doesn't. And...I say I'm lonely, but when I'm with
people, I'm [being very] patient and wish they'd go away (2.2, p. 32-34).

After David's stroke, he and his wife decided to move to the West coast to be

closer to their their children and grandchildren, whom they see frequently. He gets out of

the house most every day, made possible by the van his wife drives which is specially

equipped with a lift for his motorized wheelchair. Although he was accustomed to

gallery and museum-hopping before his stroke, he rarely visits art exhibits now, since

getting around in a large, unfamiliar metropolitan area with his special needs poses a

substantial obstacle for them. He does participate in a number of organized activities

including swimming, painting classes, senior center groups, and psychotherapy sessions.

Because his family and doctors believe they are important for him, he does these things,

but they don't answer his soul-felt need to be involved in life the way he was before the

stroke. He feels that these activities, even the art class, are of limited value. Though he

appreciates the kind acquaintances he has made in classes and in senior activities, he

yearns for stimulating discussion and intellectual banter with people he feels are his

intellectual equals. Never having been a man of small talk, David wants to talk about

"serious" things with people who enjoy sophisticated discussions of ideas and issues. He

wants to continue to be challenged to demonstrate the capacities of his intellect which are

still intact in contrast to the inertia of his body. His self-understanding prior to the stroke
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was constituted by engaging with the world through challenging ideas and the prospects

of what he could discover through his mind. His weekly attendance at a Senior Center

discussion group has occasionally provided him with the possibility of this experience:

DAVID: And...they invited--they welcomed me and we talked around a circle a
little bit and we got involved in child abuse and whether you can believe--
fabrication that sort of ... Or the whole problem. And the two psychologists got
into an argument....And I was very amused. But I enjoyed this kind of adult
discussion.

INT: Yeah. It was stimulating?

DAVID: Yeah, very stimulating. I needed that (2.3, p. 2).

It tends to be the group facilitators with whom David has the most satisfying interactions.

Over the course of our interviews he attended these discussion groups regularly, but it

was inconsistently gratifying, as he has a hard time relating to many of the participants

who don't have the same interests or demonstrate the intellectual sophistication David

has:

DAVID: So I go there every week. And they discuss around a circle the various
feelings that people have during the week. Sometimes I find it very
boring....Sometimes it's interesting.

INT: Is it boring and interesting in the same session...?

DAVID: Yeah....In the same session....Some of the people are not very imaginative.
I find myself a little bit exhibitionist, you know, showing off a little (2.5, 15-34).

He is referring here to having talked about being familiar with and missing famous art

collections in the East, a subject to which no one else in the group could relate. In

contrast, others in the group spend time talking about subjects he considers petty or

inconsequential. David has been confronted in the group about being "arrogant," which

he accepts as a legitimate criticism, acknowledging that at times throughout his past he
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has been "impatient" with people. He admits that this aspect of his personality

sometimes worked against him in his career leadership roles. David's repertoire of

conversational subjects is broad in the sense of being culturally and intellectually

sophisticated. However, the emotional distance he keeps from most of his peers in the

group prevents him from experiencing his situation as part of the human condition in

some way. To experience this would require that he be able to relate to his senior center

peers on a more "equal" level, but he has trouble seeing them as such.

Most of the people outside David's family with whom he has contact never knew

him as he had been before his stroke, and they don't recognize his distress, much less

understand why he is distressed. He talks about how much energy he spends putting on a

good social face, communicating that he's enjoying himself in the day-to-day when he

really isn't, so as to spare both his family and his acquaintances the despair he feels much

of the time. By protecting them from his pain in this way, he further walls himself off

His dysphoria is illustrated in the following interchange:

DAVID: I have been taking OT and PT but I am finished with that. Now I just do
swimming in a pool once a week for exercise....They have a special program for
disabled....there are a lot of people there. And they have a lot of volunteers who
assist. It is very good.

INT: I bet that feels wonderful.

DAVID. It doesn't really.

INT: It doesn't?

DAVID: It doesn't. I don't know why.

INT: Oh, it doesn't. You don't, you don't necessarily...

DAVID: Really enjoy it that much....Everybody says I should. I guess the way [my
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wife] says, "Don't you feel better?" And of course I said, "Yes." I didn't feel any
better...."Isn't this exciting?" I said, "Yes." And it wasn't exciting....I don't find
anything exciting....Except maybe the ballet and maybe a painting or something.
But not like it used to be.

INT: You don't even enjoy looking at paintings?

DAVID: Not as much as I used to.

INT: Uh huh. How--why is that?

DAVID: I just don't get any, any--kick out of anything very much....Everything is
sort of flat.

INT: So it's your...depression that just sort of takes some of the fun out of it.

DAVID: Right. Out of everything (2.2, p. 16-17).

Being so aware of his functional deficits, David's feelings of alienation from his

present world are exacerbated when others around him remark about his improvement.

He mentions on numerous occasions how "resentful" he is when people remark about the

substantial progress he's made since the stroke. When people congratulate him on how

good he looks and how far he's come, he feels patronized. It increases his sense of

impotence and the painful feeling that a core part of who he is is not showing up to

people, or at least is not being acknowledged. This came up in a conversation about his

doctor and his medical care:

DAVID: He says I'm doing very well....I resent that when they--everybody [says]--
I... look so well.... And I'm really not so well. But I've been taking anti-depressants.
I see my psychologist for therapy about every other week....

INT: What are they not seeing? What are they not acknowledging?

DAVID: Not seeing how difficult it is for me to be dependent and to be limited like
this.....They don't see--they don't understand that. But they do understand it really,
but they don't communicate that to me. All they say to me is, "You look so
well"....Everybody says that to me. It's, "Daddy, you never looked so well."

º





100

INT: Hm. Like life ought to be just wonderful.

DAVID: Right. And it isn't (2.2, p. 3-5).

He makes reference to this experience several times over the course of our interviews:

DAVID: Everybody keeps telling me that I made tremendous progress....That used
to make me very angry 'cause inside I wasn't making progress....But they were
impressed with how I look. [My daughter] and [my wife] and my doctor. And
everybody says "I don't believe...." Like this woman that visited yesterday. She
said, "I can't believe how well you look"....I don't get angry anymore....I looked at
her like, you must be a fool....

INT: You still hold yourself to a different standard.

DAVID: Yes. And, and the only ones who realize this are [my daughters]....
I'll never be the same.

David's disability is particularly alien and unbearable to him. The fact that he is

dependent is an enormous obstacle to showing the world who he really is, beyond being a

man in a wheelchair. This comes up when he speaks about how bored he is with the

activities that fill much of his time:

INT: How satisfied are you with how you're spending your time and what would
you change if you could?

DAVID: I'm not satisfied. I'm bored.

INT: The biggest problem is boredom?

DAVID: Yes.

INT: And not just with your free time, but even when you're in some activities,
they're just not doing it for you?

DAVID: Right. And I'm committed too much....Not challenged too much....I feel
that this--when I was depressed before I got my new medication, I felt more or less
all this way. Now I'm watching myself going through the day, am I really living it.
And there's a separation there....Of everything. Not what I am, but who I am. What
I am is in this wheelchair. Who I am is inside of me. I find that very few activities
or...people who communicate this relate to me. They relate to the chair mostly (2.4,
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pp. 22-23).

This passage repeats the theme of his invisibility. After having known what it is to be

ascribed social status and power by virtue of his being well-educated and a physician, he

is acutely aware of that loss of social recognition and power as a result of being an aged,

disabled person. David's invisibility is constituted by both the stigma of being an aged,

wheelchair-bound person as well as by his own self-understanding of what it is to be a

person and have a social identity. The Cartesian dualism underlying Western notions of

the hierarchical relationship between mind and body contributes to his sense of despair

over being unable to project the authority of his autonomous subject self over his

recalcitrant object body. This is a central ontological dilemma pervading our

contemporary Western views of the aged, the infirm, and the dispossessed.

David's typical mode of engagement with his social environment prior to the

stroke was animated and evocative. He took great pleasure in controversial discussions

and intellectual and political debate. Before his retirement, he had run an academic

department in a large medical center. He describes himself as having been a leader with

strong opinions and an authoritative style of management. In recounting stories from his

entire life, from medical school to painting classes in retirement to stroke rehabilitation,

David repeated the theme of having been faced with some challenge, doubting his

capacity to succeed, being prodded by others who believed in him, and then struggling

with it and discovering he could accomplish more than he'd expected. This "I can't/I

can?/ I did!" stance provided the context for a meaningful way of understanding himself

in the world. He came to recognize that
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I could work hard. As you work hard, you always got what you wanted. But most
everybody else didn't work that hard....I told my children that "wherever you go, do
the best you can and you'll always get the outstanding."

In this manner of always seeking a challenge, struggling with it, and then mastering it,

David pursued his career with zeal and focused determination, looking for hours into a

microscope to discover what was there:

I used the microscope. Always I sat sometimes day after day after day for months
[looking] at the same cell until I discovered something in it. I said [if there's
something there, I'll find it. So I was always alone, I was alone....Nobody but me
and my eyes and the microscope. You see? And people say, "What's the matter
with you? You're always in the microscope." And I said, "I know if there's
something there I want to find it....My friends who are not artists would say, "You
could never paint like that if you hadn't looked through a microscope" (2.2, p. 35
36)

As he approached the apex of his successful and demanding career in midlife, the

ground dropped out from under him. His first wife died suddenly, leaving him with four

dependent children: "It destroyed me. It just took all the life out of life of me" (2.4, p.

58). This was a devastating tragedy for him. However, he was determined to find a new

life partner and mother for his children, and he succeeded in this. Within a year and a

half he married a woman who was able to gracefully and capably reconstitute his home

and family life. "I was in good shape then. I had a good mother for my children, a good

wife for me" (2.4, p. 61).

In retirement, as friends and colleagues moved away or died, he channelled his

energy into learning about painting in a studied, intellectual way, not just as a fanciful

form of entertainment. He had witnessed his father deteriorate in retirement from being a

very successful businessman to being inactive and demoralized. David was determined

not to let this happen to him. The way he anticipated his retirement in a serious,
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deliberate way and planned for it was tied to this family legacy (Plager, 1995): "I always

said when I retire, I'm gonna have something to do. And so I looked and looked and

looked. And I found painting" (2.5, p. 22). The familiar skills, habits, and practices that

had constituted David's self-understanding in his career--involving challenge, intellectual

stimulation, and the solitary experience of discovery that came after staring for hours into

a microscope until he found something--readily found expression when he shifted in

retirement to the serious study of painting in the exciting New York world of art. In

painting, he studiously explored form and color, attempting new techniques and visiting

galleries and museums to discover the techniques famous painters had used. His teacher

at that time offered him the kind of challenge his present teacher is unable to provide:

DAVID: I find it rather hard to get good teachers, for me, I mean....I have certain
specific needs.

INT: What would you say your specific needs are in a teacher?

DAVID: I need an aggressive, courageous critic. I don't need somebody to say,
"Oh, isn't that nice. Isn't that interesting. You keep going. I like that. I like that."
Every week she says the same thing. "David, you go ahead. Look at what David's
doing. It's wonderful"....It's not wonderful. In New York I had a teacher whose
name was [Herb]. He would say to me, "Don't you ever do that again in my class."

INT: Really?

DAVID: Yeah. Well he, he'd say, "What's the matter with you? Are you afraid of
corners? You better work on corners." And I did and that really helped me.

INT: So you need a real challenge.

DAVID: Yeah. And then he said to me, "You never use grey. Everything you do is
dark grey. What's the matter with you? Can't you handle grey?" I said, "I can't
make grey." He said, "I'll show you how to make grey." And he did. And from
then I always used grey in my colors....I like that. And then one [time] he said to
me, like you do, "What's bothering you today?" And I said...."My work is coming
out flat. How do you get depth? Because I'm gonna trash this thing".....He says,
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"I'll teach [you] a little trick. It's just a trick. Every painter knows this trick"....And
I said, "Go ahead and teach me." He said, "Take a brush and a dark color and alot o'
paint and go right across the whole canvas in a straight line, just slash across it.
And see what happens." And I did that. And you know what happened?
Everything in the canvas was behind the line....And it suddenly became deep....And
I said, "Great"....I need that kind of a teacher with imagination....Who's not afraid of
Ime.

INT: See, you want people to talk straight to you.

DAVID: Right.

INT: You don't like this, oh, everything's nice...

DAVID: Nice.

INT: And you're talented and it looks just fine the way it is.

DAVID: It's not.

INT: You want to grow, huh?

DAVID: Right.

INT: You want to develop.

DAVID: Learn when you do things....You see? (2.3, p. 17-20).

His former teacher had engaged with him in a way which enabled him to

experience a vitality and sense of meaning in his life which is absent now. In this kind of

interchange David was accompanied in confronting his fears and hesitancies and

propelled toward mastering new challenges. In his retirement, the day-to-day activities

David was involved in were different from the day-to-day activities of his career life.

However, through his solitary pursuit of the study of painting and art, his self

understanding as an independent, persevering person capable of aesthetic discovery and

expression was reinforced. This was a context not unlike earlier experiences in his life

º:
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when he was challenged to "show off" the intellectual stuff he was made of Through

these kinds of experiences he discovered new capacities and new possibilities. It is

possible to glean a sense of the passionate hold on him painting once had as he describes

his works of art. He became exuberant when giving me a tour of his many pre-stroke

paintings displayed throughout his house:

That's a fantasy of a horse in a circus....And a rider....With a lot of costumes....
Do you see? And most of my best paintings deal with my fantasy of a circus
performer. Like Fellini....there's a lot of noise and a lot of things going on (2.3, p.
26).

He goes on to describe his serendipitous discovery in painting and the pleasure it used to

give him before his stroke:

DAVID: What you do is put a color, it's, uh, instinctive or uh, serendipitous or, uh,
it's a happening. It just comes out of the canvas....For example you pick up that.
And then now you have a blue. You put a blue on the white canvas. Then you
decide today I'm gonna try blue and red. Not red, because red's very hard. So I'm
gonna try blue and green. So you put a little green next to it. Or a big dash of
green. (voice speeding up excitedly) And then you look at it and you say, "What's
happening?" "Nothing." So you do something else and you look at it and "What's
happening?" Then little by little over a day, it begins to talk to you....And then you
do what we call pinwheel. You take it and move it around right angles and then
another right angles, another right angle. Upside down, and the side, and you begin
to see something. So while I was doing that, I began to see the circus come out
again out of my...unconscious....Do you see what I mean?....Just whatever you feel
comes out on it.

INT: And then...when you said before that you often paint with an image...

DAVID: No. In my head....That's why I pick it out there after I have the colo--
(End of word 'colors' drops out in a whisper.) I don't start painting the image.

INT: It's what comes up from your unconscious as you start.

DAVID: Yes. Right.

INT: I see. But then you have a particular image.
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DAVID: Exactly.

INT: And feeling.

DAVID: Then...I can begin to--I've got an image that, I say, "Oh my God, here
comes the circus again." And I start playing with it....And little by little it becomes
real (2.3, p. 26-29).

In contrast, his ability to paint in a soul-felt way in the present is vastly diminished.

Since his stroke most of his painting has been mechanical, uninspired, and with limited

emotional content. He speaks about this difficulty:

Well the point is that during my depression which was a couple of years--I think I'm
just coming out of it now--I no longer have any images in my head. My head was
black. So when I painted, I just mechanically painted. Nothing happened. Even
now, very little is happening. And my daughter-in-law who paints very well said,
"That's not at all strange,"....And I said, "Why not?" She said, "You have so--your
life is so limited now. You have no experiences. You don't need to change with
anything. How can you have pictures in your head? What you've got to do is go
places and think of different things and images will come back, to you...They're not
what you see, they're what you, what you feel and you're not feeling anything...."
She was right (2.3, p. 40).

David's depression would be expected to have a substantial dampening effect on

his affect and on his emotional access to art. On this basis, his difficulty experiencing the

"images" in his head which engage his creative imagination and nourish his soul might

improve as his depression improves. However, it is conceivable that the neurological

effects of the stroke itself are also partially responsibile for this difficulty. Because a

stroke can have broad-reaching effects on sensation, movement, cognition, and emotions,

it is possible that his physiological capacity to experience art may have been irretrievably

altered from what it had once been. Neurological damage affecting any one of these

areas of functioning could, by itself, interfere with painting as he had previously known

it.
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David explains that the technical aspects of painting with oils and large canvasses

and "pinwheeling" the canvas to discover an image and feeling that "talks" to him is

essentially impossible for him now without his former strength and the use of the left side

of his body: "But I wish I could paint in oil and paint standing up. And paint like that

again....And now I gotta paint these little things, which frustrate me" (2.3, p. 32). He

entertains a glimmer of hope that he could paint as he had formerly when he refers to a

photo he'd seen showing a severely disabled artist using a mechanical easel to allow the

pinwheeling method he'd previously been accustomed to:

DAVID: He presses buttons and the canvas goes around in circles...and he does
what he wants with them....So there are all kinds of I've got to be rather courageous
and get going that way.

INT: Hmm. Where would you get started to look for that kind of equipment?

DAVID: I don't know. I don't know if I need it yet...I'll get around it some other
way (02.3, p. 34).

David keeps returning to a description of the kind of social engagement he had

found meaningful in the past and how frustrating it is finding this now. In the following

conversation he expresses his dissatisfaction with his present painting teacher.

INT: Is it possible to find another teacher or another group?

DAVID: Very hard....I've tried several. They're worse than this one.

INT: Oh really.

DAVID: I like this one because she's patient with me....She says, "I'll help
you"....So she helps me mechanically, but she has no image in her head....She likes
conventional painting. And that--puts me to sleep....You know.

INT: Right. That's a good description. Have you shown her any of your oils?

DAVID: Yes, she came in one day....She said, "Very nice, very nice"....
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She said all mythings are "very nice"....I'd like to find a man who'd get angry with
me. That's what I need....A man. I'm not sexist (2.3, p. 42-43).

It is not, in fact, a person of a particular gender with whom David has throughout

his life needed to engage, but with the work itself of struggling and wrestling with

seemingly insurmountable challenges and mastering them. Though the stroke violently

disrupted his satisfying retirement life, it did present another challenge for David to take

up. Many people didn't expect him to recover nearly as well as he did. As with many

challenges of his earlier adulthood, he needed to be persuaded that he could go farther in

rehabilitation. He speaks of his physical therapist as someone with whom he struggled,

finally being convinced he had capacities he hadn't imagined:

DAVID: Every day I would have therapy at home. Good therapy.

INT: You were pleased with the service?

DAVID: Very. They were very effective.

INT: Uh huh.

DAVID: They used to say, "Don't be so...passive. Get up and walk." And I did.
And they said, "Let's go upstairs." I said, "I can't climb stairs." She said, "I'll show
you how." And she did, holding on the bannister, holding on. And she said, "Come
on, let's take a shower." I said, "I can't." And she said, "Yes, you can." She was
very aggressive. Very good. She was a Polish lady....Very tough.

INT: Yes, that's what you needed.

DAVID: That's what I needed (2.2, 1379-1399).

Confronting the limits of his powers of physical rehabilitation, however, ushered in the

period of despair and dis-connection which has continued to the present. He recalls his

reaction when he first realized the implications of these limits:

DAVID: I remember one day I was in the outpatient department of the hospital. I
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was having a conversation with the director of rehab. And I heard him say
something. I never forget. He said, "You're not gonna make any more
progress....You better just settle for this....You gonna make a little, but you'll never
walk." And so I realized it was over, and it was a very important lesson for me.

INT: Yes. How did you take it at that moment?

DAVID. It was destructive....It was just completely demoralizing (2.5, 854-924).

Up to the time of David's stroke, his self-understanding was constituted through

experiences that confirmed for him the belief that he had the individual strength and º
wº *

capacity to surmount any challenge, but not without struggle or sacrifice. Progress and ..º.

the promise of a pay-off for hard work provided him the horizons for a meaningful life *...*
****

and work. By applying himself with single-minded determination to overcome his fears

and doubts and tackle the hard work, study, or practice that his goals required, he was

usually successful. This was the way he excelled in college, medical school, research,
... **

and throughout his professional life. It was also reflected in the way he was able to ,” D

mobilize himself from a position of intense grief when his first wife died. Taking stock
tºº.
~

of his situation and realizing that he already knew the woman who could turn his life

around, he doggedly courted her until they were married. As a means to a satisfying

retirement, he deliberately immersed himself in painting in much the same way,

voraciously studying the techniques used by the masters and with which his teacher

challenged him. David's successes in his career and in painting are a measure of how

well his stance--embodied in daily habits, routines, practices, and ways of relating to

others--worked for him throughout most of his adult life. This way of being, or ontology,

based on both the notion of continuous progress and hard work paying off and a stance of

autonomy, objectification, and control, is consistent with the Protestant work ethic and a
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technological self-understanding (Benner, 1984b; Benner & Wrubel, 1989). It also

happens to be the preeminent cultural paradigm of the Western world. This paradigm is

very effective in contemporary life until the limits of control become apparent. When

David's doctor told him not to expect continued improvement, at least not to the point of

walking, he was confronted--perhaps on a gut level for the first time--with the possibility

that there would be limits to his body's capacity to recover from the stroke. David

experienced his doctor's words as a condemnation, an instantaneous dismissing of the

autonomous, competent, and enterprising man he had been. It was "over," and the open

horizon for "progress" that structured meaningfulness for him was also over. The

physical world in which he now lives, while made up of equipment--wheelchair, ramps,

poles and bars--which are, ironically, intended to enable him to be as independent as

possible, contradicts this self-understanding.

On our fourth and final meeting, after having shown me the fleeting glimmers of

possibility he'd experienced over the previous months in senior center discussion groups

and in his painting, he made a very poignant, moving statement that seems to sum up his

absolute loss of an existential place in which to dwell. He describes his present

experience of himself in relation to the past:

When I was in pediatrics, I used to teach that the fetus was inside the mother, and
then with birth, the baby came out, but really still, psychologically and emotionally
part of the mother. Right inside-–the outside, but holding onto the mother. And
then when he began to walk, the world became a little bit more interesting other
than the mother, but still frightening and the baby would come back to the mother.
And then when the baby began to socialize with the world, the world got bigger and
bigger and bigger. And then in school, the child finally left the mother. And a
world was outside for him to explore. That was his life, the exploration outside the
mother. And I feel that, myself, I used to be [inside] my mother...and I held on.
And I gradually got my world outside. It was a big world. I explored medicine,
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parenthood, marriage, and the war. All the things about life were outside in the big
world. And then as I grew older it began to come back inside again. Enough so like
now, I'm back inside again. I can't go out into the world. It's out there, but it's
somebody else's world. It isn't mine anymore. I feel strange...and...that's the way it
is. You lose all your self-confidence. And your ambition to go out and do things.
You don't want to do things. You want to pull back in and be protected like a child
with his mother (2.5, 1427-1482).

David's words speak truth to all of us. He captures the universal human predicament

of the finitude of our being. The body is our universal existential dwelling place.
º

Following its lead, we are opened out to the world, but in disability our access to the º, º
... ºn

world may be compromised. This predicament is heightened when a stance of º
** *

hyper-independence, mastery, and control--which David had previously embodied era

with physical capacities undergirded by will power--is contradicted through one's

confrontation with the realistic limits of control over the body. ***

Winnicott (Winnicott, 1953/1986, p. 256) talks about the "intermediate area geºs
º

of experiencing;" the part of the human being where the ability to recognize self and º j
other and to accept reality develops. In infants, it is an area of illusory experience, ->
where transitional objects and transitional phenomena facilitate beginning object

relationships. Winnicott asserts that this domain of illusion prevails in adulthood,

because the tension between inner and outer reality can never be completely

reconciled. It is in this region, outside the authority of any kind of reality testing,

where artistic experience, religious feeling, dreaming, and creativity exist and

provide a bridge between inner self and world. The transitional objects and

transitional phenomena of childhood become, in adulthood, "not so much forgotten

as relegated to limbo...[becoming] diffused,...spread out over the whole intermediate

(l
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territory between 'inner psychic reality'...and the whole cultural field" (Winnicott, p.

259). David's access to the world was once through his will and imagination, and

later through his art, but without these channels of access, he can find no other

meaningful way to dwell in the world.

The feeling of impotence in David's words parallels Arthur Frank's (1991)

poignant testimony to the existential authority of the "will of the body" in illness. In

contrast, an infirm body, in the modern technological self-understanding, is evidence

of the failure of the autonomous mind to harness the potential resource of the body

(Benner, Janson-Bjerklie, Ferketich & Becker, 1994). This is a cultural-level

background meaning implicit in the modern Western self-understanding which

explains, in part, why the loss of self-reliance is experienced with such ambivalence

and even shame in our culture. In light of David's self-understanding, perhaps his

"arrogance" and detachment in his senior center discussion group works to preserve

a semblence of the autonomous, self-reliant agency he so desperately needs to

shoulder the moral burden of his dependency.

Having taken up this technological self-understanding as his primary way

of being, David is now without sustainable meanings for dwelling-in-the-world

since his body is no longer an instrument of autonomy and control. Without the

opportunities to comport himself through the embodied skills and practices that

have constituted his autonomous, control-oriented self-understanding--including

the somewhat confrontational style of social interaction that mobilizes him so well

-he feels cut off from his sense of personhood. He says, "I have nothing useful to
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do. I'm finished" (2.5, 1277-1281). "It's somebody else's world. It's not mine

anymore" (2.5, 1463-1468). In some ways, his despair has become his only

project; it is the realm within which his fears lie. Those who are willing to confront

his terror with him, rather than avoid or deny it, offer him some sense of

possibility. However, constituted by this ontological self-understanding, the

possibilities that can show up for him are limited."

Commentary

These two narratives were presented because they are strong examples of how

cultural level paradigms can be interpreted and taken up by aged participants in late 20th

century American culture. They are meant to show how different self-understandings

"work" to allow various possibilities for meaning in the context of the some of the

disruptions occurring in late life. These self-understandings are not chosen, but are given

by the personal events and social circumstances which shape people's lives. In late life,

personal and social meanings change, but not to the extent that we end up with a whole

new set of meanings.

Although Ann's physical capacities are severely compromised, she continues to

experience a sense of possibility because her habits, rituals, and practices allow for

dwelling in family and community relationships. At the same time, her community

Supports her and fills in for her, preserving what is meaningful. Ann's relational self

understanding has shifted to make a place for being cared for as well as being the giver of

'David died quietly at home five months after completing the interviews.

[]
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care. In contrast, David's way of understanding himself makes no allowance for being a

recipient of care without it also dimishing his sense of self. With the loss of his

autonomous body and the radical changes in his life circumstances, his self

understanding as a capable, self-reliant subject has been called into question.

Dependency and infirmity, then, represent assaults on his identity and self-understanding,

as well as exacting a heavy moral burden on him for failing to live up to the expectations

of an autonomous self of possession (Benner et al., 1994; Leonard, 1994; Sandel, 1982).

Gender could be posited as a factor distinguishing between Ann's and David's

self-understandings. Over the last decade-and-a-half since Gilligan's (Gilligan, 1982)

work on women's psychological and moral development, there has been prolific and

heated discussion about the influence of history, biology, and culture in shaping notions

of gender, identity, relationship, and morality (Benhabib, 1992; Benjamin, 1988;

Gilligan, 1982; Gilligan, 1993; Keller, 1985; Vetlesen, 1994; Whitbeck, 1984). I am

specifically referring to the controversial proposition that women and girls are either

intrinsically or developmentally situated in a relationally-oriented ontology of care,

responsibility, and interdependence in contrast to a justice and rights orientation

attributed to men and boys in which autonomy, rationality, and deference to universal

rules and principles are highly valued. That the latter stance has been privileged

throughout the history of patriarchal society--including its centrality in scientific

epistemology since the Enlightenment--is not in dispute (Benhabib, 1992, Benjamin,

1988; Gilligan, 1982; Gilligan, 1993; Keller, 1985; Vetlesen, 1994; Whitbeck, 1984).

However, controversy persists over the ways gender has become socially and historically

()
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constituted and whether or not such an ontological dichotomy between men and women

can be asserted, particularly as the basis of moral reasoning (Benhabib, 1992).

Regardless of the answer to this question, Benhabib points out that moral theory in the

Kantian tradition which has privileged the autonomous individual has overlooked the

"nurture, care and responsibility" that is essential to the development of the mature, self

sufficient adult individual (p. 188).

Not only as children, but also as concrete embodied beings with needs and
vulnerabilities, emotions and desires we spend our lives caught in the "web of
human affairs," in Hannah Arendt's words, or in networks of "care and dependence"
in Carol Gilligan's words. Modern moral philosophy, and particularly universalist
moralities of justice, have emphasized our dignity and worth as moral subjects at the
cost of forgetting and repressing our vulnerability and dependency as bodily selves.
Such networks of dependence and the web of human affairs in which we are
immersed are not simply like clothes which we outgrow or like shoes which we
leave behind. They are ties that bind; ties that shape our moral identities, our needs,
and our visions of the good life. The autonomous self is not the disembodied self,
universalist moral theory must acknowledge the deep experiences in the formation
of the human being to which care and justice correspond." (Benhabib, 1992, p. 189).

The research I am presenting is not intended to respond to questions concerning

oppositional ontologies between men and women, but to lay out how one's ontological

basis for being-in-the-world, whatever it may be, holds up and offers various possibilities

in aging, given some of the difficult circumstances that may arise in late life,

circumstances which tax or exceed the limits of our embodied capabilities and challenge

our assumed autonomy and self-reliance. While the two paradigm cases highlighted in

this chapter show strong contrasts that may suggest a gendered dichotomy, they are not

being presented to support the argument of a distinct dichotomy or to hold up one self

understanding as superior to another. On the contrary, we do not usually take up our self

understandings in an absolute way, nor are our self-understandings completely fixed and
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unchangeable. As the circumstances of our lives change, the personal and social

meanings associated with the activities of our existential habitus are reshaped; new

experiences challenge our previous self-understandings while simultaneously

illuminating possibilities not evident previously.

If our life circumstances dramatically change without this concomitant shift in the

way we understand ourselves, without a means of connecting with the possibilities

associated with transformed meanings and new saliencies--as David's story illustrates--

we are likely to experience a crisis of meaning. Following David's stroke, his life was

up-ended. He was dependent and he felt invisible. His embodied self-understanding

became incoherent when he could no longer project himself into the world in the same

way he had previously. The channels which had been his access and his connection--art

and intellectual repartee--became impeded by his neurological losses, his physical

limitations, and his psychic pain. His experience of dependency was so alien and

untenable given his previous social stature and self-understanding that he had trouble

revealing his inner despair to many people. This further closed off new involvements

which might have illuminated new ways of being and a shift in self-understanding. By

relocating across the country, he was closer to most of his family, yet far removed from

the places, patterns, and practices that had been central in constituting much of his life.

His existential suffering reflected the loss of much that had been meaningful to him in the

past as well as the relative incoherence of his way of knowing himself in the present, due

to the limited access he had to the world as outlined above.

(?

º



º * ■

y

lº" i.

º
; /

º

*

s

º

º

º

*

1.-- * *

*** *

-º-º:

* **

-

- - -
-

* *

*** * * *

- * *



117

Existential Skills of "Dwelling"

It appears, therefore, that dwelling-in-the-world requires particular existential

skills; ways of bridging personal experience and social reality. The research data suggest

that the following existential skills promote and sustain dwelling-in-the-world: (a)

physical and cognitive capacities including memory and access to emotions which

facilitate embodied participation in meaningful habits, rituals, and practices, (b) ways of

being with people characterized by a self-in-relation-to-others based on practices of

mutual recognition, and (c) caring or having current concerns or structures of meaning

such that people and things matter, what is salient shows up in light of these concerns.

Depending on one's existential skills of dwelling, self-understandings can work to

facilitate meaning or to limit possibilities for meaningful existence. Assaults on meaning

can occur when any of these skills or aspects of dwelling become eroded. However, the

optimal configuration and relative importance of these existential skills varies among

people. The breakdown of any one particular skill will be more devastating to one person

than to another based on the ways they are constituted and understand themselves. David

was hit particularly hard given his pre-stroke technological self-understanding--one that

is shared to some extent by everyone in contemporary western society--and the impact

his stroke and resulting life changes had on his existential dwelling skills. To a great

extent Ann's self-understanding has been constituted via a way of being in relationships

that more readily allows for alternation between providing for others and being

vulnerable and requiring care for oneself. While her physical and cognitive capacities

have deteriorated, her ability to experience a meaningful world is not closed off because
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of this self-understanding; it allows her to be open to new ways and new possibilities of

being a person in her situation. Dwelling-in-the-world is thus the existential

manifestation of the paradox of the self both constituting and being constituted by

personal and social meanings. Two other people provide exemplars of how dwelling can

be sustained yet at risk in late life, and how self-understandings allow for some

possibilities while restricting others.

John, who is 84, has faced physical limitations and social losses which have

substantially changed the routines he had followed for many years. However, he

considers himself to be in relatively good health compared to most people his age. Over

the seventeen years of his retirement following a successful career as a commodities

broker, he pursued golfin a serious way, playing several times a week in a competitive

foursome. Two years ago this routine abruptly ended on account of a series of surgeries

he required, an exacerbation of painful psoriasis on his feet, and the health and economic

crises his 53-year old daughter has experienced. Though his own health problems are

improving and he occasionally contemplates returning to golf, he has come to the

conclusion that he could never be as good a golfer as he used to be in light of his slowly

deteriorating eyesight and not having maintained regular play. This perception as well as

the the death of one of his previous golf partners and the disability of another inhibit him

from pursuing the game again. Golf was meaningful to John as a means of striving for

excellence through competition, but without his familiar partners and his reliance on

earlier bodily capacities the experience cannot be recreated.
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The loss of golf and friends and the comraderie that was a substantial part of it

might have been problematic for some men, yet John has welcomed the way its absence

has provided him with unstructured time at home and fewer social obligations. His time

is filled with gardening, errands, watching sports on television, and most importantly,

following developments in the financial markets and legal world, particularly in respect

to how they are affecting his investments, pension, and tax obligations. As a young man

graduating from college with a degree in banking and finance at the height of the Great

Depression, his goal was to "make alot of money" and provide for the security of his

family. In late life, his attempt to hold onto the wealth he's accumulated provides a

meaningful continuation of his lifelong concerns, in spite of his shrinking social network

and his confrontations with health problems and declining physical capacities. His

financial interests, in fact, provide him with most of his current day-to-day

preoccupations. To protect his assets, he spends many hours apprising himself of the

current tax laws and battling with the United States Internal Revenue Service over

disputed issues.

Though their children are grown, John and his wife have been solicited by the

poor health and financial hardships of their 53 year old divorced daughter and

granddaughter over the last few years. The anxiety he and his wife feel about this

situation has compelled him to be all the more resolute in his efforts to find greater

economic resources to extend to their daughter, granddaughter, and other children.

Though his daughter is now back to work after an extended medical leave, she is very

unhappy in her job, and John is trying to figure out how to come up with a substantial
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amount of money to contribute to her pension plan in order to make it possible for her to

retire early. The challenges confronting his family, his concern for their happiness and

security, and their reliance on him have over many years provided a meaningful context

for his work, and in retirement, his investing activities. They constitute the basis for his

self-understanding as economic provider and protector of the well-being of the family.

John's successful efforts to achieve security for his family have facilitated his dwelling

in-the-world in a meaningful way, and his sustained physical capacities and cognitive

clarity are fundamental to this project. Losing any of these existential dwelling skills--

the physical and cognitive capacities, the self-in-relation-to-others, or the capacity to be

solicited by the meanings in the situation--could challenge his self-understanding and

precipitate a crisis in meaning for him.

Exemplar #2. Dwelling and Memory

Memory is also an important aspect of the physical and cognitive capacities

identified in the first existential skill of dwelling-in-the-world outlined above. The

ability to dwell when one's familiar world is disrupted relies upon the experience of

connection to one's history and what was significant in the past. The present-day

continuation of habits, rituals, and practices originating in the past provides a sense of

one's narrative as ongoing, constituted through past, present, and future. David's

suffering derives in large part from his inability to feel that his present has any

connection to his past or can project him into the future in a meaningful way. Since

memory and familiar embodied patterns of comportment situate a person in his or her

personal narrative, even cognitively impaired people with memory loss can still

s
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experience life as meaningful, given involvement with others who can "fill in" or make

allowances for their gaps in memory and help to set up an accomodating environment

that incorporates familiar habits, rituals, and practices. Though the "future" for these

persons may be constituted in terms of the next few moments, they still have a basis from

which to understand themselves and project themselves into the world. In this

formulation, however, when substantial losses in both recent and remote memory have

taken place and the efforts to create a recognizable and accomodating environment are no

longer effective, the narrative may be lost and dwelling may become impossible.

In comparison, an exemplar about Jean shows how memory and connection to

the past sustain dwelling-in-the-world up to a point, but can inhibit dwelling if a person's

self-understanding does not shift to accomodate the transitions arising in one's life. Jean

is an 88 year old retired African-American domestic worker, widowed 15 years ago by

the death of her electrical engineer husband to cancer. Jean never had any children, since

she had been involuntarily sterilized at age 22 during surgery for menstrual difficulties by

a Caucasian physician in the South. Losing her mother around the same time, she

assumed the responsibility for raising her younger siblings. In later years, she took care

of her niece and sister while her sister was ill with tuberculosis. While she describes

having felt like a "slave" to these responsibilities, she was solicited by their neediness

and her filial responsibility. In relation to her sister she explains, "She was such a big

part of my life. I was like a mother to [her]" (10.1, p. 10). In her early forties after her

sister recovered, she "started" her own life by moving to California, where she met her

future husband. For extended periods of time later, she cared again for the same sister as
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she was dying of cancer and for her husband during his terminal illness. Though she was

leading her "own" life in these later years, her self-understanding continued to be

constituted through her relationship to her family and her commitment to providing the

care they needed.

Currently, Jean's daily routine includes participating in Senior Center activities,

church events, shopping and medical visits via public transportation, and occasional rides

with her stepdaughter and stepson, yet she continues to feel a great deal of psychic pain

on a daily basis about having lost her husband fifteen years ago as well as the sister who

has been dead for 25 years. Though she struggles against "living in the past," being

preoccupied with thoughts about her beloved relatives who are no longer alive, Jean is

enduring the relative meaninglessness of the present compared to the past by bringing

them alive from memories. She "talks" to her husband and sister, putting their

photographs on the dining table during her mealtime and sometimes taking them to bed

with her. She relates many stories about having had "visits" from her husband and sister

whom she sees lying on the floor alongside her bed while she is in a dream-state or semi

awake at night. She explains these phenomena as evidence that life continues after death,

and that she will, in fact, rejoin them in perpetual life when her worldly life ends. She

has done a substantial amount of reading about near-death phenomena and "life after

death" from books and tabloid journalism. These thoughts are comforting in a transitory

way, but they fail to provide her with an ongoing sense of meaning in the temporal world.

She consciously tries to "overcome" her frequent "blue" moods, reminding herself of the

natural beauty surrounding her hillside home and how fortunate she is to be alive.
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Although Jean has a relational self-understanding, it is one that is situated

primarily in relationships with people who no longer inhabit her present day-to-day

world. She is, in effect, stuck in the past without the ability to make space for new

commitments which could solicit her concern in the present and project her into future

possibilities. This makes her vulnerable and limits her capacity for dwelling-in-the

world. Despite being free of significant chronic illness, her suffering is hard to miss.

Cassell describes how it is possible to suffer while being "devoid of symptoms":

People can suffer from what they have lost of themselves in relation to the world of
objects, events, and relationships. Such suffering occurs because our intactness as
persons, our coherence and integrity, come not only from intactness of the body but
from the wholeness of the web of relationships with self and others (Cassell, 1991,
p. 40).

Conclusion

This chapter has presented paradigm cases and exemplars to illustrate ways in

which "dwelling-in-the-world" can be compromised in late life. Basic to this ability to

understand ourselves as connected to the possibilities for meaning that our changing

circumstances bring forth are particular "existential skills" (discussed on p. 117). The

erosion of these skills, through illness, impairments in physical, cognitive, or social

functioning, losses of loved ones, or environmental disruptions, for example, challenges

one's self-understandings such that familiar meanings may no longer be available. The

challenge requires finding new ways of understanding oneself that account for one's

history, one's embodiment, and the saliencies of the new situation. However, as we saw

in David, irretrievable neurological deficits can work against one's best efforts to regain

access to the meaningful world, leaving one "without a place to dwell."
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Chapter Five

EMBODIMENT

I think that one of the important things for a satisfying life is to have some kind of
purpose and some kind of goal. Different changes at different points in your life. It
doesn't remain the same, of course. But, you have to have a set of the reasons for
living. So when you get up in the morning, you are drawn to something. You want
to do something. There's something that you desperately want to achieve. And that
you have certain goals--short-term and then longer-term that you know that you're,
you're living for a purpose...and it's going in a certain direction. You're not just kind
of drifting along....You have to take care of the machine, you know, to take care of
the body to make sure you can, you can achieve some kind of goals but I think that
so far as having satisfaction in life is concerned, you have to have a set of goals
toward which you are striving. (Adele, age 82)

Introduction: The Lived Body

Since we experience our bodies in wellness and in breakdown through a multitude

of involvements in the world--the habits, rituals, routines, commitments, and practices

which matter to us (Doolittle, 1990, Haberman-Little, 1993; Kesselring, 1990; Malone,

1995; Plager, 1995)--the lived body resists categorization as an object without inherent

meaning and intention (Benner & Wrubel, 1989, Dreyfus, 1991; Leder, 1984; Merleau

Ponty, 1962). According to Merleau-Ponty, through our bodies we are "at grips with the

world" (Merleau-Ponty, 1962, p. 303), taking up the world in meaningful ways through

the activities and concerns which solicit us. Embodiment as human beings makes

possible and gives shape to our involvements, enabling some and thwarting others. The

body, whose "orientation and perceptions actually change with ways of being in the

world....responds to meaningful situations and to lived cultural meanings" (Benner &

Wrubel, 1989, p. 77). Gadow (Gadow, 1980), speaking on the relation between self and

º
- --

-

3

2
- *

º –

-: º

}
º



125

body, suggests that particularly in illness and aging the body comes to be known by the

self as an intentional subject body, a part of the self yet able to "formulate and enact

aims, purposes, value, meaning....[which may] seem opaque to other parts of the self"

(Gadow, 1980, p. 180). She illustrates this point by describing how the aging body can

come to have a new perspective on the value of speed of movement:

The slowing of the aging body, thus, can have either negative or positive meaning,
as either the inability to move as quickly as the object body was once conditioned to
do, or as the new capacity for "opening time," that is, for exploring experiences "not
in their linear pattern of succeeding one another, but in their possibility of opening
entire worlds in a situation" (Gadow, 1980, p. 180).

Though Gadow situates this change as fitting into a Hegelian dialectical process of

achieving body-self unity--a conception of the person which is assumed at the outset in

the phenomenological perspective guiding this study--her description above parallels

what was observed in several participants in this study; that is, shifting interpretations of

the self precipitated by changes in the body which set up new possibilities for meaning.

As discussed in Chapter Four, the body is our existential dwelling place. "Being

in-place" is the subject of a comprehensive philosophical discourse by Edward Casey

(Casey, 1993, p. 34). In it he calls attention to the interinvolvement of body and place,

"given that all human experience emerges from the facticity of being a body-in-the

world" (p. 46).

Our own body is not merely one thing among others, simply and indifferently
disposed in spatio-temporal situations (in the manner of many natural and
technological things). As a "lived" entity, a Leib, the body is not only situated but
situating; no mere instance of natura naturata, it is instead an exemplar of natura
naturans, "nature" in its active and dynamic aspect and thus something that "holds
sway." To hold sway is precisely not to be under the sway of circumstances,
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passively positioned and pinned down by the course of external events but rather to
have a hand in the determination of these circumstances themselves, including their
situatedness in space and in time (Casey, 1993, p. 116).

Casey illustrates the centrality of the body in shaping the lifeworld and "the function of

the body as a basis of orientation" (Casey, 1993, p. 48) in which the possibilities

determined by the body are not infinite at every turn:

My body continually takes me into place. It is at once agent and vehicle, articulator
and witness of being-in-place....Our living-moving bodies serve to structure and to
configurate entire scenarios of place....Even as it acts to project a field of possible
actions, my body closes down the prospect of unlimited choice. Hence it poses to
itself constantly (even if often only implicitly) determinate choices between, say,
going forward and retreating....This dimorphous structuring does not, of course,
preclude still other possibilities, but it does bestow on a given field of possibilities a
coherent set of routes. A spontaneous corporeal mapping or somatography arises in
which, as on an actual map, meaningful alternative directions are available at each
important juncture (Casey, 1993, p. 48).

The lived body, "being-in-place," becomes skilled in navigating its spatio-temporal

situation. This know-how sets up the potential for creativity and the discovery of that

which is novel about the situation:

It is by and with our bodies that we inhabit dwellings. In residing we rely on the
body's capacity for forming "habit memories"; that is to say, memories formed by
slow sedimentation and realized by the reenactment of bodily motions. But in
inhabitation, the body is an engine of exploration and creation as well as an agent of
habit. Thanks precisely to the familiarity established by habitual body memories,
we get our bearings in a place of residence, the interior analogue of orientation in
open landscape. We are empowered to discover novel features of built structures or
to create such features ourselves by rearranging the materials already present in a
given residence (Casey, 1993, p. 117).

Rowles, a social geographer, sees the lifeworld as a source of identity and well

being. He makes this assertion on the basis of "the rhythm and routine of taken-for

granted behavior" which relies on the "body's 'automatic pilot,' or learned awareness of

the context" (Rowles, 1991, p. 267) and the way one is immersed within the
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physical, social, cultural, and historical dimensions of an environment of lived
experience....The lifeworld not only includes the person's current setting but also
has a space-time depth that is uniquely experienced within the framework of
personal history (Rowles, 1991, p. 266).

Rowles (1983) describes the taken-for-granted intimacy that some elders have with their

local milieu as a physical, social, and autobiographical "insideness." Through the body's

implicit and habitual awareness of the setting, "the old person comes to wear the setting

like a glove" (p. 114).

This chapter on embodiment will examine how being-in-the world via an aging

body necessarily undergoes change; that in breakdown the body becomes less transparent

and taken-for-granted and infuses into the person's world previously unknown constraints

and possibilities; how deterioration of the body makes being-in-the-world more

challenging; and yet, in spite of this breakdown, what is necessary so that the lived body

can find its "place." The study participants range from those quite physically disabled to

others with little or no diminished functioning. The contrast drawn in Chapter Four

between David and Ann, both quite restricted in functioning, shows how dwelling, or

being fully in the world in an embodied way, is not merely a matter of the body's

functional capacity or of one's personal attributes. Instead, dwelling involves one's way

of taking up embodied self-understandings from those that are available in one's culture,

sub-culture, and family that allow for the possibility of continued meaningful life. Others

who have confronted limits to previously taken-for-granted bodily capacities but who are

not as disabled as these two people will be presented to demonstrate how the body,

engaged meaningfully in the world, has a capacity for respecting its limits and expressing

its skilled know-how in a variety of ways.
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Themes on the Lived Body

Thematic analysis of the research interviews provided access to some of the ways

the body shows up in day-to-day living and its relation to personhood. The following

broad themes which emerged from the data will frame the discussion: (a) Recognizing

and Becoming Reconciled To the Limits of the Body, (b) Taking Care of the Body, and

(c) Adversary or Ally. The Aging Body As Socially Perceived.

R
- -

i E ing F iled to the Limits of the Bod

This section presents the ways in which study participants have confronted limits

to their previously transparent and taken-for-granted bodily capacities, skills, and

involvements. This experience often involves recognizing the fine distinctions which

mark where the body's limits are in various circumstances. It may require finding a way

to accomodate changing physical requirements through such things as modifying

activities or finding new ones, "managing energy," making difficult choices when you

can't do everything, or finding a balance between being an "invalid" and "stretching the

limits." These transitions are at times fraught with irritation, regret, or a sense of loss,

but the frustration elicited by pushing against limits and meeting with resistence or the

realization that pushing beyond what is reasonable carries too great a risk provides the

motivation for coming to terms so that one may get on with life. Through these

experiences, the body--though changing and always vulnerable--can remain inhabitable

in meaningful ways.

Recognizing that one's body has limits and discovering where those boundaries

lie and their impact on living initiates an ongoing process of adjustment and embodied
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learning. This experience carries great personal significance, yet the weight of it cannot

be felt by most of us who are relatively successful at covering up the vulnerability that is

our birthright as human beings. However, at the upper end of the age spectrum, these

realities cannot be passed over so easily. There is much for all of us to learn from their

experience.

Lillian

Lillian, who is 82 years old, divorced, and retired from a career as a medical

technologist, had derived much pleasure from hiking since coming to California in her

young adulthood. She had pursued this activity for many years through a variety of

nature-oriented organizations, eventually moving from one to another as her physical

condition allowed:

I went into Audubon and then discovered that I didn't have a good eye. [laughs] I
didn't see birds quickly enough...And then I went into the Native Plant Society
where I stayed until my knees gave out. [laughs] (4.3)

Though her physical endurance is reduced now on account of her arthritic knees, she

continues to take a daily morning walk in the open spaces near her home, a habit dating

back a number of years to when she had a dog to walk, though she is careful not to

exceed her comfortable limit of approximately one mile. However, this limit can

occasionally be exceeded. Recently when she took her car in for repairs, she arrived to

find her mechanic, whom she has patronized for years, "obviously overwhelmed" by

damage that had been done to his shop by a careening car during the night. Deciding not

to add to his stress by asking for a ride home, she successfully walked the distance--more

than a mile--by stopping frequently along the way to rest. This is an example of how the
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saliencies implicit in the situation at hand exert a power of solicitation that can arouse

usually unavailable capacities.

When the weather outdoors is prohibitive, Lillian substitutes a ride on her

exercycle for her usual walk. She also swims two to three times a week, but is careful to

use only pools that have warm water, a strategy for coping with her arthritis that was

suggested by a rheumatologist. Lillian has come to the realization that if she doesn't

exercise, she is in more pain and her stiff knees "creak more." Her previous exercise--

hiking--which had been both a pleasant diversion as well as the vehicle for her interest in

conservation and the environment, has had to be replaced by other forms of exercise that

now have become essential for her comfort.

Lillian is also aware of changes in her energy level which she believes contributes

to a tendency to forget things:

LILLIAN: My energy has certainly diminished. And at this point I have....memory
lapses....I had an appointment Tuesday night that I was looking forward to. Dinner
and a movie with some friends. I forgot about it. I just forgot....And the woman
came to pick me up because I can't drive at night and I'd decided to wash my hair.
She pounded on the door and I didn't hear it....I was just chagrined....I had done too
much that day. And after I did my water exercises, I came home and I was so tired I
fell asleep, which I do....When I woke up I was groggy....At which point I decided
to wash my hair. And she came five minutes later.

INT: So was that kind of thing more likely to happen when you're out of a routine
or just...

LILLIAN: No. It's, uh, I get tired....I started early in the morning with the
answering machine....and then I had laundry....and then trying to work on...a bad
place in my novel. [laughs] Then dashing off to lunch. And then the exercises. It
was too much for one day.

INT: So you recogize that your energy reserve is diminished.

LILLIAN: I tend to overload....I have an energy cycle which I know and I have to
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stay within it. Period. So I give the...feeling, I gather, of being extremely energetic.
It's not so. It's managed energy [laughs]....I give the impression of being
[energetic], the impression.

INT: Oh. But it's a calculated kind of thing?

LILLIAN: Yes.

INT: You anticipate your limits...and you stay within that and things appear--

LILLIAN: Which by this time is fairly limiting.

INT: So that's been a change over a matter of how many years?

LILLIAN: Oh, it's a slow...it's a good many years....But it's let me adjust to these
things....You do the best to adjust to the series of conditions that you have.

INT. To what do you attribute these changes?

LILLIAN: Aging. That's what every doctor tells you. Aging. [laughs] It is mostly
age (4.4, 1407-1551).

One of Lillian's strategies of managing her energy is to take an occasional afternoon nap,

which is essential if she is going out in the evening:

INT: What happens if you don't get a nap in and then you go out?

LILLIAN: It's a drain. It's a terrible drain, because I like to be involved in the
evening....And if I sit back quietly, I'll fall asleep (4.1, 839-840).

Though Lillian has always considered herself "a person of too many anxieties,"

she notes a decline over the years in her ability to cope with the day-to-day emotional

stresses and irritations, particularly where her car is involved:

I'm trying to drive just as little as possible. That's...one of the things that when you
get old becomes such a burden....The small difficulties become enlarged. The small
difficulties with people, the small difficulties with the crises of everyday living. Say
my washing machine goes out. Well, that's not so bad. I can go to a laundromat.
Of course, I will have to wait for somebody to come. Uh, but something with my
car is very threatening. I'm driving a car now whose transmission needs work. I
have a date for it to be taken in for a transmission overhaul, at a price [laughs] (4.1,
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453-466).

Later in the same interview she explained that whereas she thinks she ought to be able to

blow off the simple, everyday frustrations that sometimes arise in social interactions, she

gets unduly frustrated when such things occur. This was illustrated in her account of a

recent experience she had over the telephone, attempting to get public bus information:

INT: So you said that as you get older you think the smaller things, everyday issues
a■ C. ...

LILLIAN: They get much more--and the thing is that theoretically one's problems,
emotional problems should be solved. That would be the theory. But actual fact--
they come up, of one sort or another, all the time. And they are harder to cope
with....They take on greater importance.

INT: You mentioned interpersonal things. Is that what you mean?

LILLIAN: Yes. That's what I mean....I tried to get...the schedule from
the...information. You know, the bus....And the woman was very curt. It was her
idea that she give me the whole information. And it was my idea that she give me
the first part and I'd write it down....So then when she finished, she said, "Do you
have it?" I said, "No." But I was so--I was irritated beyond the call of that small
incident.

INT: Hmm. Do you think when you were younger you wouldn't have [been]?

LILLIAN: I would have shrugged it off (4.1, 562-597).

Over the last few years Lillian's hearing has become problematic, particularly

when she is listening to lectures in large rooms or responding to questions when she is a

speaker in a similar public forum. Though a hearing aid has provided some benefit, she

has come to view it as a "flawed instrument...hard to control," and useful only in

particular situations. Learning to make the instrument actually work has been daunting in

I had trouble learning how to use it. And there was one point where I was going to
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speak--to read from my book and answer questions and I couldn't learn how to get
the thing in. It was really simple, but it was a Sunday. There was nobody for me to
ask for help. And I went in...a real fear....According to the [audiologist] it's the most
common ailment with aging people....And I am reconciled now that in certain
situations where the acoustics are poor, I will miss a certain amount" (4.4, 805-912).

When she is among small informal groups of conversing people the hearing aid is less

helpful since it also amplifies distracting ambient noise. Though she found a course in

lip reading to be very difficult, she concludes that it "is essentially the only answer."

Since Lillian's cataract surgeries a couple years ago, she no longer drives at night.

This requires her to frequently rely on other people for rides, and she feels awkward

about asking just anyone. On one occasion after going through several unsuccessful

requests to friends for a ride to the eye doctor, she spent $100 to have the car of another

friend-–the last person she was comfortable asking--repaired so the friend could take her

to the appointment. She was later "bawled out" by other people she knows for not calling

them to ask for a ride.

After her third divorce in her late 50's, Lillian decided she would "never marry

again." As a single elderly woman, she has made a deliberate effort to create a network

of reliable people whom she can call on for help. Several years ago she organized

through her synagogue a chavurah, a small friendship group of adults of varying ages

that meets monthly and has a literary focus:

I was interested in having a group. I had a selfish motive...a group close by so that
if I ran into trouble I would...get to know them and I might be able to call on them
for help (4.1, 277-279).

From this association and others Lillian now has a well-defined circle of friends upon

whom she can depend: "I depend for my sustenance on eight women and two men" (4.1,
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3365). "I live by the support of friends" (4.1, 233). She is a bit surprised that two

younger men have become particularly good friends, one of whom lives nearby and can

help her with mundane problems such as straightening out glitches with her computer and

figuring out how to resolve problems with her car and home maintenance:

I have friends, good friends....More than I can handle actually.....I depend on
friends....I had to search for it.....I found it. And I consider I have...well, they're
mostly women and strangely enough two much younger men who help me with
daily living.....I never made it on my [own]. I made it on my own with help (4.2,
1463-1530).

Here she alludes to the fact that whereas her network of friends is essential to her, she

also sees the necessity of limiting her social commitments to prevent them from

becoming a drain on her energy. When a young woman she had met while swimming

initiated having lunch together, she obliged but later reflected on the the relationship: "I

have...really...a score of devoted friends. I didn't...need anymore....And I can't stretch

anymore."

Ben

Ben is an 82 year old retired physician who has been separated from his wife for

the past three years. His mobility has gradually become more restricted due to peripheral

vascular disease and psoriatic arthritis. Because of his limitations in walking, he has had

to completely give up camping and hiking, while his girlfriend still actively hikes with

the Sierra Club. Though he regrets that he can no longer do these things, their loss is less

troubling than the potential loss of other, more identity-sustaining activities. In these

activities, he continues to push himself at a pace many people half his age would have

difficulty maintaining. Consistent with his lifelong dedication to social and political
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causes, he is a volunteer physician in a free medical clinic, an aide in an Alzheimer's

respite center, and a canvasser and speaker on healthcare-oriented political initiatives.

Besides these commitments, he attends noontime lectures for physicians at local

hospitals, swims laps four to five times a week, is actively involved in a romantic

relationship and many social activities it brings, and shops, cooks, and cleans for himself

Though his day-to-day life is extremely meaningful to him, the pace he keeps can

sometimes have adverse consequences:

BEN: Frequently, I want to do more than I recognize I can possibly do, or that I
could do it but I would have to pay the price...for it.

INT: What happens then if you...push yourself over your limit and then you have to
pay the price?

BEN: My resistance...goes down and about a month ago I guess, I had
Thanksgiving with some of my family. And...I developed a cold afterwards. And,
it was a pretty good one and I was...bedridden for three or four days and then...I was
scheduled [laughs] to go work at the respite center here with my Alzheimer group.
And...I went. And...then I went to a lecture in the afternoon...that I felt was

important and it happened to be on...a changing health care program. And then I did
something that night...and I ended up by...having to be in, go back to bed for
another--I was out of commission for about a week....And that's just a pattern with
me so I have to be careful that...I just don't overdo it....It's like the modern mother
who's running back and forth....I used to be able to do that. And I used to be able to
do a lot more....And I just don't have that physical energy and if I overdo it, then I
find that...my...objectives suffer from it (6.1, 251-294).

Still, his devotion to social and political causes compels him to push up against the limit:

I can't walk, you know, more than a few blocks....Unless it's a demonstration, I seem
to be able to tolerate it [laughs]. But...it makes it painful for me to walk...And...I've
had to give up hiking and camping and stuff that I used to enjoy (6.6, 877-881).

As we saw with Lillian's capacity to walk no more than a mile unless she feels she has to

walk home from the car repair shop to avoid further stressing her stressed-out mechanic,

*
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limits to one's physical capacities can fluctuate somewhat depending on the power of

solicitation a particular activity has. To the extent that Ben's philanthropic objectives,

Social and political, have been central to his self-understanding--he disparages most of

the social and organizational events of his contemporaries as either frivolous,

extravagant, or self-aggrandizing--events around political issues often provide the

rationale and justification Ben needs for pushing himself up to the limit:

I think I've...had a significant...impact on many things...during my lifetime...that
people respect what I've done...and you know, who I am and what I've done.
Wherever I go they recognize that...I seriously want things to be better and that...I
don't rest and relax if I can make something better, I keep trying....and I feel like...in
many areas my life has been rewarded by the fact that I've played this significant
role in the peace, the antinuclear...medical reform...and here in the [respite]
center....So all these things....make up for [laughs] getting old and feeble and
waking up with a cold and arthritis and that kind of thing (6.6, 821-861).

Ben acknowledges that "biting off more than [he] can chew" has been a lifelong

tendency. However, he is begining to realize that pushing himself beyond reasonable

limits can also have an adverse impact on other people: "I'm just recognizing more

that...it's not fair for me to commit myself for things that I can't do. Not fair to other

people" (6.5, 2110-2111). Besides fairness, a reference to the time commitments he must

adhere to in some of volunteer activities, there are also dangers associated with extending

himself beyond his present abilities. Fishing with his grandchildren had once been a

common form of recreation for him, but it has had to be curtailed on the basis of the risk

he now recognizes in it:

I used to go to take my grandchildren to [the] reservoir....I keep realistically
realizing that...my balance is not that good and...going from the dock to getting in
the boat I'm liable to tip and it will be life threatening and would be
embarrassing...and I might hurt myself...I haven't done it for some time...I have my
fishing equipment in the carport there stashed away....I guess it's been about a





137

year....I was careful but I was concerned that if I keep doing that I'm liable to get
into trouble...so I just have to write off that phase of my life's activities. Again, it's
a compromise....I recognize that that's a relatively small price to pay for...my
longevity and my reasonably active life and to be able to do the things that I enjoy
doing (6,6, 1356-1388).

The language he uses--"paying the price," "it's a compromise"--sounds like a kind of

bargaining with a supernatural power, as if surrendering some capacities will protect

against the loss of others. Yet as a secular Jew who accepts only the social justice

aspects of his religious heritage, he is not likely to look for divine intervention. It is more

likely that he sees the trade-off in terms of having a limited source of energy he must use

in a careful, discriminating way in order to continue doing those things which provide

him the greatest satisfaction. This interpretation is supported elsewhere in his interviews.

He recounted the events of a recent day when his limited energy forced him to abort

some of his planned activities:

I was frustrated. I went into the city yesterday and I did a lot of walking with [a
friend] going to museums, and I have some peripheral vascular disease so one of the
things that I can't do a lot of physically...is I can't do a lot of walking. So I was
tired, and I [was] out of petitions for this program that I'm working for. And I had
planned to come home...and...fix myself something to eat and then go back...and
pick up some petitions and also participate in a telephone tree that I...knew was
taking place. And when I sized up my situation, I decided it would not be a good
idea, that I might get overtaxed physically and mentally and emotionally so that...I
felt torn and it was a dilemma for me....I tend to be a lot happier when I'm doing
something that I consider worthwhile for humankind....And that always upsets me
when I make a choice....It was this...the constant business of being torn between two
desires....It's one of the things that bothers me about my age level and my...physical
capabilities at this time....I want to do more than I recognize I can possibly do...or
that I could do it but I would have to pay the price (6.1, 190-253).

His frustration is based on the realization that he must respect his limitations and choose

between a number of desirable activities when what he really wants is to do everything he

might find worthwhile. Though he views his need to slow his pace and relinquish some
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of his valued activities because changes associated with aging demand it, this

understanding doesn't prevent his feelings of frustration and even humiliation at times.

One of the biggest blows to his ego--a "disempowerment" as he puts it--was the decision

his daughter and son-in-law made that he not drive his grandchildren anymore. Since he

was involved in an accident a year ago in which his car was a total loss, they have

insisted on doing the chauffeuring when he wants to take one of the children on a special

outing:

So I can't drive. That bothers me.....Like when I took [my granddaughter] out for
her birthday lunch ...why...her father had to drive...the two of us to the restaurant
and come by at a previously determined time and pick us up later. And I--hell, it
bothers me, it hurts my ego and it makes it inconvenient because I don't like to have
to depend upon them and to...impede their freedom of the afternoon or whatever....I
guess...my daughter and my son have both been cognizant of the fact that I'm not as
[laughs] good at driving as I used to be. And that bothers my ego because I used to
be a sports car driver and owner. I used to like, fast. And I think part of my
problem now is that I probably drive too fast--faster than I ought to for my age level
and...cut corners a little faster than I should (6.6, 1024-1044).

This imposed change has sharpened his awareness of the potential hazards of driving. He

has begun to modify his driving patterns and is anticipating the eventual need to further

restrict himself.

I'm cognizant of the fact that one of these days I--and I limit my driving now....I
don't do much night driving. I'm compelled to, when I go to the ...clinic on Tuesday
night I worry quite a bit. I get quite fatigued because I get there--I leave here at
7:00, get there between 7:00 and 7:30 and then I'll leave there between 10:30 and
11:00 and I'm pretty fatigued by that time driving home at night. Night
driving...worries me because I'm afraid that I'll be over-fatigued and I might nod off
or something like that and have, happen to have a problem. And I'm more
concerned about injuring somebody else with an accident or something than I am
about...myself. But I think the time will come when I'll have to stop driving at
night....On this trip down south, we went in my friend's car and she did most of the
driving. And I just spelled her during the daytime and we've worked out a pattern
like that now to where she's close to ten years younger than I am and so she doesn't
mind driving and I feel comfortable about it. It has certain ego bashing but that's
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part of the game that I've adjusted to (6,6, 1050-1067).

When declining physical capacities and chronic health problems impose

restrictions on previously taken-for-granted functioning, coping often involves the

discovery of new, previously unimagined coping skills. Besides Ben's accomodations to

driving restrictions and compromised mobility, he has learned that sharing a meal in a

restaurant or taking half of it home rather than trying to eat the full regular-sized portion

will help prevent aggravating his hiatal hernia. His anti-hypertensive medication has

made sexual activity more challenging, but the significance of the situation has

compelled him to find alternative ways to express his sexuality:

Then sexual activity, uh, I've been able to get around that by doing a lot of whatever
you call it...preparatory activity. And there's a lot of...gratification that I didn't
recognize was there before. And...if I can gratify my partner...manually or any
other way, why...that gives me gratification. I've come to enjoy doing that
and...with my kind of personality, why it's another way of giving just pleasures to
somebody else or whatever. And so I've dealt with that. It used to bother me a lot
more than it does now. I've sort of had to adjust to it. I used to be very active in
that area....And it requires an understanding and sympathetic partner, I think, too in
this area. I'm doing very well currently so, and it looks like it's gonna keep being
that way (6.6, 981-998).

Ben is "annoyed" that besides his declining physical capacities his "cerebration"

is not as good as it had been when he was younger: "My learning processes are not

nearly as good as they were before. I'm not able to read as long or as well and I find that

it's annoying." His anti-hypertensive medication makes him "groggy" in the evening. He

notes that many of his friends need to go to bed earlier and take afternoon naps, problems

he does not have. Despite such annoyances, he sees these phenomena as part and parcel

of getting older, circumstances that he can't change. So there are...certain limitations

that I look upon as being matters of reality....And yet I'm, you know, happy to be as alive
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and as well as...[laughs]...as I am (6.6, 926-936).

Lillian talked about feeling more vulnerable emotionally, more easily bothered by

day-to-day irritations as she has gotten older. Adele, an 82 year old widow and former

speech teacher who is highly functioning and in excellent health, has had a similar

experience, but one that involves coping with the graver circumstances in life that are

soliciting, yet trying:

ADELE: In the last few weeks...my friend...and I have decided to take a trip in the
spring...to Ireland and England....So that's something to look forward to....Whenever
I feel...a little down...and we all have those days...where things happen around you
that make you feel either your own mortality or sort of drag you down. Now the
earthquake down in Los Angeles, I'm sure it's affected all of us....I mean...I have...a
brother down there and other friends and relatives....Everybody's okay, but...there's
a great anxiety...right now about this. And you feel it. I try to do something to pick
myself up. Now you can't go on a trip to Ireland every time [laughs], but you can
go to the movies...or go out to dinner or...distract yourself in some way....That's
been my pattern, you know. If I feel kind of low, I try to get ahold of somebody and
go do something that is a pickup.

INT: Well have you been coming out of a period of being sort of down?

ADELE: Yes....One of my friends had been quite ill over the last several
months....and another woman and I have found ourselves to be the primary support
system. And that has been very draining. You see these things are much more
draining as you get older.

INT: How come? In what way are they?

ADELE: Well I don't think I have the resilience. I don't have the stamina, uh...to,
you know, handle all of this emotional stuff...and go on with your life...shopping
and cooking and...doing the laundry and...doing volunteer work and all the rest of it
in addition to what's dragging you down psychologically...because somebody that
you care about is ill, you don't know how it's gonna come out....You find yourself
having to give time and effort and thought...to that person....And while you don't
resent it, you find it a little bit hard to--it just isn't--your body isn't able to sustain all
that....You get tired more quickly.
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INT. Um hum. It's not the usual routine and it's additional demands.

ADELE: Yeah. That's right....And so I think...certainly when you're younger, you
can take more of that and bounce back very quickly. You bounce back less quickly
as you get older even though you're in--I'm in good health and...you know, I'm fine.
But still...any emotional...baggage that you have to carry that's extra...is
heavy....You see you don't...get involved with another peson's life...without
some...some cost to yourself. You have to, because otherwise you're not doing the
job properly in the first place. You know you can't be indifferent.

Di The C f Drivi

Most of the people interviewed for the study brought up the issue of driving in

terms of their reliance on other people for rides, finding night driving a challenge or too

difficult to risk, or anticipating--with some trepidation--the eventual end to their driving

careers. As Lillian's and Ben's exemplars illustrate, besides its practical benefit, driving

can have symbolic meaning as a source of independence, self-reliance, and and personal

power: "Something with my car is very threatening," says Lillian. "It hurts my ego and

makes it inconvenient," laments Ben about his "disempowerment." Therefore,

confronting restrictions on one's driving or the outright prohibition of one's ability to

drive can provoke a renewed reflectiveness about one's vulnerability and finitude.

Adele, the 81 year old widow referred to above who is in excellent health, has

always driven without a problem, even at night. But as the sole driver on a recent

thousand-mile roundtrip drive with a friend, she found it to be so exhausting that she

decided she will never again do such a trip without a relief driver.

ADELE: We took time out to get out of the car and so on. But, it was too much
responsibility and too much physical strain....You know, at 81 I shouldn't be doing
this. This, this is foolish. And yet, when somebody asked me, "Are you gonna
drive?," I said, "Of course I'm gonna drive....How else?" We couldn't have done all
these things if I hadn't been willing and able to drive. But I would never do that
again.
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INT: So, would you--say tomorrow if your eye doctor told you that there was
something going on with your vision that made it maybe questionable to drive and
would advise you to think about alternatives. Would that make a big dent in...?

ADELE: Very big. Very big dent, absolutely. I see that as a real watershed of a
problem, because I could not, as you know, the public transportation system is
awful here. I mean there are buses but they're so infrequent and they're so badly
coordinated that it takes you two hours to get to a place which by car takes ten
minutes....So, sure it would make a very big difference because I would have to
enlist the help of friends to get to places. I would have to use the public
transportation system which would limit me to just the middle of the day. I
certainly couldn't do anything at night unless somebody came and got me and
brought me home.

INT: So it would mean relying on public services, but more than that friends and...

ADELE: Friends and family, sure. And I would be very loathe to ask anybody to
come and get me for some trivial reason. It would have to be some good reason
why I would want to inconvenience other people to get me to places.....So a lot of
the activity that I do--all of it involves getting out of here and into a car and going
some place. And I couldn't do those things (5.3, 2581-2647).

Perhaps because Adele is so highly functioning and has had to rely on others so

infrequently, the prospect of being dependent on other means of transportation is a

particularly aversive idea.

In contrast, for Rose, a 94 year old retired widow living alone, who gave up her

car only two years ago, the transition to not driving seemed devastating initially, but has

been resolved quite satisfactorily. Having immigrated to this country in the early 1920's

from eastern Europe and been forced to run the family business after her husband became

disabled in an accident, Rose had been responsible for driving a truck nearly a hundred

miles a day over the course of her working life. After a fall in her house two years ago

and subsequent medical evaluations by several doctors, her primary care physician told

her that she had probably "blacked out," and therefore it was not safe for her to continue
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driving. Upon hearing this she was shocked and indignant and regretted having given

them an account of the fall that would have led to such a conclusion:

I was thinking to myself...what are you going to do? You know you're involved in
so many places....What am I going to do?....And then when [a friend] came in...she
asked, "[Rose], you look like you're in deep thought. So what are you thinking?" I
says, "You know what I'm thinking. That I was a fool. I told the doctor the
truth"....I felt myself, "Rose, you're just like a vegetable. You're nothing"....It isn't
that I was mad at the doctor, that he didn't diagnose me right....Just myself. I was
mad at myself (3.2, 2986-3040).

She called her son who reminded her that she had options: "He said, 'Get a taxi. You

want to go someplace, get a taxi. Whatever you gonna do is no tragedy." Besides there

being a local bus stop at the end of her driveway, she soon discovered an affordable, local

transit service for seniors which will pick her up at her doorstep and take her to most of

the activities she participates in locally--club meetings, senior center events, and the

hairdresser, to name a few of the things she gets out for on a daily basis. She explains

that she feels like such "a lady," treated so well by the drivers, on a first-name basis with

them, and how simple the arrangements are:

ROSE: All that you have to do, you call up a day before and there's a little charge
of money. And they take you wherever you want to go. So now that's what I do.

INT: So you've gotten used to doing that? And getting around?

ROSE: Oh yes, I'm happy (3.2, 2914-2920).

When necessary, since she had given so many rides to people over the years, she is often

comfortable asking for a lift. In addition, her nearby grandson is frequently able to help

her with transportation. Given all these alternatives to which she has adjusted so well,

her ability to be as active in the community as she wants to be is not impeded.
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Loss of the ability to participate satisfactorily in previously enjoyable activities

may become apparent when one's former standards of performance can no longer be

achieved. Two of the study participants who had been regular golfers during their

retirement talked about how giving up golf became necessary once they could no longer

feel satisfied with their performance in the game. Raymond, an 86 year old married

African-American man who is retired from the insurance business and has an eighteen

year history of heart problems, explains how he came to this decision:

RAYMOND: And I played golf after the bypass. But, uh, I haven't played
any since, since this congestive thing. And, uh, I hadn't played in, I guess,
about a year before that. Personally--no real reason, I felt good enough. But
I guess I reached a point where I felt that you can't do what you did before.
You don't have the time and you don't have the strength, you don't have the
agility, any of those things that are required to play a respectable game of
golf. And I just couldn't see myself going out just spewing balls hither and
yon....So I said, well, too bad....It lost its appeal....One day I went out there
to...hit some balls with a friend of mine, got two buckets and I hit a couple
of balls and I knew then it wasn't going to be no more golf. I couldn't even
trace the flight of the ball. I'd see that ball leave the tee, but I couldn't trace
it. Not even the direction where it was going to. I could see it taking off and
I decide well, it's going in that direction. But to be able to follow that ball to
fair--get up in the light and that--the lack of contrast was just not there. I
couldn't see it.

INT: What kind of impact did that have on you emotionally?

RAYMOND: Oh. No big thing....I guess after a heart attack and a bypass,
you get to the point where you realize that time takes its toll. That you--a
whole lot of things you used to do you're not going to be able to do and as
time goes on you'll be able to do less than you do now. So it didn't...bother
me. I didn't lose any sleep over it. I just decided to forget the game of golf
(12.4, 805-864).

Raymond notes that among friends his age, some are still playing golf, and others have

had to give it up for varying reasons. This is instructive to Raymond about the nature of
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getting older and coping with the changes:

All old people make adjustments. In fact, you have to because...you're not gonna
have the strength, you're not gonna have the ability to do these that you once did.
You might as well face up to it or you'll be frustrated from now on. At least that the
way it seems to me (12.4, 897-902).

John, the 84 year old married retired commodities broker referred to in Exemplar

#1 at the end of Chapter 4, has faced similar circumstances. Having played golf three

days a week for the first 16 years of his retirement, he has had to give it up in the past

year following a series of surgeries and a flare-up of psoriasis on his feet. Golf had been

an outlet for his avid interest in competing with himself, challenging himself to do better,

a salient focus that had propelled him throughout his working life as well:

It was challenging....And it was something you desperately wanted to do better.
And what a kick you'd get if you had a good round, you know....That was a thrill
that nothing else would equal (7.1, p. 28).

The disruption his health problems caused was the primary reason why he does not see

golf as a viable option now. He holds himself to certain standards of performance from

which he has fallen off.

JOHN: I had two prostate operations and a hernia operation and a toe operation....In
fact it took a whole year...and then by that time I decided I couldn't play golf and I
was afraid to play golf and that's just kind of the stalemate I'm in right now.

INT: Uh huh. What made you afraid?

JOHN: Well...golf is something that you've got to do all the time. You can't even
play it once a week and then be up. And you go away from it for months--Out in
the backyard you can hit plastic golf balls to give you an idea of what you can do.
And I realized then that I can't, uh--I embarrassed myself on the course.

INT: And when you play with serious golfers you've got to be up to snuff?

JOHN: Yeah, that's right....you can't be a drag to these other people....They
wouldn't like it and I...would be embarrassed (7.1, pp. 4-5).
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However, he has discovered that without golfin his life he has gained something else; a

lifestyle free of the busy schedule and advance planning that had always been required to

be able to play so much golf. Now he works in his garden, reads, walks, takes naps, and

runs errands on his schedule:

When you're going to play golf, the thing on your mind all the time, I've got to leave
here at a certain time....All your doctors and dental and tax and bank and things,
nothing can be done on the Monday, Wednesday, and Friday. You get so your
dentist and your doctor all know that....So this is great this way. You don't feel--I
take a nap every afternoon now. And I really enjoy that because...it doesn't make
any difference if I want to sleep two hours, it's fine....Or if I want to sleep half an
hour it's fine. Right now I have no deadlines anymore....And...that's great (7.1, pp.
6-7).

U in Future. Anticipating Decli I Fearing Becoming a Burd

Many of the research participants talked about their wishes that the future not be

much different from how they are living now in the present, yet their experiences

witnessing illness and the process of dying among friends and loved ones remind them

that there are no guarantees. Anxiety about the possibility of losing one's ability to drive

was mentioned by Adele, Lillian, and Ben, which is understandable in that they are all

high-functioning, active people, living alone. Yet for Rose, the reality of having to stop

driving was much more tolerable than she had initially feared.

Among all the people interviewed, not one was fearful about his or her own

ultimate death. Instead, the most commonly voiced concern about the future was with

the prospect (or reality, particularly in the cases of Ann and David discussed in Chapter

Four) of becoming disabled and dependent on others and having a slow, lingering death:

INT: What would you say is the worst thing about being your age?

LILLIAN: The uncertainty of the future is the only thing.

3
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INT. Um hum. If it could go on just as it is now...?

LILLIAN: As it is now, it'd be fine. But it can't....Oh, there are these practical
things if I get a little more infirm. How do I manage and so on. If I...have to stop
driving, how do I manage, you know....Practical things....But I don't let it...hound
me (4.4, 2610–2631).

Ben, the 82 year old retired physician with arthritis and peripheral vascular

disease who is very active and self-reliant but is no longer allowed to drive his

grandchildren, recalls his mother's death at age 95 after a series of strokes which left her *

*

aphasic and dependent on nursing home care: º:

Before she lost her powers of speech, why, she said she was quite unhappy. She º
cerebrated well and she said that she never planned it this way. She always thought lºss

that she'd go to sleep one night and that would be the end of her. And so she was º
basically apologizing to her children for having to, you know, accommodate to her -
needs and so and so forth. And I remember that and that's one of the, one of the d
unhappy things that I have to face (6.5, 1681-1688). º

Despite his declining physical capacities over the last few years, Ben has been competent pºss

2
injust about everything he has attempted. Though his married life did not live up to his º
earlier expectations, he has felt substantially appreciated by others in his personal, º

political, and professional life. He considers his life, including the present, extremely

rewarding. Yet he is troubled that he has not "prepared enough" for the possibility that

his final years may parallel those of his mother:

My life-style is not as orderly as it ought to be....I'm not a good housekeeper
type....Well, it bothers me that I am not orderly enough....if I ever get to where I'm
disabled, totally disabled, I'm really not well prepared for it....I'm concerned that I
don't want my daughter and son-in-law be needing to, you know, take care of me if I
have a stroke or an incapacitating heart attack or whatever it is. That bothers me.
That's my main thing. And I figure if I get significantly disabled...I think I'd like to,
uh, you know, commit suicide. That kind of thing. And it's partially because of
my...lifelong style of not adequately providing for my future. I gave away most of
my funds to where I cannot comfortably afford buying long term...health insurance
if I have to go into a nursing home and stuff like that. And so...that bothers me a lot
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and I don't know how how I'm going to deal with that if and when that happens--if
I'm able to cerebrate enough to deal with it....Hopefully I'm going to sit down with
my friend [Lucille] who's much more orderly than I am about these kinds of things
and try to work out some sort of plan....basically insurance and decisions about
lifestyle....[I've] been devoting more attention to doing the things I want to do and
ignoring the fact that if and when I become disabled, I'm liable to be a burden on
other people and become quite unhappy (6.5, 1620-1680).

He raises this issue several times over the course of the interviews, asserting that he sees

only one option for himself--suicide--if he were to become dependent. His language

implies that he would see his dependency as his fault, in part, because he has "devoted

more attention to doing things [he] wants to do" than "planning" for his eventual

disability:

INT: Do you think about death? And if so, what comes to mind about it?

BEN: I don't really spend much time thinking about it. I recognize it's inevitable
and...the only thing that troubles me is prolonging the inactivity and the...discomfort
of being...disabled. And I think of ways and means of [laughs] dealing with
that....And I recognize that there's a time when you're really no longer not only not
useful to society but no longer useful to yourself. And it's...better to be dead
than...prolonging the agony so to speak (6.5, 2197-2241).

Ben speaks here in familiar terms that garner sympathetic understanding from

many corners, given the emphasis in our culture on productivity and our terror of

suffering and dependency. His mother's "apologizing" about her dependency evokes

something that rings true about our technological culture; the idea that if we cannot

control the biological processes of aging and changes at the cellular level which

predispose us to disease; then somehow in dying we ought to finally be able to get it

right, making it happen the way we would want it to happen. As absurd as this sounds,

our cultural self-understanding in this era of advanced technological instrumentalism

leads us to expect to be able to control our bodies, harnessing them to some "useful"

ass
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purpose and getting out of the way when we are no longer of any use. However, the idea

that one can prepare for and control every eventuality including those at the end of life--

"having one's house in order," so to speak--contradicts our nature as vulnerable and

interdependent. While Ben's perspective may seem unrealistic, it is shared to varying

degrees by all of us as participants in Western culture, and it underlies many of our

cultural understandings about the place of the elderly in living "the good life" and dying

"the good death."

Living With the U inties of the E While Redi ing Possibili

Raymond, the 86 year old African-American man who has given up golf in the

last few years, has cardiac disease dating back to a heart attack when he was 68 years old.

Through his experiences with recurring symptoms and interventions over the last

eighteen years, each event taking place after long intervals of time without symptoms, he

has come to an understanding of what life is and how best to dwell in the time that

remains.

Raymond was still running his insurance agency and not thinking at all about

retirement when the symptoms of his heart attack occurred following a round of golf

What he was told upon discharge from the hospital discouraged him about how his life

might be radically changed:

RAYMOND: And I had the heart attack in '76 and I sold the business in '76

because it showed how little I knew about my condition. I never thought that I
would be able to do any work. They told me, "You sit in that chair....If you want to
go to the bathroom, you have somebody bring you a urinal. And when you readin',
let them bring it to you, don't you try to get up." And I did that for six months.

INT: And you saw that as a perpetual kind of...?
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RAYMOND: Yeah, that you gonna be practically an invalid the rest of your
life....And so...[my associates] approached me...about buying....So I said, you
probable gonna get to the point where you can get up and go to the bathroom but
you ain't gonna be able to do any work. And I didn't know. So I sold them the
business and it was a good thing (12.4, 711-752).

He complied with the medical advice, obediently staying in his chair most of the time for

the next six months, uncertain about what this meant for his future. By this time his

doctor recommended that he start a cardiac rehabilitation program. He participated in it,

gradually feeling stronger, until he was eventually able to play golf, work occasionally

for the group that had bought his business, and do just about anything he had ever done

before the heart attack:

The doctor suggested that I enter this cardiac rehabilitation class. And after I got
going through that routine, I felt like I could move the world if I had somewhere to
stand....So I felt good enough to do anything. And I was like an 18 year old until I
had this congestive thing--well, no, until I had the bypass in '89 (12.4, 794-800).

Thirteen years after his heart attack, he required triple-vessel coronary artery bypass

surgery. He went through a similar period of recovery, unable to envision what the

future would be like, but discovering that his body could be imprisoning unless he found

a different way to inhabit it:

You see, following the bypass, I sat in this chair...for six months and they told me if
you want a drink of water have somebody bring it to you. Unless you had to go to
the john, why, stay put....Read, look at television, do what you want to do, but don't
do too much getting around....Let them bring you your meals, you've earned it and
this kind of thing. And, I did that for I guess the full six months. And then one day
it occurred to me, what kind of life is this?....You gonna be here the rest of your
life? So, uh, I called the cardiologist and I said, "Hey, I need to do something. I'm
going batty." So she said..."You can do some walking now. So you think you can
walk a block, walk a half block and come back. Don't push it but gradually work
yourself into it." So I did. And for three or four months I did some walking. And
then finally I went up to [the YMCA] and enrolled in this rehab course....So I went
into that and followed it since....I haven't gotten back to the state I was before July
the 3rd, but I still do some [exercise]. I had two sessions with it last week. And I'm

:
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gradually trying to get back to the three (12.2, 113-142).

These experiences have taught him a great deal about his inner capacity for recovery.

They have also taught him about the limits of his powers of recovery and the meaning of

his finitude. An experience he had this past year of going into respiratory arrest in the

hallway of his apartment building made him vividly aware of what it means to have a

serious heart condition and its impact on his vision of day-to-day life:

RAYMOND: In the last two or three months, I guess July the 3rd was the date that
stands out in my mind....I was going on my way to [the hospital] and I passed out in
the hall. And my wife did a CPR on me, she and my neighbor. They got me going
again. The medics came and took me to [the hospital]. Then I was there for five
days and they told me that I came pretty close to having congestive heart failure and
that I wasn't too far from it at any point, that I could over exert myself and that's
it....So uh, do things in moderation and don't worry about it 'cause it could happen
any time. It might be happen 29 years from now, could happen the very next
minute....So, uh, that stood out in my mind, of course....I had to begin to adjust to
that.

INT: So was that a pivotal change in your way of thinking on that date?

RAYMOND: It would have to be to the extent that...I think you begin to plan more
from day-to-day rather than six months from now and next year, whatever....I think
that would be the basic change....And, uh, the thing that I felt I had to do...was pray
for peace of mind, not to be worried about the outcome. Do what you can. Live as
close to the Bible or God's laws as you can and leave it at that because worrying
isn't going to help. Worrying ain't gonna change a darn thing. If it's your time,
that's it....That's how I feel....So I don't worry about it. Doesn't bother me. I go
about doing what I have to do today and whatever turns up tomorrow, I'll do that
(12.2, 24–51).

Raymond speaks here about how his relationship to time has been changed dramatically

by this life-threatening event. His body imposed a new temporal orientation, forcing him

into an immediacy he had never experienced before. His account of the ambulance ride

to the hospital illuminates this immediacy and how one's understanding of temporality

fluctuates given that human beings are embodied:
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And you lay there and you think about a whole lot of things, you know? And
everywhere your line of thought goes...this thought [comes]: Why bother about it?
You may not be here. This may be your last day.....What will it be like tomorrow?
Don't plan on tomorrow.....Ain't got no tomorrow. This may be it so try to live it for
the day. And it took me a long time to overcome that where I could anticipate--
well, I'm going to do so and so, I'm going to the doctor tomorrow, I'm going to the
store in the morning,....I'm going to take this friend to the hospital or what have
you.....And until you get to that point where you can readily realize then, any day
regardless of what your condition of health is, that any day could be your last day
because a whole lot of people that have no signs whatsoever of ill health--
boom!...Brain tumor or blood clot or whatever and just like--it's gone, they're gone.
So you don't plan on anything. Plan on it, sure, but there's no guarantee. At age 20,
age 60, age 90, there's no guarantee that you gonna be here for it. You would like
to. You plan to be here. So then you have to plan with that one thought in mind--if
I'm alive at that point and my health is good (12.4, 345-365).

It is as if the body distorts time toward its purposes, forcing the person toward

contraction or expansion depending on what it needs for itself. When Raymond was

recovering in his chair for months on end following both the heart attack and then the

bypass surgery, his improving body sought an expansion of space and time. When he

was in the ambulance, just having been resuscitated by his wife and a neighbor, time was

collapsed into the immediate moment by the demands of his body. Gradually, his

recovery allowed his horizons to open to the point where the next minute, the next hour,

and the next day became visible to him once again.

It is important to keep in mind that the next minute, hour, and day are not abstract

entities, but exist as constituted by our involvements. As embodied beings our

perception of time is based on the possibility of these involvements. When these

involvements are threatened by illness, the expanse of time shrinks to an immediacy.

Rawlinson (1982) explains this relation between embodiment and temporal horizons

when our involvements are thwarted by illness:
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Ordinarily in reading I am directed toward the words which stand out meaningfully
for me there on the page. My eyes and my seeing are themselves not seen until that
bodily capacity fails me, that is, only when my eyes hurt do I become aware of my
embodied seeing itself. Then I cannot, so to speak, see the words for my eyes; my
embodiment is so intimate a concern that when it is at issue all other concerns pale.
The horizon of my concern and attention is filled by the body. Whereas our
embodied capacities ordinarily provide the background to the figure of our worldly
involvements, in illness our body, and particularly that aspect which pains, becomes
itself the figure of our intention against which all else is merely background. Time
and space, the range of our intention, are delivered over to the illness....Illness
confounds our capacity to expect. Our embodiment seems unreliable and
unpredictable. The future, either short-term or long-range, takes on a brittle
quality....Thus, illness constitutes a disruption in the ordinary continuity of our
experience. Most dramatically, it signifies the end of time, the end of our access to
the world, beyond which we can expect nothing of this world (p. 75).

Raymond recalls an expression he heard frequently while growing up in the South which

captures his understanding of the vulnerability inherent in being alive. It has meaning for

him today in a way which he could not have appreciated even earlier in the history of his

cardiac problems:

RAYMOND: You know I used to hear my parents say if somebody says, "[Mr.
Morgan], would you come to the school on such and such a night?"...."Yes, if I live
and nothing happens." And that was [an] expression often heard in my
neighborhood when I was growing up. If I live and nothing happens. Even the
church--we gonna do so and so. I'll do so and so if I'm living and nothing happens.
And I guess what they meant by nothing happening is if I take sick. They already
got the death thing in there...if I take sick. If I'm sick, I won't be able to come, but if
I'm dead, naturally I can't come.

INT: So it was not meant sort of as a joke, it was really ingrained in their sense of
what life is about?

RAYMOND: This may be your last day....And when I first recalled that, I had to
laugh....I used to smile to myself. Lord...what do they mean? She gonna be here
tomorrow or the next day, whatever. Sure, you're [gonna] be here a month from
now. Why not?, you know....It was a common expression that everybody used...and
it didn't matter about their age....Like people now say have a nice day. Just about
that common....But I think for the most part, I think they were sincere and I think
they really felt that this is a matter over which I have no control. So if I live and
nothing happens, okay (12.4, 365-424).
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Raymond's comfort with this way of being embodied is not a form of naive fatalism. He

has a foot planted simultaneously in both the existential camps of living and dying. He is

aware, perhaps more so than at any other time of his life, that he has always been

vulnerable, that "at age 20, age 60, age 90, there's no guarantee you gonna be here for

it." He understands his life as limited, yet livable. In his narrative he seems to be saying

that there is value in acknowledging this truth about the human condition because this

awareness enables him to dwell in each day, rather than always racing forward toward

something elusive in the future. Raymond knows vulnerability deeply, but is open to the

possibility of the moment at hand:

Naturally I have to realize I...curtailed and will have to curtail further my own
activities but I've adopted the expression live until you die. So I'm doing the things
as best I can that I think will be of some help and that I like to do. So...I'm active,
just content to be. I'm not gonna sit down and wait on death, it's gonna have to
catch me and overtake me. And I'm sure it will. But I ain't gonna worry about
when (12.4, 1488-1495).

As citizens of the Western world, it is impossible to avoid falling into step with

our contemporary culture's expectation that we continually attempt to control and master

all of our problems. It has never been in fashion to admit to ourselves--much less to

publicly announce--our vulnerabilities, except perhaps in 12-step programs and in some

religious practices. When, as our predominant approach to living we strive to escape

from vulnerability or at least to cover over the fact that as humans we are inherently

vulnerable, something is lost, as Raymond's narrative shows. Though we cannot live in

constant anxiety about our vulnerability, we must as a culture make space for it. Besides

what we stand to gain from this in our individual lives, it also carries moral weight in that

to acknowledge that we are vulnerable forces us to also recognize and care for those
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among us who are the most vulnerable, rather than our inclination to see them as the

Other, as less than human (Malone, 1995).

Taking Care of the Body

It is axiomatic in contemporary Western life that our bodies require care and

maintenance. This precept is based on a confluence of assumptions that are deeply

entrenched in the American psyche, evident in the mythical "self-made man,"--the

successful entrepreneur who by his own hands prospers or fails (Bellah, Madsen,

Sullivan, Swidler & Tipton, 1985)--the power and promise of modern biotechnology as

an effective body regulator (Foucault, 1980), and the alternative health and fitness

movements including the powerful mythos of "healthy-mindedness" (Hawkins, 1993).

No segment of the population has escaped these cultural influences; to the contrary, the

plethora of books and articles in the popular and gerontological press and professional

conference announcements offering knowledge that can make us "successful" at aging--

perhaps even to "create the physiology of immortality" by engaging the mind and

quantum physics (Chopra, 1993)--is evidence that we are eager to take up this project.

For us moderns, taking care of our bodies includes applying the technologies of

modern medicine, but more commonly involves personal self-care approaches to well

being which are judged as necessary and effective through intimate knowledge of one's

own particular body. Participants in this study talked about their awareness of their

bodily needs and their strategies for maintaining their well-being and promoting

longevity. Some expressed limits to how far they are willing to go to respond to the

physical needs of their bodies. The importance of having a perspective on the world that

:
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transcends the body in order to avoid being somatically preoccupied and to remain

interesting, contributing people, was a theme that was heard from a number of the

participants.

As mentioned previously by Lillian, Ben, and John, regular exercise in the form

of walking or swimming has been essential to reduce the joint stiffness of arthritis, to

help maintain a desirable weight, and to improve overall well-being. Taking a nap in the

afternoon was reported as a regular ritual by some of the research participants, and a

welcome option for others as needed to restore waning energy. Raymond cites the

importance of not rushing for anything to avoid the risk of accidents and to prevent

feeling short of breath and tired out:

I don't do anything under pressure. Now, that phone can ring and if...I'm here and I
feel like I want to answer it, I'll get up and go over there and answer it. It they're
gone before I get there, no sweat, no problem. Because I feel if it's important, they
will call back....But one time I was running, hurrying to get over there, and it
seemed to me I had backed into something...and that cord was along the floor and I
tripped over that cord. I didn't hurt myself but I thought about, suppose you had hit
your head on that piano, you could have busted your skull open, so don't be a fool.
You're not 18 or 20 years old anymore. So quit that before you--But I don't know
anything in this daily living of mine that I permit to give me any pressure (12.1,
1027-1056).

These and other self-care activities are second-nature for many older Americans

who take them up for most of the same reasons that younger people do. In his advice

about how to live well in old age, Raymond sounds like a promoter for the self-care and

fitness movements:

Make health your primary consideration. You don't have to go overboard on it, but
take care of your health. See your doctor regularly. Do exercises properly, eat
properly and do your work. And if you do these, then you gonna live a reasonable
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life span. And you certainly would have a reasonable measure of good health (12.4,
1543-1548).

Having lived with a heart condition for the past eighteen years, Raymond credits

God for having guided and protected him. However, he adamantly believes that he alone

is responsible for doing the things that promote his best chances for good health and a

good quality of life:

If the quality of life is in the pits, then why be bothered with living? Now if you
want to live, then you've got to do the things that are most conducive to living
which is what we've tried to do. This is why we don't do a lot of carousing of any
kind. We live very simply. And we try to eat properly, drink the right things (12.1,
402–407).

I don't expect God to come down and clip my toenails, for example....I think he
gave me this brain and I think he expects me to use it...use some common
sense.....And I'd be a fool -- you don't go out and dare the train to run over you and
say God, save me because I'm standing in front of this train. No. I don't believe
that kind of junk....I think [you're] primarily...responsible. Everybody else helps,
but it's your responsibility. Yeah, I think my health is my own responsibility (12.1,
560-569).

To this end, Raymond has made substantial changes in his lifestyle, including following a

nearly fat-free diet and exercising for 45 minutes two to three times a week. He credits

the cardiac rehabilitation program he began eighteen years ago following his heart attack

for improving his fitness to the point that he was considered as a candidate for the bypass

surgery thirteen years later, contradicting his doctors' evaluation of him at the earlier

time.

However, Raymond isn't advocating for miracle cures for his heart disease. To

the contrary, as we saw from his earlier accounts of living with a chronic life-threatening

illness, he is prepared for the end of his life whenever it happens. He is not assuming any

twelfth-hour reprieve or repeat of the rescue his wife achieved several months ago.

:
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I notice my wife...I'll be somewhere in the house here. And...if she doesn't hear me
moving about for a long period, she'll come in, "How you doing?," you know...And
sometimes around 8:30 or 9:00 she'll stick her head in the bedroom door and say,
"Hey, how you feeling?" Or, "Is everything alright?" Which tells me that she is
wondering if it's happening today, this minute or "Could I get over there and stop
something?" And I've tried to get her to understand that whether she's here or West
Jalopy, wherever that is, or next door, upstairs, in the washing room--whenever that
point comes, her being here ain't gonna help. Whether she's here or not, there's
nothing she gonna be able to do about it. She points to that incident out there.
[resuscitation in hallway] Well, I think that time is measured for each individual
and when that time runs out, that individual dies....When you're born, the time for
your demise is set (12.2, 52-76).

There is contradiction lurking in Raymond's perspective. If you do not conduct your life

in a healthy manner, if you are a carouser or a couch potato who misses sleep and eats

unhealthy food, are you doomed to an early death? Conversely, if you are exemplary in

your health habits will you live to a ripe old age? If, in fact, one's time of death is

predetermined anyway, then what benefit can be gained by a healthy lifestyle? Raymond

is living, as most of us do, in multiple traditions. First, the Christian faith in which he

actively participates is the basis for his belief that God is ultimately in control of his

destiny. Second, he has taken up the modern technological self-understanding that the

body can be monitored, tuned, and maintained as an essential instrument. That his health

is his own responsibility is a notion that fits into both the Christian mandate to preserve

one's body as a vessel of God as well as being a precept of the contemporary self-care

tradition. For Raymond, these seemingly contradictory traditions co-exist and work for

him. He is reconciled to the idea that when his time to die has come, it will be the right

time. Until then, he believes that taking responsibility for his health gives him a higher

quality of life than if he were to leave it up to fate.
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Ben, the retired physician who volunteers and is politically active, is so busy that

his "programming doesn't permit" afternoon naps. He is also aggravated when health

problems disrupt his routine. For example, the consequence of a recent medical

procedure was "frustrating" because it made more work for him and took time away from

other things he would rather be doing:

Yesterday I saw the dermatologist and persuaded him to biopsy a couple of other
places which he thinks are just keratoses and benign. But he did do me and...I
noticed that [laughs] when I'm in my bed this morning that apparently I was doing
some bleeding so I had to change my bed linen....And stuff like that. So, there's
always...a housekeeping chore....That interferes with my up and at 'em, day (6.1.
631-644).

Lillian, the 82 year old divorced former medical technologist says of her health,

"I creak around. I have small difficulties. But I must confess that relatively I do pretty

well" (4.1, 688-690). In her first interview, she discussed how she spends most days; her

busy schedule with a morning walk, writing on her novel, swimming, going out with

friends, attending lectures, all requiring that she know how to "manage her energy" so

she has enough reserves to be awake through the evening if she needs to be. While she

finds a way to work all these things into her day, she has much less interest in

accomodating some of the more mundane aspects of physical care:

Oh, I do a little exercises. Oh, I have all kinds of acts. I'm supposed to...floss. I'm
supposed to use a special toothpaste. I'm supposed to take Tylenol. It gives me a
pain in the neck....All these little things. I don't have the patience for them (04.1,
850-869).

She expressed her dislike for some of her contemporaries and the boredom she feels

listening to their repetitive stories and preoccupation with mild physical complaints.

:
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About her "small difficulties" and her resistance to making space for them, she says:

It's also one of the principles of my life to complain about the physical things as
little as possible. One reason being that I worked in medicine for 42 years and I am
very leery of symptoms. I wasn't ever interested in symptoms. [laughs] Now I have
even less use for them (4.1, 692-697).

Lillian has had friends who pour over medical books when they have symptoms

and attempt to engage her in conversation about the details of their shared health

problems. This bores her and makes her impatient. She complains about the other

elderly people in her swimming class who talk continuously about their own and others'

distress, and she explains how she sees herself differently:

INT: Has the focus on your health changed...that you're aware of

LILLIAN: To some degree but I'm also aware of the focus that old people will put
on that. It will become central. It is central actually, but listening to the centrality
is very boring....I'm less focused. I...had this friend who would want to know every
detail that...the hernia thing. I can't give her all those details because I haven't been
interested enough to find out....I've told her that I simply decide whether the...doctor
is...competent...

INT: So you're just as happy if you find someone you trust to leave the details to
them.

LILLIAN: All the details, all the details (4.4, 1564-1616).

Lillian would prefer not having to be concerned at all with her physical problems, but she

can cope with them as long as they remain in the background. Fortunately, the habits she

has integrated into her day-to-day life--walking, swimming, and taking occasional naps--

have, for the most part, been successful at keeping her arthritis "at bay" and preserving

her energy so that she can continue to be involved in her many interests. In weighing the

trade-offs involved in various approaches to treating her hiatal hernia, she has decided

that a drastic modification of her diet would destroy the pleasure she experiences in
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eating and is therefore unacceptable:

I could probably control that better if I kept on a very bland diet. But my choice was
that since I enjoy food, I will not keep on a bland diet and [instead] take a pill after
each meal. I have difficulty tolerating fats...So...I've cut down on...first this pie.
Good pie loaded with butter (4.4, 364–373).

Lillian is also on hormone replacement therapy and the dose has occasionally needed to

be adjusted. Balancing the benefit against inconvenience and side effects has not been

easily accomplished, and her frustration spills over when talking about a recent

"unpleasant" treatment that forced the issue front and center.

So she suggested that...the vaginal wall was thinning. So she gave me this--
increased the, uh, Premarin....And then I had to inject some, well, unpleasant
business. Some white stuff...And it's not all gone but -- except that you know my
breasts have expanded....And they're sort of painful 'cause I'm taking more
Premarin....That's a nuisance. So I haven't gone back there with the results yet. It's
a little--it's somewhat better. The hell with it. She said that evidently the discharge
is because of the...aging (4.4, 493-523).

While Lillian complains about these inconveniences, and at times seems ready to give up

trying, she also has had the luxury of being able to maintain a certain amount of distance

from issues of her health. Because her problems have not been severe enough to demand

anywhere near the kind of urgency of Raymond's nor have they disrupted her active

lifestyle in a dramatic way, the approach she takes to her physical well-being has thus far

been successful. In the event of a life-threatening medical crisis or a disability impinging

on her functioning, her stance of avoidance would be challenged.

Passi LC
-

Many of the participants in this study talked directly or alluded to the way the

body in aging has the potential to take center stage in one's life. Whether we like it or

not, in breakdown our bodies lose their invisibility and demand our attention, usually in
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proportion to the severity of the problem. For less serious problems, we have more

leeway in how much we have to attend to our bodies, as Lillian described above. A

number of the people in this study talked explicitly about their need to be involved in

interests, hobbies, or causes; anything which can provide a perspective beyond their

immediate self-concern. For some, this kind of project has been the result of conscious

and deliberate planning; for others, second nature. Whether for altruism, self-interest, or

otherwise, these endeavors have shaped the people's lives in important ways and

impacted their sense of well-being very positively. A few of these accounts follow:

Lillian. After Lillian's third and last marriage ended around the time she was

turning 60, she realized that one of the problems in her marriage had been in the "area of

difference of culture." He was a Midwestern Protestant and she was Jewish, having

grown up in New York City, the daughter of a socialist. Instead of having had any kind

of Jewish religious education, she had gone to a "socialist Sunday school" where she

learned about the "Second International" and sang such songs as, "Arise You Prisoners of

Starvation." Reflecting on this she decided that "if I was a Jew I should know something

about it." She joined the local Jewish Community Center and stepped into an opening on

the Adult Education Board. "I discovered there was a vast amount to learn. And that a

good bit of it interested me. But that was all a surprise." At the same time she was

beginning to take classes in philosophy at a local college, starting with Kierkegaard:

So I discovered that Kierkegaard said that one must have a passion in one's life. So
I went home and thought about it and I decided I had two. Literature and the need
for--a desire to know about Judaism. So that's...the path I continued (4.3, 1769
1776).

Having always been an avid reader and also tried her hand at writing, she took a series of
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literature courses for seniors at the local community college, becoming a member of the

curriculum committee. When the literature teacher resigned, Lillian was asked to teach a

course. This launched a very satisfying eleven-year career teaching a variety of literature

courses drawing from her experiences growing up in New York, her interests in

philosophy, theology, and Judaism and eventually the works of aging women authors.

Following her retirement from this second career, she resumed the creative writing she

had done off and on throughout her life. She has had one book published and is nearing

completion on another. She says, "I suspect that...I'm fortunate because I'm intent on

something other than my...own self" (4.4, 1891-1892). Her advice to younger people

about living well in old age parallels how she has achieved satisfaction over the past

twenty years since her first retirement:

To somehow go through yourself and find things that you're deeply interested in.
Something that you do apart from husband, children, relatives, parents. Something
all your own. Entirely your own. That's not as easy as it sounds (4.4, 2236-2243).

Adele. Adele, the 82 year old former speech teacher mentioned previously,

moved to the West Coast and built a satisfying life for herself after becoming widowed.

Over the last decade she has become an active member of a synagogue, a book group, has

a network of friends with whom she attends the theatre, ballet, and symphony, and is an

integral member of a committee which organizes an annual Holocaust Studies Program

through a local university and public schools. Whereas she is in excellent health and

attributes this to her good fortune and good genes, she has witnessed a preoccupation

with bodily functions among some of her peers:

INT: Do you think about your health in a different way now than you did when you
were younger?
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ADELE: I don't think about it at all. I can afford not to think about it. You know.

Lucky. I think if your health is--if your body isn't functioning well, you have think
about it....So I do sympathize with people who do have have bodies that get in their
way....If you...tend to be hypochondriacal, then you know, every little pain--I have a
[friend] like that who you daren't tell her if you have a pain because she'll have it the
next day (5.4, 2495-2530).

She sees the body as an important "machine" to "take care of," but for a "purpose" in life.

One must have "reasons for living."

I think that one of the important things for a satisfying life is to have some kind of
purpose and some kind of goal. Different changes at different points in your life. It
doesn't remain the same, of course. But, you have to have a set of the reasons for
living. So when you get up in the morning, you are drawn to something. You want
to do something. There's something that you desperately want to achieve. And that
you have certain goals--short term and then longer-term that you know that you're,
you're living for a purpose...and it's going in a certain direction. You're not just
kind of drifting along....You have to take care of the machine, you know, to take
care of the body to make sure you can, you can achieve some kind of goals but I
think that so far as having satisfaction in life is concerned, you have to have a set of
goals toward which you are striving....I think you also have to have...flexibility.
You can't always go on a straight line to what you want to do and what your aims
are. But I think that you have to...in other words, you don't get sidetracked for some
frivolous reason. That you try to keep to your...primary goals....Before I go to bed
at night...I have a plan for the next day....That's my short-term goal. What am I
going to be doing tomorrow? And every day has to have something of substance to
it....Long-term goals would be having an ongoing program that has some meaning.
For me it's the Holocaust Studies Program...where I feel that this is a very important
piece of work that has to be done...that...we owe it to the next generation to let them
know what happened. We certainly owe it when we look around at the current
events. We know that it's an ongoing problem. So this to me is a large program.
But I think that everybody should have something important that is ongoing....I
think mixed in with that has to be some recreational activity....And so all of these
things fit in from...day to day into a program. Some days get to be too pressured.
Well, you try not to let that happen. But, involvement in a community life and
involvement with other people and with the problems of the day, it seems to me are
absolutely essential for you to feel that you're alive and that you're really living for
some purpose (5.4, 2556-2634).

Raymond. Though Raymond sees his life as drastically curtailed from what it had

been before his cardiac problems, his current life reflects his motto, "I'm gonna wear out,
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not rust out." He is very active in church and social events, visiting with friends over the

phone, helping with his wife's home-based travel agent work, and volunteering in an

elementary after-school program. As we saw in his earlier account, moving out of his

chair and back into a more active life after both the heart attack and the bypass surgery

was the only way he could imagine being. He explains, seated in his recliner, "A man I

knew retired and did just what I'm doing at this moment. And he lasted about eight

months" (12.1, 225-227). Raymond has been working in the after-school program once a

week for several years. It appealed to him, in part, because his first job out of college

was teaching high school math for a year. He also recalls how his own school

experiences were quite negative until one particular teacher took a personal interest in

getting him back on track.

I had a teacher in seventh grade. [laughs]. The first day I got in that class, this lady
said to me, "[Raymond], you've been getting away with murder. No more. You
gonna do all that you capable of doing because I'm gonna see to it and you gonna
learn"....All my life I've admired her for what she did because she turned me around.
I don't know where I would've wound up had she not been the person (12.2, 1109–
1130).

He has found volunteering in the after-school program to be frustrating at times,

particularly in his efforts to get the children interested in learning their multiplication

tables. Though Raymond has been quite successful in establishing "calm" in most areas

of his life, working with one particular child who continually makes wild guesses in even

the simplest math problems can perturb him. The rewards, on the other hand can be

exhilarating.

INT: How satisfying is that experience in general, the volunteering with [the school
children]?
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RAYMOND: Oh, I...find it very satisfying in...that the vast majority of the kids are
helpful. They want to learn. But the kid I was talking about, his name is [Roberto].
I'm glad we don't have but one [Roberto]. [both laugh] But, for the most part, you
know it's interesting when...a kid doesn't know something and you can explain it to
him in such a fashion that you really get to--it's just like somebody turns on a light
in his head. You can see it in his face, visible. And you say, gee whiz....And it's a
good feeling. And then to watch the improvement between September and
June....And you can make some real contributions to their knowledge, their skills or
whatever (12.2, 654–669).

Ben. Most of Ben's adult life has been oriented toward the "bigger picture," a

consciousness about having an impact on the world beyond his own immediate existence,

particularly an interest in helping those less privileged than himself. This concern has

framed many of the choices he has made in his life including those of career, jobs,

schools for his children, his community of residence and social community, retirement

activities, and how he has spent his money. In part, it can be implicated in the long

standing discord in his marriage that ultimately resulted in his eventual separation from

his wife a few years ago. To a great extent, his life can be characterized by the aphorism

hanging in his apartment:

I just feel like...it's...my duty and a duty of everybody to...be helpful to human
kind....I think since I've been a mature person, that's been one of my goals. On the
back of my bedroom door...I have a quotation that says, "The world is my country
and to do good is my religion"....And that's the way I feel about things (6.2, 350
379).

While this way of life has been directed toward improving the lives of others, he also sees

it as having contributed to his own good health and well-being:

INT: What can be most helpful to a person around your age?

BEN: Activity I think. I think that this is a two way street, that the things that I
keep doing make me physically and emotionally and mentally better.

INT: You're not talking about just physical activity like the swimming and that?
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BEN: No, no.

INT: You're talking about your involvement in many different pursuits.

BEN: Yeah, yeah. The whole. The whole thing. I think of all the things that,
keeping active, doing things...primarily for other people have given me a lot of
gratification and I think that they've made me physically and emotionally and
mentally heathier, kept me healthy (6.6, 1971-1787).

His involvement in a recent ballot initiative is only one point of focus in an ongoing

program of political and social change in which he has participated since early in his

medical career. Based on his extensive experience, he does not view the anticipated

defeat of the initiative as cause for giving up or "retiring" from political activity, but as a

necessary step toward a larger goal:

In this current venture that I'm involved in quite deeply, why it looks like we're
making quite good progress....The next thing I'll have to do is help to...improve
public opinion on this issue. And...there's a good chance that it will not pass and
then we'll have to continue...and try to do it again the next election. So, I
don't...deceive myself in terms of the fact that if we, if we overcome this hurdle,
there's gonna be another one and another one and another one and that's been part of
my...life-style and my life's activity that...I go from one challenge to the other
and....that helps to, to keep me active (6.5, 260-279).

After this step, the next one is already in view. Ben's concerns organize his meaningful

world and project him into the future. In light of the annoyances of his body--his

difficulty walking, his compromised balance, the arthritis pain, his driving restrictions--

his body is both the enabler and that which must be worked around.

Such is the case for all human beings when the body asserts itselfin breakdown.

As a recalcitrant object, the body resists one's projects, yet without such projects--

succumbing to living the rest of one's life in a recliner chair, for instance--would itself

signify the end of meaningful life for many people. Of course, once in that situation, it is
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still possible for one's life to continue to be framed by meaningful projects, as we saw in

Ann (Chapter Four, p. 74). In either case, as Adele says, being drawn to something,

having "some kind of purpose and some kind of goal" is a source of energy, inspiration,

and strength for overcoming the resistence posed by the aging body.

Ad Ally. The Aging Body As Socially Perceived

In our youth- and beauty-oriented culture, entire industries have thrived by

capitalizing on the view of the aging body as a liability. This view is upheld by abundant

evidence for ageism in the workplace, in commerce, in the media, and in the home. Most

of the participants of this study spoke about feeling devalued and unappreciated as older

people, and their wish that younger people could see the potential benefit in learning

from their rich and extensive experience in living. A number of the participants found

opportunities to relate to younger people in this way; however, they also told stories of

being frustrated by others' resistence to them on account of their aging bodies. Some of

these frustrating examples are presented in this section, followed by another account by

Lillian who has also experienced in aging an opening up of the social possibilities that

would not have been as likely when she was a younger woman.

in º :1: -4: 2--". in

Lillian has had numerous car maintenance headaches in the past year. Up until

now, she has had confidence in her mechanic, the same one she referred to in an earlier

account. However, after a recent repair she realized that he may have overcharged her.

This confirms her feeling that, as an older woman, she is vulnerable in such situations,

yet confronting it repeatedly in order to to get multiple estimates would have been, in
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itself, distressing:

I bought a new used car in January and the transmission gave out about a month
ago....And this friend of mine who helps me...investigated and I overpayed about
$500....The repair was $1500....So he [said] then before I had the repair, I should go
and get estimates. So I said, "Do you know how it feels to be an old woman going
by herself to discuss with a mechanic the price of something?" (4.3, 3413-3443)

She tried to explain to her middle-aged male friend why she had not gone to other

mechanics for estimates:

LILLIAN: I said I wouldn't do it because an old woman going with a car repair to
the average mechanic is put in a humiliating position. And I will simply not do it. I
will pay the extra. He found that pretty astounding....Then he called me one
Sunday, was I busy, would I listen to channel 9, "60 Minutes"....It was about...how
auto mechanics treat older people. It was the very same thing I had told him that
week.

INT: Besides you being a woman which also...

LILLIAN: Which makes it worse (4.4, 2975-2995).

She plans to confront her mechanic when she can garner the wherewithal to assert a more

formidable position for herself in the future:

I didn't expect to overpay this much because I went to a man whom I had gone to
for all the years that he's been here. And...as he's been here, I can see his practice
expanding. And he's doing well now...but he didn't do the right thing. He just
didn't. And I will tell him so at the appropriate occasion. But also I knew that I
should have made that kind of effort and I wasn't...I wouldn't, I didn't want to do it.
So....it was distressing" (4.3, 3445-3469).

Lillian has also had other unpleasant experiences that she attributes to prevailing

stereotypes about old people:

INT: Are there things that some people assume to be true about aging that you
would want to dispel? Myths or assumptions?

LILLIAN: Well, it's as though we were shoved off into pigeon holes. I have had
some tenants, young tenants, and after awhile I figured it out. I was the cranky old
landlady who wanted to be their friend....They never learned to know me all. They
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assumed that. So then if I was friendly, they reared off...The other aspect was that I
was the authority...figure. So you had to give me a kick in the teeth whenever
possible. I was charging less than the going rate of rent as a matter of principal.
Not because I'm wealthy. But they took it as a piece of stupidity I assume (4.4,
2919-2944).

Adele talks about a kind of social invisibility she has experienced, the feeling that

sometimes she is not being seen at all:

INT: What would be important for younger generations to understand about older
people?

ADELE: They should...see us as human beings with the same kind of
internal...aspirations and feelings as they have. One of the serious problems I think
I find with younger people--and I'm not talking about teenagers--I'm talking about
adults in the forties range, your range. What I find is that many of them don't even
see you. They just act as though you're not there. As though you don't count
anymore....You feel now the same way as you felt when you were twenty years
younger. You have the same kinds of feelings and that goes right through life. And
the fact that a person's hair is gray or has wrinkled skin or is not young anymore
should not be a cue for somebody to say, "I don't even have to greet them anymore.
I don't have to bother about them anymore." And I find that it's not universally true,
but I find that that's a very serious...shortcoming, let's say....I'm sure it's
unintentional. But the recognition of every human being as a worthwhile person to
address with respect and dignity and know that they're there...

INT: In what kinds of situations have you felt this?

ADELE: Social situations....This one young woman in particular....She knows
me....She's seen me and she doesn't see me and she just talks to the person next to
me. Now when she needs to speak to me, she's very pleasant. But it's when she
needs to speak to me....Politeness requires that if a person is in your face and you
know that person, you greet them (5.4, 2994–3052).

Such nonrecognition--being seen as other than who you are or not even being seen at all--

provides another example of the aging body as an obstacle to work around. These

accounts are similar to David's experience (Chapter Four, p. 93) as a wheelchair-bound

person following his stroke: "What I am is in this wheelchair. Who I am is inside of me.

I find that very few...people who communicate this relate to me. They relate to the chair
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mostly" (2.4, p. 22-23).

Lillian had been married and divorced three times, each without children, by the

time she was 60 years old. She explains that her self-esteem was low throughout most of

her life until later adulthood because, "I always thought of myself as unattractive. And

mousey, and so I...lived this sort of private life which I gather was taken by some people

as being standoffish and uppity." She often felt on the fringes of social life, an

"outsider," and this shaped her early expectations for herself: "Because I felt I was

unattractive or whatever reason I didn't fit in, I never felt that I would think in terms of

husband children, and home" (4.3, 2612-2626). After her third divorce she consciously

decided that she would not seek another marriage partner, and this has ended up being

liberating in a way. She is no longer concerned with trying to make herself appealing to

men, yet paradoxically, she is discovering her attractiveness for the first time:

I even realized that for my age I look good, because I've been told that over and
over again. And it seems to me that I have done better with my old age than many
people....I never solved the problem with men, so it's unsolved and that's where it
stays. But that isn't a worry, you see. I always was...I suspect...forthright and now I
can be forthright with some degree of discrimination about whom to [be] forthright
with. And otherwise to keep quiet. So I've learned a few things. I have learned that
it's alright to...say what you...think appropriate to the situation. I have learned that I
don't have to use tricks....It never occurred to me there was always somebody
interested in me. A friend of mine pointed that out (4.2, 1394-1447).

Lillian describes her surprise and delight in finding that she can have important and

satisfying relationships with men when they are not complicated by the sexual intimacy

characterizing her earlier relationships and the issues that accompanied it:

LILLIAN: The truth is that-–and this is something I say in a whisper because it's
considered blasphemy by members of my own generation--my old age is better than
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most of my life. And I suspect that that's a little bit unusual since I'm not getting the
pleasure from grandchildren, from a good marriage or any of the usual
supports....When I was divorced...I decided I would never marry again. So, the
prospect ahead was that I had to do something about my own life and I must also
say it was a kind of liberation....I was...I think 59....and I had been married before
that....I've repeated my mistakes because I picked people whose outer form was
different but inner being was similar....So this time I thought I had to do something
out of my own being....And so I made these choices and I have really lived by those
choices. And as a result, life sometimes holds pleasant surprises....And then of
course I have no problems about men. [laughs] Who were a perpetual problem to
me....And of course, the competition is very keen among [women] and I would have
no intention of competing at all....So what evolved was that there were two much
younger men who were helpful to me. They're in their 40's. One of them taught me
how to use my computer....and we're having dinner together. [laughs].....It's a much
easier friendship. Because of the level that it's on.....I have a little list when he
comes. Any technical questions and then we talk about other...things.

INT: So when you no longer really concerned yourself with finding some romantic
interest, then you were open to other levels of friendships.

LILLIAN: Which surprised me. Because I thought I was always open to other
levels, but I never achieved them....One, once or twice, but there was a substructure
that was not platonic....It interests me about how complicated the act of sex makes
human relationships. It's just something I think about, I haven't found the
answers....But it makes...a very big difference. While the experience of friendship
without the sexual component can be very satisfying. Very. (4.1, 1227-1377).

As an older woman, relationships with younger men are not loaded with the same sexual

tension that had previously interfered with her ability to make the choices which were

"out of [her] own being," choices--including religious and philosophical studies,

literature, and writing--which have led her into a rich and interesting life in which she

can fully express herself. She has come to feel that she is in many respects more

attractive now than when she was younger, particularly because she now has a self

esteem that is not dependent on physical beauty or the achievement of the cultural norm

of home, husband, and family:

INT: What is the best thing about living to your age?

( )
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LILLIAN: Actually, this is the best time of my life....well I have...a better sense of
my own worth which took a long time to reach. And...I have devoted friends. I've
had...people who tell me how much they like my book. I'll have people probably
who will tell me how much they enjoyed the book review. This man who helps me
with many of the small chores in my life tells me how much he likes to talk with
me....Something I was never able to reach in any other age....He comes over and...he
fixes something for me.....and we talk. I can see for some reason that he doesn't get
that out of the other women he knows. And I worry about it occasionally because if
he's gonna make comparisons to me, that's not fair.

INT: Why wouldn't it be fair to compare you?

LILLIAN: Well, I'm older, um...

INT: You feel that you have become more attractive as you've gotten older and...

LILLIAN: Yes, I do....I think that...because I learned to have some self-esteem I
became more attractive as a result (4.4, 2436-2504).

Particularly given the cultural values of her age cohort that have emphasized the

domestic accomplishments of women over independence, creativity, and intellectual

development, late life--and its reduced pressures around sexuality, progeny, and creating

a particular kind of home life--has allowed Lillian to explore many ideas and interests

that had been percolating in her throughout her earlier life. Her aging body finally offers

a sanctioned place to express and take credit for them.

Commentary

During all phases of life, the lived body is our starting-off place. As presented at

the beginning of this chapter, the capacity of the body to navigate through its

environment, taking up the world in meaningful ways, is central to our identity and well

being. We become disoriented when the body, in illness or disability, loses this taken

for-granted capacity and our purposes and involvements are disrupted. As the interviews
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show, the body in aging asserts a presence in one's life that gradually, and sometimes

suddenly, cannot be ignored. The task, then, becomes one of finding a way to exist in

relation to the body that allows continued meaningful existence. Being Western thinkers,

a primary way the body shows up to us is as a recalcitrant object, distinct from mind and

spirit (Benner & Wrubel, 1989; Merleau-Ponty, 1962; Scheper-Hughes & Lock, 1987;

Young, 1989). In the following section, some of the implications of relating to the body

as object are presented. The final section refers back to the interview data and discusses

a mode of relation to the body which incorporates the object body as one aspect of the

effort to find such a relation allowing for meaningful existence in the context of chronic

illness, disability, or the anticipation of declining function.

The Object Body

To be a person in contemporary Western culture necessarily involves taking up

some degree of this notion of the object body and relating to it in Western interventionist

ways. The object body is the basis of our contemporary preoccupation with ideals of

physical beauty and physical fitness promoted in the popular media, which, at least

subliminally and often explicitly, assert that perpetual youth is an achievable objective

only if one invests enough time, effort, and/or money. The commodification of the

object body is at the center of the current debate in the United States about the limits and

proper allocation of health care resources (Malone, 1995). An outgrowth of the dualistic

Western identity and the radical individualism of our culture is the notion of the

autonomous "self," split off from the body, for whom health is "a project...to work on"

(Gordon, 1988, p. 122. The body as an object of self-control has wide currency in our
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understanding of the nature of disease, suffering, and human destiny and the roles of both

individuals and of medicine, as depicted in the following metaphoric narratives about our

culture:

Our favorite medical story is called "Fighting the Enemy." This story is intertwined
with another story called "Fixing Machines." We also have a story (a metaphor
within a metaphor) called "Writing Our Life." This story assumes that we can
control every aspect of our lives, including how and even whether we die (the
ultimate in personal control). Writing Our Life is closely related to Fighting the
Enemy. That is, if we are successful at Writing Our Life, then we will be successful
when disease threatens in Fighting the Enemy because Writing Our Life assumes we
are in control. If we lost at Fighting, the implication is that we have also failed at
Writing. The public movement to obtain Death with Dignity (a sub-story of Writing
Our Life) is actually an attempt to combine Writing Our Life with Fighting the
Enemy for, when losing to disease becomes inevitable, control can be retained by
shifting the focus of control (Ross, 1989, p. 4).

A number of authors argue that our late 20th century cultural consciousness about

health and fitness has transformed what was formerly a concern with controlling disease

to the contemporary moral imperative to be healthy, based on the assumption that one is

personally responsible for one's health (DiGiacomo, 1992; Gillick, 1984; Herzlich &

Pierret, 1987; Lowenberg, 1989):

Health consciousness as a value system has been joined to the discourse of public
policy in such a way that a new civic obligation has come into being; what Herzlich
and Pierret have termed "the duty to be healthy" (DiGiacomo, 1992, p. 122).

This assumption is particularly strong in the holistic health movement, in which the

responsibility for disease shifted from an emphasis on factors outside oneself to an

assertion of personal responsibility (Hawkins, 1993; Lowenberg, 1989). A consequence

of this perspective is that the "the individual experiences guilt for becoming sick, or for

an inability to get well" (Lowenberg, 1989, p. 163). Though the strict materialistic

separation of mind and body is challenged in this model, the responsibility of the "self"
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for authoring and controlling one's experience of health is a powerful premise. While the

fields of psychosomatic medicine and psychoneuroimmunology have altered traditional

medicine's attribution of disease to pathogens beyond the afflicted person's own control

and mind/body relationships are increasingly addressed--though often collapsed into a

"materialistic monism" (Leder, 1984, p. 38; Lowenberg, 1989; Rawlinson, 1982)--neither

the socially constituted "person" or "self" nor the inherently intelligent and intentional

body are addressed in traditional biomedicine (Cassell, 1991; Leder, 1990, Young, 1989).

The notion of the body as an object which is generally responsive to medical

intervention and manipulation sets up particular possibilities and courses of action which

are expected to be followed by those under medical care as well as by those providing it,

sometimes even when the situation would appear futile to some (Frankford, 1994;

Koenig, 1988; Liaschenko, 1994). A personal, moral, or ethical dilemma may arise when

the person who is ill or someone close to him or her wishes to either limit interventions

or continue them indefinitely on the basis of existential, philosophical, religious/spiritual,

or economic grounds, particularly if they conflict with the perspectives of other interested

parties. These notions of the body as an object infinitely responsive--at least

theoretically--to boundless technological intervention confronts the meanings inherent in

the "lived body" (Benner & Wrubel, 1989; Foucault, 1980; Gadow, 1980; Leder, 1984;

Merleau-Ponty, 1962; Merleau-Ponty, 1964; Scheper-Hughes & Lock, 1987). For a

number of the people in this study, the futility of viewing the body as an object to control

and dominate had already been confronted. A few had not experienced this first-hand,

but had witnessed it in others.
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The research participants cited in this chapter have all experienced their bodies as

recalcitrant objects obstructing their purposes and involvements. Lillian falls asleep

during an evening event if she does not have a nap earlier in the day. Ben will "pay the

price" in terms of sick days in bed if he takes on too much in the way of volunteer or

social activities. John stopped his golf to actively treat his psoriasis, and afterward

realized he would have to give it up completely because he would be a "drag" on his

partners given his deteriorated performance. If Raymond rushes for anything he

experiences shortness of breath. Adele, on a recent trip, confronted her physical limits in

driving and anticipates a dramatic impact on her life if she were to have to give it up

entirely. These expressions of the body are real demands, some of which could have

serious implications if not acknowledged. Therefore, listening to these signals and

making space for them is essential to health and well-being in late life.

One need not be over eighty years old, however, to know that the body does

respond to care and maintenance. The benefits of beginning an exercise regimen and

adhering to a careful diet after a week or two of holiday overindulgence can be

appreciated by people across the age spectrum. The analogy of the body to a machine or

a car holds up to some extent. Many people in this study reported having made healthy

changes in their diet, getting regular exercise, taking naps as needed during the day,

seeing health practitioners regularly, and other health-promoting measures. Without

some of these practices, they know through experience that they would suffer. Health

has been taken up as a project by a number of the participants in this study, not in order

º

()



178

to dominate the body or usurp the processes of aging, but to tap sources in the body

which enhance its role as resource and enabler. As Adele says, "You have to take care of

the machine, you know, to take care of the body to make sure you can...achieve some kind

of goals." Here, the American "can do" attitude serves the aging participants of this

study well, as they stand over and against the object body as a "friendly adversary;"

getting better results by cajoling it to perform a little better or go a little farther instead of

forcing it into submission as a domineering master. Lillian and Ben referred to this

capacity when they found they were able to walk a greater distance than usual given

circumstances with special significance. Therefore, we would not want to dismiss the

significance of the object body and what it can do for us, given the particular approaches

to care, protection, and maintenance applied by a person who listens and responds

appropriately to the body's needs. This applies equally well in aging as in earlier eras of

life.

However, this is not to say that the participants saw no danger in the body

becoming too large a presence in their lives. Lillian avoids delving too far into the

meaning of her symptoms as a friend would have her do, preferring to leave up to her

doctor anything beyond what is essential for her to know. Adele avoids talking about her

somatic experience to a woman she knows to be hypocondriacal. In these examples, they

understand that the body can take on a subjectivity of its own and dominate the person.

Ben thinks about this, imagining that dependency would be unlivable; as if the body

could be so totalizing that no room would be left for him to dwell. Raymond has known

this kind of dominance of the body after his heart attack and cardiac surgery. Rather than

\
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completely capitulate to the body, he has had to respectfully work around it, recognizing

it as both a subject which could at any time violently assert itself and as an object that

can be strengthened and tempered to his purposes. These examples portray a relation to

the body in which the person is a "friendly adversary," honoring the body's needs and

limits while cajoling it forward toward one's concerns and involvements. When things

are going smoothly, this relation of self to body, rather than a purely subject-object

relation, is similar to the "skilled habitual body" (see Chapter Two); remaining in the

background, but enabling the person to be immersed in meaningful involvements.

Of course, because things do not always proceed smoothly in late life, and

recurrent disruptions can be the norm for some people, one always risks being "dragged

down" into the body. Particularly because of this risk, it is essential, as Adele states, to

have:

a set of reasons for living. So when you get up in the morning, you are drawn to
something. There's something that you desperately want to achieve. And that you
have certain goals--short-term and then longer-term that you know that you're living
for a purpose...and it's going in a certain direction [emphasis added].

Having a purpose for living, then, provides a point of transcendance from which one can

resist the consuming pull of the body. With these "short-term and long-term goals" one is

propelled toward a place to "dwell," a metaphoric space in which one can "walk around,"

have a life. Perhaps as the pull of the body gets stronger, these kinds of passions,

concerns, projects, or involvements become even more essential as a means of resisting

the body's pull.

º
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Conclusion

In summary, due to chronic illness, debility, or functional incapacities, the aging

body poses real demands which must be acknowledged and accomodated because they

cannot be mastered. A relation to the body must be found which makes space for the

body's demands while creating another space, a point of transcendance, so to speak,

where the person is able to exist, "walk around," "dwell." Without this space, there is

risk that the body can become too large a presence and dominate the person.

(?
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Chapter Six

HORIZONS AND THE QUALITY OF TIME

Technical civilization is man's conquest of space. It is a triumph frequently achieved by
sacrificing an essential ingredient of existence, namely, time. In technical civilization,
we expend time to gain space. To enhance our power in the world of space is our main
objective. Yet to have more does not mean to be more. The power we attain in the world
of space terminates abruptly at the borderline of time. But time is the heart of
existence....To gain control of the world of space is certainly one of our tasks. The
danger begins when in gaining power in the realm of space we forfeit all aspirations in
the realm of time. There is a realm of time where the goal is not to have but to be, not to
own but to give, not to control but to share, not to subdue but to be in accord. Life goes
wrong when the control of space, the acquisition of things of space, becomes our sole
COInCe■ m.

Abraham Joshua Heschel, The Sabbath, p. 3

Introduction

This chapter is about the narrative nature of life. Each human being tells a story

in the living of one's life about what it means to be human and to be shaped by one's

concerns and the temporal horizons that exist by virtue of being embodied. The

narratives told by the elderly are particularly illuminating in that they are well-positioned

to inform us about how the account changes when the body becomes less taken-for

granted. Time is integral to the narrative, but the meaning of time undergoes change as

one's life is increasingly understood as bounded by temporal limits rather than as an

open-ended trajectory. Bernice's story begins this discussion.

Paradigm Case

Bernice: Exploring the Margins of the Narrative

Bernice is an 81 year old divorced African-American woman who lives in a co-op

()
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apartment by herself in the community which has been her home for fifty years. Three

out of the four interviews I conducted with Bernice occurred after she had undergone

unexpected surgery on her colon. In our conversations she described how her taken-for

granted embodied capacities have been disrupted by her recent health problems and

exacerbations of chronic ones over the past few years. Bernice is in the midst of a back

and-forth conversation with herself as her body's failures and recoveries occur

simultaneously and in counterpoint. She is trying on new self-understandings and

entertaining the previously unimagined possibilities and new horizons they auger.

Bernice's life began in the South, the second of six children raised by a single

mother. She came to the West Coast in the mid-1940's looking for work after separating

from her first husband and leaving her three children behind with relatives. At that time,

World War II was winding down, as were the high-paying ship-building jobs she had

hoped to find. It took her two years of work in unskilled, menial jobs before she could

afford to bring all of her children out to live with her. She soon remarried, but more than

fifteen years and two more children later she was again on her own, having separated

from her alcoholic husband who had long before stopped providing any family support.

In her early fifties Bernice returned to school for a teaching credential in early childhood

education, launching her into a rewarding career as a pre-school teacher. Coming into

her own in mid-life, she remembered her aging mother's admonition that although she

had always been the healthiest of the children, she should expect this to change as she

aged: "She said, 'You've been healthy all your life,' she said. 'I hate to say this...but in

your...later life that you're more apt to be sickly.' Now she said that and I remember it."

º
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(11.4, 2044).

Referring to her middle adult years, Bernice says, "I was into everything before I

got older because I realized those years were coming and I tried to get into everything I

could." While working full-time at the pre-school, she was active in community

organizations, on the Board of her Co-op apartment complex, and volunteering for the

school district, besides being involved in the needs and concerns of her own growing

family of five children and the multiple generations of progeny who have followed.

At age 71, Bernice had had no specific plans to retire from her work as the

director of a pre-school program. In fact, she was surprised when she was told that the

school district had a policy of mandatory retirement at age 70 which she had

inadvertently exceeded. Forced out of the workforce, she immersed herself in senior

center activities, volunteering, and exercise and craft classes in an effort to minimize the

amount of time she would have to be home alone. She explains,

I had been...working so long...wasn't nothing for me -- didn't interest me at home. I
had this funny thing. When I first retired, I'd have a radio...and TV on. I had to
have a lot of noise....especially the little time I'd be at home. (11.2, 1321-1327)

Up until the last year or so Bernice had been as physically active as she wanted to

be with organizational activities, shopping, and day-long outings in the nearby large city.

She had been a central figure with the Senior Center, participating in all of their outings,

social functions, volunteer activities, and as secretary to the group. A self-reliant and

resourceful woman, she would use the bus to go anywhere she needed to go.

Anywhere I needed to go, I was able to get around....You might see me anyplace.
But you don't see me anywhere now....I know I'm right now afraid to walk down to
the [Senior] Center. I'm afraid I can't make it. (11.5, 785)
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Just over five months ago Bernice enjoyed a physically demanding trip to Dallas,

touring and shopping for eight days straight, stopping intermittently to rest her legs. The

following month she had a dramatically different experience on a trip to New Orleans for

a national co-op housing conference. Bernice has suffered from arthritic knee pain for at

least 15 years, but until this trip four months ago, it had never been so disabling. In New

Orleans, she was in so much pain she had to be pushed in a wheelchair for the duration of

the trip, and even required an an Emergency Room visit because the pain was so great.

Though the knee pain actually began at home the night prior to starting the trip, she used

her powers of positive thinking to convince herself that she should still go:

BERNICE: Oh, yeah. I was hurt--I didn't sleep the night before leaving home. But
I was just determined to go. I had my tickets....I had my money....Well, I had got
cashier checks....And I really wanted to go to New Orleans. I have heard so much
about it....And I said, "Maybe I'll be better." And I said, "Well, I have my suitcase
almost packed" and the other things I had them laying out....And I said, "If I feel
any better," I told my daughter, "If I feel any better," I said, "I'm going"....Because
the limousine was picking us up at--well, it was...just a real trip. Nothing to worry
about. Limousine picking you up, limousine bringing you back....I really wanted to
go....So I stopped hurting a little while. And slept all night. I got up and put those
things in the--got me a cup of coffee....Finished putting the things in my packing
and when the limousine come, I was ready....I knew better than to go but I really
figured I might feel better [laughs].

INT: So it was partially your determination --

BERNICE: It was my determination to go....And...I enjoyed it in a way but...I
would have been better off at home because I could have went on in that hospital
here, with the doctor I've been going to for 15, 16 years. Huh!

INT: So, but the pain was familiar. It wasn't a new pain. Is that right?

BERNICE: It wasn't a new pain.

INT: But it just got more intense on that trip than it's ever been?

BERNICE: Uh huh. It got more intense than--it was just that way before I left
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home--the night before....But, I said, you know, I'm a firm believer in things getting
better....My kids can be right here at the house and if they don't hear me when I get
sick, I don't call them....I keep thinking I'm gonna feel better. (11.2, 309-347)

Bernice's history of coping with substantial difficulties provides her with a source

of strength and embodied self-understanding as a "very strong woman." It backs up her

expectation that she can overcome any challenge and avoid dependency. Upon returning

home Bernice visited her own doctors who explained that her x-rays show "the cartilage

/is/ completely gone, it's just a shell" (11.2, 94). Heeding their recommendations, she

now plans to undergo bilateral knee replacements as soon as this is feasible, although

there are risks involved in the surgery:

BERNICE: He explained, he explained it to me that if I wasn't in such a
bad...condition, I just wouldn't have it because he said that he just wanted to let me
know that it could, something, you know...it could something happen that I don't get
along like I should, you know....He sit down with me and talked to me a long time
about it. But...

INT: You mean he wouldn't do the surgery unless it were bad enough because there
are risks in doing the surgery?

BERNICE: Um hum. Such risks. Um hum....But...I can't go on the rest of my life
hurting, you know, like I was before I went into the hospital. And...my regular
doctor agreed to...go ahead and get it done. (11.2, 272-295)

Although she requires medication to control her hypertension and diabetes,

Bernice had not experienced substantial limits to her physical capacities until the recent

disabling pain of her arthritic knees and the events which have followed. Being at least

partially constituted by the techno-medical paradigm dominant in the culture of the

United States, she has reason to expect that Western medicine can reverse or at least

manage her pathology, as long as she is on the right side of the calculated risks.

However, as she has had to face more disabling problems, her tendency to minimize her
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physical symptoms and assume that she can manage on her own has been called into

question. She recounts the story of having had, two years ago, the first of two episodes

of bleeding from the rectum and her measured response to it in contrast to the concern of

those around her:

But when I had the bleeding the first time, I was here, I was here by myself. And...I
didn't call and it just happened. A friend of mine called me and she found out I was
sick and then she called--she knows me, too....So she called my daughter. And
when I--when she called one of my daughters...the daughter called the other one and
they both just come like they was visiting. And...they just tried their best to take me
to the hospital that night but I wouldn't go....I was freezing cold. When I lose blood
like that, I get so cold....And so I told them, I said, "Well, I'm not going to the
hospital at night. I think it's best for me to stay here where it's warm and in the
morning I will, I will go." So they didn't have to take--they wouldn't leave. They
spent--two of them spent the night here....And then they got in touch with my
daughter that live in the city. And...they wanted her to come out. They thought
maybe if she come out, that...I would go that night. But I told her, I said, "No, I'm
not going. I'm freezing cold." And I just don't want to get up--I feel like I'll take
more cold. But the next morning before day, I got up and took a hot shower and
dressed and they didn't have to, they didn't have to say nothing to me, I was ready to
go....So they know me....That's why they watches me when they think I'm
sick....They always watches me. (11.2, 398-424).

This story affirms the solicitude and concern of Bernice's daughters and friend. Her

daughters are very responsive to their mother when potential problems arise. They are

very watchful, but they stop short of challenging her judgment and forcing her into

immediate action. In their quiet vigilance they honor their mother's embodied knowing

and caring for herself. Although there are risks in this stance, it helps to preserve

Bernice's self-understanding as a capable and resilient woman. In addition, Bernice's

recognition and appreciation of their watching points to the underlying interdependence

and mutual affection enjoyed in her family. They are not just waiting and watching; they

are standing alongside as extensions of Bernice's agency if it should be needed. Bernice's

tº
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"independence" does not stand on its own; it is, instead, embedded in a "community of

Care” .

I have something to be thankful for because I look at--I have friends that if the
family cares anything for them, they don't show it....I think that...times is changed
and, uh, children--people have changed. And they don't have time to...look after
their older people, you know....I'm very, very independent and so if something I can
do myself, I don't ask them to do it. But my...family, if it ain't one of 'em, it's the
other one is offering to do things for me. Like I didn't know that she [daughter] was
going to send her husband out to the store today...so...she came by on her lunch hour
for a few minutes and told me that he'd pick up my, uh, stuff I wanted to pick
up....And she also told me that he'd take me to the store. But I just didn't want to get
out while it was, you know, so bad....my family keeps me going, too....It's one thing
I can always--they never turn me down for nothing and... they'll ask me, do I want
things done 'cause...I'm kind of type person that has to be kinda, the decision I make
on my own that I ask somebody to do--go out of way to do something for me. I
think it's because I've always been...healthy and wait on myself, you know, doing
things for myself and...I don't like to bother people unless--not even my family
unless I have to....But they're always there for me (11.2, 1048–1071).

Though an integral part of a loving and mutually supportive social matrix or "web

of interdependencies" (Thomasma, 1984, p. 913), Bernice cannot help also being

constituted by the contemporary Western understanding of personhood which places such

tremendous emphasis on autonomy and self-reliance. Throughout her interviews,

Bernice repeatedly expressed her discomfort about needing to rely on others more than

she had previously. She talked about how she has always tried to manage her problems

by herself, to avoid "burdening" her family and those around her. She takes pride in her

Self-reliance, both in social and financial affairs, and is typically optimistic that things

will work out all right. Bernice's self-understanding up to this point as independent and

Self-reliant is constituted by embodied experience, a taken-for-granted understanding that

She is, in fact, physically constituted by these qualities. Changes in her physical

capacities, however, are challenging these previous, taken-for-granted ways of knowing
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herself.

BERNICE: I never was sick in life up until I got older....I never went through pain.
I've had a lot of pains since I, you know, got older. But I never was sick. I was
always that happy, uh, go lucky person just like a boy climbing trees and
everything....And I just--I don't like to burden people. See, my kids watches me
'cause they know how I am.

INT: They know that you won't let on about anything unless it's pretty bad?

BERNICE: Um hum. Um hum. (11.2, 390-397)

Fortunately for Bernice, the episode of rectal bleeding described above was

determined to have been related to her use of aspirin for arthritis pain, and quickly

resolved when she changed medications. However, three days after returning from her

recent problematic trip to New Orleans, she had a sudden onset of rectal bleeding again,

described to me later as "hemorrhaging" by her daughter over the phone. Bernice's

behavior in this latter episode suggests that she quickly recognized it as more serious

than the first episode two years earlier. The behavior of the medical staff gave her cues

that confirmed it was, indeed, more serious:

BERNICE: I know I needed help when I start bleeding like that, you know. So I'm
ready to go, I'm ready to go in the hospital. But, uh, it's just--it was just time for me
to go and get somebody and, you know, do something about it....But after I got in,
got in the hospital, they put me right on in the hospital--the way they, the way they
do it at [the hospital], if you're not too bad, they just not, they just gonna see you
and send you home. But they started working on me right away and it was just that
serious, you know.

INT: So you got the impression right away that they were taking it quite seriously?

BERNICE: Yes. Oh, yes. Um hum. Everybody was serious whether I was or not.
(11.2, 474-488)

Bernice takes notice of the fact that she is part of a community of care which offers some

protection for the potential dangers of asserting her independence so resolutely. She
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(?



189

experiences this community of care extending to the medical community.

Bernice went on to have abdominal surgery on her colon. She received

inconsistent information about her diagnosis from her two doctors, leaving open

substantial room for ambiguity in her understanding. The way she has interpreted these

differing explanations reveals a good deal about how she has taken up these events into

her life narrative and how her self-understanding informs it:

BERNICE: Well...I was there a week before they did surgery and I had a lot of
tests, lot of them. And the last one I remembered was the CAT scan test.
And...when they took that one, they told me that it was no more and no less than
what they thought and...that they were....They were gonna do surgery the next....but
they had to wait, you know, 'til they did that last test....And...so I wasn't...in any pain
at all...until after the surgery.

INT: What was going through your mind?

BERNICE: Well, they...just plain came out and were just plain, you know, just told
me just what they had to do and...I really liked this--now, I can't think the doctor's
name--I really liked him for his frankness, you know....He told me, he said
that...they might--that was before the last test I had--that they might have to...put the
bowels in the side.

INT: Yeah. A colostomy?

BERNICE: Um hum....And that kind of, that kind of shocked me up a little bit. But
I'm not a easy person...to get alarmed about nothing. I don't know. There's not too
many people like me I guess. But...anyway, I think, you know, I think like this, that
I have...been here this long. I've raised my family alone, you know, no, no father.
Fathers was somewhere else and I'm raising the babies, you know. So separation--I
got married twice and both of them turned out that....I thought the last one was for
life but it didn't turn out like that....And I had two babies by my last
husband....Three by the first one. And...I've had to raise those children alone. I
think I've done a good job. And...I think when something happened to me that, I
don't worry. I don't know why I was so--now, my baby daughter was just--she was
just...she was just tore down, you know. Because she said, "Oh, my mother has
always been there for me." And she just thought the worst of it. And I told her, I
said, "Well..." I see she was taking it so hard before I went into surgery. I told her,
I said, "Well, you know, there's one thing about life. You're not gonna die until God
get ready for you." I said, "People can say what they want to say but you not going
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no where until God get ready for you." And I am a firm believer of that. That you
don't leave this world until God get ready for you to leave.

INT: So you were--were you trying to communicate that maybe she was expecting
something that wasn't going to happen?

BERNICE: She was thinking this was it....When I had that surgery...because the
doctor talked to all of us right there. They don't cut no corners....And my doctor
said "cancer." My, my doctor said "cancer"....But the other--the...doctor that did the
surgery, he never used "cancer." He said..."tumor"....And I asked him right away
and of course I felt better...after, you know, I talk with him. He said that, he told me
about, you know, what to expect, that they might have to do. But he never used
"cancer"....He always used "tumor." So after, after they took this last test, the CAT
scan test...I asked him would I have to have cobalt treatments or the other kind after

I had surgery and he said no....And I felt so much better. I felt so much better
because my doctor had said there was a cancer on the colon.

INT: Uh huh. So from what the surgeon told you, you were more hopeful that it
could be treated with the surgery [BERNICE: Um hum.] and that'd be the end of it?
[BERNICE: Um hum.] Whereas the word "cancer" had the connotation that maybe
it was gonna be a prolonged thing that was going to be hard to get rid of?

BERNICE: Well, he kinda explained to me that...this was a tumor and they just
went in there and...took it, took it, he used the word "off", so I don't understand that,
you know. But my sister...explained to me, uh, that...I don't know if she really
knows what she's talking about or not but she said that--I think her husband...he had
the...same type of operation. But what she tried to explain to me that sometime
that...the tumor has been there a long time and it goes into cancer. So, I don't know
but, so far--and I still didn't--I wasn't relieved too much...although I went to the
surgeon a week after I come out of the hospital and he said he didn't need to see me
anymore. I was doing fine....And...I had asked him about the treatments and he
said, "No, no treatment." So I went to my doctor after that, about two more weeks
after that, and...he said, "Oh, you're doing fine," he said. He has not mentioned
cancer since....But this is what he came in and told me when I first knew about was

that I was going to have to have surgery....That I had cancer on the, on
the...colon....That's what my doctor said but the doctor did the surgery, he has never
used "cancer." So I don't, I don't know what they mean when one say "cancer" and
one say..."tumor"....But I went by...what the surgeon said, you know. So...and my
doctor even mentioned cancer no more but I still wasn't too satisfied up until I went
to him. And so I don't have to go back to him until April. (11.2, 495-608)

Bernice has had experience with friends and acquaintances being diagnosed with cancer,

including some who have undergone chemotherapy or radiation, and some who have not
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survived in spite of the treatment. In her mind "cancer" connotes something which would

involve extensive, long-term, agonizing treatments which cannot guarantee survival. The

word used by her surgeon, "tumor, "makes more sense to her. It fits with the post

operative course her doctors' statements anticipated; that she would likely recover

without needing potentially painful and toxic follow-up treatments. This idea recalls the

stance Ronald Reagan took in his confrontation with colon cancer. As he explained to

the American public, "I don't have cancer. I had something inside of me that had cancer

in it, and it was removed" (Frank, 1991, p. 84). The threat that had invaded her colon had

been removed.”

Throughout most of the interviews Bernice presents this "tumor" experience as an

isolated incident representing potential danger which was eclipsed by good fortune and

competent medical intervention. She is, indeed, a woman who has overcome many

challenges because of her strength and resiliency. Her self-understanding is constituted

by numerous accounts over her lifetime of enduring hard work and sacrifice in order to

achieve previously unimaginable goals. As we have seen, she makes use of her strength

of will, faith, and optimism to endure pain and envision positive outcomes. Bernice's self

understanding allows her to see this current frightening event as yet another trying

5

This study was not designed to obtain the official medical diagnoses of the participants
distinct from what they understand about their medical conditions. It would be
interesting to know for a fact whether Bernice had a malignant (cancerous) tumor or a
benign growth in her colon. Her confusion certainly brings up ethical questions
regarding informed consent in her case, the data are inadequate to draw further
conclusions about this. However, the nature of her interpretation of the situation leads us
to the more useful information in light of the study's aims. The distinction Bernice
herself makes between having had a "tumor" rather than "cancer" is a distinction of great
relevance to her, and this is what informs our understanding of her.
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incident she can again overcome. She talks about her upcoming knee surgeries in a

similar kind of way. It will be difficult and somewhat risky, but it must be done to enable

her to move on and resume those things in her life that she had previously enjoyed.

Bernice's strength of character, highly valued in our Western individualistic

culture, has, no doubt, played an important part in her having achieved in spite of

numerous obstacles. She has suffered more than her share of tragedy and loss for one

lifetime. From the drowning of her brothers in childhood, to her disappointing marriages,

and later the death of her own son from a stroke, as well as the loss of most of her

nephews and grandsons in violent or accidental deaths, Bernice has certainly confronted

the realm where no amount of will or determination can triumph. Through hard lessons,

she has amassed substantial experience confronting the limits of her powers of will and

control. On a basic level, she understands herself as part of a divine overarching plan,

expressed in reminding her daughter, who was worried that Bernice was close to death,

that no one leaves this world until "God get ready for you to leave." Believing,

ultimately, that her fate is in the hands of God, Bernice submits to this divine power

working through her doctors and the medical establishment, cooperating as best she can

as the "good patient." In light of her religious beliefs and the outcome of her recent

surgery, one could conclude that God was apparently not yet ready for her. She recalls

never even entertaining the possibility of dying around the time of the surgery:

This is not the first time I've had surgery but it didn't--this the first time that I've had
a doctor tell me I had cancer....But I don't know why...I kept as cool as I did....But
I...never felt like this was the end....Whatever they told me to do, I done it. And
they was talking about what a good patient I was [laughs]. But I think it's the only
way to be....You go there to get better...I had some real good people...look like they
was doing everything....When the doctor got to talking with me and I told him, I



193

said, "Well, you know," I said, "I'm not worried," I said, "but, I just hope that you
guys know what you guys doing." We just turned it off into a joke, you know
[laughs]. (11.2, 682-711)

At the same time, something new has begun to register with Bernice. When a

more serious prognosis was being considered, she reflected on what her life has been

about. She feels a sense of satisfaction in having raised her children well, despite the

difficulties inherent in providing most of the parenting on her own. She takes pride in the

ample evidence for her strength and sense of purpose. However, there is a qualitatively

different understanding developing in her, a grey area, an ambiguity about her capacities

which heralds the tension between her strength of will coupled with a technological self

understanding and the idea of submitting to the "will of God," or "fate" in more secular

terms. The colon surgery in combination with her knee problems have changed her self

understanding as she has lived it up until now. Considering the inescapable realization

that the limits of her future are in closer proximity, that she is not in the position to

control her destiny, what solicits her is changing and she is more attuned to the alternate

possibilities "God's will" may usher forth. Bernice is trying on these new possibilities

while still holding onto the possibilities consistent with earlier self-understandings that

were concerned with progress and future striving. She has renewed appreciation for the

limits of what is possible for her in her lifetime.

This experience has brought up new concerns for Bernice as well as the

opportunity to explore things which had previously been more remote from her vista and

that of her children. She finds that now, for the first time, her children are receptive to

discussing her wishes around her own eventual death and what they will need to know

º,
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about:

INT: How do you envision your future? -\.

BERNICE: Well, I'll tell you, that's a good question....I have finally got to the place |

that I can talk to my children and tell them things that I want them to know, that ^.

they should know, that they didn't want to hear, didn't want to listen. It would seem
like it would--it was too much for them to hear and what I'm about to say is...like if I
die...something happen to me and what they need to know. And, see...I believe and
I know that everybody born in this world is gonna die. And I'm a firm believer that
you should...make some kind of preparation, and especially with your family.
Because I've been in situations in one--it's in my family, too, but, that you didn't
know nothing. And I'm trying to tell my children what they need to know, where to
find things. And it's just here since I had surgery...that most all of them wants to 7
understand...They didn't know nothing. I have...I have...insurance policy and some
money...that I want them to have....See, and that's, that is one of the things that I feel
very happy about. I feel like my children is understanding me more and it's just my º

baby, the one that I was, just start talking to one day and it always is, "Oh, Momma,
I don't want to hear that, I don't want to hear that," you know. She said--and I told
her, I said, "I think it's time you guys listen. You know, I think it's time that you º

just listen." I said, "'Cause if something happen to me, you don't want people to
have to come in, help you do something or you got to ask people." I said, "You º
should know all of this while I'm living." >

INT: Hm. So even your baby daughter is starting to listen to that. S.
BERNICE: They all...start listening now. 'Cause they didn't even know where I l

had... some money in the bank for them. They didn't know where it was...because I O.

haven't been able to talk to them. They wouldn't let me talk to them....And so I
started telling them the way I got them to listen to me--I actually done it, is the
truth, that I had told them that I was going to make my...make my plans out for my »
burial. And I wanted to go and pick my casket out and...because I wanted them to
do it while I was living. This is what I really want. And...I had started making my • *

will out and the reason I hadn't finished it was because I couldn't talk to these kids. C J
So--and I explained all that to them. Now everybody wants to listen. They know
exactly if something happen to me and you never...know when something gonna ly
happen. And...they know where to go get things but before now, they knew
nothing....But I couldn't talk to them until lately. I can talk to them now.

INT: Have you just made these arrangements with your will since you've had your
surgery?

BERNICE: My will is not completed...'cause I couldn't...before I got sick I stopped
it. I mean since I got sick....And I had the surgery. And, uh, I haven't gotten back to s'
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it yet. But everybody's willing to cooperate now....'cause I think that this surgery,
this last surgery I had, I didn't have a bad time but something about it woke 'em up.
So, uh, but I still want to make my own funeral out. I started it. I want to do what I -\,
want to do, you know. -

INT:You mean the kind of service or? 7.

BERNICE: Kind of service and pick out my own coffin. Pay for it....I don't want
them to have to do it....And somehow or another I've had to do this all my life. I've
had to...my mother's I had to do all--go and help pick out, all that kind of stuff. I
just don't want my kids to have to do it....The older I get, the more I want...to be
cremated. That's one reason I haven't completed it but they don't want that....No, so
I don't think I can--I just stopped it 'til I can think further, you know....But...I know
that's the easiest way and the quickest way but they wouldn't want that....So... 7

INT: Do you think about your own death and what might happen?

BERNICE: Uh huh....I...think...every--I know everybody got to die. Everybody's
gonna die. And like I said, I don't want my kids to have to worry, you know. I don't
want them to go through what I had to go through...with my mother and my (?

sister....But I don't want them to have to--I want to do it myself while I'm living, you
know....And I just think that since I know that I'm--that I got to die and everybody -

else, I think I should take care of this one thing I want to do. I want to do it on my
OWn. -

INT: How much do you think about these things from day to day? §

BERNICE: Not that often, not that often, but when you're alone, Sara, you have a C.

lot of time to think. And it will cross your mind. I think about it often enough and
especially since I got older....Because I know, I know my time is not....I don't have
that...too far to go and I don't want that too far to go. See? y

INT: You don't want--in what way do you mean that?

BERNICE: I don't want to--I'll explain it. I don't want to live 'til I can't...take care
of myself or I'm in somebody else's way. It's time for me to...move on....You know, 1.

let these younger people live their lives. (11.4, 1600-1728)

Bernice was three and a half months post-surgery when we completed her 4.

interviews. Her recovery had been progressing well. However, she had not yet resumed

on a regular basis any of the senior center activities which had previously structured most
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weekdays. Instead, she was staying at home most of the time, getting out occasionally

for rides with friends or shopping excursions with her children. She discovered,

unexpectedly, that she could be quite satisfied with a slower paced day-to-day life

occupied by television, reading, phone conversations, and weekend visits and outings

with her family. Bernice keeps all three TV sets in her small apartment on whenever she

is at home, so that she doesn't have to lose track of the program she is following when

she moves from room to room. Though she no longer needs the TV for the purpose of

creating "a lot of noise" like she did upon retiring, Bernice values her television-watching

for its benefits beyond providing company, filling time, or providing diversion:

INT: What can be most helpful to a person around your age?

BERNICE: Oh. I think the most things with me is that...maybe you won't
understand this way, but...what is very helpful to me is to know what's going on.
And what I mean by that, uh, anything that's going on don't--I mean it's not a
surprise that somebody could come and tell you. I feel like that with...the TV and as
much as I loves watching TV, I pretty well keeps up with practically everything like
that, and that helps me. I mean when somebody--when I do go around people and
they're talking about things, I understand what they're talking about, see?....

INT: So you mean things that are going on in the community, things that are going
on on the T.V. programs?

BERNICE: Worldly things....You know?....TV things....TV things is worldly things
because it's broadcast all over the world.

INT: Uh huh. So you don't want to be disconnected from what's going on in the
world?

BERNICE: I don't like to be--yes, yes. That helps me keep going....That helps me a
lot. (11.5, 979-1011)

Bernice, though limited in participating in activities outside her apartment, is maintaining

an openness to the world. Extending herself beyond her own private world has been a

º
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pervasive way of being for Bernice throughout her life. While the opportunities for

involvement in her former interests have decreased, her attunement to the larger world is

facilitated through TV. Through the common experience this medium allows her to

share, her connections to friends and family are enriched.

Bernice has been accepting of the limitations imposed by her decreased energy as

well as the likelihood that her knee pain will recur if she pushes herself more. While

paying close attention to her physical needs and pacing herself, she holds no

preconceived notions of what will transpire:

BERNICE: I don't understand how I--as much as I used to go, to stay up in the
house so much 'cause I can just stay, stay in the house one day right after another
one and never get out. You know, until somebody come. I've been trying to push
myself to get out in the morning and take a little walk. But, I haven't got to that
stage yet 'cause I've gotten myself to the place that I don't like to get up very early,
between 8:30 and 9:00. 'Cause I don't have that, I don't have that, uh, energy to get
up 'cause I, I don't think I have nothing to look forward to, to be doing things, you
know, like I used to.....I just--I see it and don't see it. I just don't get in it you know.
You know, lots of things I could do.

INT: You mean you don't have social commitments or things--

BERNICE: I don't have the energy like for--and, see, I sit here and I look at...that
divider there with being so disarranged. I've seen the time that I had everything put
in place, you know, but I don't have the energy anymore to do it. I might say I'm
gonna do it or sit there and look at it awhile. And just say well, no, I'll just let some
of the grandkids come over. They like to mess around with pictures. I have two of
those big picture frames that you can put lot of pictures in. I still haven't had the
energy to do it. And I know the grandkids would love to get out here on the floor
and do it, you know, so let them do it. And, uh, I don't want to start it and stop
doing it, you know. I don't like to stop doing things. If I start to doing things, I like
to finish it. But I, I just haven't had the energy to do it.

INT. The task just seems too big to get started with?

BERNICE: Yeah, yeah. Just...don't seem to....I'd rather get out of the house, get out
of here if I don't go out, whatever, to the little park out there. That's what I usually
do. In the summertime, I go out and sit in the park out there and... maybe somebody
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else, some other senior will come by and join me. And we might take a little walk,
you know. But...I just--I can't do the walk anymore so that's just about-- my speed
is to walk out there to that park and get back, you know. (11.5, 43–80)

Bernice's way of coping allows her to be open to whatever possibilities her circumstances

can offer. If she were unable to respond to such "situated possibilities," she might be

experiencing frustration or greater distress. As we saw in David's situation (Chapter

Four), grief and despair ensued when the kinds of habits, rituals, and practices that had

constituted his previous self-understanding were no longer available to him. Bernice's

current way of life is very different from her former routine and active social

involvement. Her "conversation with herself" has involved a process of experiential

learning about who she is with both limits and capacities:

BERNICE: Everybody is not alike. And it could be with some people but I think
I've explained...mostly about my, my aging is that I just can't do what I used to do
and I don't, I don't even try because I know what's gonna happen if I, if I do
something strenuous, the next day I'm gonna feel it and I know that.....And you have
to learn that you--whether it's best for you or not, as long as you think so....you
know more. One thing about yourself, the doctor told me long time ago when I first
come down with high blood pressure that I know more about myself than he would
know because I have to tell him. But I know what's going on with me. And that's
the way I feels...about anything...like last week, my son-in-law, they went up to [the
lake] Friday night. And...he called me and asked me to go up there with them, to
ride up with them. And I had--Friday is when I went with the seniors. I was tired.
See, I know how I felt. And...I told him, "No, maybe another time, 'cause," I said,
"I'm a little bit tired".... It would have been a good time for me to go 'cause, see,
they wasn't coming back--they went Friday and didn't come back 'til Sunday and
they have a camper and I could've just got up there in that bed and which I never,
never did that before. I rode in the camper a lot of times but I always sit at that
table, you know, I never sit in a chair. But, anyway, I could've gotten up there in
that bed and, went off to sleep. But I told him, "No, I go another time"....

INT: You wouldn't like riding that distance and--

BERNICE: No, not now I wouldn't. I used to, I used to go up there and have dinner
and come right back and it didn't bother me.

()

()

()



199

INT: But how would it bother you now? With the legs hurting?

BERNICE: Tired, I'd be tired, I'd be so tired. And sometimes you don't feel good W.
from it when you get too tired, you know. 'Cause I have more than one thing _2:

against me, like high blood pressure. You can't--you have to kind of take it easy l

with that, too. So I just--I know what I got going against me and I just really tries to 2.

take it--I don't, you know, I'm not too cautious 'cause if I...still want to do things that
I know I can, go in and say well, I'm gonna do a little baking before I get off of my
feet, I'm tired. And I have always went in my kitchen if I had to cook, I stayed in
the kitchen until I finished cooking, you know? I've had to fry chicken, vegetables
or whatever I was gonna do. I just always put it all on before I even go to the table
and sit down. But now, I feels it, you know. It's just because, you know, it's just my
knees ain't right.

INT: So you just pace yourself?

BERNICE: Yes. º

INT: You know where your limits are gonna be?

BERNICE: Right.

INT: And you allow yourself the time?
*

BERNICE: Um hum. Yeah. (11.5, 880-977) S.
In our final meeting, Bernice indicated that while she has become accustomed to L

this slower pace, she still hopes to resume most of her previous involvements at the

senior center at some indefinite time in the future:

BERNICE: I just feel like that...I'm praying and hoping that I'll be able to get back
where I was and I believe--I think I told I'm a strong believer--I believe I will...I
love, I love people and I like to be around. I don't be around a lot of different kind--
well, I guess we all are different but what I mean is it's about the same people that I º
be around all the time and I enjoy 'em, you know....So--but I do love to be around
people. And...to me, I'm just kind of handicapped right now. But I know that I'm
getting better every day. o

INT: And you don't sound particularly distressed about it or worried about it. So
does that mean you have confidence that you are going to get back to the things-- º

BERNICE: I do. I do. I do. And I'm getting better. I'm getting better every day. s
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(11.5, 1013-1041)

For at least a year Bernice has been aware of a tremulousness in her voice and her

hands, the latter interfering with her ability to write. Writing is key to her continued

ability to independently manage her finances as well as to retain her 11-year-long role as

secretary of the senior center club. Since her surgery she has allowed her children and

grandchildren to write the checks she needs to pay her bills. She accepts this help out of

necessity, but believes it is always better to do as much as you can so you don't become

"handicapped:"

For the last three months, my children or grandkids been coming over and doing my
bills. They've been trying to get me way last year to...let them do it. But I feel as
long as you can do something, do it. Don't, you know, you get too...handicapped
and...I don't think that's good for you. (11.5, 153-157)

This quote illustrates the weight of the distinction she sees between being able to do for

oneself and allowing others to do things for you. Acquiescing too readily to an obstacle

in functioning can be compromising. In delegating to others lies the risk that one might

irrevocably lose the valued capacity. Another woman in the senior center club has

"temporarily" assumed Bernice's secretarial duties. Rather than officially give up the

post, Bernice holds onto it, hoping that her hands will improve, while simultaneously

entertaining the possibility that they might not:

BERNICE: But since I've been sick, well, this one lady's doing it but she has
another job. And so they--most of them just want to go there and but they don't
want no responsibility, you know....But...I don't, I didn't mind it. When I took it,
though, I was just--I...was...just retiring....I took it the year I retired and that's ten
years ago--11 years ago.

INT: Wow. That's a long time.

BERNICE: Um hum. Long time. But...I don't know. I probably just...if she'll keep
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it just, you know, until I get--maybe my hands gonna get better. I hope they will
but...I doubt it. So....I'll just wait and see and...do what writing I can. I don't have
any speed anymore. (11.5, 658-674)

Officially resigning from her position as secretary would constitute a public

acknowledgment of her diminishing physical capacities, besides removing one more

potential opportunity to maintain her functioning in this area and avoid becoming

"handicapped." In light of her growing perception that her tremors are getting worse,

Bernice still holds out hope that there might be a medical intervention that could be of

some help, even if her previous experience with medication has been less than satisfying:

Sometime I'm not as shaky as all the time. But...I'm not really doing anything about
it 'cause I could...really get on the doctors, you know, to do something about it.
But...they were giving me a medicine for it. I think I told you before but, I don't
think it was doing me any good and...to me it don't make sense to just keep taking
Some and it's not helping, you know.....I told the doctor that I didn't think it was
doing me any good. So...he don't push it. And I guess I have to get on him and ask
him to--but it's much worse than it used to be, at times. (11.5, 158-170)

In facing these gray areas Bernice is struggling with alternate possibilities: One which

anticipates an eventual return to her familiar self-understandings amidst intermittent

acute conditions and exacerbations of chronic ones, and another one consistent with a

relatively new and unfamiliar self-understanding which is based in disability and

dependency. This tension and ambiguity, led by changes in the body, has a substantial

impact on her temporal horizons, how she dwells in them and is projected into the future.

She is living a narrative embodied by hope and realism, or in Barnard's terms,

"possibility and necessity" simultaneously (Barnard, 1995), p. 45).

Another kind of self-understanding that is beginning to resonate for Bernice is

that of the wise, beloved elder who is able to guide the next generation with respectful

()
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caring and a common sense about living that comes only through experience over time.

Her model for this kind of person is her own mother whom she dearly loved and admired.

Her mother had no formal education, but was wise about many of the important things in

life, an attribute Bernice refers to as "mother wit":

INT: What would you say was the most important thing your mother wanted to
convey to you children?

BERNICE: Well, I think the most important thing was...education, which my
mother didn't have too much education.....'Cause the reason I say that...I remember
when I was very young that, you know, she tried to...read to us and talk to us and
she--as we got older, she let the older children teach the younger ones. She just give
it up because--and she would tell us that she didn't have very much education. She
let us know. And when I got older, I realized she didn't. But she, she had a lot of.-
if you know what mother wit is.

INT: Mother wit?

BERNICE: Well, that's understanding. And...I have never seen a--I've been
around, I soon will be 82 years old. And before my mother died and up 'til now, I
have never met another woman in my life like my mother. She was religious, she
didn't drink, she didn't curse and she taught us, she taught us to...mind our own
business and...to be honest and that's just what she was. I've never seen another
woman in my life and I said it before my mother died that I wish I could raise my
kids like she raised us. But I haven't...to be honest, I haven't done it.

INT: In what way do you mean?

BERNICE: I mean, I'm gonna explain this. My mother never drinked, she never
played cards--I'm not saying all this is wrong, too wrong, but I feel like people
should do whatever they want to do. That's the way I feel. And, but I just didn't
never...I never felt like...I could ever be the type of person my mother was. She
didn't, she didn't bother other people. She went to church. And...she come home
and that's where she was. She was either trying to teach us, talk to us about
different things. Not out of the books, just things that, you know, that...she believed
was right. And...she believe in prayer in her home. But...I just never thought I
could...bring my kids up like she brought--raised us....I didn't hide no drinking from
kids. If I wanted a drink, I'd...get it out of the bar there and sit down at the table and
take a drink. And then I taught my kids, if they felt like they wanted to drink, drink
it at home and not get out and get drunk out in a crowd, you know. But...I just--I
don't know, I just never seen nobody like my mother....And momma didn't care
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anything about this...talking about--I don't ever remember her sitting up talking
about people, you know?....I think she put herself in a way that she didn't hear all
this....I remember when I was young she was either there at church or she was at
home cooking or sewing or quilting or something like that, you know. I don't ever
remember her visiting people. She didn't have time in a way. She had a family, you
know (11.4, 933-1000).

Despite feeling that she falls short of some of the qualities her mother had, Bernice takes

pride in having raised five children primarily alone and advanced her own education in

the face of great obstacles. Her formal education allowed her to help her children with

their studies in contrast to her own mother's limitations. However, she sees "mother wit"

still extremely relevant today. She notices that this kind of "understanding" is

particularly absent in her grandchildren's generation and she finds herself providing it. In

the following, she illustrates how she was able to help her granddaughter with a mundane

problem:

INT: What is most important for younger generations to understand about older
people?

BERNICE: Listen, they need to listen. Which they don't do, most of them don't do.
It's very, very, very important for young people to listen. And...I've always felt it
may be something else more important, but as far as I can see if they listen--I
just...my granddaughter who is 17 years old came in here the other day with her
friend. And you know they wear them little, most all kids wear them caps, those
caps with the bibs on them. And...hers was too big. It flopped down on over her
eyes. So she came in after a safety pin. And...I told her, I say, "You keep my pin
cushion--you or some of these other kids keep my pin cushion stripped. I don't have
any safety pins." And...so she didn't know what she's gonna do. She couldn't think
of nothing how to take that cap up. I said..."Why don't you use...needle and thread."
"Oh, Big Momma, I never thought of that," she said, "That is what I could use."
She went...and got a needle and thread out of the box and sewed her cap. I didn't
even look at it how she sewed it....And it fit whichever she fixed it, it fit. But I did
tell her it was a black cap and I did tell her to use black thread. She said, "You
know I never thought of that." Cause young people, they don't...they can have a lot
of education but they don't think. And you've heard me use that word, mother wit.
Well, they don't have that. They have the book but they don't have any--they don't
have that built in.
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INT: So younger people can learn a lot of wisdom about just living...from older
people.

BERNICE: Yes, if they listen. If they just...take the time out to listen...to I would
say older people, not their peers....All of them is near alot alike. I think back, I can
remember when I was real young and I could think that...none of us wasn't near by
like these youngsters nowadays....We wasn't like--oh, I don't know. They just--
these kids are wild and they just--all they want is a place to sleep and something to
eat. [laughs] They are terrible, some of them.

INT: And they don't have common sense or--?

BERNICE: They don't have common sense, common sense is right....And some of
them ain't getting too much...book sense either (11.5, 1112-1165).

Bernice witnesses in her family the fruits of her efforts. She is grateful that her

children, grandchildren, and extended family love and value her to the extent that they

do. As described earlier in this paradigm case, they relate to her with respect and

solicitous concern; she is involved as a central figure in their lives. This situation has a

unifying effect on Bernice's narrative, helping to preserve its integrity and wholeness in

spite of her diminishing physical capacities. She is continuing an intergenerational

tradition of strong, wise women that projects her into the future with a self-understanding

that has meaning even beyond her own lifetime.

Commentary

The paradigm case of Bernice illuminates an important aspect of "life-time"; that

time discretely shaped through the living of a human life has the form of narrative. This

fact is integral to experiencing meaning in life. Bernice's paradigm case provides the

opportunity to examine a number of issues that contribute to our understanding of the

meaning of personhood from the vantage point of late life. The issues included in this

()

3 M

º

()



205

discussion are titled: (a) The Narrative Nature of Life, (b) Temporality, (c) Living in

Relation to Death, (d) Theories of Meaning, (e) The Dialogical Self and Communities of

Care, and (f) Narrative and the Self in Transition.

The Narrative N (Lif

Throughout life one's sense of self is constituted through a narrative kind of self

understanding, a story arising out of our lived connections and concerns. One's narrative

self-understanding is not a psychological phenomenon aimed at reconciling dystonic

psychological processes, nor is it a cognitive strategy to put the contradictions of one's

life into a coherent framework. Instead, it is an embodied grasp of the meaning of being

a particular person, existing in particular circumstances and about whom there exists

some kind of comprehensible story despite the contradictions inherent in living a human

life. Without the ability to understand one's life as having this core of intelligibility, a

person may experience "feelings of fragmentation and disintegration" (Cohler, 1982, p.

205).

Guignon (1983), speaking of the hermeneutic or interpretive structure of life, calls

attention to the way in which one's narrative self-understanding undergoes change based

on the experience of living:

In order to understand the life of an individual or a historical period, we must grasp
it as projected toward a set of possibilities that will define it as a whole....Since life
is constantly reinterpreting itself in terms of new possibilities, it follows that the
meaning of life is always defeasible, subject to new interpretations of its meaning as
a whole (p. 54).

According to Taylor, the unfolding story we live is oriented toward "moral space,"

toward some notion of "the good" around which we make sense of our lives (Taylor,
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1989a). He talks about the narrative nature of life in terms of the relationship between

temporality and one's projects over a lifetime:

I don't have a sense of where/what I am...without some understanding of how I have
got there or become so. My sense of myself is of a being who is growing and
becoming. In the very nature of things this cannot be instantaneous. It is not only
that I need time and many incidents to sort out what is relatively fixed and stable in
my character, temperament, and desires from what is variable and changing, though
that is true. It is also that as a being who grows and becomes I can only know
myself through the history of my maturations and regressions, overcomings and
defeats. My self-understanding necessarily has temporal depth and incorporates
narrative (Taylor, 1989a, p. 50).

Daniel Callahan states that this self-understanding, a "more or less coherent view

that does justice to much though not all of our experience" (Callahan, 1993, p. 166) is

essential in order to face death with an ultimate sense of peace. He asserts that the ability

to see life as having had meaning turns on three elements: That we must (a) understand

our own narrative as making sense in light of the human condition, (b) have "some way

of valuing our lives and the world in which they are set," and (c) have a "sense of

emotional wholeness and integrity" (Callahan, 1993, p. 166).

Temporality

Temporality is a concept which is intrinsic to theories of life-span development,

but not directly addressed or accounted for by them (Benner & Wrubel, 1989). For

example, in the final task of Erikson's stages of ego development, the attempt to achieve

"integrity vs. despair" in late life is an effort to reconcile the tensions of earlier stages and

to arrive at a place of comprehensive wisdom which allows one to situate oneself in the

"infinite historical progression" (Erikson, Erikson & Kivnick, 1986, p. 56). Though

acknowledged in this theory, the notion of temporality takes the form of a chronological
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backdrop to the development of the ego which is the central focus of this structural

theory. In the phenomenological conception of the person on which this study is based,

temporality is more than a backdrop; it is the ground from which one's existence can be

made sense of at all. To embodied human beings, time is not just a series of consecutive

moments we witness and pass through:

The past, therefore, is not past, nor the future future. It exists only when a
subjectivity is there to disrupt the plenitude of being in itself, to adumbrate a
perspective, and introduce non-being into it. A past and a future spring forth when I
reach out towards them....The passage of one present to the next is not a thing which
I conceive, nor do I see it as an onlooker, I effect it; I am already at the impending
present as my gesture is already at it goal, I am myself time, a time which 'abides'
and does not 'flow' or 'change' (Merleau-Ponty, 1962, p. 421).

In the sense that time does not exist for the person--an idea which "objectifies" or

"thematizes" time--but instead exists in the living of a life (Merleau-Ponty, 1962, p. 422),

the ways we understand ourselves are historical self-understandings, rooted in our

concerns and connections to others and filled out and interpreted through the particular

circumstances of our embodied comportment (Polkinghorne, 1988). Therefore, we are

constantly being transformed through our "qualitative" experiences of time (Benner &

Wrubel, 1989). Benner and Wrubel call attention to the "integrative force" of

temporality, the simultaneous occurrence of "self-transformation and unity of life over

time" made possible by the "[fusing of personal meanings and life experience" (Benner

& Wrubel, 1989, p. 140).

Bernice is learning, in an embodied way--her body is leading her--to a new

understanding of the qualitative aspects of time. Instead of being solicited primarily by

concerns that depend on achievement or expectations deferred to the future, she is open
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to the possibilities of the moment. Based on the way she was living only a year earlier,

she is somewhat surprised that she can be solicited by things within her constricted

social, geographical, and temporal boundaries. Time seen primarily as a linear

progression, limitless and marked by progress and striving, is like an empty vessel,

waiting to be filled. In contrast, Bernice has been discovering the notion of time as full

in and of itself, rather than as something to be filled. She draws from a self

understanding that is constituted by her history, including her mother's legacy. This

historical self-understanding imbues her present circumstances with meaning and

purpose. She has done a good job of raising her family, developing her abilities, and

providing for her own and her family's needs. In her present circumstances, this history

is visible to her every day, and offers opportunities for ongoing expression, particularly

through "mother wit."

Living in Relati Deatl

The more we age the more the future reveals itself as bounded by a finite

temporal horizon. Surviving one's contemporaries and experiencing the decline of one's

previous bodily capacities reminds us of our inescapable mortality. Callahan (Callahan,

1993) asserts that perspectives which place death outside the "human community," as

something alien to the experience of humanness to be held off at all costs, impair one's

ability to find meaning in finitude. He advocates for an interpretation of death which is

integral to life. Reminding us that death is rehearsed, so to speak, in day-to-day

experience, he quotes Arthur C. McGill:

Death is not some future event observable primarily by someone else. Death is
going on within us all the time. Every time we are sick we hear from within what
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death shall mean to us personally. Illness is a foretaste of death; it is the concrete
experience where each of us discovers how our own experience becomes
impossible. Every separation from a loved one is a foretaste of death. Every
evening, every letting go of the conscious world in sleep is a foretaste of
death....From this perspective, death is not some objective event about which we can
be forewarned by our physicians. Death is the losing of life, that wearing away
which goes on all the time (Callahan, 1993, p. 169)

Despite our intellectual knowledge of our mortality and the daily foreshadowing

of death referred to above, accepting our finitude on an existential level is more difficult

to achieve. Levinas argues that particularly in suffering, one is put in the position of

being "backed up against life and being. In this sense suffering is the impossibility of

nothingness" (Levinas, 1989, p. 40). A frequently quoted passage from a journal by

Florida Scott-Maxwell conveys a similar idea; that in late life an increasing intensity can

be experienced in spite of growing physical infirmity:

Another secret we carry is that though drab on the outside--wreckage to the eye,
mirrors a mortification--inside we flame with a wild life that is almost

incommunicable....The sad fact is this vivid life cannot be used. If I try to transpose
it into action, I am soon spent. It has to be accepted as passionate life, perhaps the
life I never lived, never guessed I had it in me to live. It feels other and more than
that. It feels like the far side of precept and aim. It is just life, the natural intensity
of life, and when old we have it for our reward and undoing (Scott-Maxwell, 1968,
pp. 32-33).

At the same time one is increasingly aware of the proximity between suffering and death,

although death is understandable only as:

correlative to the sense of the impossibility of nothingness [because it can never be
revealed to the self]. The unknown of death...signifies that the very relationship
with death cannot take place in the light, that the subject is in relationship with what
does not come from itself. We could say it is in relationship with mystery (Levinas,
1989, p. 40).

Levinas explains that the experiences of suffering and pain represent the "limit of the

possible," beyond which "something absolutely unknowable appears where we ourselves
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are seized." This is why "death is never a present;" however, death represents a "unique

relationship with the future" (Levinas, 1989, p. 41). To be alive means that we cannot

ever truly know death for ourselves and dwell in it. Up until the very moment of our

death, we still have a relationship with the future.

Bernice's unequivocal connection to life at the same time some in her family

were anticipating her demise is consistent with Levinas' view that "death is never a

present." As Levinas argues, death cannot be part of the narrative Bernice knows, yet it

exerts its hold, reminding her that her story is bounded by something beyond. As

Raymond pointed out in Chapter Five, in order to live with a sense of well-being, one

needs to project oneself into the future, even if that future is construed as only one day,

one hour, or one minute.

Theories of Meaning

Charles Taylor takes issue with theories of meaning descended from 17th century

naturalism which rely on the notion that language is representative of a reality which is

independent of the observer (Taylor, 1985a). In light of the fact that these theories

disregard the primacy of human activity behind language and the constantly changing

nature of this activity, he identifies three aspects of what is goes on in language. In the

first aspect, rather than only serving to represent what we already have in mind, language

has the ability to formulate that which we have some sense of but only implicitly. By

way of this formulation activity of language, we come to know more clearly what we had

only obtusely been aware of before; we begin to have an explicit awareness of it and

know its distinct features. Second, language creates a public space wherein two people
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participate in a common focus, creating an us, rather than a phenomenon of individuals

solely transmitting information. Third, language provides the means by which our

distinctly human concerns arise. This is because language--or in the broader sense,

expressive activity--marks out the domain of our possible actions and the recognizable

standards against which we make relevant discriminations. Through our comportment

we express what is significant to us based on these discriminations, even when we have

no explicit awareness of them (Taylor, 1985a).

To summarize, language articulates or brings to light what had only been implicit

previously, shapes public space in a particular way, and makes possible our human

concerns. These are all aspects of the expressive dimension of language. Taylor also

describes the constitutive dimension of language, evident in the way our self

understandings can actually change when we begin to articulate our experiences in a new

way or describe ourselves differently. This is not to say that we can willfully change our

self-understandings by changing our language, but that we arrive at articulations

formulated in a process of finding an adequate explanation that makes sense of our

experience. Language also makes possible and constitutes the "footing" we are on with

other people, the terms of which require a shared cultural understanding that is brought

about and maintained via the expressive and constitutive dimensions of language (Taylor,

1985a).

These dimensions of expressive activity are relevant to Bernice's narrative in that

they help to explain how her transition to new self-understandings has been taking place.

Up until the last half year when her health problems began to mount up, Bernice

"[]
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considered herself free to do whatever she wanted to do. While she had been told in mid

life by her mother that health was not something to take for granted, she had not

experienced any particular obstacles that hindered her participation in the many social

and recreational activities that structured her life. The severe disabling knee pain and

discovery that her knees were so deteriorated that she would need the joints replaced--

"the cartilage is completely gone, it's just a shell"--began a series of events that placed a

new awareness of her vulnerability in public space. For Bernice and her children, the

acknowledgement of this vulnerability and its articulation in language such as as "risk,"

"pain," "hemorrhage," "serious," "tumor," "cancer," "cobalt treatments", and "until God

get ready for you" precipitated a new awareness about her limits. She realized that the

preparations she wants to have in place for the end of her life are not something to put off

indefinitely. This new recognition also opened a dialogue she had not been able to have

previously with her family. Now they can begin to deal with the inevitability of her

death together. While these changes have raised a new focus and new concerns for

Bernice and her children, there are limits to her willingness to yield to these new

revelations, however. To relinquish her position as secretary of the senior center club

would constitute her disability in an official way. That someone else is temporarily

substituting for Bernice--someone who wouldn't want the job permanently--preserves the

public space for Bernice to resume her previous level of functioning if and when that

becomes possible.

Bernice's inclination toward seeing the reason for her surgery as a non-malignant

"tumor" rather than "cancer" also constitutes the situation in a distinct way. Sustaining a
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focus on recovery has helped her to cope while simultaneously formulating a broader

self-understanding as finite. If we assume that her diagnosis was indeed a malignancy,

her inclination toward it being a "tumor" can be explained to some extent by the work of

Shelley Taylor (Taylor, 1989), a social psychologist. Taylor has found that coping with

extreme or potentially life-threatening situations frequently involves the adaptive use of

distortions of reality distinct from denial or repression which she calls "positive

illusions." David Barnard sees this phenomenon as a crucial part of the "dynamics of

hoping" when confronting chronic illness or disability:

At issue...is the ability to derive energy and strength from the products of one's
imagination without taking flight into frankly delusional thinking or ignoring the
demands of everyday reality....Taylor makes an observation that is very much in
keeping with the notion that hope involves existing on a boundary. Illusions, she
points out, neither totally remove us from the world we live in, nor simply reinforce
the constraints and limitations of that world. Even in the face of global threats,
positive illusions can be at least partly self-fulfilling. They promote the energy for
persistent striving. They distract us from obsessive brooding about slights or
disappointments that don't really matter. They sustain the courage for social
interactions that can lead to enhanced self-esteem, as well as to the achievements
that result when people work together. In short, illusions can be instrumental in
creating the world that we believe already exists (Barnard, 1995, p. 45-6).

Bernice is, in effect, existing on a boundary. Her previous self-understandings are

shifting in light of her changing embodiment. By entertaining possibilities not

considered previously and exploring them in public space, she is engaged in the process

of making sense of these changes. As she arrives upon formulations which adequately fit

her historical experience, they are integrated into her narrative, and new perspectives and

concerns emerge.

The Dialogical Self and C ities of C

The nature of the human self, as Charles Taylor sees it, is partially informed by,
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but richer than the modern Western conception of the self which is situated in one's

"inner" mental space, relating to the "outside" world of objects via the processing of

mental representations in a "monological consciousness" (Taylor, 1991a, p. 308). This

monological self's disengagement from embodied and social contexts, its self-reliance,

and its radical freedom to choose to take any stand on itself is distinguished from the

"dialogical self." As dialogical selves, we are instead constituted by our embodiment; a

bodily know-how evident in the rhythm and cadence of our patterns, rituals, and

practices, and a collective self-understanding, a notion of being constituted "as integrally

part of a 'we'" (Taylor, 1991a, p. 311) which goes beyond mere coordination with others

in our social acts, and includes the way that "some actions require and sustain an

integrated agent" (Taylor, 1991a, p. 310).

As Bernice's account shows, her striving toward independence, bolstered by

experiences of self-reliance and fortitude, is actually backed up by a "web of

interdependencies" (Thomasma, 1984, p. 913), a "community of care." She is reassured

by the solicitude of her family and health care providers who know her in such a way that

they can act as extensions of her agency, vigilant but not saboteurs of her self-knowledge.

Likewise, being included in many of her family's activities provides frequent

opportunities for her to "be there for them" and to follow in her mother's tradition as the

source of "mother wit." Availing against this, our culture's fierce defense of autonomy,

self-determination, self-reliance, and other associated values belies and sometimes

undermines the interdependence existing within and between our families, communities,

and society-at-large. Rather than acknowledging it as the sustenance shoring up our
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vulnerability and shared humanity in every stage of life and drawing meaning from it.--

besides noting its role in constituting us--we commonly defend our rigidly individualistic

"autonomy" as if relinquishing it would be evidence of personal moral defeat.

The acute medical situation Bernice faced with her first episode of rectal bleeding

and her family's response to it--her daughters arriving, showing their concern, and

patiently but with vigilance awaiting her readiness to leave for the hospital--highlights a

dilemma sometimes arising in American families when a characteristically independent

elder becomes ill or debilitated and wishes to avoid, postpone, or refuse interventions that

other family members feel are warranted. Struggles to assert control over decision

making may ensue, with the resolution sometimes occurring at great cost to the self

esteem and spirit of the elder and to family relationships. This kind of situation is similar

to what Kaufman (1994, 1995) suggests can happen with the contradictory paradigms of

medicalization and autonomy played out in our culture. She describes how as Americans

We.

...want to passively sit back and let the doctor "fix" the problem at the same time as
we want to retain full control over our lives....[promoting] frequently insoluable
tension for frail elderly individuals and their families when they encounter the
health care and related social service systems. For the very old become the field on
which the discourse on autonomy and freedom of choice competes with the
discourse on intervention, surveillance, safety, and risk (p. 47).

A related set of oppositional terms commonly invoked in the field of aging is

autonomy (in terms such as independence and self-reliance) vs. dependence. As long as

we act as though these terms are mutually exclusive, dichotomous terms--without

interdependence as a middle term--we are complicit in our culture's self-deception about

the nature of human being, particularly in situations of increased debility at the end of
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life. As many have argued, placing too great an emphasis on absolute autonomy works

against the effort to effectively respond to the problems of late life debility, and

contradicts the interdependent nature of human being throughout the life span (Agich,

1990; Becker, 1994; Kaufman, 1994; Thomasma, 1984). Autonomy is, in fact,

multidimensional and represents more than mere functional independence. At least five

different forms of "freedom" are associated with autonomy, many of which may be

preserved in medical conditions which result in functional dependence (Thomasma,

1984). Therefore, aspects of autonomy coexist with dependency, particularly when

interdependence is acknowledged and nurtured. In fact, one of the points to glean from

Bernice's story is that autonomy, in the broadest sense, is predicated on interdependence.

The fear of dependency in American culture may arise, in part, from an all-or

nothing view of autonomy. The tradition of "rugged individualism" inherent in the

American national character is a background understanding which makes anything less

than absolute autonomy signal, to some, the loss of a sense of "self." Numerous social

scientists have called attention to the threat to one's sense of self posed by chronic illness

(Bury, 1982; Charmaz, 1983; Williams, 1984) or debility in late life (Becker, 1994;

Kaufman, 1994). Taylor (Taylor, 1989a) sheds light on the issues at stake when the

"self," or "identity" in contemporary terms, is threatened. This expands the notion of the

"dialogical" self mentioned earlier:

To know who I am is a species of knowing where I stand. My identity is defined by
the commitments and identifications which provide the frame or horizon within
which I can try to determine from case to case what is good, or valuable, or what
ought to be done, or what I endorse or oppose. In other words, it is the horizon

º,
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within which I am capable of taking a stand.
People may see their identity as defined partly by some moral or spiritual

commitment, say as a Catholic, or an anarchist. Or they may define it in part by the
nation or tradition they belong to, as an Armenian, say, or a Québecois. What they
are saying by this is not just that they are strongly attached to this spiritual view or
background; rather it is that this provides the frame within which they can determine
where they stand on questions of what is good, or worthwhile, or admirable, or of
value. Put counterfactually, they are saying that were they to lose this commitment
or identification, they would be at sea, as it were; they wouldn't know anymore, for
an important range of questions, what the significance of things was for them
(Taylor, 1989a, p. 27).

Taylor goes on to describe the acute disorientation of persons suffering an

"identity crisis."

They lack a frame or horizon within which things can take on a stable significance,
within which some life possibilities can be seen as good or meaningful, others as
bad or trivial. The meaning of all these possibilities is unfixed, labile, or
undetermined. This is a painful and frightening experience (Taylor, 1989a, pp. 27
28).

Taylor argues that identity is "essential[ly] linked" (Taylor, 1989a, p. 28) to

orientation, in the sense of one's moral orientation to qualitative distinctions between

what is good and bad, important and trivial. However, he posits another kind of

orientation, spatial orientation semi-metaphorically to call attention to an even more

fundamental basis for being able to answer the question, "Who are we?:"

But then what emerges from all this is that we think of this fundamental moral
orientation as essential to being a human interlocutor, capable of answering for
oneself. But to speak of orientation is to presuppose a space-analogue within which
one finds one's way. To understand our predicament in terms of finding or losing
orientation in moral space is to take the space which our frameworks seek to define
as ontologically basic. The issue is, through what framework-definition can I find
my bearings in it? In other words, we take as basic that the human agent exists in a
space of questions. And these are the questions to which our framework-definitions
are answers, providing the horizon within which we know where we stand, and
what meanings things have for us [emphases added] (Taylor, 1989a, p. 29).

That a loss of autonomy poses such a threat to individuals in our American culture
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demonstrates its centrality to the frames or horizons within which we "find our bearings"

and know who we are.

The spatial metaphor Taylor uses for orientation, and thus identity, is intriguing.

He refers to the work of Heinz Kohut (Kohut, 1977) as suggesting that this analogy is

more than just figurative:

There are signs that the link with spatial orientation lies very deep in the human
psyche. In some very extreme cases of what are described as "narcissistic
personality disorders," which take the form of a radical uncertainty about oneself
and about what is of value to one, patients show signs of spatial disorientation as
well at moments of acute crisis. The disorientation and uncertainty about where one
stands as a person seems to spill over into a loss of grip on one's stance in physical
space (Taylor, 1989a, p. 28).

It should be no surprise, then, that embodiment is so closely connected to "self."

"personhood," "identity," and that breakdown of embodied capacities and familiar ways

of being and acting in the world should challenge the security of one's sense of self. This

is not to imply that identity is ordinarily fixed and unchanging. "The issue of our

condition can never be exhausted by what we are because we are always changing and

becoming" (Taylor, 1989a, p. 47). However, changes and disruptions do not ordinarily

threaten our sense of self if we can account for such changes in the narrative way we

understand ourselves. "In order to have a sense of who we are, we have to have a notion

of how we have become, and of where we are going" (Taylor, 1989a, p.47). Through

these self-defining experiences in time, our biographical self-understanding delimits a

"space of qualitative distinctions within which we live and choose" (Taylor, 1989a, p.

30). For Bernice, this moral space in which she walks around and dwells is her family

and community and the possibility of resuming her participation in senior center
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activities. She sees her narrative in relief with death on the horizon, but the space beyond

is a kind of mythical space, as Levinas explains, not a space to be grasped. Ann, the 81

year old woman who is homebound due to her cardiovascular disease, also illustrates

dwelling in this kind of space (see Chapter Four, p. 74).

Conclusion

This chapter has discussed the significance of narrative for a coherent sense of

self in late life. It has touched on many issues that have been mentioned throughout the

dissertation, specifically, being-in-the-world, dwelling, being solicited by concerns,

embodiment, and temporality. These are issues that are extremely difficult to talk about

in isolation from each other because together they comprise the substance of our

existential being. As such, these issues are felt, yet invisible to us as we conduct our day

to-day lives. Bernice's paradigm case was presented as an example of an aged person

coping with the onset of life-transforming physical breakdown. The habits and rituals,

commitments and concerns which have oriented her throughout most of her life are

shifting. Through the changes in her comportment, her historically-constituted self

understandings are being revised and new concerns are showing up. The ability to

account, through narrative, for changes in one's embodiment and life circumstances

preserves the self as an integrated whole and one's life as temporally situated in a

meaningful way. In the following passage, Benhabib speaks about the narrative unity of

life:

What makes a story unitary can be the point of view of the one who tells it, the point
of view of the one who listens to it, or some interaction between the meaning
conveyed and the meaning received. Personal identity is no different. As Hannah
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Arendt has emphasized, from the time of our birth we are immersed in a "a web of
narratives," of which we are both the author and the object. The self is both the
teller of tales and that about whom tales are told. The individual with a coherent

sense of self-identity is the one who succeeds in integrating these tales and
perspectives into a meaningful life history. When the story of a life can only be told
from the perspective of the others, then the self is a victim and sufferer who has lost
control over her existence. When the story of a life can only be told from the
standpoint of the individual, then such a self is a narcissist and a loner who may
have attained autonomy without solidarity. A coherent sense of self is attained with
the successful integration of autonomy and solidarity, or with the right mix of
justice and care. Justice and autonomy alone cannot sustain and nourish that web of
narratives in which human beings' sense of selfhood unfolds; but solidarity and care
alone cannot raise the self to the level not only of being the subject but also the
author of a coherent life-story (Benhabib, 1992, p. 198).

Rather than being a story of ultimately having control or losing control, what is

more significant is the possibility of losing the ability to identify with the narrative one

has lived, finding the narrative meaningless or without sensibility. In Chapter Four, the

paradigm case of David was presented (p. 92). Because of his stroke, he lost access to

those things which had previously constituted his self-understandings and his narrative

was dramatically disrupted. He was out of his element, unable to "find his bearings." As

identified in that chapter, the existential skills which sustain dwelling-in-the-world--

eroded in David's case--are: (a) physical and cognitive capacities including memory and

access to emotions which facilitate embodied participation in meaningful habits, rituals,

and practices, (b) ways of being with people characterized by a self-in-relation-to-others

based on practices of mutual recognition, and (c) caring or having current concerns or

structures of meaning such that people and things matter; what is salient shows up in

light of these concerns. Without these existential skills of dwelling, a coherent and

meaningful life-story is difficult, if not impossible to attain.
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Chapter Seven

RE-VISIONING AGING

The stories in the preceding chapters have allowed us access to some of the

meanings embodied in the lives of people who have lived more than eight decades. In

this sense, this study responds to the contemporary dilemma of which Daniel Callahan

and Thomas Cole speak, that our culture's dearth of content on the meaning of being old

in this era of ever-widening strategic technological intervention coupled with the

shrinking health care dollar undermines the possibility of making policy decisions which

can account for old people as significant or even relevant to our society's purposes and

aims, much less humanize our relationship to those most impaired and vulnerable.

Speaking of the challenge before us, Thomas Cole relates the "compelling vision" for late

twentieth-century culture offered by Sophocles' Oedipus at Colonus:

Aging is a moral and spiritual frontier because its unknowns, terrors, and mysteries
cannot be successfully crossed without humility and self-knowledge, without love
and compassion, without acceptance of physical decline and mortality, and a sense
of the sacred. This requires a delicate reciprocity in which individuals must be
willing to persevere on the tragic journey to self-knowledge and communities must
be willing to tolerate the unknown, the fearfully alien old person.

The modern scientific culture of aging resembles Oedipus as a younger hero,
the brilliant problem solver who neglected the existential ground of his greatness.
Like the young Oedipus, we study the ages of life to control the facts of human
existence in time and space. And like the young Oedipus, we have suppressed the
mystery and fatedness of the course of life by construing it as a technical problem.
As a result, old age in our culture too often appears like a season without a purpose;
old people too often appear only as strangers, not also as pilgrims. Like the aging
Oedipus, however, a growing element in our contemporary culture seeks not to
avoid but to transform its fate into a journey to self-knowledge and reconciliation
with finitude (Cole, 1992, p. 243-244).

This study fits into a growing enterprise in the humanities, social, and health sciences

()
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which is seeking to uncover in terms of meaning or significance the experience of

physical decline and confronting one's finitude, as well as the nature of well-being for old

people who do not fit idealized notions of "successful" aging. This concluding chapter

discusses why these late-life meanings are important and what they suggest about the

ways we need to approach issues of aging as clinicians, teachers, researchers, scholars, or

policy makers in the health sciences.

The Broader Issue of Well-Being in the Aged

When working in the health sciences it is nearly impossible to carry out one's role

without falling under the authority of distinctions between health and illness which are

determined by the medical model. Health care in this era of cost containment and

managed care is organized around such things as Diagnosis Related Groups (DRG's),

algorithms for clinical decision-making, and standardized practice guidelines which reify

the biomedical paradigm's distinctions. Nurses exist in both the world of medical science

as well as in models of nursing which espouse more holistic notions of personhood and

health. Particularly in respect to gerontology and geriatrics, the biomedical definition of

health as the absence of disease is too narrow, and cannot account for well-being that

exists in spite of illness and functional incapacity. In Chapter Four, we looked at Ann,

whose life, though constricted to narrow geographical boundaries due to severe

cardiovascular disease, is full and meaningful on its own terms. Bernice (Chapter Six) is

recognizing the limits imposed by her medical problems but is shifting into new self

understandings that allow for her to imagine a meaningful place for herself within these

limits.

\
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This study calls attention to well-being as arising out of a broader definition of the

person than is characteristic in the biomedical disciplines. The narrative accounts of

living with chronic illness or diminished function which were presented in previous

chapters illuminate the way personhood is situated in a context; that the self constitutes

and is constituted by involvements with the people, places, and entities in one's world by

way of embodied habits, skills, and practices. Illness and disability can disrupt this

patterned comportment, yet with one's existential skills of dwelling substantially intact

(see Chapter Four), elders have the capacity to shift into new self-understandings and,

following the body's lead, be solicited by what is salient in the new situation. This has

implications for clinical geriatrics, for research that focuses on human experience or

activity, and for health policy.

The medical diagnosis and the assessment of physical, mental, and social

functioning have traditionally been concerned with identifying deficits in order to supply

or compensate for what is lost and to minimize physical risk. Biomedical interventions

are frequently quite successful in sustaining physical viability, but this is sometimes

achieved at a cost to the person's sense of self and existential well-being. In order to

promote well-being in the aged, clinicians need to recognize the nature of the person as

both constituting and being constituted by one's involvements. Geriatric assessment must

account for these existential aspects of personhood by exploring what constitutes the

person's self-understanding, what the concerns are which shape what is important to the

person, what the person feels is at stake in the situation, and how the situation has
()
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contributed to making the person's narrative self-understanding comprehensible. With

this more comprehensive understanding of the person, clinicians would have a better

chance of addressing the issues of the person's biological dysfunction while preserving

his or her existential integrity to the extent possible. Such an approach is particularly

critical when relocation or institutionalization of an aged person is being considered, as

the dismantling of a person's world after years of involvement has the potential to result

in a dismantling of the self without any way of being reconstituted. As Casey and

Rowles assert, the notion of being in "place," or being constituted in a matrix of

embodied meanings that are intimately connected to one's familiar environs, contradicts

our commonplace understanding of ourselves as being geographically "located;" the

implication being that we can be transported and our lives reconstituted in any number of

locales. Such relocation happens frequently in geriatric practice, and appropriately so in

many cases. However, when safety is the foremost concern as it is in the litigious

environment of the United States, the potential for existential anomie in the elder person

resulting from a relocation is often not sufficiently considered in the decision-making

process or is disregarded out of deference to the trump card played by the specter of

"risk." Health care providers face an often impossible moral bind when decisions need to

be made to "manage" the risk of falls, accidents, or other unfortunate things in the lives

of the old people in their care when the options could be equally damaging to the person's

integrity of self (Kaufman, 1995). Our society is tenacious in its adherence to the

control paradigm, yet we disregard the fact that control has its limits and human costs.

Bringing these issues to the forefront in discussions clinicians have with patients,
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families, and members of the community can help to extend this neglected area of

discourse in our culture.

Implicati f Well-Being for R h and Scholarl
- - -

A focus on what makes well-being possible has something to say about the whole

notion of "quality of life," which cannot be measured on the basis of an outsider's notion

of what is relevant or basic to a good quality of life (Hinds, 1990; Pearlman & Uhlmann,

1991). The broader notion of well-being advanced here arises from the person's sense of

what his or her situation is, what is salient in it given the person's history and narrative

self-understanding, and how one sees what is or is not possible on the basis of these

saliencies. Out of these notions arises the person's sense of well-being and whether or

not the situation provides a sense of meaning and purpose. Research, then, must

recognize these contextual elements of the notion of personhood. Obtaining narrative

accounts from old people in a range of situations about what it is to live in what "appear"

to be the most enriched and "healthy" as well as the most deprived, challenging, and

"unhealthy" circumstances and exploring in these varied situations what constitutes the

person and stands out as significant to him or her can extend our understanding of such

constructs as "quality of life" without imposing our own views about what must be

present to constitute a life worth living.

If well-being were understood as arising out of a broader notion of the person

than a solely a combination of physical and psychological traits, motivated by particular

drives, attitudes and beliefs, models of practice could be improved. Repeated work-ups,

()

()
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re-hospitalizations, and long-term institutionalization would be required less often if

models of care acknowledged the historical and temporal situatedness of the person.

With this kind of knowledge, interventions could be designed to enhance his or her

"dwelling" skills. For example, while adult day health programs for community-based

elders and recreational therapies for those who are institutionalized are helpful to some

old people, others are constituted differently, perhaps through more solitary activities or

particular interests no longer accessible to them. Practice models which begin by

assessing the person via narrative interviewing over multiple visits have the potential to

address the human-level meanings underlying the person's response to health problems.

Innovative approaches that are based on an adequate assessment of the person's

existential "dwelling" skills, and which provide the particular environmental supports

relevant to that person's life narrative could make a difference. Undoubtedly,

incorporating these priorities into models of practice would require more time in early

contacts with patients than is now spent.

Problematizing "Autonomy"

Although the concept of autonomy was not a specific focus of this study, it was

addressed to some extent by the people interviewed. The idea of becoming disabled to

the point of dependency, expressed as the fear of becoming a "burden," was cited as a

concern by a number of the study participants. Retaining the ability to decide how to

spend one's time and to freely come and go, particularly in respect to driving, was

expressed by many. Expressions valuing one's autonomy were also voiced by some of

the more disabled and dependent people in the study, yet at the same time they made no
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effort to hide the fact that they rely on a supportive network of family and friends for

their ability to remain in the community and exercise their sense of agency to the extent

they do--Bernice and Ann being good examples. Although they are dependent on their

families and friends for social contact and a number of functions that most people take

for granted--transportation, shopping, and cleaning in Bernice's case, and additionally for

Ann, cooking and the need to have someone monitoring her in the bathtub--they still feel

like free agents in determining many things for themselves. Therefore, the concept of

autonomy in gerontology must be broadened to account for the "web of

interdependencies" which often supports the exercise of autonomous decision-making

illustrated by the cases in this study.

In addition, I want to suggest that the language of "autonomy," the references to

one's independence, freedom, or self-sufficiency is actually a cover, fitting our Western

cultural ideal, for the more basic issue old people undergoing the sometimes drastic

upheaval in late life are seeking to preserve: a coherent sense of self, a biographical self

understanding that is comprehensible in spite of the uncontrollable changes occurring in

one's body and world. In our culture, autonomy is the form this drive for a stable self

takes; it is both what is expected from members of the culture as well as the only thing

that is acceptable. It would be social suicide to admit to a desire for dependency in our

culture. We are even ambivalent enough about interdependency that we frequently take

great pains to turn it into a reciprocal exchange, so we will not be left feeling we "owe"

something to the person who has helped us.

Becker (1994) speaks about the limitations of gerontology's definition of

( )
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autonomy in her presentation of cases of elders over eighty who are undergoing change

in their functioning such that they define autonomy in their own terms, sometimes even

in the face of substantial dependency. She connects this phenomenon to the ongoing

effort to "repair and reconstitute ruptures between body, self, and world through

biography" (drawing from Williams' notion of "narrative reconstruction") (Becker, 1994,

p. 71; Williams, 1984). I assert that the construct of autonomy is relatively academic

unless it is considered within the context of an interdependent, mutually-constituting

relation between person and world that accounts for one's changing self-understandings

and the contextual basis of being-in-the-world, which includes all of one's involvements.

This has implications for scholarly work in the health and social sciences. More

research is needed to explore the nature of how culturally-valued notions of self-reliance

and autonomy are taken up in people's self-understandings, how such notions change as

experiences in aging force shifts in self-understandings, and how the culture responds. It

is likely that more can be gleaned about late life through this approach rather than one

that attempts in some way to measure the behavior of old people against culturally ideal

forms of autonomy. The latter approach would be likely to generate a nihilistic view of

aging that could be contradicted by empirical evidence.

Vulnerability and Transcendence

Chapter Five on Embodiment referred to a way of engaging with the body in

breakdown as a "friendly adversary," urging and cajoling it forward while also

accomodating its limits. Implicit in this idea is the recognition that despite one's best

efforts the body will decline and obstruct one's aims; that acknowledging one's humanity

(?
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means acknowledging one's vulnerability. However, Ann, Raymond, Lillian, Ben, and

Adele also referred to the necessity of finding a way to live with the body while having

involvements that offer some transcendence from it. If this is so, why is it not better to

try to get past our bodies, to at least repress our knowing that we are vulnerable?

As Raymond's account showed us, he learned through his experience of being

vulnerable that his remaining life represents an opportunity; that to be alive means having

another minute, or if luckier, another hour or day. Regardless of the time frame--which

cannot be known anyway--he was presented with a choice, so to speak, to either live his

next minute, hour, or day fully or to allow them to pass him by. This reminds me of

Richard Heckler's (1994b) study of survivors of suicide attempts. In contrast to the

survivors who remained depressed and suffered from a "poverty of imagination"

(Heckler, 1994a), the survivors who moved toward recovery were able to entertain a

notion of the "possibility of possibility" (Heckler, 1994a) as an aspect of their attempt to

understand why they survived. While the circumstances around the people in Heckler's

study could be construed as the opposite of those in my study who have come intimately

close to their mortality, both Heckler's recovering group and Raymond and Ann in my

study have a particular openness to what the next moment could bring forth that may not

be possible without an acute awareness of one's vulnerability. When we acknowledge

our vulnerability, then, we have the opportunity to see life as a gift of sorts. Despite not

being able to completely dominate and control life, we can perhaps be open to the

opportunities it makes available to us, rather than being preoccupied and stymied by the

innumerable ways it falls short of our expectations, a deficit view of life. When people (?
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are open to seeing life in this way, they often discover an inner strength not previously

available to them.

However, rather than acknowledging our vulnerability as something from which

we can benefit, our culture is aimed full-tilt, toward solving the mysteries of life and

overcoming the limitations of age. I recently received a brochure promoting a new edited

book entitled Advances in Anti-Aging Medicine. Its description heralds what we can

expect from cutting-edge medical technologies:

As we advance toward a new era of increasingly powerful and sophisticated medical
capability, technology is being developed that can slow, and perhaps reverse, the
physical and mental deterioration normally attributed to aging. In fact, it is
generally accepted by researchers and clinicians alike that lifespan can be
prolonged, and that premature deterioration from cardiovascular disease, stroke,
cancer, diabetes, and neurodegenerative disorders may be delayed and, at best,
prevented entirely.

While efforts to decrease the human suffering and economic costs associated with disease

cannot be characterized as malevolent or sinister, the ever-extending promise of medical

science gradually and insidiously moves us toward the expectation that we will ultimately

be invulnerable, and in the meantime, we should at least try to hide, contain, or otherwise

limit our vulnerability. My argument is not intended to dismiss the value of striving to

overcome one's difficulties in late life, because this also has a place in accounts of well

being in the elderly. However, overlooking our inherent vulnerability as mortal beings

has a great cost on both personal and societal levels. The attribution of blame to those

who "choose" not to be healthy or forever young, for instance, is a logical extension of

this argument. If we understand ourselves as self-constructed as well as indestructible,

then any suffering can be interpreted as a self-inflicted or deserved. If all striving is
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intended to accomplish some instrumental achievement, then what kinds of efforts will

cease to hold value? Many deeply meaningful human practices would have to be

dismissed if this were the case, such as listening to a symphony or a poetry reading,

caring for a beloved pet, or making an annual trek to a location where the distinctive

sights, odors, and sounds are recognized year after year.

Narratives of human experience can capture such non-instrumental striving.

Practitioners and scholars in the health sciences are in a particularly good position to

draw attention to the corruption of the meaning of vulnerability that has taken place

through our culture's wholesale adoption of the biotechnological paradigm of control. By

seeking out and carefully listening to the stories that old people in our care will tell us,

we can respond to the basic needs of humans to be heard and to feel a valued part of the

human community. In sharing these narratives with our colleagues and students, we can

share knowledge that frequently becomes available to us only after living many decades.

We can also write and share stories of our own experiences of vulnerability, and those

from our work with the elderly, indicating how we are affected by such experiences.

Efforts of this kind could work toward raising the quality of knowledge and discourse

about aging, finitude, and humanity itself which has benefit to people of all ages.
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APPENDIX A

INTERVIEWS

Demographic Questionnaire

Age

Marital Status

single
married If so, how long?
divorced If so, how long?
widowed If so, how long?

Religion

Education (highest grade, degree)

grade school
high school
technical training
college
advanced degree

Former Occupation Age at retirement

Living Arrangement (check all that apply)

alone

with spouse/partner
with friend

with family (specify)

Level of Income (annual)

Under $6000

$6000-10,000
$10,000-20,000
$20,000-30,000
Over $30,000

{}
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INTERVIEWS (p. 2 of 9)

Demographic Questionnaire (continued)

Sources of Income (check all that apply)

Social Security
General Assistance
Pension

Investments

Employment
Other

º

A.

jº
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INTERVIEWS (p. 3 of 9)

Conduct of Daily Life

I'm interested in how you spend your time these days and your typical routines for such
things as sleeping, meals, getting ready for the day, chores, outings, social time, and
recreation.

1. I'd like you to describe how you spend your typical day from getting up in the
morning until you go to sleep at night. You can think specifically about yesterday
or today to help in talking about this. I'll ask you some questions to help cover
the information I'd like:

a. What time did you wake up today?
How well did you sleep?
What woke you up?
How did you feel once awake?
Is this the typical experience you have with your sleep?

b. Once up and around, what did you do this morning? (or yesterday, if this
is a morning interview)

Dressing? Required assistance?
Eating breakfast? Who prepared? Assistance?
Medical/therapeutic treatments or appointments?
Chores, errands, or responsibilities? Assistance needed?
Naps? Exercise?
Is what you're describing typical of most mornings?

C. How did you spend your afternoon yesterday?
Eating lunch? Who prepared? Assistance?
Medical/therapeutic treatments or appointments?
Chores, errands, or responsibilities? Assistance needed?
Social or recreational activities? Assistance?

Naps? Exercise?
Is this typical of most afternoons?

d. How did you spend your evening last night?
Eating dinner? Who prepared? Assistance?
Medical/therapeutic treatments or appointments?
Chores, errands, or responsibilities? Assistance needed?
Social or recreational activities? Assistance?

Naps? Exercise?
Is this typical of most evenings?

º
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INTERVIEWS (p. 4 of 9)

Conduct of Daily Life (continued)

€. When did you go to bed last night?
What did you do to get ready for bed? Assistance?
Medical/therapeutic treatments?
Is this your typical bedtime routine?

2. Are there differences in how you spend your time on different days of the week or
the month? How satisfied are you with how you spend your time? How would
you change things if you could?

*This interview was adapted, in part, from S. Kaufman (1986), The ageless self,
University of Wisconsin Press, and L. SmithBattle (1993), Caring for teenage mothers

1
-

nerational 1I]

Unpublished doctoral dissertation, University of California, San Francisco.
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INTERVIEWS (p. 5 of 9)

Life Story Interview

I'd like to discuss with you experiences of your life from the distant past as well as more
recently that can help me understand how you've come to be the person you are today.

1. Where did you spend your childhood? Who raised you? What did they feel was most
important for you to learn? Did you agree with them? What religious and/or ethnic
background played a part in your upbringing? What value does this have for you now?
What is the best memory you have about your childhood? The worst memory? Are there
any other things that particularly stand out about your childhood? (Pursue specifics, what
happened, who was involved, how did the participant feel about it, etc.)

2. During the time you were a young adult, did you have any plans to leave your family's
home? Did you talk about it with anyone? What actually happened? Is this what you
had assumed would happen? How did you feel about it?

3. Did your adult life start off as you'd have liked? What decisions did you have to make
in your early adulthood? Can you give me an example? How did you deal with the
situation? Did you have other choices, given the circumstances? Are there things you
wish you'd done differently? If you'd done such things, would it have changed the kind
of person you are today? How? In looking back, what was the best thing about the time
of your life when you were a young adult?

4. What events of your adulthood stand out the most? Describe each. What made each
significant? Were there any "turning point" events which turned your life in a different
direction? Describe any experiences which have left a distinct, long-lasting impression
on you, either positive or negative.

5. Describe the kind of person you are today. Is that different from the person you were
20 years ago? 40 years ago? 60 years ago? In what ways? If you were to run into a
former grade school classmate, what would they be able to recognize about you that
hasn't changed? (Variation: What has and hasn't changed about you over your lifetime?)

6. How old do you feel today? What's happening in your life these days that makes you
feel the way you do? When you were a younger adult, say in your 30's or 40's, what did
you think about the people you knew who were over 80? What do you remember of your
parents' aging? What did you expect for your own experience of aging? Is your
experience now different from your earlier expectations? What has been the most
important thing on your mind over the last few weeks? Is this typical of the things that
have concerned you lately?

()
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INTERVIEWS (p. 6 of 9)

Life Story Interview (continued) L

7. How do you envision your future? Do you have any concerns for the future? What º
are you looking forward to?

8. Do you think about death? If so, what comes to your mind about it?

N
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INTERVIEWS (p. 7 of 9)

Health History

1. Over the past year how has your health been? Describe any health problems you now
have or may have had in the last year. What is it like having the problems you have?
How does it make you feel?

2. Whom do you see for any problems with your health? (physician, nurse practitioner,
healer, etc.) When was the last time you saw him or her? Describe the concern you had
at that time or the reason for the visit. How do you feel about the health care you
receive?

3. Do you take any prescribed medicine or treatments? Do you take any medicine or
treatments that have not been prescribed by your health care person? Describe any other
things you do to take care of your health.

4. Have you been hospitalized in the last few years? Describe what it was for. How was
it for you spending time in the hospital?

5. Have you ever had to visit the emergency room in the last few years? Describe the
reason for that visit. What happened there? What was the experience like? What was
the outcome?

6. Have you ever had an operation? What was it for? When was it? How was it for
you?

7. (Women) Have you given birth to any children? Were there any problems with
childbirth? At what age did you go through the change of life/menopause? What was
that like for you? How did you feel about those changes?

8. How was your health in earlier years?
As a child?

As a young adult, in your 20's and 30's?
During middle adulthood, say in your 40's and 50's?
Since you were in your 60's?

9. Do you feel your health has changed over the years? If so, why? How do you feel
about the changes? How would you compare the way you feel about your health now
with how you felt about it when you were younger?

[]

2.
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INTERVIEW (p. 8 of 9)

Stand-Out Event Interview.”

(To be conducted one time on each of three separate visits)

1. Think about the last week or two. Describe something that happened about which you
felt particularly pleased or satisfied. (Inquire about what happened, the situation, who
was involved, how it was significant, how the research participant thought about it, what
its outcome was, and implications for the future.)

2. Now describe something that happened in the same period of time which was
distressing, problematic, or difficult. (Inquire about what happened, the situation, who
was involved, its significance, how the research participant thought about it, its outcome,
and implications for the future.)

What keeps you going when you have these kinds of difficulties?

(If nothing distressing comes to mind, pursue this as well, e.g., What has happened
recently that might distress someone else? Why do you think you weren't bothered by
it? When was the last time you were really distressed or troubled by something?)

*Adapted from the Coping Interview used in the Stress and Coping Project, Lazarus, R.S.
and Folkman, S. (1984).

º
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INTERVIEWS (p. 9 of 9)

Philosophical P
-

Agi

You've told me a lot about your life and what you've confronted, and about your own
experience of aging. Now I have a few more questions that have to do with your views
about aging in general, your philosophy on aging, so to speak....

1. What is the best advice you could give to a younger person about living well into one's
80's or more?

2. What is it like to be years old in this day and age? What is the best thing about
being your age? What is the hardest or worst thing about it?

3. What do some people assume to be true about getting older? Do you agree with it?
Why or why not?

4. What can be most helpful to a person around your age?

5. What is most important for younger generations to understand about older people?

6. Is there anything you would do differently in your life if you had it to do over again?

fº,
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APPENDIX B

CONSENT FORM

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CONSENT TO PARTICIPATE IN A RESEARCH STUDY

A. PURPOSE AND BACKGROUND

Sara Weiss, RN, MS, a doctoral student in the Department of Physiological Nursing, and
Patricia Benner, RN, PhD, a Professor in the same department are conducting a research
study to learn about people's experience of everyday life as they get older. I am being
asked to participate in this study because I am at least eighty years old.

B. PROCEDURES

If I agree to be in this study, the following will occur:
1. Sara Weiss will conduct four interviews with me in my home or in a location of my

choice.

2. I will be asked questions about my day-to-day activities, my health, things I recall
about my past, and how I think about my life in general.

3. The interviews will take place about four times over a period of two months.
4. Each interview will last about two hours.

5. The interviews will be audiotaped and later transcribed.

C. RISKS/DISCOMFORTS

1. It is possible that talking about my life may make me feel emotional or upset at times
during the discussion. I am free to decline to answer any questions I do not wish to
answer or to stop the discussion at any time.

2. Confidentiality: Participation in this research will involve a loss of privacy; however,
my records will be handled as confidentially as possible. Only Ms. Weiss, Dr. Benner,
and their assistants will have access to my study records and audiotapes. After the
audiotapes have been transcribed, they will be destroyed. No individual identities will be
used in any reports or publications that may result from this study.

D. BENEFITS

There will be no direct benefit to me from participating in this study. However, the
information I provide may increase health professionals' understanding of the experience
of aging which may help them provide better care in the future.

Page 1 of 2
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E. COSTS

There will be no costs to me as a result of taking part in this study.

F. PAYMENT

I will receive no payment for my participation in the study.

G. QUESTIONS

I have talked to Ms. Weiss or Dr. Benner about this study and have had my questions
answered. If I have any further questions, I may call Ms. Weiss at (707) 765-1908 or I
may call Dr. Benner at (415) 476-4313.

If I have any comments or concerns about participation in this study, I should first talk
with the researchers. If for some reason I do not wish to do this, I may contact the
Committee on Human Research, which is concerned with the protection of volunteers in
research projects. I may reach the committee office between 8:00 and 5:00, Monday
through Friday, by calling (415) 476-1814, or by writing: Committee on Human
Research, Box 0962, University of California, San Francisco/San Francisco, CA. 94143.

H. CONSENT

I will be given a copy of this consent form to keep.

PARTICIPATION IN RESEARCH IS VOLUNTARY. I am free to decline to be in this

study, or to withdraw from it at any point. My decision as to whether or not to participate
in this study will have no influence on my present or future status as a patient at the
University of California, San Francisco.

If I agree to participate I should sign below.

Signature of Study Participant Date

Signature of Person Obtaining Consent Date

Page 2 of 2 7/16/93

y|
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APPENDIX C

RECRUITMENT LETTER

Dear Community Member,

I am a Nurse working on my Ph.D. at the University of California, San
Francisco. My dissertation research project is designed to learn about the
experience of aging in those over age 80; particularly how their day-to-day
experience relates to how they think of their lives as a whole. I am seeking
participants for my study who would agree to let me interview them. I am
contacting you because I hope you might know someone who would be
interested. The project entails the following:

*The participants will be asked questions about their day-to-day
activities, their health, things they recall about their past, and how
they think about their lives in general.

*The interviews will take place about four times over a period of a
few months.

*Each interview will last about two hours.

&The interviews will be audiotaped and later transcribed.

All data will be kept as confidential as possible. No names will be used in
any reports or publications resulting from the study. I have received
approval to conduct this research by the Committee on Human Research at
the University of California, San Francisco.

I greatly appreciate any assistance you may be able to give me in finding
people to be part of this project. Please contact me at (707) 765-1908 if you
know of anyone who might be interested in participating.

Sincerely,

Sara Weiss, RN, MS, PhD candidate
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APPENDIX D

RECRUITMENT NOTICE

Are You

80 Years Old Or Older?
* * * * * * * * * * * * * * * * * * * * * * *

YOUR ASSISTANCE IS NEEDED

to talk about your

LIFE • HEALTH e PHILOSOPHY

for

a research project conducted by a nurse
at University of California, San Francisco

PLEASE CALL Sara Weiss

at (707) 765-1908
if interested

C1.
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