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ABSTRACT

This descriptive study explored possible relationships
between death anxiety; perceived distance to death; health;
importance of spirituality; advance directive importance,
discussion, and completion; and associated sociodemographics
for clients age 65 years and older. Also explored were the
differences for these variables between the young-old and
the old-old. The purpose was to determine if the measured
items showed relationships that could be hypothesized as
deterrents to completion of timely prehospital advance
directives. A convenience sample of 105 clients comprised
the sample population. Quantitative and qualitative
research techniques were utilized in data collection and
analysis.

Significant positive correlations were found between:
(a) discussion and completion of advance directives, (b)
importance of spirituality and health, (c) health and
projected finitude. Significant inverse relationships were
found between: (a) health and death anxiety; (b) health and
discussion of advance directives; (c) health and completion
of advance directives; (d) the young-old and old-old

finitude projections.
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CHAPTER I

INTRODUCTION

Advances in medical knowledge and the development

of life-sustaining technologies have changed the

very nature of death. No longer a "moment", dying

may now be viewed as a process or continuum, the

duration of which can be prolonged indefinitely

(Schwarz, 1992, p. 92).

The aging of the American population and technologic
advances produce ethical quandaries. Dilemmas arise about
quantity versus quality of life for health care providers
and aging care consumers (Callahan, 1987; Keyser, 1992;
Zweibel & Cassel, 1989). These dilemmas force elderly
clients, families, and clinicians to make complex choices
about initiating, withholding or terminating life-sustaining
treatments (Bedell, Pelle, Maher, & Cleary, 1986; N. N.
Dubler, 1993; Geggie, 1992; Goldberg, 1988; Kapp, 1991).
Life-sustaining medical treatments may involve mechanical
ventilation, cardiopulmonary resuscitation (CPR), tube
feeding, dialysis, and antibiotic therapy (Office of
Technology Assessment [OTA], 1987). Patients have expressed
interest in limiting life-sustaining treatments for fear of
becoming permanently comatose, developing severe dementia,

burdening the family, and suffering terribly before death
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(Farber, Bowman, Major, & Green, 1984; Pearlman et al.,
1993). Although voicing views on limiting medical care,
elders often fail to document these wishes in advance. Too
frequently adults over 65 years of age make difficult
decisions about treatment choices during a health crisis or
after the onset of a life-threatening illness (MacKay,
1992). At this inopportune and stressful time these
clients: (a) may loose ability and competency to indicate
their wishes, (b) may anxiously react and refuse needed
treatments, or (c) may give up autonomy and passively allow
health care providers or family to make their treatment
decisions (Ben~Aron & Hoffman, 1989; Coulton, Dunrkle, Chow,
Huag & Vielhaber, 1988; Meyer, 1993; Michelson, Mulvihill,
Hsu & Olson, 1991; Strull, Lo, & Charles, 1984). Under
these critical conditions, deferral or relinquishment of
crucial choices may result in escalating costs of care,
communication breakdown, ethical and legal battles. Thus,
failure to discern or heed client’s wishes can harm all
parties involved including the individual, his/her family
and professionals (Meyer). Considering these circumstances,
nearly everyone agrees that the end-of-life decision-making
process best begins before the person age 65 and older
becomes seriously injured, ill, or incapacitated. However,

few elders complete advance directives (ADs) until
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absolutely necessary and rely on physician and family
decisions.

Studies have shown that health care providers’ and
proxys’ attitudes influence end-of-life decision making.
This study, as did Palmer’s (1992) and Gottfried’s (1993),
defined health care providers as one of three types of
clinicians: registered nurses (RNs), nurse practitioners
(NPs), and physicians. The OTA (1987) defined end-of-life
decisions as occurring in the last 12 months of life and as
being associated with medical treatments. Zweibel &
Cassel’s (1989) study found that physician selected proxies
chose care against what the decisionally incapacitated and
widowed elderly would have choosen. Ebell, Doukas, and
Smith (1991) compared physician and patient preferences and
decision processes regarding do-not-resuscitate orders.
Results showed that they each approach health care decisions
from very different vantage points due to different levels
of experience and medical expertise. Patients may lack
specific prognostic information, and physicians may lack
knowledge of patient values and support systems. In an
earlier study, Wetle, Cwikel, and Levkoff (1988) noted that
health care provider attitudes affect decision making.
Physicians’ decisions to allocate scarce medical resources
and to withhold life-sustaining treatments were based on age

and on medical factors of impaired cognitive function, poor



13
prognosis, and decreased societal worth. They found no
significant patient related factors in their decisions.
Therefore, health care provider decisions, if based on age
as proxy, or ageism based medical factors, may result in
erroneous assumptions and inappropriate treatment choices.
Also contributing to erroneous assumptions, family or friend
proxy decision makers may lack clear knowledge of the
patient’s wishes for life-sustaining treatments (Coulton,
1990b). Areen (1987) cautioned that family members may not
decide in the patient’s best interest, but act out of
ignorance or bad faith. Bedell et al. (1986) noted that
family members may be uncertain about treatment benefits,
may not agree on treatments, and may not know the patient’s
true wishes. 1In view of health care provider and proxy
differing attitudes and actions, it is important that
elderly clients exercise their rights to self-determine
therapy and the manner in which they die, by documenting in
advance specific preferred treatment choices.

Not only are end-of~life health care choices uncertain,
unpropitious, and stressful in the institutional setting,
but end-of-life care is also costly. MacKay (1992)
identified persons 65 years and older as consumers of a
disproportionately large part of health care resources. She

describes this imbalance as follows:
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«+.in the mid-1980s more than 50% of the federal

budget for health care went to elderly patients,

with almost one third of the entire Medicare

budget spent on terminally ill patients during the

last year of their lives. Much of these costs

occurred in the 3 months before death in a

hospital or nursing home. (MacKay, pp. 99, 102)

Correspondingly, Marcus (1991) notes that 80% of 2
million Americans die in either hospitals or nursing homes,
and 10,000 of them exist in persistent vegetative states
being maintained by medical and nursing efforts in
institutions. MacKay (1992) questions this expensive
life-sustaining care. She believes it may not be
financially feasible for the client and may not have been
what many older patients would have chosen.

In addition to economic questions, use or failure to
use life-sustaining treatments at the end of life may raise
legal questions. Litigation may occur if the health care
provider and significant others lack communication regarding
the patient’s wishes for care (Vance, Ciancio, & West,
1993). Miscommunication about benefits of treatment
application or withdrawal can result in legal battles
between the health care provider, institution, and
significant other(s) representing the patient’s best

interests. Consequently, documented advance directives may
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prevent conflict and costly litigation during decision
making.

In review, failure to discern or heed the client’s
wishes can harm all parties involved including the
individual, his/her family, and professionals (Meyer, 1993).
Considering the aforementioned medical, provider,
institutional, and client factors, nearly everyone agrees
that the end-of-life decision-making process best begins
before the person 65 years and older becomes seriously
injured, ill, or incapacitated.

Advance planning by clients, their families, and health
care professionals prevents life prolonging interventions
from becoming death prolonging dilemmas (Schwarz, 1992).
"Generally, people want all the life to which they are
entitled without the dying being unnecessarily prolonged"
(Pankratz, 1992, p. 1421). Media attention to the
‘right-to-die’ issue, to the Supreme Court ruling on the
Nancy Cruzan case, and to consumer advocacy movements,
increased public awareness of the potential burden of
life-sustaining treatments (Schwarz). This knowledge marked
the beginning of transition from consumer passivity and
medical paternalism to consumer involvement (R. A. Smith,
Wallston, Wallston, Forsberg, & King, 1984). The attitude
that ‘doctors know best’ started to give way to increased

client and significant others self-reliance in decision
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making (Wetle, 1988; Saunders & McCorkle, 1985; R. A. Smith
et al., 1984). Furthermore, individual autonomy and choice
was promoted by the Congressional passage of the Patient

Self-Determination Act (PSDA) of 1990 within the Omnibus

Budget Reconciliation Act (U.S. Congress, 1990). Since
passage on December 1, 1991, the PSDA must be implemented at
all Medicare and Medicaid certified health care
organizations including hospitals, long-term care
facilities, hospices, home health agencies, and health
maintenance organizations (G. H. Gordon & Dunn, 1992). The
PSDA requires these institutions (a) to develop written
policies about ADs, (b) to educate their staff and community
about ADs, (c) to ask patients at the time of admission if
they have completed an AD, and (d) to document the response
(Badzek, 1992; G. H. Gordon & Dunn). In addition, these
institutions must provide patients with: (a) written
information about his/her rights to accept or refuse medical
treatment and (b) written directions about how to prepare
ADs according to state law (Badzek; Keyser, 1992; Martin &
Vitello, 1992).

Moskop (1993) defines ‘advance directive’ as a generic
term that refers to any of several types of documents.
These written papers enable an individual to provide for
future medical treatment choices that arise after losing

capacity to personally decide. Vance et al. (1993)
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clarified advance directives (ADs) to mean documents
separate from do not resusitate (DNR) orders. ADs are
decisions made by patients. DNRs are issued by physicians.
ADs may influence the physician’s decision to write a DNR
order. Conversely, DNR orders can be written in the absence
of ADs. Thus, ADs become effective only when the patient is
incapacitated, terminally ill, or in a persistent vegetative
state (Schwarz; Vance et al.). Examples of informed
treatment decisions or ADs can include singly, or in
combination: (a) a living will (LW), (b) a durable power of
attorney for health care (DPAHC), also named a proxy or
surrogate list, and (c) additional personalized written
instructions to clarify values, and authorize anatomical
gifts (American Association of Retired Persons [AARP], 1992;
Arras, 1993; N. Brent, 1992; Pankratz; Keyser; Menikoff,
Sachs, & Siegler, 1992; Moskop). MacKay (1992) contends
that a 1living will alone is insufficient for the elder. Her
rationale is fourfold: (a) the LW is often difficult to
interpret, (b) the LW cannot be acted on for at least 14
days after physicians have confirmed that the patient has a
terminal illness, (c) the LW does not adequately protect
patients with chronic illnesses, and (d) the LW has no
provision for someone else to act on the patient’s behalf.
MacKay advocates a durable power of attorney for health care

over the living will for the following four reasons: (a)
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the DPAHC can go into effect immediately or when it is
needed in the future, (b) the DPAHC can last indefinitely in
California and up to seven years in other states, (c) the
DPAHC protects patients with chronic conditions, and (d) the
DPAHC provides for an agent, also called a proxy or
surrogate decision maker, when the patient becomes incapable
of decision making. Thus, the DPAHC, alone or combined with
a LW and a values-clarification statement, may comprise the
best advance directive package to fit the needs of the
provider and client.

Some physician authors are critical of ADs. Malloy,
Wigton, Meeske & Tape (1992) criticize ADs, especially LWs,
for being vague, ambiguous, and biased toward limiting
treatment. Brett (1991) generally supports the client’s
'best interests’ and substituted judgment concepts of ADs.
However, he maintains that AD preference lists or living
wills based on discrete interventions may shift attention
away from overall treatment goals or may prescribe
inappropriate medical care. He also contends that
intervention focused ADs, especially living wills, do not
necessarily enhance self-determination or reduce uncertainty
in decision making. Like Keyser (1992) and Malloy et al.,
Brett prefers quality communication between provider and
client to establish a values basis for decisions. The

decisions can then be documented not on a specific list of
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interventions, but on an instrument to objectively clarify
the patient’s perspective about life, death, and medical
care.

Brett (1991) identified three documents applicable to
discriminate the client’s choice of beneficial or burdensome
treatments in multiple clinical contexts. First, the
Medical Directive uses hypothetical scenarios to guide
discussion of client treatment choices. Second the DPAHC
provides for proxy directives. Third, a Values History
defines client’s preferences, values, and beliefs
undergirding treatment choices. Clearly all three AD types
necessitate open communication and discussion between
client, health care provider, and significant others before
documenting choices.

To help the elderly client complete the previously
mentioned choice-clarification forms, the health care
provider ideally should institute the decision-making
process (Keyser, 1992; Kinsella & Stocking, 1989; Montalvo,
1991). For optimal shared decision making the clinician,
client, and family need open communication and information
sharing about prognosis and health care options (Ebell et
al., 1991). Values, case scenarios, treatment options, and
choices can be discussed. Finally, after education and
dialogue, the client determines acceptable care preferences

and documents these decisions on AD forms. As part of the



dynamic decision-making process, however, ADs can be
rescinded or changed at any time the client so deems it
necessary (Badzek, 1992). For this reason, Meyer (1993)
maintains that no perfect document exists to definitively
establish and record health care. Instead, the
decision-making actions constitute a fluid process on the
continuum of health care, and require ongoing reevaluation
or consideration of the circumstances. Schwarz (1992)
advocates health care provider and client review every 2-3
years. Most DPAHCs require renewal every 7 years.
Therefore, ADs periodically reviewed and renewed, act as
flexible guidelines to enable provider and clients to
ascertain options and document values and choices for
medical treatments. This communication process and

documentation of decisions ideally starts in advance of

20

life-threatening injury or illness, and before the approach

of end-of-life.

Communication between the health care provider and

elderly client allows opportunity for education and learning

about end-of-life issues. When consumers have increased
consciousness of choices in health care, they exhibit more
autonomy in discussing and selecting options for
life-sustaining treatments (R. A. Smith et al., 1984;
Younger, Coulton, Juknialis, & Jackson, 1984; Lo, Mcleod,

Saika, 1986; Wetle, 1988).

&
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Most clients avoid medical judgments, but want
information about medical treatments and potential
consequences of medical care (Ende, Kazis, Ash, & Moskowitz,
1989; Eraker & Politser, 1982; Frankl, Oye, & Bellamy, 1989;
Galanos, 1991). This necessitates timely communication and
shared decision making between clients, significant others,
and health care providers (Kapp, 1991). G. H. Gordon and
Dunn (1992) report approximately 90% of patients and
physicians know about ADs and agree with the concept, yet
only 15% of patients have actually completed the documents.
Martin and Vitello (1992) gave a broader estimate of between
4% and 17% of Americans that have written advance
directives. Multiple other writers note that clients of all
ages do little advance planning (AARP, 1992; Arras, 1993;
Frankl et al.; Menikoff et al., 1992; Schwarz, 1992;
Shawler, High, Moore, & Velotta, 1992; Vance et al., 1993).
These statistics prompt one to wonder why the elderly with
the inevitability of death and approaching end-of-life fail
to plan ahead.

In review, health care consumers of all ages want and
need communication from health care professionals to receive
information and values clarification to make informed
end-of-1life health care choices. With the aging of America,
persons 65 years and older need to discuss with health care

providers, family, and significant others their personal
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wishes and preferences for medical treatment before and
after completing ADs. Yet, despite desire, laws,
opportunity, and public education on legal rights, few older
Americans finalize the decision-making process by
documenting advance directives. This leads again to the
question: "Why do elderly clients defer making end-of-life
decisions until absolutely necessary?"

Several writers have attempted to answer this question.
Coulton (1990b) asserts that the process of making decisions
is influenced in three ways: (a) by the nature of the
decision itself and the elements of the situation; (b) by
professional and societal practices, policies, and values;
and (c) by cognition, personality, and emotional
characteristics of the client and others involved in the
process. Each of these factors will be briefly addressed.

First, the nature of end-~of-life decision making may be
anxiety provoking. Badzek (1992) notes that clients may not
be ready to discuss end-of-life decisions. Many may feel
apprehensive when admitted to a health care institution or
even visiting a physician’s office. Under these
circumstances, elders may be unable to even consider, much
less decide on ADs. Some may misperceive that the health
care provider is telling them about a poor prognosis and
avoid ADs fearing death. Others may choose not to make

their wishes known. Elders may even outlive family and
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friends, finding no one to appoint as proxy (Schwarz, 1992).
Hence, they fail to see a need to document choices and
implicitly trust their physician to make medical choices.
For the client, these may all be plausible reasons to delay
AD documentation.

Second, the factor of professional and social
practices, policies and values influences clients’ decision
making. The method and manner in which the health care
provider or institution presents ADs determines clients’
perceptions and actions. Health care providers may inhibit
clients from completing ADs by poorly explaining the
prognosis, options, and life-sustaining treatments.

Societal changes in America over the past 30 years provided
a more favorable climate to discuss death and dying;
however, some clients remain reluctant to discuss their own
death (Collett & Lester, 1969). Additionally, patients’
rights and self-determination laws increase public education
of ADs; however, elders must act on that knowledge. As
mentioned earlier, health care providers and clients differ
in their perceptions of end-of-life clinical scenarios and
choices (Wetle et al., 1988; Ebell et al., 1991). Thus, the
differences come from multiple societal and professional
practices that affect the decision-making process.

Third, factors due to cognition, personality, or

emotional characteristics influence the client, health care
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provider, and others involved in making decisions. Schwarz
(1992) notes that elders may lack faith in ADs. They fear
ADs will not work as intended or will not be followed due to
the complexity of circumstances surrounding end of life
care. Clients may not fully understand the medical options
and ramifications of refusal or acceptance of
life-sustaining treatments. Cohen-Mansfield, Droge, and
Billig (1992) found clients with low education, low income,
or depressive symptoms failed to form opinions about
treatments or wanted everything done regardless of the
circumstances. Similar polarized findings were reported by
Schonwetter et al. (1990). Reasons may stem from
uncertainty of choices and less awareness of medical
limitations. Due to these disadvantages clients may avoid
making choices or choose all options. Clients may also
perceive control of health differently from others (Huag,
1979). Cassileth, Zupkis, Sutton-Smith, and March (1980)
found that persons 60 years and over accepted physicians’
decisions with less inclination to challenge their
authority. R. A. P. Smith et al.’s (1988) study confirmed
these findings that regardless of education, type of health
problem, or health status, older persons desired less
control of their health and less health-related information
than younger adults. Thus, elders may (a) prefer a

dependent, passive, nonparticipatory patient role, and (b)
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believe that they have less control over their own health
and health care decisions.

Two other proposed cognitive and emotional factors
contributing to avoidance or delay may be death anxiety and
finitude perceptions. Marshall (1975) and Keith (1982)
define finitude as the individual’s estimate of the amount
of time left to him/her before death. Lonetto and Templer
(1986) define death anxiety as an unpleasant emotional state
universal to all human beings, precipitated by comtemplation
of one’s own death. Client, health care provider, and
significant others all suffer the pervasive phenomenon of
death anxiety (Dumont & Foss, 1972; Lonetto & Templer,
1986). The degree of death and dying education, experience,
and associated emotions influence the quality of interaction
of persons discussing end-of-life decisions (Durlak &
Riesenberg, 1991). Gottfried’s (1993) study found death
anxiety a component of provider factors in end-of-life
decision making about care of the elderly. Her literature
search uncovered an absence of earlier research to establish
this relationship. Following Gottfried’s example and
findings, this study proposes death anxiety as a component
of client factors, as well as provider factors influencing
completion of ADs. The study also proposes perceived
distance to personal death as a component of client factors

and a possible influence in delay of AD completion.
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In summary, health decision making is a process of a
series of stages or phases with interaction between events
and individuals (Becker, 1974). The process includes
interaction between medical, institutional, client and
provider factors. Open communication to clarify each factor
ideally allows the health care provider and client to
discuss options, values, beliefs, and preferences to produce
preferred outcomes. Regarding decisions for persons age 65
and over, the desired client outcomes are clearly documented
personal choices for medical care at the end of life.
However, despite perceived and actual benefits of advance
directives, barriers often prevent their completion before

absolute need.

Purpose of Study

The purpose of this study was to explore the
relationships between clients’: (a) degree of death
anxiety; (b) perceived distance to personal death; c)
sociodemographics; and (d) other subjective measures of
spirituality, health status, importance of advance
directives, and AD discussion and completion. Ultimately,
the research may improve understanding of how persons age 65
and older make end-of-life decisions and why they delay AD

documentation.
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Problem Statement

End-of-life clinical decision making is a multifaceted
process about which relatively little is known (Coulton,
1990a; Palmer, 1992). Also, little is known about provider
factors and client factors which influence clinical decision
making in geriatric care (Levkoff & Wetle, 1989; Wetle et
al., 1988).

After implementation of the PSDA in 1991, clinical
decision making has taken on new dimensions. The health
care institution and provider have a new responsibility to
inform, educate, and assist the client to address medical
factors and to delineate end-of-life medical treatment
choices through AD completion. The client has the option to
disregard, refuse, or choose to prepare in advance for
medical care at the end-of-life. Apparently, most disregard
or refuse. The literature indicates that despite public
education, media attention, institutional policies, and
legal mandates, only 4% to 17% of clients have documented
choices in the form of advance directives (Martin & Vitello,
1992). Therefore, the problems investigated in this study
were: (a) What is the relationship between death anxiety,
finitude perceptions, client factors, and AD completion? and
(b) What reasons do clients give for completion or

noncompletion of advance directives?
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Improved understanding of reasons for decision delay
may assist health care providers to help aging clients
maintain individual autonomy and rights when receiving
end-of-life health care. The study proposed two client
barriers: (a) death anxiety and (b) perceived distance to
personal death. Also explored were relationships between
clients’ objective social qualities, death anxiety, and
subjective perceptions connected with decision making.

According to Dumont and Foss (1972), and Lonetto and
Templer (1986), death anxiety is a universal human
phenomenon and a component of both the provider and client
factors (Gottfried, 1993). As a possible deterrent to
decision making, death anxiety may influence providers and
clients to delay discussion of and documentation of
end-of-life health care decisions (Lonetto & Templer; Wetle
et al., 1988).

Prior studies of health care providers showed death
anxiety decreased as age and years of practice increased (S.
B. Brent, Speece, Gates, Mood, & Kual, 1991; Gottfried,
1993; Kane & Hogan, 1986; Lonetto & Templer, 1986; Robbins,
Lloyd, cCarpenter, & Bender, 1992; Rudisill & Merriman,
1987). They also showed that neither type of provider nor
practice setting influences death anxiety (Bene & Foxall,

1991; Gottfried; Ungar, Florian & Zernitsky-Shurka, 1990).
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According to Dumont and Foss (1972) and McMullin
(1978), death anxiety in clients stems from fears about
dying. Clients fear the unknown, loss, suffering and pain,
loss of self-control, burdening others, and loneliness
(McMullin; Pearlman et al., 1993). Considering these client
and health care provider facts, one may find a positive
correlation between increased client and health care
provider death anxiety, as contributing to procrastination,
reduced communication, and delay in making end-of-life
decisions until development of an absolute need.

Awareness of finitude or distance to death must also be
considered in end-of-life decision making. Finitude may
contribute to delays in timely decision making if the client
ignores, misjudges, or lacks awareness of the length of time
remaining in life. Again, considering the concept of
finitude, one may find a positive correlation between
distance to death estimates and preparation of advance
directives. Conversely, one could discover a negative
correlation between distance to death estimates and death
anxiety if the client is not prepared or aware of advance
directives. Also affecting the correlation between
perceived distance to death and death anxiety may be
religion, spirituality, age, completion of advance
directives, ethnicity, marital status, and perceived health

status.
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In summary, conducting research on end-of-life clinical
decision making may improve understanding about the degree
of death anxiety, distance to personal death perceptions,
and advance directive completion of clients 65 years and
older. Hopefully, the findings may discover variables or
establish relationships between variables in order to assist
clients and health care providers in communication of
values, choices, and advance documentation of end-of-life
decisions. Ultimately, elders’ completion of prehospital
ADs can clarify difficult end-of-life treatment choices and

improve this aspect of health care management.

Research Questions

The following questions were used to guide this
research:
1. What is the relationship between clients’ scores on the
Death Anxiety Scale (DAS) and their sociodemographics of
age, gender, ethnicity, marital status, education,
employment, income, and religion?
2. 1Is there a significant difference between clients’
scores on the Death Anxiety Scale (DAS) and the subjective
measures of perceived: (a) distance to personal death, (b)
health status, and (c) importance of spirituality and

advance directives?
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3. To what extent do clients’ sociodemographics relate to
their subjective measures of health, distance to personal
death, and importance of spirituality and advance
directives?
4. What is the relationship between clients’
sociodemographics, clients’ discussion for preparation of
ADs, and clients’ completion of ADs?
5. Is there a difference between the young-old (65 to 74
years) and the old-old (75 years and above) clients for the
measures of death anxiety, sociodemographics, and
perceptions of distance to personal death, present physical
health, and importance of spirituality and completion of
advance directives?
6. What reasons do elders give for documenting or not

documenting advance directives?

Conceptual and Operational Definitions
The following conceptual and operational definitions are
used in this thesis (see Appendix D):

Advance Directive (AD) Completion: Advance directive

was conceptually defined in question 14 as ‘the client’s
documentation of personal written wishes for future medical
care’. AD completion was operationally measured in

questions 16-18.
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Advance Directive (AD) Completion Reasons: The

client’s reasons for or against completion of documents to
indicate his/her personal written wishes for future medical
care. AD completion reasons were measured by qualitative
questions 19 and 20.

Advance Directive (AD) Discussion: The discussion of

personal wishes for future medical care with spouse, doctor,
or someone else as specified by the client. Discussion of
ADs was operationalized in question 15.

Advance Directives Importance: The clients rating of

the importance of documentation of personal written wishes
for future medical care. The importance of ADs was
operationalized by question 14.

Death Anxiety: An unpleasant emotional state

universal to all human beings, precipitated by contemplation
of one’s own death (Lonetto & Templer, 1986). Death
anxiety was operationalized by Templer’s (1970) Death
Anxiety Scale (see Appendices F and G).

Durable Power of Attorney for Health Care (DPAHC)

Completion: A written document that allows someone to make
health care decisions for you if you are unable to make
those decisions for yourself. Completion of a DPAHC was

operationalized in question 16.
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Physical Health: A term defined by each client and
rated as poor, fair, average, good, and excellent in
question 12.

Living Will (ILW) Completion: A document that states

personal wishes for getting life-sustaining treatments, if
the individual has a terminal illness and cannot make
his/her wishes known. Completion of a LW was
operationalized in question 17.

Perceived Distance to Personal Death (PDPD): A self

assessment of time remaining to live~-life expectancy. PDPD
is equivalent to finitude. PDPD was operationalized by
Chappell’s (1975) one-item subjective measurement (see
Appendix E).

Sociodemographics: Social statistical measures of age,

gender, ethnicity, marital status, education, employment,
income, and religion. Sociodemographics were
operationalized by questions 1-7 and 9-~-11.

Spirituality: A term defined by each client and rated

as not important at all, not very important, important, very
important. Spirituality was operationalized by question 8.

Values History Completion: A written document that

allows an individual to make known any special instructions
about his/her medical treatment. Also known as a Treatment
Preference Form. A Values History or Treatment Preference

Form completion was operationalized by question 18.
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Ssignificance to Nursing

Today, in the U.S., 15% of the population is over the
age of 65, and this number is projected to increase to over
22% by the year 2030 (Michelson et al., 1991; U.S. Senate
Special Committee on Aging, 1990). Besides increasing
numbers of elders, other complex factors of aging include:
(a) chronic diseases, (b) ethnic diversity and language
barriers (c) lack of educational background, and (d) lack of
employment and income (Gelfand, 1993). Combined with these
demographics are the trends that (1) clients most often die
in hospitals and nursing homes, (2) clients and
technologically expert clinicians are strangers, and (3)
costly life sustaining technologies prolong the dying
process (MacKay, 1992; Saunders & McCorkle, 1985). Once
hospitalized the elderly lose autonomy, are cared for by
experts and strangers, and have a narrow physiological
reserve making it difficult to participate in critical
medical decisions (Mackay). Thus, clients, significant
others, and clinical staff may encounter conflicts and
ethical dilemmas regarding complex medical treatment choices
at the end-of-life (Cohen-Mansfield et al., 1992).

With the increasing social and technological complexity
of geriatric health care, clinicians are required to face
many ethical dilemmas and to make many complex clinical

decisions (Levkoff & Wetle, 1989). Because of their
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position of trust and access to the deepest concerns of
clients, nurses and nurse practitioners fulfill a unique
role in the physical, psychological, spiritual, and social
care of the geriatric patient (Bunting & Webb, 1988;
Phillips, Rempusheski, Puopolo, Naccarato, & Mallatratt,
1990; Ryder, 1992; Weiler, 1991). However, many nurses,
physicians, caregivers, and families often do not understand
the preferences of the elderly on matters of health care at
end-of-life (Keyser, 1992; Montalvo, 1991). According to
Michelson et al. (1991), two conditions compound the
problem. First, most elderly individuals do not have ADs in
the form of a living will or durable power of attorney for
health care. Second, most elders have not discussed crucial
health care matters with those who one day may be
responsible for making decisions on their behalf. This lack
of communication and understanding places caring RNs, NPs,
and physicians in an opportune position to conduct research
on clients’ end-of-life decision attitudes and activity, and
to educate their patients and the public.

As health care providers, there is evidence that men
and women differ in moral decision making (Cooper, 1989;
Haddad, 1991). Physicians, the majority of whom are men,
focus on the use of technology and the use of scientific
knowledge to preserve life (N. N. Dubler, 1993; S. Gordon,

1994). Nurses, the majority of whom are women, express
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concern with the client’s comfort, choice, quality of life,
functional ability, and interpersonal relationships (N. N.
Dubler) .

Nurses, as health care providers, act as patient
advocates in decision making. R. S. Phillips et al. (1990)
suggest that education, clinical experience, communication
skills, and the nursing model under which nurses practice,
influence nurses’ roles in clinical decision making. Nurses
providing bedside care are in a unique position to know
about clients’ quality of life, self-care ability, and
preferences for treatments (R. S. Phillips et al.).
Registered nurses and nurse practitioners (NPs) fulfill a
unique role in the physical, psychological, spiritual, and
social care of the client (Palmer, 1992). Thus, as patient
advocates, nurse clinicians can: (a) educate clients and
their families on the need for advance directives, (b)
sensitively assess client preferences, (c) assist with
documentation, and (d) communicate the choices to the
collaborating physician.

The sensitive timing and manner in which clients are
informed by health care providers about personal choices and
questioned about their wishes can enhance their
self-determination. According to Schwarz (1992) and Ryder
(1992), nurses have the opportunity to assume a supportive

role in assisting elders’ completion of advance directives.
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Nursing education prepares the nurse clinician by
concentrating on issues of patient comfort and patient
choice (N. N. Dubler, 1993). In addition, nurses who have
completed ADs themselves can better understand the clients
concerns and questions (Reigle, 1992).

The Code for Nurses has long affirmed the moral and
professional responsibility of the nurse to support the
right of a patient to determine what will be done to
him/her, and to support the moral right of patient autonomy
to forego or withdraw from treatment, whether
life-sustaining or not (AARP, 1992; Schwarz (1992);
Singleton & Dever, 1991). In operationalizing this code,
Meyer (1993) summarizes Barbara Gill’s, RN, CNS writings on
the PSDA with the following comments paraphrased by this
writer:

1. As patient advocates, nurses exhibit the ability to
speak in common terms at an understandable level.

2. Nurses possess insight into patient and family
dynamics.

3. With these skills, nurses are especially well
prepared for the crucial interactions between the health
care team and the clients’ loved ones at the end-of-life.
Thus, nurses in the community and in institutions can help
clients consider their own finitude, and understand and

complete ADs.
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According to Keyser (1992), LWs and DPAHCs are
essential advance directives. However, she maintains
clients lack concrete and practical instruction on how to
identify, express, and document additional personal
information for use by surrogate decision makers involved in
AD execution. Keyser emphasizes the importance of this
values-based documentation in light of the Cruzan decision.
The majority of states have living will laws that focus
mainly on medical conditions of terminal illness, persistent
vegetative state, and life-saving or life-sustaining medical
treatments (Keyser). But, the premises upon which health
care decisions are made must also be documented. Nurses,
while educating clients’ and significant others’ about ADs
should recommend that they include personal values, wishes,
preference, and beliefs that underwrite decision making
(Johnson & Justin, 1988; Lambert, Gibson, & Nathanson
(1990). Keyser, influenced by Gibson’s writings, and a
recent District of Columbia Court of Appeals decision,
concluded that a client’s values-clarification statement can
act as a baseline for inferring medical choices and
decisions when that person is no longer capable. Montalvo
(1991) concurs with Keyser, that completion of a Vvalue
History Form is an integral part of documenting ADs.
Montalvo named this comprehensive decision-making process

choice-clarification.
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Clinical decision making is only one aspect of quality
nursing care for clients (Gottfried, 1993). Studies have
shown death anxiety a factor affecting care. Inadegquate
nursing care of clients in end-of-life situations stems from
the caregiver’s fears of death (Eakes, 1985, Hare & Pratt,
1989; Thompson, 1985; Vickio & Cavanaugh, 1985). Nurses and
other health care providers may cope with anxieties about
death and dying by using denial and avoidance (Hare & Pratt;
Holman, 1990; Robbins, et al., 1992; Tucker, 1992). Inverse
relationships occur between degree of death anxiety and
degree of comfort in caring for and talking with dying
patients (S. B. Brent et al., 1991; Hare & Pratt). Death
anxiety can also negatively affect attitudes about the
elderly (Eakes; Salter & Salter, 1976; Vickio & Cavanaugh).
Death anxiety of both the nurse and client can negatively
alter perceptions of finitude if both fail to acknowledge
and discuss approaching death. This denial can inhibit
client choices and impair client care (Meyer, 1993). Thus,
nurses’ death anxiety can interfere with quality patient
assessment, communication, education, and care. Nurses
death anxiety can also delay timely completion of advance
directives. It follows that nurses need to become aware of
their level of death anxiety and receive education on death
and dying to reduce their fears, assist with coping, and

improve client, family, and provider interactions before and
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at end-of-life (Attig, 1992; Corr et al., 1992; Dickinson,
Sumner & Durand, 1987; Durlak, & Riesenberg, 1991;
Hutchinson & Scherman, 1992; Knight & Elfenbein, 1993).

In summary, the elderly have become a large percentage
of patients requiring nursing care in community and home
settings, nursing homes, and hospitals. In pluralistic
America, multiple sociodemographics of aging impact client
and health care provider interactions. As health care
providers, nurses promote self-care and direct or provide
health care for seniors. Documenting clinician-client death
anxiety and understandings about end-of-life decision
choices provides an opportunity for nursing research, client
advocacy, and community education on all aspects of
choice-clarification. In this manner, nurses can expand
knowledge, increase personal and interpersonal understanding
of issues on aging and dying, and improve the end-of-life
clinical decision making experiences of clients age 65 years

and older.

Summary
Discussion of end-of-life decisions is a complex
process required by Federal law on admission to hospitals
and medical institutions. Health Care Providers including
nurse practitioners and nurses are in a unique position and

role to aid elders in preparing timely advance directives
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before times of emergency, crises, and incompetence. This
decision process includes each of the four shared-decision
making factors: medical, institutional, provider, and
client (Wetle et al., 1988). Clients’ self-determination
about medical care can be enhanced by effective medical,
institutional, and provider education and communication.
Increased consumer awareness from media attention to
'right-to-die’ issues, and increased consumer rights from
federal and state laws allow more client autonomy and
responsibility to accept or refuse medical treatment. As a
possible contributor to lack of documented decisions in the
form of ADs, death anxiety affects both provider and client.
Death anxiety forms one component in the provider factors as
identified by Gottfried (1993). Being a universal human
anxiety, it is hypothesized as a component in the client
factors that may deter completion of prehospital advance
directives. Other possible components may be the clients’
sociodemographics and perceptions of: health, distance to
personal death, spirituality, and advance directives.
Examining these variables, research questions and study
assumptions and purposes were formulated.

The study’s purpose was to explore relationships among
clients’ death anxiety; sociodemographics; perceived
distance to personal death; and perceptions of ADs, health,

and spirituality. If relationships of significance are
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found, it may identify potential barriers or reasons why
elders defer making advance directives until there exists an
absolute need. With identification of barriers, health care
providers can work toward their reduction to enhance
end-of-life decision making for aging clients. Thus,
clinical research and education of the ambulatory elderly
may improve client health care decision making and may
increase AD documentation before admission to medical

institutions for end-of-life care.



43
CHAPTER II

CONCEPTUAL FRAMEWORK AND REVIEW OF THE LITERATURE

Introduction

This chapter begins with a presentation of the
conceptual framework and follows with a review of the
literature to explain and support the model and study. The
framework and literature review is organized according to
the conceptual model of Wetle et al’s. (1988) four shared
decision-making factors. Discussed individually are each of
the four major factors (medical, institutional, provider,
and client). The three concepts from Orem’s (1991) nursing
theory of self-care are addressed within the nursing
provider factors. After review of the four factors,
Pender’s (1982) modified health belief model (MHBM) is
summarized and applied to the decision-making process. The
final topics of review included the decision-making outcome
barriers of death anxiety and perceived distance to personal
death. Additional topics intertwined in the decision making
factors and perceived barriers were sociodemographics of
aging, perceptions of health, spirituality, and advance
directives.

Decision Making Framework
Multiple frameworks exist to examine end-of-life

decision making. All are variations of the shared
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decision-making process. BAuthors include Bedell et al.
(1986) ; Bunting and Webb (1988); Crane (1975); Kapp (1991);
Phillips and Rempusheski (1985); Title, Moody, and Becker
(1991); and Wetle et al. (1988). These researchers have
studied the following interrelated factors influencing
clinical decision making: medical, social, institutional,
client, significant others, health care providers, legal,
interpersonal, and ethical. Each author addressed one or
several of these factors in their own unique way.

This study was built on the work of Palmer (1992) and
Gottfried (1993), who explored health care providers
perceptions of end-of-life decision making. Palmer
developed and initially tested the Clinical Decision Making
Scale (CDMS). The scale measured health care providers’
perceptions about end-of-life decisions. Gottfried also
used the CDMS to research health care providers’ perceptions
and correlated the findings with the results from the
Templer (1970) Death Anxiety Scale. Due to the need for
further instrumentation research before application to the
client population, the CDMS was not used in this thesis.
However, this study adapts the conceptual frameworks of the
Palmer and Gottfried theses based on the Wetle et al. (1988)
shared decision making model as follows (see Figure 1):

First, like Palmer’s (1992) model, the four major

decision making factors (medical, institutional, provider,
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and client) interconnect and dynamically interact. This is
illustrated by the intersecting circles. Highlighted are
the client and provider factor circles. These two receive
emphasis in this study due to client and health care
provider interaction for timely completion of advance
directives. The medical and institutional factors are
inlcuded and presented as they impact clinician and client
interactions in making end-of-life choices.

Second, Palmer (1992) added to the decision making
model the influence of Orem’s (1991) nursing theory. This
is illustrated by the diamond. The client’s Self-Care
Deficit and Self-Care appear on the top half, with the
Nursing Agent on the bottom half. The arrow signifies the
caring nurse’s availability to intervene and help with the
client’s self-care needs (Palmer). Palmer’s framework
places Orem’s (1991) self-care model centrally as the four
decision making factors overlap and dynamically interact.
This study’s framework repeats Palmer’s concept with the
addition of self-care deficit.

This pivotal location of Orem’s (1991) model emphasizes
nursing in three ways. First, nurses promote client
self-care, by assisting, helping, and intervening. Second,
nurses use knowledge, capabilities, and skills to recognize
clients’ health related self-care deficits. Third, nurses

employ nursing agency (a) to help clients accomplish
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therapeutic self-care, (b) to help clients move toward
responsible self-care action, and (c) to help the client’s
family or significant other(s) attending to the client’s
care (Fawcett, 1989; Orem, 1991). Considering these
features, the literature review of the provider factors will
expand upon Orem’s (1991) nursing theory and connect nursing
with the four decision-making factors. The three
components: (a) self-care, (b) self-care deficit, and (c)
nursing agency are specifically discussed as they impact the
provider and client interactions in decision making.

Third, this study’s framework, includes Gottfried’s
(1993) conceptual model variable of death anxiety as
operationalized by Templer’s (1970) Death Anxiety Scale, and
adds the variable of finitude perception as operationalized
by Chappell’s (1975) Perceived Distance to Personal Death
question. These two variables, illustrated by the ’‘no ADs’
symbol, lie between the client and provider factors as
hypothesized barriers to AD completion. Dissimilar to
Palmer and Gottfried who studied providers, this study
samples clients age 65 and older. Related to the
decision-making process, the study utilizes the benefits and
barriers concept founded on Rosenstocks’s (1966) description
of the health belief model (HBM). The barriers are

presented according to Pender’s (1982) modified
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interpretation of the model and literature review of the
HBM.

Fourth, independent of the frameﬁork, but included in
the ‘no ADs’ symbol are the clients’ sociodemographics.
These human social statistics hypothetically influence the
provider and client decision making factors and the two
hypothesized barriers to AD completion. The
sociodemographics include: age, gender, ethnicity, marital
status, education, employment, income, and religion.
Additional subjective variables for relationship exploration
include: clients’ perception of health and spirituality;
and clients’ rating of AD importance, discussion of AD
preparation with others, and AD documentation.

In summary, this study’s framework consists primarily
of the Wetle et al. (1988) shared decision making model. To
Palmer’s (1992) framework, this investigator associated the
three components of Orem’s (1991) self-care theory, and the
concept of barriers from Pender’s (1982) modified health
belief model (MHBM). The hypothesized barriers and
independent variables are the client’s death anxiety and
perception of finitude.

To assist the reader, the literature review headings
include each of the Wetle et al. (1988) four shared decision
making factors, followed by Orem’s (1991) self-care theory,

Pender’s (1982) modified health belief model, death anxiety,



and perceived distance to personal death. Figure 1
illustrates the investigator’s description and

conceptualization of the framework.
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Figure 1. Illustration and modification of Palmer’s (1992)
model [Conceptualizing Barriers to advance directive
documentation as a component of both Client Factors and
Provider Factors of the Wetle, Cwikel, and Levkoff Decision
Making Framework (1988)].
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Literature Review

The Wetle, Cwikel, and Levkoff (1988)

S8hared Decision Making Factors

This study’s conceptual model incorporated components
of Palmer’s (1992) model displaying the Wetle et al. (1988)
decision making framework as the central focus. Gottfried
(1993) found the Wetle et al. (1988) framework
comprehensive, dynamic, and interactive as it interrelates
the four decision making factors. A brief introduction will
precede an indepth literature review of the four factors:
medical, institutional, client, and provider.

Introduction

End-of-life decisions have always been an important
issue in health care, but never have they played such an
intricate and complex role as they do today (Palmer, 1992).
The comprehensive conceptual framework of Wetle et al.
(1988) identified four clinical decision factors that
influence end-of-life choices. These include medical,
institutional, client, and provider factors. As an

overview, medical factors address: (a) medical risk to the

patient, (b) expected quality of life following treatment,
(c) degree of pain and suffering, and (d) cognitive

functioning. Institutional factors contain elements of: (a)

policy and procedure, (b) ethics committees, and (c) legal
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issues. (Client factors include elements of: (a) age, (b)

personal wishes, and (c) significant other’s wishes.
Provider factors encompass elements of: (a) societies’
values and (b) health care professional’s values. In the
literature review, each factor deserves individual
discussion as they relate to clients age 65 and over making
end-of-life decisions.

Medical factors

As one part of the shared decision making model,
medical factors define the client’s condition exclusive of
personal and social characteristics (Mechanic, 1976).
Components include (a) medical risk, (b) gquality of life,

(c) degree of pain and suffering, and (d) cognitive function
(Wetle et al., 1988). Mechanic maintains that medical
factors remain relatively stable throughout the decision
making process. Examples include medical diagnoses;
treatment types, consequences, and outcomes; ensuing quality
of life; and client competency. The four medical factors
will be examined collectively as they impact client and
clinician decision making.

Medical risk involves consideration of medical

treatment benefits as opposed to the possibility of
suffering harm or loss (Gottfried, 1993). AARP (1992)
literature states that the process starts with the health

care provider making a diagnosis on the basis of history,
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physical examination, laboratory tests, and diagnostic tests
with patient consent. If an emergency exists and an advance
directive to the contrary is not immediately available,
physicians may administer care necessary to preserve life
and limb without client or legal representative consent
(AARP). The physician then assumes the medical risk in the
patient’s best interest, and makes decisions on his/her

behalf. The ensuing guality of 1life, however may not be

according to the client’s wishes, and include pain and
suffering (Knaus, Wagner, & Lynn, 1991). ©N. Dubler and
Nimmons (1992) claim that the individual best defines
his/her quality of life. Yet, in a life-saving emergency,
the health care provider’s perception of pain, suffering,
and quality of life supersedes and may differ from the
clients perception. Thus, to preserve life, life-sustaining
treatments may be instituted. Furthermore, if the client’s
cognitive function becomes impaired, his/her wishes
regarding medical care may never be known without written
advance directives or personalized written instructions
(Keyser, 1992). Pearlman et al. (1993) conducted an
exploratory study utilizing interviews with outpatients and
well adults residing in Seattle (N = 56) to determine what
they considered as states worse than death. As a component
of ’‘pain and suffering,’ the subjects feared becoming

permanently comatose, developing severe dementia, becoming
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an intolerable burden on the family, and suffering terribly.
In light of these fears, Pearlman et al. concluded that
health care providers need to foster sensitive, client
centered health care planning and documentation of medical
care preferences in the form of ADs.

As a further study of end-of-1life choices,
Schneiderman, Kaplan, Pearlman, and Teetzel (1993) compared
patient and physician preferences for life-sustaining
treatments and procedures. The multiple study research took
place at the University of California San Diego Medical
Center and the Veterans Administration Medical Center from
October 1987 to February 1989. Subjects (N = 104) were
ramdomly selected to complete a written guestionnaire every
six months. Of the 104 subjects, 22 were eligible for this
portion of the research. Their physicians (N = 16) also
completed the same questionnaire. The patients’ and
physicians’ choices for treatment preferences included: (a)
CPR in the event of a cardiac arrest, (b) ventilator for an
indefinite period of time, (c) medical nutrition and
hydration for an indefinite period of time, and (d)
hospitalization in the event of pneumonia. Statistical
methods involved use of paired t tests (p < .05) and Pearson
product moment correlations. The results showed that
physicians often underestimate their clients’ perceived

quality of life and misunderstand clients’ preferences for
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life-sustaining treatments (CPR, p < .026; artificial
nutrition and hydration, p < .003). The results for
ventilator and hospital decisions were nonsignificant. They
found evidence that substitute decision makers, even those
with a long, intimate familiarity with a client, may not be
accurate in predicting the elder’s preference for treatment.

If the older client survives and regains ’cognitive
function’ or competency after a life-threatening emergency,
the AARP (1992) emphasizes the following:

In the absence of an emergency, physicians or health

care providers may not presume to make decisions for
their patients. Competent, adult patients have the
right to make their own decisions, even if those
decisions are not the ones their physicians would make
for them, and even if their decisions seem unwise or
foolish to others. Former Chief Justice Warren Burger
once wrote that when our founding fathers sought to
protect the right to make one’s own decision, they
intended to protect even "a great many foolish,
unreasonable and even absurd ideas which do not conform
such as refusing medical treatment even at great risk."

(p. 7)

Reiterating the above statement, the right to
self-determination allows a competent client the freedom to

make a decision contrary to the health care provider’s
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recommended or preferred decision (Emanuel, 1988). This
autonomy of choice is protected by law, no matter how
foolish or irrational it seems, as long as the client
understands the nature and the consequences of the decision
(AARP, 1992). This understanding is deemed competence and
includes ’capacity to consent’ or ’‘decision-making capacity’
(Chell, 1988). The AARP maintains that the decision-making
capacity depends on the ability to: (a) understand the
nature of the treatment choice presented, (b) appreciate the
implications of the various alternatives, and (c) make and
communicate a reasoned choice. Again the AARP emphasizes,
..."that the patient’s choice need not be what the doctors,
nurses, administrators, or even judges would choose for
themselves; rather, it must be consistent with the patient’s
previously expressed values and goals" (p. 7).

In conclusion, the majority of elder Americans possess
the capacity and right to make independent decisions for
end-of-life health care. Thus, before institutionalization,
clients can learn about their options, reduce their risks,
precisely define their quality of life standards, and
diminish suffering by documenting treatment preferences in
written timely advance directives.

Institutional factors

Providing a foundation and reference point,

institutional factors are unique to the setting (Palmer,
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1992). Examples include: (a) policies and procedures
relating to clinical decision making and end-of-life
treatment choices, (b) consulting attorneys for legal
education and conflict resolution, and (c) ethics committees
for formal guidance in end-of-life decisions. Institutional
factors influence all persons involved in the decision
making process and impact all end-of-life issues. According
to the USC (1990), the PSDA required institutions to amend
their policies and procedures to inform clients: (a) of
their right to consent to or refuse treatment and (b) of
their right to prepare advance directives. These
institutions included hospitals, and nursing homes, or sites
of secondary and tertiary level care. At these levels, it
is often stressful or impossible for clients to make
effective decisions due to illness, injury, or incompetence.
In addition, clients’ ADs may be invalid if written in
another state (AARP, 1992). Statutory laws vary, and ethics
committees and institutional attorneys may be needed to
clarify the clients intentions before implementation.
Ethics committees and legal advisors may also be consulted
to guide health care providers’ and surrogate decision
makers’ choices for life-sustaining treatments and medical
care in the absence of written ADs.

On the other hand, physicians’ offices, wellness

clinics, and other primary care settings do not carry these
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same requirements or stressors. It is left to the
discretion of the health care provider to initiate, discuss,
document, and file the clients’ health care decisions.
Ethics committees and consulting attorneys do not monitor AD
education or interact with independent practitioners unless
through clinical affiliation with an institution or upon
request. Nevertheless, physicians, clergy, financial
planners, nurses, social workers, and other health care
providers in position of providing counsel could assist
elderly clients during times of competence, relative
wellness, and autonomy to prepare advance directives for
health care at the end-of-life (AARP, 1992). This could
best be achieved with open communication between the health
care provider and client before PSDA required ADs at the
stressful time of institutional admission.

Pearlman et al. (1993), in their study of patients’
assessments of states worse than death, maintain that timely
completion of ADs may reduce having: (a) surrogate decision
makers experience undue stress, (b) the client suffer, (c)
the client die in an unfamiliar or institutional environment
(such as a hospital or nursing home), (d) the client remain
alive merely by virtue of sophisticated machinery, and (e)
an undue burden on family members or caregivers.

Schneiderman et al. (1993) applauds the PSDA

requirement for institutions to provide clients with the
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opportunity to complete ADs on admission. But, they express
concern over the lack of evidence that ADs will achieve
their purpose or adequately reflect the client’s preferred
choices. Research was conducted to determine physicians’ (N
= 16) preferences for life-sustaining treatments and their
perceptions of their clients’ (N = 22) preferences. Of
interest, the Pearson product moment correlations (p < .05)
between pairs of physicians’ preferences for self and the
perceived preferences of their patients were consistently
positive (p = .10, for CPR to p = .29, for ventilator). 1In
contrast, the correlation between physician preferences for
self and patient preferences for self were consistently
negative (p = -.25, for Nutrition to p = -.56, for CPR).
The resulting data showed physicians underestimated clients’
perceived quality of life and preference for life-sustaining
treatments. To rectify the discrepancy, Schneiderman et al.
recommended before institutionalization, open communication
between client and health care provider.

Emanuel (1988) reviews the ethical and legal aspects of
terminating medical treatments once the person becomes
incompetent. His article was written before the PSDA, but
recognizes the competent and incompetent client’s right to
refuse medical care, including life-sustaining treatments.
He enumerates multiple legal cases in addition to the

Quinlan case to illustrate this right. Decisions were
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backed up by living wills; substituted judgment based on
wishes known to significant others, proxy, or surrogates;
privacy laws; and self-determination laws. Emanuel
delineates the right to refuse as not encompassing a right
to demand treatments that the physician deems
countertherapeutic. He clarifies that the right to refuse
is not absolute. Countervailing interests include: (a)
preservation of life, (b) prevention of suicide, (c)
protection of third-party interests, and (d) preserving the
integrity of the medical profession. However, the courts
generally defer to the competent individual’s choice, and to
incompetent individuals, if not constrained by states’
interests. Emanuel further delineates the type of patient
who can refuse medical treatments after initiation as:
competent in any state of health, terminally ill incompetent
patients, and hopelessly ill vegetative patients. With the
PSDA implementation in 1991 patients can legally document
refusal of medical care before treatments are started. This
would allow the client or surrogates to act more objectively
according to the best interest standard (Emanuel). This
basis could support the reduction of medical factors harm in
the form of pain, suffering, and reduced quality of 1life.
Yet, the ethical standard of right to refuse medical

treatment places the benefit of life solely above the burden
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of life with medical treatment. Thus, until PSDA there was
no social consensus and many incommensurable views.

Client factors

Client factors are an intricate part of clinical
decision making (Palmer, 1992). These factors involve
establishing client and significant others’ values about
life, death, and health care.

According to Palmer (1992) client factor’s include:
(a) client wishes, (b) significant other wishes, and (c)
client age. Other variables affecting client participation
in clinical decision making include health, ethnicity,
gender, religion, education, income, competency, and
personality (Gottfried, 1993; Palmer). During decision
making, these psychosocial aspects impact client formation
of personal values and interaction with significant others.

The first subcomponent of Palmer’s (1992) client

factors was client wishes. According to the AARP (1992),

the client’s choice must be consistent with what is known of
his/her personal goals, religious beliefs, and values. With
the competent individual, provider and client communication
in the primary setting can help establish documentation of
these characteristics. Stelter, Elliott, and Bruno’s (1992)
Minnesota based study of N = 214 elders age 65 to 90 showed
that people needed more than written information before they

would complete a living will. Stelter et al. used the
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Rosenstock (1966), HBM as a framework for the questionnaire.
They noted that since PSDA passage in 1991, the number of
people with completed LWs remained low. They then designed
a study to determine barriers to AD completion. Few of
their subjects had executed a living will (15%). A larger
number planned to complete one (66%) or wanted to have one
(86%). The investigators used multiple regression and
discriminant analysis to statistically define the
characteristics of these groups. Results showed the highly
educated had completed a living will and did not consider
the form too long for its purpose. The older adults who
planned to make a living will identified two significant
barriers to completion. The first was fear of upsetting the
family. Second, elders need to discuss ADs with a health
care provider and need assistance in completing the form.
Stelter et al. surmised that physicians do not raise the
topic with patients because: (a) they think it is the
clients responsibility, (b) they feel uncomfortable with the
topic, (c) they believe the discussion should occur when the
patient is older, or (d) they are uncomfortable discussing
these issues when they cannot charge for the time it takes.
In previous studies, 60% to 80% of people wanted to discuss
living wills with their physicians; yet, only a few have
entered into such discussions. As stated, Stelter et al’s.

study showed 15% of respondents discussed ADs with their
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physicians; however, 61% desired to discuss ADs. Plus, 84%
of the elders in the study indicated that they felt
comfortable talking about the end of their life. Stelter et
al. finally concluded that it is important for physicians to
initiate discussion with their clients.

Thus, preplanned office or clinic counseling interviews
can promote health care provider initiated education about
treatment choices, and clients communication of personal
wishes regarding end-of-life care. Providing the client
with a values-history form and an AD packet to complete at
home, can conserve office time and costs, and can facilitate
involvement of significant others in the decision process.
Scheduling a follow—-up visit to further discuss and clarify
the client’s wishes, may result in documentation of advance
directives and enhanced provider-patient communication.

Keyser (1992) reviewed the ‘Values History’ background
which originated in the 1987-88 Medical Treatment Guardian
Program. Volunteers were trained to serve as temporary
medical treatment guardians for patients without family or a
surrogate decision maker. The volunteers devised a values
inventory of guestions most frequently asked of others about
the patient. They discovered the questions did not focus
solely on conditions or treatments inventoried in ADs. They
recognized a unique value system for each patient that

comprised personal wishes, preferences, and beliefs which
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could be either served or disserviced by subsequent
decisions. Thus, during consideration and preparation of
ADs, clients may want to review their values, wishes, and
beliefs. The values history allows candid discussion with
the health care provider, relatives, friends, and spiritual
counselors; and concrete documentation of the basis for
health care decisions and use of life-sustaining treatments.
The clients personal values, beliefs, and preferences can
then clarify and augment advance directives in the real-life
context of medical treatments.

Before the PSDA in 1991, Zweibel and Cassel (1989)
noted that older ambulatory care patients do not commonly
discuss treatment preferences with significant others or
prepare ADs. They attribute this to clients’ avoidance of
considering in detail the medical care preceding their
death. ADs also require the client to (a) clarify and
prioritize valued life qualities, (b) comprehend how the
valued life gqualities are threatened at end-of-life, (c)
understand treatment options, and (d) comprehend the
implications of choosing or refusing treatment choices in
light of each life value. These four requirements may pose
formidable cognitive and affective barriers to elders.

Thus, older people may avoid ADs until faced with immediate,
life-threatening injury or illness. They may then passively

allow their family members to make decisions for them as
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they see fit, having not specified treatment preferences in
advance (High, 1988; Zweibel & Cassel). This leads to the
discussion of proxy decision making.

The second component of Palmer’s (1992) client factors

was significant other wishes. End-of-life care in an

institution often involves emergent treatments with
life-sustaining treatments before the illness or injury is
considered terminal. If the patient loses competency and
does not have ADs, removing life supports and permitting
death can be traumatic for caregivers (N. N. Dubler, 1993).
Withdrawing life-sustaining treatments demands a
reexamination of care goals, an admission of the failure of
medical science to forestall mortality, and an elevation of
the patient’s autonomy and legal right to refuse treatment
over caregivers’ notions of beneficence (N. N. Dubler;
Simpson, 1993).

Emanuel (1988) reviewed the institutional, ethical, and
legal aspects of terminating medical care. He found court
decisions in unanimous agreement for the right of competent
patients at any age and in any state of health to refuse any
medical intervention according to their wishes. Emanuel as
well as Areen (1987), Bedell et al. (1986), Brett (1991),
Coulton (1990b), Kapp (1991), MacKay (1991), Menikoff et al.
(1992), Shawler et al. (1992), and Zweibel and Cassel (1989)

found growing support for the surrogate representative to
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refuse medical care on behalf of the incompetent terminally
ill or hopelessly ill vegetative patient. They did
acknowledge the difficulty of determining accurately the
client’s wishes with substituted judgment if the patient was
never competent or did not make wishes known to appointed
proxy. Four studies illustrate the basis of this concern.

First, Uhlman, Pearlman, and Cain (1988) studied
physicians’ (N = 105) and spouses (N = 90) predictions of
elderly patients’ (N = 258) resuscitation preferences
assuming three baseline health states: current health,
stroke, and chronic lung disease (CLD). More than
three-quarters of physicians and spouses surveyed believed
their predictions of patients’ preferences were accurate.
However, physicians significantly overestimated patients’
preferences for resuscitation of stroke and chronic lung
disease scenarios (p < .01). They also significantly
underestimated patients’ preferences in the current
health/CPR decision scenario (p = < .05). Spouses
significantly overestimated patients’ preferences for
resuscitation on all decisions (p < .05). They concluded
that physicians and spouses often do not understand elderly
outpatients’ resuscitation preferences, and under the study
circumstances were not likely to provide accurate

substituted judgments.
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Second, in concordance with Uhlman et al, (1988),
Ouslander, Tymchuk, and Rahbur (1989) studied elders’ (N =
70) and their potential proxies’ (N = 214) decisions for
high risk and low risk medical treatments. Proxies included
closest relative, physician, nurse, social worker.

Spearman correlation values (p = .01) for agreement rates
between the five groups were lowest for physicians and
highest for relatives. Yet, overall the decisions showed a
low rate of correlation.

Third, Seckler, Meijier, Mulvihill, and Crammer Paris
(1991) studied N = 70 patients and N = 68 surrogate decision
makers to determine if their choices regarding two patient
resuscitation scenarios (current health or dementia)
coincided. The term ’‘surrogate decision maker’ meant
primary care providers or close family members. Statistical
methods included assessing percent agreement, kappa
coefficient for concordance beyond chance, and
directionality of discrepant responses. Findings showed
patients predicted that his/her physician (90%) and proxy
(87%) would accurately represent personal wishes. 1In
actuality, the physician and proxy could not accurately
predict the patient’s wishes (kappa < 0.3; percent agreement
range = 59% to 88%). Supporting this failure, few patients
had ever discussed resuscitation preferences with physician

(7%) or proxy (16%). Seckler et al. concluded that medical
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decision making should not follow a strict substituted
judgment standard.

Fourth, Zweibel & Cassel’s (1988) study found physician
selected proxies chose care for the decisionally
incapacitated widowed elderly against what the client would
have chosen for themselves. The study population consisted
of 55 ambulatory patients with a mean age of 52 years and
107 proxies. Subjects answered questions about five brief
hypothetical case vignettes describing life-extending care
scenarios for an older patient unable to speak for him or
herself. The most important factors affecting patients’ and
proxies’ decisions included lack of mental acuity and burden
on family. Both groups discounted patient age as being
important. Also, relatively unimportant were cost
considerations. Zwiebel and Cassel concluded that older
ambulatory care patients do not discuss or complete ADs due
to the requirement of having to think in detail about what
they want their death to be like. They state their own
conclusions and summarize High’s (1988) findings as follows:

...this is not a pleasant task for most people.

Advance directives also require the patient to (1)

clarify and prioritize the gqualities of life one

values; (2) be able to think about and comprehend how
those qualities of life may be threatened under various

illness scenarios; (3) be able to understand in at
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least general terms what available treatment options
are likely to be; and (4) be able to comprehend the
implications of choosing or refusing treatment options
for each identified life value. Given these affective
and cognitive barriers, it is easy to see why advance
directives are not commonly made by patients who do not
face immediate , life-threatening illness. As a
result, many older adults may prefer to allow their
family members to make decisions for them as the family
members see fit, rather than specifying their treatment
preferences in advance...(p. 620).

Zweibel and Cassel (1989) concluded that proxies were
often unable to accurately report patient treatment
preferences. Two reasons for this discrepancy were
conjectured by them. First, the closer the relationship of
the proxy to the patient (i.e., spouse) the more difficult
it is to let them die. Second, adult children and
physicians rate an older person’s quality of life as lower
than the elder’s report. Therefore, the physician and the
adult child may underestimate the client’s quality of life
and withhold care that the elder would want.

They also believed that it may be unrealistic to expect many
patients to provide ADs on their own. However, they found a
low refusal rate and willingness of patients to discuss

these issues with the health care provider and proxies. 1In
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agreement, Lo et al. (1986) reported 6% of their sample of
adult outpatients with chronic illness had discussed
life-sustaining treatments with their physicians, 68% wanted
to discuss life-sustaining treatments, and 53% felt their
physician should raise the subject. Clearly then, elders:
(a) want to discuss ADs with proxy and physicians, (b) want
the primary care provider to initiate the discussion, and
(c) want assistance to compete ADs.

Although not recommended, surrogate decision making
occurs in the absence of ADs. Areen’s (1987) literature
review on decision making showed an increase in state law
support of authorizing family members to withhold or
withdraw treatments. Nevertheless, many uncertainties and
burdens of decision making rest on the health care provider
and significant others involved in making surrogate choices.
The health care provider must be alert for ignorance, bad
faith, and potential abuse resulting from proxy decisions.
The health care provider must also act in the best interest
of the client according to legal and ethical standards.
Areen supports these views, but strongly advocates
documentation of ADs before the court needs to appoint a
guardian. She views ADs as the best way to determine the
wishes of patients unable to speak for themselves.

To summarize, clients’ and significant others’

judgments about life-sustaining treatments, and tolerance of
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life-sustaining treatments relate not only to their rights,
wishes, and values; but also to their culture, age, sex,
education, and experience (R. S. Phillips & Knaus, 1990).
Thus, complex psychosocial interactions and legal judgments
surround end-of-life decision making.

Age comprises the third component of Palmer’s (1992)
client factors. Kimmel (1990) measures age not only by
chronology, but also by biological, psychological,
sociological, and other influences on the individual over
time. 1In short, aging means a change process over tinme.
Kimmel sees chronological age as a convenient index of
individual development. In America, a pluralistic
perspective places human development in different forms and
on different courses. Hence, there is considerable
variation between individuals, and this variation increases
with age. For example, older people differ from younger
people in all of the above age influences by their history
or developmental experiences over time (Schuster & Ashburn,
1992). This may account for perceived differences in
client, significant other and health care provider choices
for medical care. Differences also stem from health care
provider and aging clients’ varying points of view on what
medical care constitutes (Blackhall, Cobb, & Moskowitz,
1989; Coe, 1967; Cohen-Mansfield et al., 1992; Coulton,

1990) .
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The age of a client is considered by health care

providers when deciding allocation of resources between
young and old (Callahan, 1988, Wetle et al, 1988). Health
care providers may use age alone as a basis for triage
(Arras, 1993; Libow, 1981; Clark, 1985; Wetle, 1987).
Goldberg (1988) found age a significant factor in deciding
prolongation of care and placement after intensive care unit
(ICU) treatments. Blackhall et al., (1989) collected data
on ICU patients to determine how and what medical treatment
decision were made. The mean age on admission was 62 years.
Over a nine month period at a tertiary care teaching
hospital, numerous ICU patient cases (N = 611) were
identified by a research assistant. Within 24 hours of
admission, the intern noted on a questionnaire form the
patient’s clinical status and whether preferences for
resuscitation were discussed. Upon study completion, a
nurse reviewer abstracted from the chart additional
information regarding demographics, diagnoses, physiological
parameters, and performed procedures. From this data an
acuity score was calculated. Statistical analyses included
chi-square with all p values < .05 being significant. The
statistical results were: (a) sex of the patient was not
correlated with preference discussion; (b) patients who had
a prior relationship with one of the physicians currently

caring for them were no more likely to be asked preferences;
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(c) patients older than 75 were more likely to be involved
in preference discussions ( p < 0.006); and (d) poor
prognosis (p < 0.001), high acuity level (p < .0001), poor
intellectual function (p < 0.035) all independently
predicted discussion of preferences. They also found that
resuscitation decisions were discussed with only 10.8% of
the patients or their families on admission. The
investigators wondered why patient preferences were
infrequently addressed. They proposed three reasons. One
was client centered. Some patients may be unable to discuss
preferences because of severe dementia, coma, or otherwise
altered mental status. A second reason was significant
other centered, with the family or surrogate decision maker
being unavailable. The third reason was provider centered.
This included: medical emergency precluding discussion,
physicians’ discomfort with preference discussion, and
physicians’ presumption of knowing patient preferences. The
study made it clear that older clients are willing to
undergo ICU treatments for relativeiy short periods and that
physicians are not able to predict patient choices. Once
initiated, the treatments are difficult to withdraw, may be
painful, dehumanizing, and ineffective. Thus, the authors
conclude that in order to make optimal ICU treatment

decisions, information concerning provider prognosis and
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patient preferences requires frank doctor-patient
communication.

Besides age, gender influences client decision making.
As previously stated, one of the most significant
characteristics of the aging population is the growing
proportion of women (Butler, 1990). Two-thirds of all older
women are widows and end up alone with low incomes and
limited insurance. Of further significance, female clients
prefer to choose less aggressive care in life support issues
(Frankl et al., 1989). On the other hand, some clients may
choose life-sustaining treatments until their condition is
considered terminal (Blackhall et al., 1989). AARP (1992)
defines terminal illness as generally requiring: (a) the
diagnosis of an irreversible condition, (b) that the
condition leads to death, and (c) that death is imminent
with or without the administration of life-sustaining
treatments. The physician’s certification of a terminal
illness, and the patient’s declaration must be documented in
the medical record. As previously stated, living wills may
not be used until 14 days after terminality is determined;
however, DPAHCs are enforceable upon documentation (MacKay,
1992). Thus, elderly women, often alone in life, would be
wise to document a living will, DPAHC, and treatment

preferences for comprehensive ADs.
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The Cohen-Mansfield et al., (1992) article illustrates

the influence of religion, education, ethnicity, and AD

preparation on client preferences for life-sustaining
treatments. In a study of 97 University hospital patients
over 64 years of age, 62% were female, 75% Caucasian, and
73% preferred quality of life as opposed to 30% wanting
preservation of life. Patients who wanted to be treated
under all conditions were more religious. Caucasians
indicated a ’‘no treatment preference’ and wanted or already
had a DPAHC. Patients with no pattern of treatment
preference had lower levels of education and were less
likely to have discussed health care decisions with anyone.
The investigators found the following variables not
associated with treatment preferences: gender, age, marital
status, religious affiliation, cognitive functioning,
diagnosis, and previous treatment experiences.

Provider factors

Client and provider factors interface (Palmer, 1992).
Similar to clients, health care providers’ values,
education, sex, age, culture, and experiences influence
clinical decision making. In addition, as a basis for
individual values, societies’ values influence both the
provider and client decisions (Palmer). Nursing system
values also influence decisions. Thus, together the client,

significant other, and health care provider build a
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relationship in the shared decision-making process.
Palmer’s and Gottfried’s (1993) study examined provider
factors for subgroups of physician, nurse practitioner, and
nurse. Their work was based on Coe’s (1967) research and
found differences in various professions’ approach to
clinical decision making. This study also examined provider
factors by subgroup.

Physician. As previously discussed, Schneiderman et
al’s. (1992) research showed physicians often underestimate
their patients’ perceived quality of life and misunderstand
their patients’ preferences for life-sustaining treatments.
This attitude may stem from erroneous perceptions of aging.
Coe (1967) conducted a pilot study to ascertain the kind of
attitudes health professionals hold toward the aged.
Qualitative taped interviews were transcribed and
categorized by professional response. One of three
generalizations delineated that health care providers’
attitudes toward aging reflected professional ideology. For
example, physicians view older clients in terms of disease
process. Physicians’ views on aging included concepts of:
rigidity, slowness to respond, inevitable physical and
mental deterioration, a terminal process leading to social
isolation, dependency, and death. Because of this negative

outlook, physicians may prescribe palliative or custodial
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treatment for elders when the client actually wanted more
aggressive care.

As previously mentioned, physicians may erroneously use
chronological age as a proxy in the decision process for
other negative patient characteristics and conditions
(Wetle, 1987). For example, poor prognosis, cognitive
impairment, decreased quality of life, limited life
expectancy, and decreased social worth can be attributed to
the elderly on the basis of age. Another age bias and
determinate of upper age cutoffs for treatments is the
belief that elders do not tolerate aggressive medical
interventions. Thus, the physician must be aware of and
avoid ageism or stereotyping the elderly. The physician
must consider end-of-life treatment choices according to the
client’s personal wishes preferably through ADs.

Physicians to a large extent make decisions concerning
life and death (Crane, 1975). With the technological
revolution, they can prolong or terminate life on the basis
of physiological and social criteria (Crane). With this
decision-making capacity, physicians can be paternalistic in
their dealings with clients. According to Frankl et al.
(1989), they may order life-support thinking it in the best
interest of the client when in actuality the client did not
desire life-sustaining treatments. This may happen when the

patient or his/her agent is not involved in decision making.
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This places the physician without ADs in the potential
position to violate patient autonomy. Patients may then be
subject to undesired treatments or may not receive favored
therapies. Frankl et al. found clients’ life-sustaining
treatments preferences were based on perceived outcome.
Most medical patients studied did not want aggressive
therapy if the perceived burdens outweighed the expected
benefits. Despite general trends in preferences, individual
client attitudes remained unpredictable. Clients wanted the
physician to initiate discussion of treatment preferences.
Thus, physicians, as actual or potential proxies in decision
making, need to openly communicate with their clients and
not presume their preferences.

Communication between provider and client delineates
treatment options. One may argue that clients’ preference
statements may not truly reflect personal values due to
possessing insufficient information about treatment choices.
It could be concluded that physicians are more knowledgeable
about what the patient really wants than the patients
themselves. This again reflects a paternalistic view of
medical care, and contradicts the AARP’s (1992) stance for
client self-determination. Alternatively, physicians may
truly be unaware of clients’ wishes, as demonstrated in the
results of previous research studies (Frankl et al., 1989;

Ouslander et al., 1989; Seckler et al., 1991). Schneiderman
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et al. (1993) asked if the preference discrepancies came
from physicians’ treatment knowledge or from patients’
values of treatments? This question deems further
exploration due to the PSDA and the opportunity to complete
ADs at the institutional level. The authors feel ADs show
progress in decision making, but question their adequacy for
the range of problems involved in patient-physican
communication. Thus, they advocate physicians offering more
complete information when seeking consent or refusal, and
making a better effort to gain insight into their clients’
values regarding acceptable gquality of life and wishes for
life~sustaining treatments.

Strull, Lo, and Charles (1984) examined decision making
by hypertensive outpatients (N = 210) and clinicians (N =
50). They administered questionnaires about three aspects
of decision making to the subjects. Findings showed 41% of
the patients wanted more information about treatment.
Clinicians underestimated patients’ preferences for
discussion in 29% of the cases and overestimated in 11% (k =
.22). Of further note, estimates of preferences to
participate in decisions measured 53% for patients and 78%
for physicians. In conclusion, physicians underestimate
patients desire for information and overestimate patients

desire to make decisions. Strull et al. believe awareness
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of and dialogue about this discrepancy may facilitate health
care provider and client communication and decision making.

Nurse practitioner. As health care providers and

clinicians, nurse practitioners (NPs), can enter into the
decision making process at all three levels of care.
Bunting and Webb (1988), characterize NPs as client
advocates and confidants beyond the physician and other
allied health care providers. Bunting and Webb state, "NPs
fulfill a unique role in the physical, psychological,
spiritual, and social care of the client" (p. 30). NPs
possess knowledge in each of these areas and can apply
nursing ethics to promote client self-determination. Like
physicians, NPs at the primary care level can initiate a
values—-clarification process to document the elderly
clients’ basic wishes, beliefs, and preferences for care
before entry into a medical institution for treatment. NPs
at the secondary and tertiary levels of care can again
assist with AD completion or review clients’ already
prepared ADs to ascertain the need for amendments. Once a
medical treatment has been made and implemented, the NP
evaluates the results by ethical standards and acts as an
advocate to the clients’ AD choices. Thus the NP can
initiate, advocate, and evaluate the older clients’ values,
beliefs and choices in end-of-life medical care. The NP can

assist the client in completion of ADs at all levels of care
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and can support and monitor the performance of those wishes
by the medical system. In the critical care area, the NP or
CNS has a special place of advocacy that is a process rather
than an event (S. Gordon, 1994). The advanced practice
nurse must constantly ask client and significant others what
they need. S. Gordon promotes patient-centered rather than
technology-centered care when the client faces and
experiences life-sustaining treatments. She identified
seven dimensions for nursing practice to support the
patient’s perspective. First, respect patient’s values,
preferences, and expressed needs, with attention to the
patient’s quality of life, involvement in ongoing decision
making, dignity, and autonomy. Second, coordinate and
integrate care. Third, inform, communicate, and educate on
clinical status, progress, prognosis, and process of care to
facilitate autonomy and self-care as long as possible.
Fourth, provide physical comfort and pain management.

Fifth, give emotional support and alleviation of fear and
anxiety. Sixth, recognize, support, and involve the family
and significant others in caregiving and decision making
according to their abilities and the patient’s wishes.
Seventh, provide continuity during transition in care and
treatments. This means the nurse translates the medical and
nursing treatment plan to the patient and family. The nurse

must also communicate back to the physician, the client’s
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and significant others’ wishes for end-of-life care (S.

Gordon) .

Nurse. As stated under the significance to nursing

section, registered nurses and nurse practitioners fulfill a
unique role in the physical, psychological, spiritual, and
social care of the client (Palmer, 1992; Phillips et al.,
1990). Nurse clinicians as patient advocates can educate
clients and their families about the need for advance
directives. They can sensitively assess client values,
wishes, and preferences; assist the client to document ADs;
and communicate the choices to the collaborating physician.
Orem’s (1991) nursing theory of self-care complemented
Palmer’s framework based on the Wetle et al. (1988) shared
decision making model. This study will also incorporate
Orem’s (1991) model as it impacts the provider factors and
other three components of the Wetle et al. framework. (see

Figure 1)

Orem’s (1991) Nursing Theory of Self-Care Agency

Nurses, as a subset of health care providers, influence
clients’ clinical decision making. To explore this
influence, Orem’s (1991) nursing model rests centrally and
connects with all the decision factors in the Wetle et al.
(1988) framework. Dorothea Orem’s (1991) model stems from

the primary concept of self-care. The model includes three
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theories: self-care, self-care deficit, and nursing system.
Each will be defined and described with consideration of the
nursing metaparadigm of person, environment, health and
nursing. Each theory will also be presented with examples
of elder clients’ end of life decision factors, and the
relevant medical, institutional, provider, and client
factors.

S8elf-Care

Orem (1991) defines self-care as the capacity of the
individual client to reflect upon personal experience of
self and environment, and to use symbols to interact
socially. Self-care is described as a goal-oriented
activity that is learned (Fawcett, 1989). The nature of
person is viewed by Orem (1991) as self-reliant and
responsible for the self-care and well-being of dependents.
The concept of client competency, autonomy, and
self-determination compliments this view (AARP, 1992).
Self-care Deficit

Orem (1991) maintains that adults care for themselves,
but infants, children, and socially dependent adults require
varying degrees of help with self-care activities. Socially
dependent adults may include elders with advanced
Alzheimer’s disease, severe stroke, AIDS or other chronic,
disabling diseases. These clients receive dependent-care

from family members, significant others, and health care
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providers in the medical community and institutions (Orem,
1991).

Nursing System

In Orem’s (1991) view, the person maintains self-care
and health as long as possible. Orem (1991) defines health
as a personal state of wholeness or soundness of mind and
body. With the onset of self-care deficit, however, the
person requires some degree of assistance from others which
often includes nursing. Orem (1991) defines nursing as a
field of knowledge, a practice discipline, and a human
service designed to overcome human limitations in self-care
action for health-related reasons. Orem (1991) applies
nursing to serve as ’‘another self’ for the unable or ill
client under nursing care. Orem (1985) connects self-care
and illness by stating, "When self-care is not maintained,
illness, disease, or death will occur" (p. 55). Orem (1991)
advocates preventive health care with therapeutic self-care
to prevent disease or disability and promote human
development. Meeting therapeutic self-care demand includes
seeking and actively participation in the care provided by
health professionals. The nurse, nurse practitioner, and
physician operate effectively as health care providers to
manage patient health care during wellness and illness using
primary, secondary, and tertiary levels of care (Leavell &

Clark, 1965). As previously described, the secondary and
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tertiary levels provide mandatory education and opportunity
to complete ADs according to provider, medical, and
institutional factors. Expression of client factors,
however, may be compromised by stress, illness, injury, and
urgency. Although not required, the opportunity exists for
registered nurses and NPs to promote client completion of
ADs at the primary care level while providing values
clarification and AD preparation education. This
end-of-life preparation process constitutes what this writer

calls guadrinary care or end-of-life care beyond prevention,

diagnosis, and rehabilitation. Consequently, at all levels
of care, the medical, institutional, provider, and client
factors impact the methods and degree of decision making.
With these circumstances, nurses must acknowledge the
benefits of considering end-of-life decisions before
self-care deficit and during times of self-care, health, and
wellness. On the other hand, nurses must consider the
barriers that deter acknowledgment, discussion, and
completion of advance written directives.

In conclusion, the Wetle et al. (1988) shared
decision-making framework consisted of four major medical
factors: medical, institutional, client and provider. The
medical factors consisted of four components: quality of
life, medical risk, cognitive function, and pain and

suffering. Researchers illustrated that medical factors
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provide a base for education and communication of ADs.
Institutional factors consisted of ethics, policies, and
legal rules. These factors can guide decision making and
support client autonomy in decision making. Client factors
included client wishes, significant other wishes, and age.
Client factors formed the central focus of this study as
they related to decision making and the completion of ADs.
And finally provider factors formed a secondary focus.
Providers of health care share the responsibility to
initiate and guide the client’s decision making. Nurses as
providers promote autonomy, self-care, and
self-determination of the client before and at the
end-of-life. Research shows each of these four factors
contribute to satisfactory or unsatisfactory decision-making

outcomes.

The Pender (1982) Modified Health Belief Model

This section of the literature review will start with a
statement of the purpose for choosing the barriers portion
of this model as part of the framework. It will follow with
a summary of the entire model, and an explanation of how
barriers apply to this study. The greatest attention will
be given to the component of perceived barriers as proposed

reasons for clients not completing ADs.
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The purpose for choosing the Health Belief Model with
Pender’s (1982) modifications stems from its applicability
to decision making and to improve understanding of why
people take health related actions and engage in
preventative behavior. The model was developed in the early
1950’s by Rosenstock, Hochbaum, and Kageles to provide a
paradigm to explore individual’s actions to avoid illness
(Pender). The model originated in psychologic theory and
reflects social learning theory (Pender). The original
model has since been modified by Becker (1977) and later by
Pender.

According to Pender (1982), prevention occurs at three
levels—primary, secondary, and tertiary. She defined

primary prevention to include generalized health promotion

and specific disease prevention. Secondary prevention

emphasized early diagnosis and prompt intervention to halt
the pathology, lessen severity, and shorten duration for

return to function. Tertiary prevention occurred after a

defect or disability was stabilized and irreversible, and

the individual was restored to optimal function. This study

proposes a level of guadrinary prevention to occur after
tertiary prevention and at anytime in the first three levels
of care (primary, secondary, tertiary) when the individual
encounters the possibility of end-of-life. This can occur

at any age. However, due to physiological aging and the
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effects of chronic disease, quadrinary prevention may occur
with higher frequency to those age 65 years and older. The
endpoint is not health promotion, early diagnosis, or
functional rehabilitation, but natural death. Medicine
cannot always prevent the event of dying and death, but with
modern technology can postpone it (S. Gordon, 1994). The
recent attention to the Quinlan and Cruzan decisions
promoted the ‘death with dignity’ and ‘right to die’
slogans. This prompted a resurgence of media attention and
legal action to allow individuals control over their
personal health care. At the level of quadrinary prevention
the individual can achieve protection against medical
treatments at the end-of-life that oppose his or her
personal values, wishes, or beliefs. These treatments can
include life-sustaining treatments or medication, dialysis,
CPR, and artificially or technologically supplied
respiration, nutrition, and hydration (AARP, 1992; OTA,
1987). As a result of legal battles over termination of
life-sustaining treatments and confusion of patient’s
rights, the PSDA was created and enacted into law. This
clarification of patient rights by the PSDA provided clients
with the autonomy to refuse medical treatment and prepare
ADs. As previously mentioned, preparation of ADs can occur
at the primary, secondary, and tertiary levels of care with

health care provider initiation, education, and advocacy to
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promote completion of ADs. Preparation at the primary level
is most beneficial due to enhanced communication between
health care provider, client, and significant others, and to
increased time for decision making. However, the literature
indicates few people including elders document in advance or
even at institutional admission their choices for
end-of-1ife medical care in the form of written ADs. This
again raises the question, "Why do clients age 65 and older
defer making end-of-life decisions until absolutely
necessary?" This question motivated the investigator to
consider possible benefits of and barriers to the
documentation of ADs, and prompted examination and

application of the Health Belief Model.

Pender (1982) in her book Health Promotion in Nursing
Practice presents, defines, and modifies the Health Belief
Model. This writer will summarize Pender’s perspectives and
apply them to the issue of AD completion. To assist the
reader and provide a visual reference for the written
description, Figure 2 illustrates the Pender (1982) modified
HBM.

To begin, Pender (1982) interprets the dimensions of
the model to include: (a) goal setting based on the
perceived consequences, (b) subjective estimates of desired
outcomes, and (c) decision making under uncertainty. These

three dimensions accurately reflect the conditions of
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Figure 2. Pender’s (1982) proposed modifications of the
Health Belief Model. Note. From Health Promotion in
Nursing Practice (p. 55) by N. J. Pender, 1982, Norwalk, CT:
Appleton & Lange. Copyright 1982 by Appleton-Century-
Crofts. Reprinted by permission (see Appendix A).
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end-of-life decision making. The model, true to its
theoretical basis, attempts to predict behavior through

value expectancy. As part of value expectancy, the

determinants of behavior include: (a) the value an
individual places on a particular goal or outcome, and (b)
the individual’s expectation that a particular action will
produce the desired outcome. Knowing these concepts,
Pender states: "Considering the centrality of individual
decision making in preventive behavior and understanding the
perceptual, motivational, and social factors behind such
decisions are instrumental to successful professional
intervention to promote preventive actions" (p. 47). She
identifies, as a major problem in decision making, the lack
of correspondence between attitudes, beliefs, intentions,
and overt actions. This incongruity can be demonstrated in
the delayed process of end-of-life values-clarification and
documentation of advance directives. Pender writes, "the
more specific the action focus, the more likely the
attitudes, beliefs, and interventions are to correspond with
behavioral outcomes" (pp. 47-48). In this manner, the
Health Belief Model centers on specific preventative
behaviors or actions for particular diseases. This study
adapts this concept beyond disease states to end-of-life
conditions and medical treatments such as life-sustaining

treatments.
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The model, according the Pender (1982), begins with the
first major concept of individual perceptions. Under this

concept are three categories. The first is importance of

the health concern and perceived control. She reviews the

literature and finds few recent studies of the HBM
addressing this topic. One example by Kirscht, Haefner, and
Eveland (1975) examined public response to varied written
communications to participate in a multiphasic health
screening program. The findings showed that positive
communication emphasizing the importance of health was more
effective in promoting participation than a neutral or
threatening message. This supports the idea that perceived
importance of a condition (i.e., health, end-of-life care,
or documentation of ADs) is a meaningful variable in
determining protective actions. Related to importance of
the condition is perceived control. Pender refers to the

social learning theory concept of locus of control as a

possible explanation why people exhibit dependence versus
independence or autonomy in behavioral actions. Locus of
control research focuses on the relationship between beliefs
about internal-external control and physical health and
well-being. Pender reviewed research studies to find less
autonomous persons exhibited external control, alienation or
powerlessness measures in association with higher morbidity,

lower compliance, lower health motivation, reduced tendency
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to seek behaviorally relevant information, reduced
utilization of health care services, and other maladaptive
behaviors. Pender did not know if perceived control was
mediated by ethnicity, socioeconomic status, or
developmental background. But she found a correlate of age
and gender with perception of control. 1In perceptions of
control over health, younger people surpassed older adults,
and women outnumbered men. The importance of health locus
of control shows support in other studies on the use of seat
belts, immunization, decision making, etc. (Pender; Wetle,
1988; R. A. P. Smith et al., 1988). Thus, locus of control
as a factor relative to addressing and completing ADs, may
be an applicable variable to measure in future research.

Following the perceived importance of health and
control concepts, Pender (1982) places the second

subcategory: perceived threat, susceptibility, and

seriousness of the condition. Threat is defined by Becker

(1977) as a combination of perceived susceptibility to and
seriousness of the condition. Therefore, the greater the
threat, the more serious the condition, and the greater the
avoidance or action. Susceptibility means the individual’s
estimated subjective probability of encountering the
condition. This degree of risk lies on a continuum of high
to low. High perceived susceptibility correlates with

preventative action. Low measures correlate with denial and



inaction. Seriousness means the individual judges the
problem magnitude by degree of emotional arousal upon
consideration of the condition or by the difficulties
believed created by the condition. Perceived seriousness
impacts the individual’s work, family life, social
relationships, and commitments. Of the two factors,
susceptibility is the chief motivating factor for action.
For the purposes of this study, the clients’ perceived
seriousness of not having a choice in end-of-life medical
treatments or encountering unwanted life-sustaining
treatments may impact their behavior to take action for
documentation of ADs. Likewise, the clients’ perceived
susceptibility to encounter medical treatments at
end-of-life may impact their behavior to make decisions in
advance for care. These situations were not measured in
this study, but may again be useful variables in future
research.

Following perceived threat, susceptibility, and

93

seriousness is the third subcategory: perceived benefits of

preventive action and value of early detection. Numerous

studies reviewed by Pender (1982) document a correlation
between positive belief in taking action and a resulting
benefit to the person (i.e., early disease detection,

prevention of accidents). For example, Battistella (1971)

reported perceived benefits from medical care were inversely
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related to the length of delay before seeking care (taking
action). Another variable for future AD study could include
measurement of perceived benefit of AD completion and time
lapse until documentation.

The second major concept in the Pender (1982) model is
that of modifying factors. As part of decision making,
modifying factors affect the individual’s predisposition to
take preventative action. Modifying factors include three
subcategories: (a) sociodemographic variables, (b)
perceived threat of the condition, and (c¢) cues to action.
Each will be discussed according to the framework.

The modifying factor category contains three variables:
demographic, interpersonal, and situational. Pender defined

each of the three variables. The demographic variables

include age, gender, ethnicity, and education. The

interpersonal variables include expectations of significant

other, family patterns of health care, and interactions with

health professionals. The gituational variables include

cultural acceptance of behaviors, reference group norms, and
information from nonpersonal sources (e.g., mass media).
Pender’s (1982) literature review on demographic
variables discovered:
1. Gender or sex is the variable most predictive of
preventive behaviors with women taking action more often

than men.
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2. A higher level of formal education correlated
positively with preventative action in some studies, but
insignificantly in others.

3. Race and ethnicity correlate with preventive action
only in association with socioceconomic level. Socioeconomic
status affects behavior only when cost and time is required
to carry out preventative action.

In consideration of the interpersonal and situational
variables, Pender discovered:

1. Social pressure or influence acts as a stimulus for
preventive action, even if low individual motivation exists.

2. Reference groups can shape attitudes, beliefs, and
actions. One example is the AARP’s (1992) influence on
public education of retirees about ADs.

3. Support and encouragement of family and friends
during decision making is important. When families
experience internal problems in communication and
relationships, members are less likely to adopt preventative
behaviors that require major changes in health or lifestyle.

4. Normative beliefs or the perceived behavioral
expectations of others influence the motivation to comply.
However, the impact of expectations of significant others is
weaker than individual beliefs about consequences of

behavior.
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5. Preventative behavior patterns have a high maternal
influence and begin in childhood with familial
socialization. Similarly, attitudes toward life and death
form in childhood and affect adult behavior.

6. The extent of the impact of the family or
significant other on the client’s health behaviors interacts
with his/her locus of control. Saltzers (1978) study showed
internally oriented persons may be less likely to be
influenced by family patterns of health care. Conversely,
externally controlled individuals may respond more readily
to the expectation of others and their role modeling. Locus
of control is operationalized in Wallston, Wallston, and
Kaplan’s (1976) Locus of Control Scale. This instrument
will not be used in this study, but may become a useful
measure for future studies to quantify a possible barrier
variable to elders’ timely completion of ADs.

7. Interactions with health professionals affect the
incidence and consistency of health-protecting behaviors.
Studies showing perceived similarity between the client and
health professional may have enhanced the effectiveness of
educational sessions (Maiman, Green, Gibson, & MacKenzie,
1979). For example, Maiman et al. found that perceptions of
the health care professional’s expertise level affected the
client’s predisposition to engage in recommended preventive

behaviors. Thus, the greater the credibility of an
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information source, the more persuasive the motivational
message. In contrast, if the source was perceived to lack
expertise, the person reacted negatively against the
recommended behavior and avoided the advocated behavior. It
is then important for health care providers to
professionally educate the client about ADs and to have
completed ADs themselves.

8. Interactions with health care providers affect
client compliance. In studying compliance behavior, Becker
(1974) found greater compliance if the health care provider
was friendly, understanding, warm, and readily willing to
share information about the person’s condition and
treatments. Gouldner (1960) found the opposite. If the
health care provider failed to interact and discuss the
condition, or to explain the rationale for action, or to
present the treatment plan, the client lacked compliance or
adherence with the recommendations (Rosenstock, 1975).
Haefner and Kirscht’s (1970) study demonstrated the ability
to systematically modify beliefs of susceptibility to
conditions and effect actions to prevent or ameliorate the
conditions. The change in belief yielded increased
intentions to take pertinent health-related actions. This
discovery may encourage health care providers to educate
their clients in order to produce an attitude change and

promote action toward documentation of ADs.
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The major third concept, beyond the modifying factors,
is the likelihood of action. Similar to individual
perceptions, likelihood of action has three subcategories:

perceived barriers, perceived benefits, and cues to action.

The first category includes perceived barriers to
action or cost, inconvenience, unpleasantness, extent of
life~change required, etc.. These barriers can be perceived
or real. Pender (1982) identified three sources of barriers
to effective health behavior. First, barriers arise from
inside the clients themselves. 1Internal barriers to change
may include lack of motivation, fatigue, anxiety, boredom,
giving up, lack of appropriate skills, or disbelief that the
change is needed. Second, barriers come from significant
others. Attitudes of family members can be hostile,
punitive, or apathetic toward client’s health related
practices. Third, barriers originate from the environment.
Environmental barriers may inhibit positive change through
lack of resources, lack of education or knowledge provision,
and lack of time. The health care provider can assist the
client in overcoming these hindrances first by identifying
barriers during interviews and assessments. Once the
barriers are recognized, the health care provider and client
can effectively communicate to learn the benefits and needed
resources for decision making. Ideally, the client and

health care provider can work together to reduce the
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barriers to initiation and to promote the benefits of
completion of ADs. Barriers to action have seldom been
studied in a systematic fashion in HBM research. Research
efforts must not only include identification of barriers,
but also effective strategies for decreasing the blocks to
action. Thus, this study will explore selected individual
perceptions and modifying factors to seek identification of
barriers to completion of ADs.

Pender’s (1982) second category includes the perceived

benefits and other individual perceptions. These beliefs

about the importance, threat, and effectiveness of the
recommended behavior were discovered in the individual
perception stage and applied in the action phase. The
benefits minus the barriers determine the action taken. The
benefits to timely ADs were reviewed throughout this thesis.
In summary the hypothesized client benefits include: (a)
advance planning, thereby reducing anxiety and fear of the
unknown and preserving autonomy and self-determination; and
(b) increased communication with health care provider and
significant others to make known personal wishes, rights,
beliefs, and religious convictions behind the health care
choices at the end-of-life. Health care providers and
significant others also benefit from increased communication
through: (a) clarification and acknowledgment of clients

choices and (b) support from ethics committees, patient



100
right laws, and policies and procedures. Thus, with these
evident benefits, why are so few timely ADs documented? An
examination of proposed variables may provide some insights
and possible answers.

The third category includes cues to action. Examples

of cues are awareness of aging, perception of finitude, and
recall of previous experiences with self or significant
other. Pender (1982) identifies cues as internal (emotions,
feelings, recall) or external (mass media, advise from
others, written materials). Cues are of varying intensity,
transient, and trigger behavior. Readiness to act
determines the intensity of a cue to cause action. There is
need for further research since the role of cues in
prompting preventative health actions lacks definition.

In summary, the Health Belief Model as modified by
Pender (1982) applies the decision-making process and
directly affects the client and health care provider
factors. The HBM will not be utilized in its entirety in
this study. The concept of barriers to advance directives
is the focus of thevresearch, with attention to two
variables: (a) death anxiety and (b) perceived distance to
personal death or finitude. The following paragraphs will
provide a literature review of death anxiety and finitude as
they impact the client and health care provider factors in

the Wetle et al. (1988) shared decision making framework.
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Proposed Barriers to Advance Directives

The majority of clients verbalize agreement with
principles of advance directives, but few complete the legal
documents prior to need (MacKay, 1992; Martin & Vitello,
1992). Although cognizant of the benefits of advance
directives, too many elders wait until the less optimal time
of institutional admission to address end-of-life issues
(Martin & Vitello). In spite of good intentions, many
internal and external barriers seem to exist to prevent
early written documentation of wishes. Barrier examples for
the physician include: making ADs the clients
responsibility, discomfort discussing ADs, death anxiety,
procrastination until the client becomes older or more ill,
and thinking they should not charge for AD discussion. Some
examples for the client include: lack of knowledge or truly
informed consent; age bias; death anxiety; fear of signing
away rights to choose; feeling that signing the document
equals giving up and dying; fears of receiving less
treatment or being abandoned by their health care provider;
fears of cost containment limiting care for the poor,
illiterate, and minority groups; procrastination; passivity;
and failing to see the need to personally decide with
reliance on family and physician decisions (Arras, 1993;

Menikoff, 1992). Although the list of barriers seens
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endless, only two proposed barriers will be presented: (a)
death anxiety and (b) perceived distance to personal death.
Death Anxiety

In this section death anxiety (DA) will be discussed in
this order: (a) definition and characteristics of DA, (b)
human development and DA, and (c) concepts of DA correlating
to the sociodemographic variables under study (age, gender,
ethnicity, marital status, education, employment, income,
religion, spirituality, personality, and health).

Definition and characteristics of death anxiety.

Similar to shared decision making factors, little has been
researched or written on death anxiety (DA). Writers have
characterized death anxiety as: (a) a universal phenomenon,
(b) a perspective of death, (c) a fundamental human anxiety,
(d) an elemental structure of the unconscious, (e) present
in the subconscious or conscious, (f) a state sensitive to
environmental events and intimate interpersonal
relationships (Dumont & Foss, 1972; Lonetto & Templer,
1986) .

Dumont and Foss (1972), described and connected ’fear
of death’ and ’death anxiety’ in the following two ways.
One, fear has a specific referent. For example, one fears
the loss of life or the process of dying. On the other
hand, anxiety lacks a concrete referent. However, death and

all of it’s associations and unknowns is sufficiently
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concrete for fear and vague for anxiety. Thus, fear of
death and death anxiety become interchangeable terms.

Dumont and Foss, (1976) identified six main components
of fear of death: (a) fear of the unknown, (b) fear of loss
of things enjoyed in life, (c) dread of isolation and
separation, (d) fear of loss of consciousness
(self-mastery), (e) fear of punishment (hell), and (f) fear
of what will become of one’s dependents. They concluded
that fear of death is multidimensional and not a
unidimensional determination. Regardless of the cause,
death anxiety results in a very strong and deep-rooted fear
from which no man or woman is exempt.

Lonetto and Templer (1986) identified four main
components of death anxiety: (a) concern about the
cognitive and emotional impact of dying and death, (b)
anticipation and fear of the physical alterations brought
about by dying and death, (c) awareness of the finitude or
the brief time between birth and death, and (d) concern
about stress, pain, and suffering during dying. They
characterize death anxiety as follows:

1. The degree of death anxiety stems from the person’s
general psychological health and life experiences with
death.

2. Death anxiety is not always morbid. Some degree of

fear of death is needed for survival.
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3. Death anxiety is always present in the conscious or
subconscious mind in various degrees.

4. Death anxiety is a fluctuating state, generally
sensitive to environmental events, and specifically
sensitive to intimate interpersonal relationships.

Collet and Lester (1969) identified and tested four
dimensions of death fears: (a) fear of death of self, (b)
fear of dying of self, (c) fear of death of others, and (d)
fear of dying of others. They used an instrument of 38
statements measuring the four death fears. Subjects
consisted of 25 female undergraduate students. Their
results using a mean score measure for each subscale showed
a rating of death fear from greatest to least in this order:
fear of dying of self (.33), fear of death of self (.48),
fear of death of others (.59), and fear of dying of others
(-.78). This study uses the DAS which measures
multidimensional experiences of dying. It was interesting
to note that a persons most fears dying of self. This
directly relates to the hypothesis that fear of dying
prevents a client from completing ADs that can help control
the process of dying.

Conte, Plutchik, and Weiner (1982) reviewed the
research background of death anxiety and found it
multidimensional. For example, beyond Collett and Lester’s

(1969) four dimensions and Dumont and Fosses six components,
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Kalish (1963) claimed to have isolated 20 factors. Nelson
and Nelson (1975) extracted four distinct factors: Death
avoidance, death fear, death denial, and reluctance to
interact with the dying. They later reduced these to three:
death avoidance, disengagement, and death fear. Conte et
al. quoted and refered to several other studies suggesting
the multidemsionality of DA. Additionally they note that
DA: (a) fluctuates as a result of environmental influences
like death education programs, (b) correlates with general
anxiety, and (c) becomes gquantified by few instruments
(i.e., Templer’s [1970] DAS) that exhibit reliability and
validity.

In review, death anxiety, as a multidimensional
phenomenon, has many descriptions and characteristics
affecting a person. The next section discusses death
anxiety and human development along the life-span.

Human development and death anxiety. 1In the

developmental process, death anxiety starts with separation
anxiety in early childhood (Lonetto and Templer, 1986). As
the child matures and learns about death and dying, death
anxiety becomes more focused and sensitive to environmental
events and relationships. Death anxiety then remains with
the person throughout the lifespan in varying degrees

(Schuster & Ashburn, 1992). Firestone (1993) asserts:
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..."early deprivation experiences, trauma,

separation anxiety, and the corresponding

development of psychological defenses set the

stage for an individual’s method of coping with

death anxiety. Thereafter, people accommodate to

the fear of death by varying degrees.

Accommodation may include withdrawal of energy,

emotional investment in life-affirming activities,

or close, personal relationships" (p. 497).

Thus, death anxiety is related to the degree of
individuation and self-actualization (Firestone).

In relation to changes in development, Neugarten (1967)
refers to a time of transition, a shift in time perspective
from middle~age to old-age. This change in the internal
social clock moves from ‘time lived’ to ’time left to live’.
Therefore, time changes perception.

In relation to developmental theory, Erikson’s (1963)
eight stages of life culminates with integrity versus
despair. Integrity reflects an affirmation of meaningful
life experiences. Despair means a disgust, disappointment,
or meaninglessness in life ordeal. A dialectical struggle
between the two opposites during this stage produces wisdom.
Erikson (1986) describes wisdom as: "the detached and yet
active concern with life itself in the face of death

itself...it maintains and conveys the integrity of the
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experience, in spite of the decline of bodily and mental
function" (p. 23).

Kimmel (1990) connects Erikson’s (1963) dialectical
struggle to resolve the meaning of life to existential
anxiety. May (1958) writes: '"the confronting of death
gives the most positive reality to life itself" (p. 49).
But, humans who cannot confront death positively, experience
anxiety over the prospect of loss and nothingness (Kimmel).
Beauvoir (1972) in her existential writings noted that death
for the aged may not be feared, for life had already become
meaningless. Thus, Kimmel, along with Lieberman and Coplan
(1970), believed death anxiety became a more salient issue
in middle age and not immediately before death. This belief
was evident in the results of research studies presented in
the next section.

S8ociodemographics and death anxiety. The

sociodemographics of multiple research studies reveal
interesting correlates with death anxiety. This section
summarizes these studies.

AGE: Lieberman and Coplan (1970); Kimsey, Roberts, and
Logan (1972) conducted research on the aged in nursing homes
and community. Both noted that the elderly had (a) worked
out the meaning of death, (b) developed a personal view of
their own death, (c) talked openly about death, and (d)

expressed anxiety about socioenvironmental change. From a
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differing perspective, Rhudick and Dibner (1961) contend
that the fear of death may actually exist in elders’
subconscious, but ego defenses prevent its conscious
expression. Kimsey et al. (1972) concur and add that denial
and constriction of affect happen when they become aware of
and experience the dying process. This would support
elders’ avoidance of consideration and completion of ADs.
Conversely, Kahana and Kahana (1972) found the elderly to
have an adaptive and active orientation to death. Due to
diminishing years they face death and make plans. Roy
(1988) concluded that end-of-life decisions were influenced
by the elder patient’s values, beliefs, level of autonomy,
pain status, and dominion over life. Supportive of the
Khana and Khana view, Bengston, Cuellar, and Ragan’s (1977)
multiethnic study found the highest death anxiety among the
younger respondents. Those age 45 to 50 showed
approximately 50% to 55% death anxiety. After 50 the rate
steadily declined to near 30%. Only 30% to 35% of those age
60 to 74 showed death anxiety. 1In the same study, gender,
racial/ethnic group, and socioeconomic status had little
effect in comparison to age. Therefore, as death becomes
inevitable, the elder acquires greater ability to face dying
and death without undue denial or anxiety (Conte et al.,

1982). This would support the ideal of preparing ADs.
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At all ages, death of others impact a person. Douglas
(1990) found death of a parent in mid-life adults caused
upheaval in mortality perceptions and transitions in
relationships. Of similar major import and multidimensional
significance is the death of a spouse at any age, but
especially in old age (Schuster & Ashburn, 1992). As
previously discussed, experiences with death and dying
affect peoples’ concept of the process and personal views of
how they wish to die. These experiences with others’ deaths
may hinder or assist them in AD preparation. Gottfried’s
(1993) literature review found numerous studies supporting
an inverse relationship between increasing age and death
anxiety. A comprehensive study was conducted by Keller,
Sherry, and Piotrowski (1984). Subjects ages ranged from 18
to 87 in their large sample (N = 874). Compared to younger
counterparts, the older persons (age 60 to 87) measured a
lower degree in death of self anxiety. Depaola, Neimeyer,
Lupfer, and Fiedler (1992) observed a curvilinear trend with
age. Death anxiety measured high in young subjects, highest
in middle adulthood, and lowest in the elderly. Dickstein
(1972) agreed with this observation, and added DA peaks
especlially among males in the middle adult years. Mullins
and Lopez (1982) studied the young-old and old-old in
nursing homes and found the opposite of their original

hypothesis. They measured a greater conscious DA in the
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old-old. They thought this was due to the immediacy of the
threat of death residing in a nursing home. Thus, one could
generally hypothesize that noninstitutionalized elders may
have lower death anxiety than institutionalized elders and
younger health care providers. Plus, they may be more
willing to discuss ADs. Yet, through procrastination, an
overall low death anxiety level may prevent elders from
taking action to complete ADs in preparation for
end-of-life.

GENDER: Conte et al. (1982) found inconsistencies in
sex differences and degree of death anxiety and concluded
that essentially no sex differences have been found.
Dickstein (1978) agreed partly with Conte et al., but felt
females more frequently scored higher in DA and trait
anxiety than males. Handal, Peal, Napoli, and Austrin
(1984) acknowledged gender differences in DA between males
and females, but their study could not discern the presence
and nature of the differences. 1In earlier studies, Lester
(1972), through literature review, found females to have
specific areas of fears such as death fear and death
avoidance. Mullins and Lopez’s (1982) study of the
young-old and old-old in nursing homes found no differences
between males and females. Templer, Ruff, and Frank’s
(1971) research showed that adolescent and middle age

females score higher on the DAS than men. Lonetto and
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Templer (1986) attribute this variance to societal norms
that allow females to acknowledge and openly express fears.
Similar findings for the elders may be confirmed in the data
of this study.

ETHNICITY: Bengston et al. (1977) conducted an
multiethnic study of fear of death among Americans of
African, Mexican, and Anglo descent. They did acknowledge
that ethnic and racial differences may affect attitudes and
denial of death. Hispanics and Blacks thought about death
more than Whites, but overestimated their life expectancy.
Whites tended not to think about death very often, and
predicted their life expectancy fairly accurately in
agreement with statistical norms. Hispanics thought about
death more, and accurately predicted life expectancy. These
characteristics may reappear in this study’s measures of
finitude perceptions and death anxiety scores.

EDUCATION: Riley’s (1963) study showed a higher level
of education related to fewer thoughts of death, and more
positive attitudes to death. Riley conducted a nationwide
survey to find persons with higher education (grade 12 and
beyond) prepared for their death in middle age (40-50
years), while those with lower education waited until age
60. He pointed out that relatively few people prepare for
death. Similarly, Phalon (1978) reported that seven out of

ten people fail to plan ahead and die without leaving an
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estate will. Thus, ADs may not be completed by those over
65 with lower educational level, but those with higher
education may complete ADs in advance.

In contrast, Mullins and Lopez’s (1982) findings
disagreed with Riley’s (1963) view. They explained
education as being reflective of social status. Hence,
education and social status may be an important element to
give life meaning with advancing age. Furthermore, Mullins
and Lopez hypothesized that those with higher education and
advancing age may show higher DA. This growing fear of
death may result from the educated elder thinking that all
was not accomplished that could or should have been done
during a lifetime. Thus, with greater value attached to
self or life, death anxiety may increase.

Tate (1982) found elderly women with a grade school
education had less DA. She explained this incongruous
finding to mean that these subjects held an uncomplicated
world view and a greater unconditional acceptance of
traditional religious and other beliefs and values. Thus,
considering all these findings, educated and uneducated
elders may not prepare ADs being hindered by death anxiety
and/or lack of education.

RELIGION AND SPIRITUALITY: Kalish (1985) found

moderately religious people fear death more than the devout

or irreligious. McDonald (1976) found conflicts in the
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research investigating the relationship between religious
variables and the fear of death. Studies have shown a
positive, negative, or no significant relationship between
DA and intensity of religious devotion. McDonald’s research
did find that Mormons’ attitudes toward death exhibited a
lower DA as a result of their religious experiences. Keller
et al.’s (1984) study of persons age 18 to 87 found an
inverse relationship between belief in an afterlife and
death anxiety (p < .05). These findings may coincide with
the spirituality scores and religion preferences of elders
in this study.

HEALTH: Mullins and Lopez (1982) assert that a
person’s health is an important consideration of death
anxiety. Templer (1970) indicated that poor health
correlates with high DA. Conversely, Swenson (1961)
reported elders with poor health look forward to death
without fear. Mullins and Lopez found elders with good
health to have higher DA if they perceived their health as
poor. This held true for all elders over 65, and was
associated with poor subjective physical well-being and with
actual functional well-being. Tate (1982) conducted a study
on N = 60 community dwelling women over 65 years. She found
health problems positively associated with DA. She
summarized a prior significant study by Templer (1971) to

show no significant relationship between DA and the somatic
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score on the Cornell Medical Index in retired persons.
Templer (1971) concluded that an individual’s mental health
was a more important determinant than his/her physical
health. Tate then explained her findings to relate DA to
trauma or loss. In summary, health, both actual and
perceived, plays an important role in DA and may be
reflected in this study’s health ratings and DA correlates.

PERSONALITY: Personality and DA have correlates

according to Dickstein’s (1972), and Frazier and Goodman’s
(1988) study. Dickstein found death concern was a
personality variable which interrelated in complex ways with
other personality variables. For example, the high death
anxiety sample group (N = 160) avoided change, held a low
future time perspective, had more health concerns, and
showed higher state and trait anxiety. Interestingly,
internal and external control measures did not correlate
with DA. Lester (1967) correlated personality factors and
life experiences as important determinants of fear of death.
Templer (1971) found high correlation between death anxiety
and depression. He tentatively concluded that high death
anxiety is commonly a part of a depressive syndrome in
elderly persons. Conte et al.’s (1982) study and Koocher,
O’Malley, Gogan, and Foster’s (1980) study confirmed this
connection with persons at any age. Rudick and Dibner

(1961) found DA correlates with Minnesota Multiphasic
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Personality Inventory (MMPI) dimensions of Hypochrondriasis,
Hysteria, Dependency, and Impulsivity. Conte et al.’s.
(1982) study found high level of death anxiety related to
personality maladjustment, general anxiety, and depression
at any age. Koocher et al. (1976) also found correlation
between depression and high death anxiety at any age.
McDonald’s (1976) literature review found mentally ill
patients express a greater fear of death without relation to
age. In summary, personality characteristics influence the
levels of death anxiety and may influence actions to discuss
or complete ADs. These characteristics will not be measured
in this study, but may influence the results as unmeasured
confounding variables.

ATTITUDES TOWARD AGING: Death anxiety also correlates

with attitudes toward aging. Those with fear of aging or
negative attitudes toward the old have a higher fear of
death (Salter & Salter, 1976). Eakes (1985) found this same
correlation among full-time nursing home staff members.
Thus, health care providers can have negative attitudes
toward the aged, and manifest a higher death anxiety. Both
negative attitudes and high death anxiety of care-giver and
client may strongly impact decision making and end-of-life
health care of the elderly without ADs.

HEALTH CARE PROVIDERS: Gottfried (1993) studied the

literature for death anxiety in health care providers. She
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found the following: (a) death anxiety of physicians
decreased as age increased, and (b) death anxiety of nurses
and social workers was influenced primarily by personal
factors and secondarily by professional training and
experience. Vickio and Cavanaugh’s (1985) nursing home
study sampled eight occupational groups. They showed higher
death anxiety to correlate positively with greater anxiety
toward aging. Eakes (1985) studied convalescent home
nursing staff (N = 159) and found the same results. Schultz
and Aderman’s (1979) study of physicians agreed with
predictions that physicians with high death anxiety kept
dying patients in the hospital five days longer than
patients treated by physicians of medium and low death
anxiety. Other studies showed inverse relationships between
fear of death and comfort working with dying patients (S. B.
Brent, 1991; Depola et al., 1992; Hare & Pratt, 1989;
Holman, 1990).

In summary, death anxiety of elderly clients and
providers have similar and varying characteristics. Death
anxiety has an inverse relationship with age, experience
with death and dying, education, and income. Death anxiety
directly correlates with ageism, depression, personality
disorders, and fear of aging. The moderately religious and

spiritual exhibit higher death anxiety.
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Perceived Distance to Personal Death

In this final section, finitude or the individual’s
estimate of the amount of time left to him/her before death
will be discussed. Unlike death anxiety, few current
articles address perceived distance to personal death and
its measurement. Chappell (1975) hypothesized finitude
perception or awareness of death as the variable to trigger
the disengagement process. According to Cumming, Dean,
Newell, and McCaffrey (1960) disengagement involves mutual
withdrawal by both society and the elderly. The theory
postulates the disengagement process as universal,
inevitable, and occurring during old age. Thus, finitude
precedes disengagement, and involves a subjective change in

time perspective. Chappell divided finitude into two

components: (a) knowledge of impending death, cognition
that death is relatively near, or perception that one’s
remaining life is relatively short and (b) the meaning that
this knowledge has for the individual’s future or their
subjective attitude towards the future. The impact of the
knowledge of death is reflected in the person’s attitude
towards life (Chappell). This subjective concept was termed

by Chappell as future time perspective. Like Cumming et

al., Gorney (1968) equated age with awareness of death.
However, Falk (1970) interpreted finitude as being the

objective distance from death or a concrete time measure
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(hours, days, months, years, etc.). Chappell hypothesized
finitude to include the individual’s attitude towards the
future, and not a preoccupation with past, present, or
future. Spence (1968) studied elders’ future orientation
and life satisfaction. He measured future orientation by
how respondents planned ahead and how they would change life
in the present. He concluded that as people age those
desiring change continue to plan, but the oldest old (75 and
older) desire less change in their future and plan less far
ahead than the younger old (60 to 64 and 65-74). Chappell
extends this concept to state, "As a measure of future
orientation, planning could well depict a person’s realistic
adaptation to his situation, especially in the case of the
aged" (p. 329). Planning then manifests a future time
perspective, but not the attitude toward the future
(Chappell). Kastenbaum (1964) found the elderly prefer
futurity over pastness and familiar routine. Chappell’s
study of forty hospitalized elder patients confirmed these
findings. Chappell borrowed a self-evaluation of nearness
to death question from Chellam (1964) to use as an
instrument in her study. Subjects demonstrated a large
‘don’t know’ nonspecific response to estimate time remaining
to them. The investigator interpreted this as not lack of
knowledge or fear of death, but the irrelevancy of the exact

amount of time remaining. It was irrelevant because the
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subjects expected to live under medical care and to die in
the hospital. The author felt that it was probably
realistic for one not to be able to estimate when he/she
will die. 1Interestingly, she found no relationship between
age and finitude and future perspective measures. She did
not know if this lack of correlation resulted from the
institutionalized environment or the specialized situation
of the subjects. Considering the findings, Chappell favored
further research of perceptions of other institutionalized
and non-hospitalized relatively healthy elders. This study
will apply Chappell’s finitude self report question to
determine outpatient elders’ perceptions of perceived
distance to personal death, and to determine if a
relationship exists with completion of ADs.

Opposite to Chappells (1975) findings, Lieberman and
Coplan (1970) examined distance from death as a variable in
the study of aging. They hypothesized that the awareness of
finitude is an organizing or focal concern for the aged.
They studied death-near (DN) and death-far (DF) ambulatory,
physically and cognitively intact individuals (N = 80) ages
65 to 91 years. Being a longitudinal study, DN subjects
died within a year of testing and DF subjects survived at
least three years after testing. Twenty-three variables
measured emotional life of the aged. Variables significant

to this study included fear of death and time to death.
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Findings suggested that it is important to differentiate
subjects according to socioenvironmental conditions as well
as distance from death. DN subjects from a stable
environment exhibited no storminess, no reactivity, or
disruptiveness considering their own death. Equanimity
characterized a resolution of the death issue. DN subjects
in unstable environments or undergoing environmental change
experienced anxiety about death. This may have reflected
state or generalized anxiety instead of specific death
anxiety. Lieberman and Coplan (1993) also found it
difficult to conclude that the aged give more attention to
death than nonaged populations. Study results showed elders
to talk more openly about death and consider it a more overt
issue. This coincides with the research by Stelter et al.
(1992) that demonstrated elders to have interest in
discussing their health care decisions, health, and ADs. 1In
the Lieberman and Coplan study, many subjects developed a
personal viewpoint toward their own death, but did not show
a preoccupation towards death as a component of aging. They
found death a meaningful issue for the aged when distance
from death is relatively brief (one to two years). The two
researchers then hypothesized that the death issue becomes
prominent in middle age. Supporting this hypothesis,
Shuster and Ashburn (1992) reviewed the literature and found

evidence that the middle adult years are characterized by
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facing one’s mortality. Middle-aged adults become acutely
aware that time and life are finite. Life then becomes
measured by time left to live versus time from birth.
Shuster and Ashburn also found the DN individuals attitudes
were tempered by religion, culture, education, and personal
perspective on life and living. Of significance is the view
that elderly people do not fear death, but fear the
anticipated pain of the dying process and abandonment of any
type. They must also cope with living while they are dying.
Many adults repress thoughts of personal death until times
of critical life-changing events. If acceptance of personal
mortality is not resolved, anxiety can increase and
interfere with implementation of constructive coping skills.
Rappaport, Fossler, Bross, and Gilden (1993) found increased
death anxiety in elders who took one day at a time and did
not plan for the future. For example, repression of
awareness of death can delay making plans for the dying
process such as completion of ADs. A critical life-change
event may include hospitalization for diagnosis of a life
threatening illness. Although finitude perception may
surface, the severity of the situation may hinder effective
coping and making personal medical care decisions. Erikson
(1986) felt life expectancy involves modified change over
time and becomes influenced by identity crises and religious

experiences. Marshall (1975) saw Erikson’s (1968) eighth
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identity crises precipitated by awareness of finitude.
Integrity or emotional integration of the life cycle,
opposes despair or the feeling that time is too short to
constructively change (Erikson, 1968). Despair may manifest
itself as contempt with particular institutions or persons
(i.e., hospitals, health care providers). This displeasure
is actually a projection of contempt of self (Erikson,
1968). Conversely, integrity means the integrated
adaptation to the triumphs and disappointment of being
(Erikson, 1968). Goebel and Boeck (1987) hypothesized and
found that ego integrity and fear of death are inversely
related in older adults. They felt older persons have more
death rehearsal and acquire a greater acceptance of personal
finitude with ego integrity. Most people facing death hope
for an appropriate death or the opportunity to die in a
manner consistent with their values and lives. Conversely,
elders who enter institutions perceive loss of control of
their lives and may feel hopeless, heipless, and in despair.
Death becomes inevitable and inescapapble with control taken
out of the hands of the individual. Considering the problem
of loss of control and resulting despair, completion of ADs
in advance to institutionalization can foster ego integrity
and help the elder maintain control in medical decisions for
care at end-of-life. Thus, facing finitude can become an

enriching rather than a frightening self-defeating
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experience (Shuster & Ashburn). It can also foster positive
future planning, such as consideration of documenting
advance directives.

Keith (1983) conducted a contemporary study of
perceptions of time and distance from death. She randomly
sampled older persons (N = 568) ages 72 to 99. The majority
were Caucasian or Protestant with less than eight years of
education. The results showed many older persons do not
conceptualize the last of their lives in term of how much
time is remaining or choose not to reveal perceived distance
from death. Nearly half (49%) of the respondents did not
quantify time remaining. As in Chappell’s (1975) study, age
was not a variable in quantification of time remaining.
However, many subjects perceived themselves as not old, but
middle-aged and having plans for the future. Thus, persons
with specified years remaining promoted organization of time
and held more favorable attitudes toward death. Conversely,
those with higher death anxiety failed to plan ahead and
failed to anticipate the hazards and opportunities ahead.
This correlation may become evident in this study’s
comparison of death anxiety, finitude, AD discussion, and AD
completion. Of interest, Keith also found poorer health not
associated with perception of finitude. Among both men and
women, age (males, r = -.33; females, r = -.32; p < .05) was

inversely related to perception of finitude and was the
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chief variable in determining amount of time remaining.
Next in importance for considering longevity was being
married versus widowed, divorced, or separated. Keith
concluded that just being o0ld does not insure contemplation
of finitude. Thus, those who perceived distance to death,
whether long or short, had less anxiety, better health
perception, and made future plans.

Unlike other researchers of finitude, Marshall (1975)
did establish a strong positive correlation between age and
finitude. He examined age, social comparison processes
(disengagement, self-focusing, and life-review) and finitude
relationships. He studied healthy, middle~class residents
of a retirement village. The subjects, ages 64-96, were
mostly high school educated and above. He used Chellam’s
(1964) awareness of death four-point question, and a series
of questions about time perspective. He criticizes
Chellam’s study for confounding the independent variable of
death awareness with extraneous factors. He proposes
finitude as a dependent variable of age. His nominal and
percentage results of the young-old (64-75 years),
middle-old (76-84 years), and old-old (85-96) demonstrated
that the older an individual is, the less time he estimates
before death. He also found positive correlates to age of
parents at death and number of deceased siblings. This

demonstrates that a person’s awareness of finitude can be a
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social comparison process, and not a simple function of age
(Marshall). Marshall concludes that gerontologists should
give more direct attention to awareness of finitude as a
variable influencing developmental processes of aging.
Although Chellam pioneered the operationalization of
finitude, later studies by Chappell (1975), Keith (1982),
Liberman and Coplan (1970), and Marshall improved on the
instrument, research methods, and results.

This final paragraph will discuss two studies that
correlate death anxiety and death awareness. The first
study by Basque and Lawrence (1977), explored the
relationship between death anxiety and future time
orientation in elderly people. Their review of the
literature connected low death anxiety with good health and
religiosity. The random sample consisted of 88 urban
dwelling Caucasian women over age 62. Most classified
themselves as high school educated, single or widowed, and
Protestant. The instruments included a biological form and
four questionnaires, one of which was Templer’s (1970) DAS.
Results of the study showed a positive correlation between
death anxiety and subjective time perception. The study did
not provide new information on death anxiety and religiosity
with a correlation of .09 (p = .05). The study is not
generalizible due to no male subjects; however, the results

may be reflected in this study’s female responses.
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The second study of death anxiety and finitude

perceptions was conducted by Devins (1979). He conducted
research on a three-subject population consisting of 86
young, 62 elderly non-life threatened and 63 elderly
life-threatened persons. A standardized interview included
administration of the Templer (1970) DAS and Reaction to a
Living Will (RLW). The RLW question rated subjective
reactions on a seven-point scale from strongly agree to
strongly disagree. The question asked: "If the situation
should arise in which there is no reasonable expectation of
my recovery from physical...disability, I request that I be
allowed to die and not be kept alive by artificial means or
'heroic measures’" (Devins, pp. 302-303). Identified as one
of the five components of DA was proximity to death. This
score had two levels (young versus elderly). Results showed
age directly related to death anxiety. The younger
participants exhibited the highest DA scores.
Thanatologists attribute this counterintuitive finding to
the unconscious psychological defense of denial in elders
(Devins). Devin speculated that the elderly may be willing
to discuss death-related thoughts and concerns with a spouse
or intimate friend, but knowledge of their finitude rendered
the topic too sensitive for discussion with a stranger.
Conversely, younger persons with more distance perceptions

of death were possibly not more death anxious, and more
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willing to discuss their death related feelings. An
alternative explanation by Devins involves acceptance of
death as unavoidable. For example, elders commented that
while they disliked the idea of death, they were not afraid
of death. The younger subjects did not make these comments.
Perhaps the closer proximity to death induces elders to
reflect seriously on finitude and come to terms with death.
The more distant perception of death proximity by youth may
permit them to postpone deliberation. Finally, Devins
examined the findings for relationship between DAS and RILW.
A multiple regression analysis was conducted with resulting
low significance for the two elderly groups (r = .28, p <
.05). Devin’s concluded that elderly persons, who
experience greater difficulty resolving issues of personal
finitude, may display greater death anxiety and more
pronounced ambivalence concerning passive euthanasia as
stated in the RLW question. This assumption may show in
this study’s data results of elders DAS scores, finitude
perception ratings, and completion of AD scores. This again
leads to the question: Why do persons age 65 and older

delay completion of ADs?

Summary

To summarize, the Wetle et al. (1988) framework

consists of four interrelated factors: Medical,
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institutional, client, and provider. Medical factors

include: (a) medical risk, (b) quality of life, (c) degree
of pain and suffering, and (d) cognitive function.

Institutional factors contain elements of: (a) policy and

procedure, (b) ethics committees, and (c¢) legal issues.

Client factors include elements of: (a) age, (b) personal

wishes, and (c) significant other’s wishes. Provider
factors encompass elements of: (a) society’s values and (b)
health care professional’s values. These four decision-
making factors interrelate and influence the medical
decision-making process. Decision making for end-of-life
medical care involves a series of stages in which the client
interacts with individuals and events (Becker, 1974).
Perceptions of health, religiosity, and finitude, as well as
death anxiety and associated demographics are proposed to
affect the decision outcomes. Nurses, as a health care
provider component, can influence the client factors during
the entire process to promote effective decision making
concerning advance directive discussion and completion.
Nurses can act as motivators, educators, threat reducers,
and enablers to assist clients to identify the benefits and
barriers to completion of ADs. Nurses can also collaborate
with physicians and act as a liaison between the client,
significant other(s), and additional health care providers

assisting with AD education and completion. Once educated
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about ADs, the client can consider the options, make
informed choices, and face end-of-life assured that his/her
preferences for medical care are known by health care
providers and significant others. Considering this ideal
and the statistical facts that few elders discuss or
complete ADs, the remainder of this thesis will address
research methodology, analysis and discussion of the
findings to attempt to identify variables influencing the
answer to the question: Why do elderly clients age 65 and
older defer making end-of-life decisions until absolutely

necessary?
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CHAPTER III

METHODOLOGY

Introduction

The purpose of this study was to explore the
relationship between clients’ sociodemographics, advance
directive preparation, degree of death anxiety, perceived
spirituality, perceived health, and perceived distance to
personal death. A secondary purpose was to explore clients’
reasons for completion or noncompletion of advance
directives. The study was built upon the work of Gottfried
(1993) and Palmer (1992). It was organized according to the
Wetle, Cwikel, and Levkoff (1988) decision-making model. It
was influenced by Orem’s (1991) theory of self-care, and
Pender’s (1982) modified health belief model. The design of
the study was Level II descriptive. In agreement with
Palmer and Gottfried, the ultimate goal was to improve

satisfaction among all involved with end-of-life decisions.

Setting and Sample
The setting was located in a southwestern U.S. city.
Five ambulatory care and wellness clinics affiliated with a
local hospital belonging to the Carondelet Health System and
University Medical Center provided access to the sample

population. A city park center and retirement community
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supplied additional participants. The clinics provided
older clients with health assessment, education, and
promotion; disease prevention; and counseling on management
of chronic illness. The city park center provided organized
socialization and recreation for seniors.

The sample size was a total of 105 clients. To
increase representativeness, an average of 15 seniors from
each setting were chosen to participate. A convenience
sampling procedure was used based on subjects fit to
criteria, and willingness to participate. Determination of
eligibility for study participation involved the following
inclusion criteria: (a) age 65 and over, (b) attending an
ambulatory care clinic, (c) possessing capacity to consent,
and (d) being able to read and write English.

The data collection was done by the investigator in
each clinical setting. Potential for bias included: (a)
nonrandomized sample selection and (b) questionnaire
administration by the investigator. According to Burns and
Grove (1993), bias stems from any influence or action that
distorts findings or slants them away from the true or
expected. Nonrandomized subject selection may introduce
systemic bias and measure values different from the
population (Burns & Grove). Likewise, investigators
attitudes during administration of the questionnaire may

distort subject response. To minimize the potential for
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bias and add power, the investigator planned a larger sample

size and standardized approach to each participant.

Protection of Human Subjects

Before data collection, Human Subjects approval was
received from the Human Subjects Committee of the University
of Arizona Health Sciences Center, the College of Nursing,
and the Research and Development Committee of Carondelet
Health Care. The study was granted exempt status that
requires a disclaimer statement to precede the
questionnaire. Willingness to answer the guestions implied
consent. (See Appendixes B, C, D, E, and F for the consent

form and human subjects approval forms.)

Procedures

Clients were approached individually by the
investigator and/or referred by a nurse practitioner and
nurse case manager in the seven settings during a five-week
time period. A brief written description was read
explaining the study’s purpose and requesting their
participation. Upon subject agreement, the disclaimer was
read by the client. The client was then given approximately
20 minutes to complete the questionnaire according to
written instructions. Upon completion, the subject retained

the copy of the disclaimer, and deposited the questionnaire
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in a large closed cardboard box with a paper entry slot.
Anonymity was assured by use of coded identification
numbers, and by mixing completed questionnaires in the box

before return to the investigator.

Instrument Selection
Two instruments were chosen, Templer’s (1970) Death
Anxiety Scale (DAS), and Chappell’s (1976) Perceived
Distance to Personal Death (PDPD) question. Each of the
instruments will be reviewed for validity, reliability, and

pertinence to the study.

Templer’s (1970) Death Anxiety Scale

Prior to the Templer (1970) DAS, few assessment
techniques and questionnaires had documented reliability and
validity in measuring death anxiety. According to Gottfried
(1993), multiple instruments were developed to measure
components of death anxiety, and death anxiety in a global
sense. This study chose Templer’s (1970) DAS as a global
measure with tested reliability, validity, and
reproducibility. The next paragraph discusses the
development of the DAS, and compares it with Boyar’s (1964)
scale.

As one of the first death anxiety scales, the Fear of

Death Questions (FODQ) developed by Boyar in 1964 contained



134
face validity, but not construct validity. In comparison,
the DAS reflected a wide range of experiences related to
dying, demonstrated test-retest reliability, internal
consistency, and high intercorrelation with other tests of
anxiety (Templer, 1970). The DAS started with 40 items.
After expert judges rated the items for face validity, 31
items remained. 1Internal consistency was determined by
item-total score point biserial correlation coefficients.
After computation, 15 items had significant item-test score
correlations and comprised the final DAS (Lockard, 1989).
Templer established validity of the DAS by two separate
procedures. One, by scores of high death anxious
psychiatric patients exceeding scores of controls. Two, by
significant correlation with Boyar’s FODS and with a
sequential word association task. The DAS also correlated
with the Minnesota Multiphasic Personality Inventory (MMPI)
personality variables related to high death anxiety.

Since inception, the DAS has the virtue of ease of
administration, and has been included as an instrument in
numerous research studies showing test-retest reliability
(Lockard, 1989, Thorson, 1992). Rappaport (1993) names the
DAS as the most commonly used instrument to measure death
anxiety. Rigdon and Epting (1981) consider the DAS to be a

complex multidimensional measure of response to death.
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The DAS as a pencil and paper scale consists of 15 true
or false statements (see Appendix G) that measure conscious
death anxiety (Lockard, 1989). Nine items are keyed true
and six are keyed false for reduced response bias. The DAS
scores range from 0 (no death anxiety) to 15 (high death
anxiety). A total scale score in obtained by summing items
according to a key test (see Appendix H). Additional data
collected by Templer and Ruff (1971) revealed the following:
(a) means of normal subjects tend to vary from 4.5 to 7.0
with a SD of 3.0, (b) psychiatric patients obtain higher
scores than normals, (c) females score higher than males,
(d) embedding DAS items in the MMPI show little or no effect
on scores, (e) DAS scores of 2,500 subjects ages 19 to 85,
show no relationship between age and DAS scores, and (f) the
DAS has a reliability index of .83 and a coefficient of
internal consistency of .76. However, Hutchinson and
Scherman (1992) have found other studies to have lower
levels of internal consistency. Neimeyer (1988) notes
internal consistency for the original DAS as being estimated
at only .65 and .43. This may reflect the
multidimensionality of the test. Neimeyer also reports its
use in over 60% of death anxiety studies since 1978.

In summary, the Templer (1970) Death Anxiety Scale has
the strength of ease of administration and scoring,

validity, reliability, test-retest reliability, internal
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consistency, and wide-spread use. This investigator chose
the DAS for these reasons, and to correlate client scores
with the Gottfried (1993) study clinician DAS scores.

chappell’s (1975) Perceived Distance to Personal Death

Measure

Chappell (1975) developed a one-item subjective
measurement (see Appendix I) to assess an individual’s
perceived distance to personal death (PDPD). The PDPD
allows an individual to estimate the amount of time left to
him/her before experiencing death. The measure, as a forced
choice indicator, proves superior to the direct question
method (Marshall, 1975). However, it is not as
discriminative as a visual analog scale. The measure in the
form of one question, allows the subject to choose one of
five responses. The responses include: (a) I will be
around for some time yet; more than ten years, (b) I have a
little while longer; oh, at least five to ten years, (¢) not
too much longer; less than five years, (d) the end may be
any time now, and (e) I don’‘t know. Item (a) receives a
score of 1, (b) a score of 2, (c) a score of 3, (d) a score
of 4, (e) a score of 5. No reliability and validity
measures were available in the literature. According to
Burns and Grove (1993), the PDPD question as a rating scale
comprises the crudest form of measure. The fineness of

category distinction is variable and should avoid outlier
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statements. Due to considerable random error and systematic
error potential in rating scales, the final score will be
the sum of scores or a summated scale (Burns and Grove).

S8ociodemographics and Perceptual Measures

Similar to the Gottfried (1993) study, selected
sociodemographics augmented the questionnaire scales. The
sociodemographic questions correlate with client death
anxiety factors, and explore client advance directive
completion. The data requested from the client included:
age, gender, religious affiliation, importance of
spirituality, ethnic origin, occupation, employment status,
education, marital status, income related to poverty,
perceived health status, and perceived distance to personal
death. Also requested were measures of AD discussion,
perception of AD importance, and AD completion. 1In
addition, the client may write a brief rationale for AD

omission or completion (see Appendix G).

Data Analysis
Once the data was collected, it was hand coded
according to a coding dictionary. The data was then entered
for computer analysis into an SPSS program by a research
assistant. Measures of central tendency (mean, median, and
mode) and dispersion (range and standard deviation) were

computed for the entire sample. Relationships between
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scores of the DAS; PDPD; perceptions of spirituality,
health, and AD completion; and sociodemographics were
explored using contingency tables and Pearson’s Product
Moment Correlations. Examination of the relationships
between the young-old and old-old’s DAS, PDPD, and
perceptions of health, spirituality, and AD completion also
used the Pearson r. A parametric test or the student t-test
was used to analyze differences among the young-old and the
old-old. The chi-square test of independence was used to
assess the relationships between AD completion and AD
noncompletion and the client nominal category
sociodemographics. This test finds the significance of any
true departures from the frequencies that would be expected
by chance (Brink & Wood, 1978). It is used to analyze
nominal data to determine significant differences between
observed frequencies within the data and frequencies that
were expected (Burns & Grove, 1993). The probability that
this sample is representative of a larger population will be
expressed as p = .05. The alpha coefficient or ’level of
significance’ is also set at .05. The two qualitative
questions were content analyzed for significant themes.

Frequencies were then measured for for each recurring theme.
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Summary

This chapter focused on methodological protocol. A
descriptive study was conducted to determine the
relationships between clients’ death anxiety, perceived
distance to death, spirituality, perceived health, advance
directive preparation and sociodemographics. A convenience
sample of 105 clients participated in the study. Data was
collected by the investigator at seven sites. Data was
analyzed using Pearsons r, frequency distributions, chi

square test of independence, and student t-tests.



140
CHAPTER IV

PRESENTATION OF THE DATA

Introduction
This chapter presents the study findings. These
include descriptive and inferential analysis or results of
correlations with statistical significance for the study
variables. The probability for statistical significance was

set at a p < .05.

Descriptive Findings
The Sample and Setting

A convenience sample of 105 community dwelling and
wellness center attending seniors ages 65 to 98 participated
in the study. Each subject spent approximately 20 to 30
minutes completing a questionnaire containing questions
pertaining to sociodemographics, advance directives, death
anxiety, and perceived distance to personal death (see
Appendices G, H, I, and J).

A total of 117 questionnaires were distributed. Nine
were not returned, one was lost, one was incomplete, and one
completed the questionnaire, but refused to sign the
consent. This resulted in a 90% usable return rate.

Seven sites were chosen to access seniors in retirement

communities (n = 27) and wellness centers (n = 78). Of the
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wellness centers, three were University of Arizona sponsored
(n = 34) and three were private hospital sponsored (n = 44).
The geographical distribution of the sample primarily
reached senior residents in south, west, central, and east
Tucson.

Following completion of the questionnaire, the
investigator counseled each participant and offered a
booklet entitled ’About Advance Directives’ with an added
fact sheet for community counseling resources if they
experienced increased death anxiety as a result of
participation in the study (see Appendix K). After being
approached by the investigator and reading or hearing the
title, more than half of the potential participants (n ~300)
refused consent. Several cried or broke out into a sweat
and could not start or complete the questionnaire. The
investigator counseled these seniors and learned their death
anxiety was heightened by recent spouse or family member
deaths. A fact sheet about advance directives was given to
nearly all seniors approached (see Appendix L). It must be
considered in the findings that those agreeing to
participate possibly had lower death anxiety than those
refusing to participate. Thus, the samples’ death anxiety

scores would be predominately low as measured.
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Sociodemoqraphics

Sociodemographic variables studied included: Age,

gender, marital status, education, religion, ethnicity,
employment, and income. Table 1 gives the age-based
statistical findings for the sample’s categorical variables
of gender, marital status, ethnicity, employment, and
religion. The following paragraphs contain a brief
discussion of these findings according to each category.

For gender, the majority of the subjects were female (n
= 67, 64%), with 38 males (36%) completing the sample. Both
were equally distributed in the young-old and old-old age
groups.

Marital status for the sample included: 53.3% married

{(n = 56), 31.4% widowed (n = 33), 13.3% divorced or
separated (n = 14), 1.9% never married (n = 2). The
majority of the widowed were in the old-old age group (64%).
The majority of the married were in the young-old age group
(n = 39).

Subjects rated their ethnicity mainly Caucasian (n =
91, 86%). For gender, Caucasians were 64% female and 36%
male. Hispanics were 29% female and 71% male. The other
ethnic groups were all female.

Employment statistics showed that the majority were
retired (n = 99, 86%). It was not determined if the

employed part-time (n = 4) were also retired.
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Table 1

Summary of Sociodemographic Categorical Variables

Group
Young-01d 0l4-014 Total
n £ n £ n £
Category
Gender (n=105)
Male 21 55 17 45 38 36
Female 37 55 30 45 67 64
Marital Status (n=105)
Married 39 70 17 30 56 53
Widowed 12 36 21 64 33 32
Divorced 6 43 8 57 14 13
Never married 1 50 1 50 2 2
Ethnicity (n=105%5)
Caucasian 49 54 42 46 91 86
Hispanic 6 100 6 6
Afro-Am. 1 50 1 50 2 2
Native-Am. 1 25 3 75 4 4
Other 1 50 1 50 2 2
Employment (n=105)
Retired 54 54 45 46 99 94
Part-time 3 75 1 25 4 4
Unemployed 1 100 1 1
Never-Employed 1 100 1 1
Outside of Home
Religion (n=104)
catholic 16 57 12 43 28 27
Protestant 31 57 23 43 54 52
Jewish 3 100 3 3
None 3 43 4 57 7 7
Other 4 33 8 67 12 11
Legend. n=number, f=frequency in percent, Young-old=65-74,

0ld-0ld=75+, Am.=American.
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Subjects religious affiliations favored Protestantism
for both age groups. Both the Catholic and Protestant
groups measured equal distribution among the age groups.
Subjects listed religions in the ‘other’ category as:
Nonsectarian, Atheist, Agnostic, Mormon, Quaker,
Episcopal-Anglican, and various Protestant denominations.
The denominational groups listed in the ‘other’
classification were not combined with the Protestants.

Only one subject did not respond to the religion question.

Table 2 gives the sociodemographic continuous variables
for the two age groups. These variables included: age,
education, and income. The table also lists as continuous
variables the subjects’ perceptions of health and importance
of spirituality.

Ages of the subjects who completed the questionnaire
ranged between 65 to 98 years, with a sample mean age of
75.6 years (SD = 6.7). The young-old ages 65 to 74 years
totaled n = 58 or 55.2% with a mean age of 70. The old-old
ages 75+ years totaled n = 47 or 44.8% with a mean age of
77. All subjects (n = 105) responded to the age variable.

Educational levels showed that the majority of the men

and women had completed high school or less. Of the men (n
= 38), most (29%) had some high school or less. Of the

women (n = 67), most (33%) had a high school diploma.
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Table 2
Summary of Sociodemographic Continuous Variables

Group
Young-01d 0ld-014 Total
m 8D m 8D m 8D
Category
Age 70 3.0 77 1.8 75.6 6.7
(n=105)
Education 2.7 1.2 2.6 1.4 2.7 1.3
(n=105)
Income
(n=93)
8ingle 2.0 0.7 2.0 0.6 2.0 0.7
Married 2.1 0.3 2.1 0.5 2.1 0.4
Health 3.4 1.1 3.1 1.2 3.2 1.1
(n=102)
Spirituality 3.2 0.9 3.2 0.9 3.2 0.9
(n=104)

Legend. m=mean, SD=standard deviation, n=number responding,
Young-o0ld=65-74, 0ld-old=75+.
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For income level, each of the marital status groups
responded to either single (n = 53) or married (n = 40)
income categories. These two categories were broken down
into poverty, low, middle or high income levels. The
majority of the sample, either single (n = 33) or married (n
= 33), received a low income (n = 66).

Subjects’ perceptions were measured for health on a
five point Likert scale. Over 96% of the sample rated their

health as follows: 6.7% poor (n = 7), 19.0% fair (n = 20),

22.9% average (n = 24), 37.1% good (n 39), 11.4% excellent
(n = 12), and 2.9% did not respond (n = 3). A little under
half of community dwelling and wellness clinic attendees (n
= 51) perceived their health as good to excellent. Cross
tabulation of health rating and gender (n = 102) placed a
majority of 15 men (40.5%) and 24 women (36.5%) in the good
category. The married subjects also chose predominately
good and average health. Most of the widowed chose good or
fair health. None of the divorced chose good health and
favored average. Cross tabulations made for the remaining
sociodemographic variables showed similar results.
Interpretation of all values can only be summarized as a
generally healthy community sample with predominately

average and good ratings.

Subjects’ responses to importance of spirituality

predominated with the answer being ‘very important’ (n = 48,
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45,7%). Other spirituality ratings included: 4.8% not very
important at all (n = 5), 17.1% not very important (n = 18),
31.4% important (n = 33), and 1% not responding (n = 1).
Cross tabulation of importance of spirituality with age,
gender, ethnicity, marital status, employment and religion
demonstrated that the majority across the sociodemographic
groups identify spirituality as very important or important.

The importance of spirituality for the sample (n = 104)
appeared to decline with increasing age. However, the
old-o0ld (n = 47) rated importance of spirituality
predominately high as follows: Very important (n = 20),
important (n = 17), not very important (n = 5), and not
important at all (n = 4). Of 38 men, 11 chose very
important, 15 important, 8 not very important, and 4 not
important at all. Of 66 women, 37 chose very important, 18
important, 10 not very important, and only 1 not important
at all. More men (80%) than women (20%) considered
spirituality not important at all. More women (77%) than
men (23%) considered spirituality very important.

Perceived Distance to Personal Death

Subjects wrote numbers or comments about how old they
would like to live to be and how old they think they would
live to be. The PDPD question results also merited
discussion in relation to life time projections. Table 3

gives these three variable’s mean and standard deviation
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Table 3

Summary of Perceived Distance to Personal Death and Advance
Directive Continuous Variables

Group

Young-01d4 0l1d-014d Total

m Sb m SD n SD
8D Category
Like to live 88 7.2 94 6.6 90 7.4
(n=57)
Think to live 84 7.2 88 8.3 86 8.0
(n=64)
PDPD 3.4 1.8 3.9 1.6 3.6 1.7
(n=103)
Importance of ADs 3.5 0.7 3.5 0.6 3.5 0.7
(n=103)
DAS 4.8 3.1 3.8 2.6 4.2 2.9
(n=105)

Legend. n=number, m=mean, SD=standard deviation, PDPD=
perceived distance to personal death, DAS=death
anxiety scale, ADs=advance directives.
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values for the two age groups.

How old subijects would like to live. The majority or

54.3% (n = 57) answered how old they would like to live to
be by giving an age range from 75 to 105. Most chose 85 (n
= 10) or 90 (n = 12) or 100 (n = 14). The mean age measured
90.5 years (SD of 7.4), the median 90 years, and the mode
100 years. The time difference from age to projected end of
life ranged from 1 to 34 years with near equal fregquency (n
=1 to 5). The mean was 15.4 years (SD = 7.68), the median
16 years and the mode 6 years. Those age 65 to 74 years
project a broad range of 6 to 34 years, a mean of 17.3 years
(SD of 7.3), and a mode of 14 years. Those age 75 years and
up project a larger range of 1 to 25 years, a mean of 12.8
years, a SD of 7.5, and a mode of 6.

Over half of the subjects or 52.3% (n = 55) left the
line blank (n = 8). Some wrote in comments pertaining to
remaining physically and mentally healthy (n = 13), not
knowing (n = 16), God’s will (n = %), and as long as
possible (n = 3). Some subjects (n = 7) wrote both numbers
and comments.

How o0ld subijects think they would live. Similar to the

flike to live’ responses, a majority or 71% (n = 64)
answered how old they ‘think they would live’ by giving an
age ranging from 74 to 110. Only one subject wrote both a

number age and a comment. Most chose the more conservative
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numbers of 80 years (n = 12), 85 years (n = 11), or 90 years
(n = 10). The mean age was 85.7 years (SD = 8.0), a median
of 85 years, and a mode of 80. The time difference from age
to end of life again ranged from 1 to 34 years. The greater
distribution of responses (82.8%) fell in the 1 to 17 year
range. The mean was 10.7 (SD = 7.4) and the mode and median
9. Those age 65 to 74 years project a range of 1 to 34
years, a mean of 12.9 years (SD = 7.3) and a mode of 9
years. Those age 75 years and up have a narrower range of O
to 24 years with a mean of 7.8 years (SD = 6.6), a median of
6.0 7ears, and a small mode of 1 year.

Subjects’ written comments (n = 42) predominated with
answers of not knowing (n = 25) or not responding (n = 7).
Several thought it did not matter. Others relied on God’s
will or remaining healthy.

The most frequent ’‘not knowing’ answer to both
questions reflect the samples favored response to the
Perceived Distance to Personal Death question (see Appendix
I). Elders most often chose the statement "I absolutely
have no idea, I do not know" (n = 60, 57.1%). Of this
group, 23 were men and 37 women. Three-fifths of all the
ethnic, religious, employment, and marital status groups
indicated they did not know. Twenty-one percent (n = 22)
thought they would be..."around for some time yet; more than

ten years." Fifteen percent (n = 16) expected to live..."a
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little while longer; oh, at least five to ten years." A
very few (n = 4, 3.8%) indicated..."not too much longer;
less than five years." Only one (1%), chose..."the end may
be any time now." Two elders did not respond.
Advance Directives

Advance directive knowledge. The sample majority

showed unfamiliarity with the term advance directive. The
question asking "Have you ever heard of something called an
Advance Directive?" preceded any questions about ADs and
showed that 70.5% of the 100 respondents (n = 74) answered
no. Of these, 53% were young-old and 47% old-old. Five or
4.8% did not answer the question, and only 26 or 24.8% had
heard of an advance directive. Of these, 62% were young-old
and 38% old-old. Of interest, the majority 57.1% (n = 60)
of 104 respondents had not been hospitalized since December
1, 1991 when the PSDA went into effect requiring hospitals
to inform and educate all incoming patients about ADs.

Importance of advance directives. Participants

response (n = 103) to importance of advance directives

showed that once the questionnaire defined the term AD for
the subjects, they determined ADs as either very important
(n = 61, 58.1%) or important (n = 35, 33.3%). Few thought
ADs not very important (n = 5, 4.8%) or not important at all
(n =2, 1.9%). Two subjects did not answer the question

comprising 1.9%. Cross tabulation of importance of ADs with
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gender, ethnicity, employment, and religion mirrored the
above results. Of 36 men, 16 marked ADs very important, 15
important, and only 2 not important at all. Of 67 women, 45
found ADs very important, 20 important, and none not
important at all. Of both, 44% men and 67% of the women
considered ADs very important. Forty-two percent of men and
30% of women considered ADs important. Eight percent of men
and 3% of women considered ADs not very important. Six
percent of men and none of the women considered ADs not
important at all. Of the married (n = 55), none chose not
important at all and most chose very important (n = 35) or
important (n = 17). Similar results occurred for the
widowed, divorced, and never married.

One of two males that considered ADs not important at
all was 75 years old, had never heard of ADs, was not
hospitalized since 1991, had not completed any ADs, and made
no comment why ADs were not completed. The second male, age
74, had heard of ADs, was not hospitalized since 1991, had
not discussed ADs with anyone, had not completed any ADs,
and stated "I don’t believe in doctors...I believe they kill
as many as they help." Two other males, ages 71 and 77,
indicated ADs were not very important, but they had
completed a living will, DPAHC, and/or Treatment Preference
Form in 1991 and 1990 respectively, had discussed ADs with

their doctor, son, companion, or spouse. The younger stated
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"I prefer things my way." Apparently they had not
understood the term advance directive. A female age 73,
considered ADs not very important, had not completed any
ADs, but had discussed ADs with her daughter, and stated "I
have a copy, but have just not taken time to complete it."
Another female and a male, ages 71 and 73 respectively,
indicated ADs were not very important, had not discussed ADs
with anyone, had not completed ADs, and "Haven’t been
concerned about it." A total of two cases were missing with
no answer written.

Advance directive discussion. The question measuring

discussion of ADs showed instrumental weakness due to
multiple missing cases. For example, the number of subjects
that did not mark a yes or no for AD discussion included:
with no one (n = 70, 66.7%), with doctor (n = 47, 44.8%),
with spouse (n = 36, 34.3%), and with someone else (n = 33,
31.4). The subjects who answered yes to advance directive
preparation discussion yielded the following increasing
percentages: with no one 12.4% (n = 13), with doctor 26.3%
(n = 28), with spouse 40% (n = 42), with someone else 54.3%
(n = 57). Examining the frequencies of each person’s (n =
105) choices, actual outcomes showed subjects’ discussion
included: 24% with no one (n = 25), 37% with one other
person (n = 39), 31% with two or more people (n = 33), 7%

with three or more people (n = 7), and one left blank (1%).
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Many people marked the ’/someone else’ response with plural
answers (n = 25).

For AD discussion with spouse, half of the men (n = 26)

had talked about AD preparation with their mates. Over
two-thirds or 29 of the women (n = 43) had discussed AD
preparation with their husbands. None of the Afro-American
or Native Americans had discussed ADs with spouses. Half of
the Hispanics, 66% of the Caucasians, and 64% of the
young-old and 36% of the old-old discussed ADs with a
spouse. Eighty-two percent of the married subjects had
discussion for AD preparation with a spouse.

For AD discussion with a doctor, only 6 (10%) of men (n

= 20) and 22 (38%) of women (n = 38) marked this choice.
Half of Caucasians and no Hispanics had discussed ADs with a
doctor. More widowed (57%) than married (43%), and 46% of
the young-old and 54% of the old-old discussed ADs with a
doctor.

For AD discussion with someone else, 50% of the men (n

= 22) and 92% of the women (n = 50) had done so. Fifty-two
or 81% of Caucasians, 100% of Afro-Americans and Native
Americans, and no Hispanics had discussed ADs with someone
else. Over 75% of the married and widowed, and 53% of the
young-old and 47% of the old-old had discussed ADs with

someone else.
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In summary, the trend showed a lack of discussion

overall, with the least discussion with doctor or spouse,
and the most with someone else. A blank space was provided
to write in a name or category of someone else. Subjects
usually wrote one response (n = 42, 40%); however, some
wrote two (n = 8, 7.6%) or three (n = 1, 1%). This
qualitative data also showed multiple blanks or missing
cases (n = 53, 50.5%) and showed ’‘someone else’
predominately to include: children or son(s) and
daughter(s) (n = 31, 29.5%), lawyers (n = 10, 9.5%), friends
(n =7, 6.6%), and sister(s) (n = 4, 3.8%). The remaining
one percent or single answers included: doctor, church,
priest, relatives or family, hospital staff, companion, and
an agency.

Advance directive completion. Completion of a durable

power of attorney for health care was accomplished by 56.3%

(n = 58) of 103 subjects answering the question. Those not
completing a DPAHC form were 43.7% (n = 45). Of the women
(n = 65), 66% had a DPAHC. Of the men (n = 38), 60% had not
made a DPAHC. No Hispanics, 75% Native-Americans, 100%
Afro-Americans, and 58% Caucasians had completed a DPAHC. A
small majority of married (56%), widowed (66%), and old-old
(52%) had completed a DPAHC. Whereas, 71% of divorced or
separated, and 64% of the young-old had not. Fifty-four

subjects left blank the year of DPAHC completion. Fifty-one
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responded with the year of completion mean of 1992 (SD =
1.7), a mode of 1994, and a median of 1993. It is not known
if the passage of the PSDA in 1991 influenced the subjects
to complete a DPAHC after 1991.

Contingency tables for completion of DPAHC total

responses and knowledge of ADs (n = 98) showed: 16 (16.3%)

with knowledge of the term AD and completing a DPAHC, 9
(9.2%) with knowledge of the term AD and not completing a
DPAHC, 38 (38.8%) not knowing the term AD and completing a
DPAHC, and 35 (35.7%) not knowing the term AD and not
completing a DPAHC. The differences were not significant
with a p = .300. The majority had no knowledge of the term
AD, but had completed a DPAHC.

Completion of a living will was accomplished by 62.9%

(n = 66) of 103 subjects answering the question. Those not
completing a living will were 35.2% (n = 37). An exact 50%
of the men and 72% of women had made a living will. None of
the Hispanics, two-thirds of Caucasians and 100% of the
other ethic groups had completed a living will. Over 65% of
the married and widowed, but only 43% of the divorced or
separated had a living will. Living wills were prepared by
the young-o0ld (56%) and the old-old (74%). Fifty-two
subjects left blank the year of living will completion.
Fifty-three responded with a range from 1970 (n = 1) to 1994

(n = 12), with the greatest numbers since 1990 (n = 44).
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The mean year was 1990 (SD = 3.85), the median 1992, and the
mode 1994 (n = 12). Of the sample completing a living will,
27.5% (n = 28) had been hospitalized since 1991, and 36.3%
had not been hospitalized. Fifteen or 14.7% were
hospitalized since 1991, but did not complete a living will.

Cross tabulation of completion of living will total

responses and knowledge of ADs showed: 22 (22.4%) with

knowledge of the term AD and completing a living will, 4
(4.1%) with knowledge of the term AD and not completing a
living will, 40 (40.8%) not knowing the term AD and
completing a living will, 32 (32.7%) not knowing the term AD
and not completing a living will. The majority had a living
will, but did not know the term advance directive.

Completion of a values history or treatment preference

form was accomplished by only 34.3% (n = 36) of 100 subjects
answering the question. Those not completing this form were
61% (n = 64). Of this group 74% were men, 58% women, 100%
Hispanic, 64% Caucasian, 61% married, 64% widowed, and 77%
divorced or separated, 52% young-old, and 48% old-old. Many
commented that they did not know what this form meant and
had not heard of additional statements beyond a living will
or a DPAHC. Those that had completed this form and
indicated a date (n = 31) did so from 1970 to 1994 with the
majority after 1990 (n = 24). The year 1994 again had the

highest number of completions with a n = 12. The mean year
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was 1991 (SD = 4.39) and the median 1992. Of those
completing a values history or treatment preference form (n
= 99), 14.1% (n = 14) were hospitalized since 12/01/91 and
22 (n = 22.2) were not hospitalized. Of those not
completing a values history or treatment preference form,
26.3% (n = 26) were hospitalized since 12/01/91. Again, the
majority had been hospitalized since the PSDA and supposedly
educated on ADs, but had not documented their preferences or
values history. Reasons for not documenting this component
of ADs was not directly measured, but may be found in the
client’s comments about not documenting ADs in general.

Cross tabulation for completion of a values history or

treatment preference form and knowledge of ADs showed: 14

(14.7%) with knowledge of the term AD and completing a
values history or treatment preference form, 11 (11.6%) with
knowledge of the term AD and not completing a values history
or treatment preference form, 21 (n = 22.1) not knowing the
term AD and completing a values history or treatment
preference form, 49 (n = 51.6) not knowing the term AD and
not completing a values history or treatment preference
form. The majority (52%) had not completed this component
of ADs and did not know the term advance directive. Usually
the values history or treatment preference form adds
personalized statements to the living will and durable power

of attorney. Often it is not included as an addendum to
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these documents, hence, the client’s unfamiliarity and lack
of completion of a values history or treatment preference
form.

Of the entire sample (n = 105), 31% completed all three
forms, 31% completed none of the three forms, 12% completed
only a living wills, 18% completed both a living will and
DPAHC, 1% completed both a living will and values history or
treatment preference form, 4% completed only a DPAHC, 2%
completed both a DPAHC and values history or treatment
preference form, 1% completed only a values history or
treatment preference form.

Qualitative reasons for AD noncompletion or completion.

The final two questions before the DAS scale and PDPD
question were qualitative. Only 46 subjects (43.8) wrote

reasons for not completing ADs. Categories of reasons in

descending frequency included procrastination (n = 15,
14.3%), uninformed or never heard of ADs (n = 9, 8.5%), have
not given ADs a thought (n = 7, 6.7%), and no reason (h = 4,
3.8%). Additional reasons for not completing ADs with n = 3
or 2.9% included: not important, not concerned, and
misunderstood ADs. Other reasons for not completing ADs
with n = 2 or 1.9% were: needing help, uninformed or never
asked, not knowing, and refusing to state a reason.

Finally, reasons for not completing ADs with n = 1 or .95%
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were: laziness, denial, disbelief, being unnecessary, and a
confused answer.

Reasons for completing ADs were categorized into 20

themes from 116 responses. Forty-four subjects (n = 105)
left the question unanswered. The majority of the responses
related to individual autonomy (n = 26, 22%). Most of the
subjects (n = 28) provided a single theme answer.

Twenty-one provided two themes, 11 offered three themes, and
1 gave four themes. See Table 4 for listing of themes and
frequencies of responses.

Death Anxiety Scores

Following the sociodemographic section, came the Death

Anxiety Scale (DAS). The DAS scale scores ranged from zero

to 15 with zero being no death anxiety, 15 being high death
anxiety. The mean for normal subjects varied from 4.5 to

7.0 with a SD of 3.0. The majority of this sample’s scores
(n = 105) were below 8 with a mode = 3, median = 4, m = 4.3,

and SD = 2.9.

Comparison of DAS scores with gender included a total
of 38 men and 67 women. Cross tabulation results showed 26
men and 46 women scoring 0-5 (low death anxiety range); 9
men and 21 women scoring 6-10 (average death anxiety); and 3
men and no women scoring 11-15 (high death anxiety).

Death anxiety and ethnicity correlates could not be




Total

Frequency
26

12

12

12
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Table 4
Themes Relating to Reasons for Having Completed Advance
Directives
Theme
1. Autonomy
2. To not prolong life if no chance of cure
3. To not live by machine, life support,
or tubes
4. For family members...to spare them of
decision making burden
5. Communication of wishes to others
6. A very important part of death and dying
7. To prepare...plan ahead...avoid problenms
8. Action taken after death of close family
member
9. A time to die
10. To avoid suffering, dying in pain, or
being a burden to others
11. To die in peace and dignity
12. Due to age
13. Unknown or unrelated reason
14. Resulting from social support...lawyer
suggestion
15. To have help...protection
16. To protect assets
17. To improve health
18. Peace of mind
19. Concern
20, Blank...no response
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accurately compared due to the majority of the sample being
Caucasian (n = 91). Within the Caucasian group, 62 scored
0-5 (low), 27 scored 6-10 (moderate/average), and 2 scored
11-15 (high). Of the 7 Hispanic/Mexican American, 3 scored
0-5, 3 scored 6-10, and 1 scored 11-15. The Afro-American
(n = 2) and the Native-American (n = 4) subjects all scored
in the 0-5 range. One Caucasian appearing subject marked
other for ethnicity and scored in the low anxiety 0-5 range.

Death anxiety and marital status results showed of the

married (n = 56) 33 (59%) scored low in the 0-5 range, 22
(39%) scored average or 6-10, and 1 (2%) scored high or
11-15. The widowed (n = 33) subjects scored as follows: 29
(88%) low or 0-5, 4 (12%) average or 6-10, and none high.
Divorced or separated (n = 14) subjects scored: 9 (64%)
low, 2 (14%) average, and 2 (14%) high. Two were never
married and one scored low and the other average for death
anxiety. The literature had a dearth of information on
death anxiety and marital status at any age and none for the
elderly. Thus, this sample’s findings have no comparisons.
Although not significant to death anxiety and the

elderly, employment status did reflect the death anxiety

scoring trends for this sample. For example, 99 subjects
were retired, of these, 67 (68%) scored low, 29 (29%) scored
average, and 4 (4%) scored high. Only one person never

employed out of the home scored average and the remaining






