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Logistic regression analyses found that increasing age was positively and

significantly associated with advance directive completion, statistically controlling for

gender, race, income, education, and coping with death. Results also showed that higher

scores on the Coping with Death scale were positively and significantly associated with

advance directive completion, statistically controlling for age gender, race, income, and

education. Ability to cope with death gives insight to the discrepancy between the strong

support for advance directives and the low completion rates.
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The Influence of Attitudes About Death on Advance Directive Completion

Chapter 1

INTRODUCTION

In 1976, 21-year-old Karen Quinlan lost consciousness and stopped breathing.

She was kept alive in a permanent vegetative state, as ruled by the New Jersey

Department of Health, despite her parents' wishes to terminate treatment. The case was

appealed to the New Jersey Supreme Court where Quinlan's father was appointed legal

guardian of Karen, and her parents' wishes to terminate treatment were granted.

Similarly, in a much publicized case in 1983, 25-year-old Nancy Cruzan was kept alive

after a car accident in a permanent irreversible coma, despite her parents' wishes to

terminate treatment (Baker, 2002). Her parents, after waiting five years to see if her

condition would change, felt that Nancy would not have wanted to be kept artificially

alive and asked the hospital to remove the life sustaining medical equipment. The

hospital would not agree without a court order from the Missouri Supreme Court. The

court denied the Cruzans' request citing a lack of evidence that their decision to remove

life support adequately reflected their daughter's treatment wishes. Cruzan' s case was

brought before the U.S. Supreme Court, where the ruling of the Missouri Supreme Court

received continued support (Fagerlin et al., 2002). After years of litigation, Cruzan's case

returned to the U.S. Supreme Court in 1989. In 1990, the U.S. Supreme Court ruled in

favor of the Cruzans and terminated life-sustaining treatments (Rosenfeld, 2004).

The cases of Karen Quinlan and Nancy Cruzan sparked ethical debates and highlighted

many people's concerns that their loved ones treatment preferences would not be honored

(Fagerlin et al., 2002). The result was the implementation of the Patient Self



Determination Act (PSDA). The PSDA, passed by the federal government in 1991,

requires Medicare and Medicaid funded healthcare institutions to provide their staff and

patients with information on advance directives (ADs) and to follow patient treatment

wishes as indicated in their advance directives. Advance directives are legal documents

that express patients' healthcare treatment decisions. The PSDA and execution of ADs

are designed to protect patients' rights, and legally ensure that patients have autonomy

regarding their treatment preferences, even if they are unable to speak for themselves.

Despite the PSDA, withdrawal of life support without an advance directive is still

an issue today, as seen in the case of 27 year old Teresa Marie Schiavo, who remained in

a permanent vegetative state after a cardiac arrest in 1990. Her husband wanted to

remove life sustaining equipment while her parents disagreed. In 2001, the Florida Court

of Appeals ruled in favor of Mr. Schiavo and removed her feeding tube. Six days later the

Florida legislature passed "Ten-i's law," a law that gave Governor Jeb Bush the power to

have Ten-i's feeding tube reinserted. This law was continuously challenged and the

feeding tube was removed and reinserted a total of three times over fifteen years. On

March 18, 2005, Ten-i's feeding tube was removed for the last time. She died 13 days

later. Completion of an advance directive would have made Ten-i's wishes about life

sustaining treatments clear and may have avoided legal battles (Findlaw, 2005)

Surveys taken of both patients and health care providers have indicated strong

interest, up to 95%, in favor of ADs (Gilligan & Jensen, 1995). Completion of an

advance directive increases patient autonomy regarding end-of-life treatment decisions.

The American Medical Association "believes that advance directives (living wills and

durable powers of attorney for health care) are the best insurance for individuals that their



interests will be promoted in the event that they become incompetent" (AMA, 1999).

Another proposed advantage of an advance directive is reduction of end of life care costs,

as patients often request less aggressive and less expensive treatments (Beck et al., 2002).

Despite the widespread support for and benefits of ADs, actual completion rates are very

low. Advance directive completion rates for the general population range from 4% to

20% (American Medical Association, 1989; Emanuel & Emanuel, 1989; Gallup &

Newport, 1991; Orlander, 1999). A more recent survey found that only 15-20% of the

overall population had completed an advance directive (Last Acts, 2002).

Studies have been conducted to examine factors associated with AD completion.

The bulk of all studies have examined selected populations, such as persons admitted to

hospitals and nursing homes. Studies on attitudes have been mostly qualitative.

Demographic characteristics only explain a limited amount of variation in AD

completion rates. For example, even though older people are more likely to have an AD

than younger people are, completion rates for the elderly remain low. Curiously, 80% of

Americans report having an estate will, yet percentages of those with living wills and

other forms of advance directives are vastly lower (Emannuel et al., 1991; High, 1993).

Researchers have speculated that low completion rates are due to lack of

education on the purpose of advance directives and how to complete them (Emanuel &

Emanuel, 1989; Murphy, 1990). In response, various health professionals have conducted

educational interventions, largely with elderly populations in hospitals and nursing homes

(Gordon & Shade, 1999; High, 1993; Reilly et al., 1995; Rubin et al., 1994). These

interventions have resulted in moderate increases in execution of advance directives. Yet,

despite efforts to improve AD education and accessibility, and a reported high awareness
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of advance directives (Ejaz, 2000), AD completion rates remain under 25% (Colendaet

al., 1998; Cugliari et al., 1995; Emanuel et al., 1991; Last Acts, 2002; Stelter et al., 1992).

Failure of these efforts to increase AD use suggests that other factors influence what

determines AD completion.

Researchers continue to seek to understand why, even after educational efforts

and indicated public interest, people are still hesitant to complete advance directives.

Studies have revealed that certain attitudes are barriers towards AD completion. Many

people cited fear of death as a reason for not completing an AD (Hamel et al., 2002;

Imman, 2002; Vandrevala et al., 2002). Trust in family members was another reason

given for AD non-completion (Beck et al., 2002; Douglas & Brown, 2002; Hamel et al.,

2002). People either trusted family members to make treatment decisions for them, or

were confident that family members knew their treatment decisions and would implement

them without an AD. While some people did not complete ADs because they had already

discussed decisions with family members, others did not complete AD's because they felt

too uncomfortable to discuss ADs with family members. Some noncompleters felt

uncomfortable themselves to make decisions about life support (Beck et al., 2002;

Douglas & Brown, 2002; High, 1993; Nolan & Bruder, 1997; Windland-Brown, 1998).

Others did not complete ADs because they felt that at the current time they were not

necessary (Douglas & Brown, 2002; Hamel et al., 2002; High, 1993). Another

contributing factor to AD non-completion was the feeling that AD forms were too

binding (Beck et a!, 2002; Gilligan & Jensen, 1995). While these respondents felt that the

form adequately expressed their wishes, they were concerned that physicians would

ignore their treatment preferences, or that they would not be able to revise their AD if
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they changed their treatment decisions. Procrastination was another reason for AD non-

completion (Beck et al., 2002; Douglas & Brown, 2002; Hamel et al., 2002; High, 1993;

Imman, 2002). High (1993) found that procrastination was the primary reason, 49%, for

not completing an AD. Douglas and Brown (2002) also found procrastination to be the

primary reason for not completing an AD. It could be argued, however, that

procrastination is not a true reason for AD noncompletion but rather a result of other

motivations, such as fear of death, or discomfort with AD discussion.

The purpose of this study is to explore how both demographics and attitudes

about death predict AD completion in a community wide sample, using quantitative

methods. Existing survey data from a sample of 259 persons in a Pacific Northwest

community will be examined. The nine-page survey consisted of questions about

demographics, advance care planning, spiritual beliefs, attitudes of and experiences with

death and dying, preferred medical practices, and pain management.



Chapter 2

Literature Review

Studies on who completes advance directives can be divided into two broad

categories: 1) demographics and 2) attitudes about death and dying. This literature review

will examine studies in both categories.

Demographic characteristics of persons who complete Advance Directives

Age frequently has been found to be a significant factor in AD completion rates.

The majority of studies suggest that older people are more likely than younger people to

attend to end-of-life decisions. The literature largely focuses on older adults, age 50 and

older, although some studies include younger adults. Orlander (1999) surveyed adults

ranging in age from 22 82 years. Ninety-nine out of 547 respondents, or 18%, had an

AD. Age was the only significant predictor of executing an AD. The oldest quartile,

which consisted of adults ranging in age from 50-82 years, was three times more likely to

complete an AD than the youngest quartile, which consisted of adults ranging in age from

22-3 7 years. Gilligan and Jensen (1995) surveyed 160 patients, of which 26 had ADs,

from three different clinics: General Internal Medicine clinic, HIV clinic, and Oncology

clinic. Patients ranged in age from 20 85 years. Age was a predictor of AD completion

in the General Internal Medicine clinic and the HIV clinic, with older age associated with

having an AD. The average age of AD completion for all three clinics combined was 50

years of age. In a study of hospitalized patients, ranging in age from 24 85, 62% of

people over the age of 65 had an advance directive, while no one in the 20-3 0 year age

group had an AD (Douglas & Brown, 2002). Havens et al. (2000) conducted a

community wide survey in Vermont with a sample ranging in age from 20-8 8 years, with
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the average age of participants at 50.5 years. Older age was significantly associated with

those who had completed an AD.

Studies of older adults ranging in age from 50 to 80+ years also found that

increasing age was statistically associated with AD completion rates (Colenda et al.,

1998; Gorden & Shade, 1999; Manse!! et al., 1992; Rosnick & Reynolds, 2003; Sun et

al., 1999). Gorden and Shade (1999) surveyed adults age 65 and older from a healthcare

program. Their sample of 5117 seniors was divided into three quartiles: aged 65-69 years,

aged 70-79 years and aged 80+. Those in the first quartile had a 26% completion rate,

those in the second quartile had a 35% completion rate, and those in the third quartile had

a 46% completion rate. Additionally, Rosnick and Reynolds (2003) found in their sample

of 458 adults ranging in age from 60-84 that each increasing year ofage suggested an

11% increase of having signed an AD. Similarly, Manse!! et al. (1992) found in their

study of 255 patients, predominantly men with a mean age of 63.2, from a Veterans

Administration (VA) clinic, that for each 1 year increase in age, AD completion had an

increase by a factor of 1.04, and for each 10 year increase in age, AD completion had an

increase by a factor of 1.48. Colenda et al. (1998) also found that increasing age was

associated with AD completion in their study of 77 people aged 51 and older recruited

from senior organizations. Sun et al. (1999) examined characteristics associated with AD

completion from multiple nursing home databases. After controlling for gender, race, and

type of insurance, results indicated that participants 85 years of age and older were more

likely to have an AD than those younger than 85 years. Only two studies, both with

participants aged 64 and older, reported no significant age differences for AD completers

and non-completers (Beck et al., 2002; Murphy et al., 1996).



Orlander (1999) speculated that, as people age, they may feel more vulnerable to

health risks through personal illness or experiences with others health problems, thus are

more likely to complete an advance directive as they may be anticipating situations where

they will have to make treatment decisions. It is implied that young people may feel less

vulnerable to illnesses, which may be the reason why younger people are less likely than

older people to complete an AD. In support of this idea, Morrison (1994) found that the

mistaken belief that young, healthy patients do not need an AD served as a barrier for

physicians to initiate discussion about ADs with their younger patients. Brown (2003)

highlighted Mezey et al's., (1996) findings that 70% of the deaths in the U.S. each year

are made up of older adults, and continues to comment that older adults are at higher risk

of losing the capacity to make decisions. This conmient was made to signify the

importance of encouraging older adults to complete ADs, however it implies that older

adults sense of vulnerability of losing the ability to make decisions may also be a reason

why older adults tend to complete ADs more than younger adults.

Gender

Most studies have not found gender to be a statistically significant predictor of

AD completion, although, in some studies, there was a greater tendency for women to

have ADs (Beck et al., 2002; Gilligan & Jensen, 1995; Gorden & Shade, 1999; Hamel et

al., 2002; Havens, 2000; High, 1993; Murphy et al., 1996; Orlander, 1999; Rosnick &

Reynolds, 2003; Stelter et al., 1992; Sun et al., 1999). Beck et al. (2002) surveyed AD

completion rates among older adults who were receiving care at a health maintenance

organization in Colorado. While gender was not a statistically significant predictor of AD

completion or noncompletion, females had a slightly greater tendency towards



completing ADs than men. Women had a 44.9% completion rate while men had a 41.6%

completion rate. Similar to this finding, Douglas and Brown (2002) found in their

exploratory study of 30 hospitalized patients including 11 men and 19 women, that the

number of women who had completed an AD was three times higher than the number of

men who had completed an AD. There were no explanations given for the associations

between gender and AD completion.

Education

In general, higher education levels are associated with an increase in the

likelihood of having an AD (Beck et al., 2002; High, 1993; Murphy et al., 1996; Stelter et

al., 1992). In a survey of 431 older adults ranging in age from 65 to 93, with 102 who had

completed an AD, High (1993) found a 50% completion rate for those with a college

degree, a 34% completion rate for those with high school education or more, and a 21%

completion rate for those with less than a high school education. Beck et aT. (2002) found

that among 313 participants who had completed an AD in their sample of 735 adults aged

75 and older, 49.1% had a college education or more, and 39.4% had a high school

education or less. Stelter et al. (1992) found in their study of 214 older adults that greater

levels of education were associated with having an AD. Murphy et al. (1996) obtained

education information from 746 adults aged 64 and older. Thirteen percent of those with

greater than 7 years of schooling had an AD, compared to a 4% completion rate for those

with one to six years of schooling.

In contrast, Gorden and Shade (1999) found in their study of 5117 seniors that

college graduates were significantly less likely to have completed an advance directive

compared to those with less than 12 years of education. Gilligan and Jensen (1995) did
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not find education to be a statistically significant predictor of having an AD in their

sample of 160 participants between the ages of 20-85 from three health clinics. Havens et

al. (2000) also did not find education to be a statistically significant predictor of having

an AD in their community wide sample. Researchers have not speculated why those with

higher levels of education tend to complete an AD more than those with lower levels of

education.

Race

In general, studies have found that Caucasians are more likely than other racial

groups to complete an AD (Beck et al., 2002; Colenda et al., 1998; Douglas & Brown,

2002; High, 1993; Morrison et al., 1998; Murphy et al., 1996; Sun et al., 1999;). High

(1993) compared Caucasians and African-Americans from a sample of 293 seniors, of

which 84% were Caucasian. He found that 32% of Caucasians had completed an AD

while only 2% of African Americans had completed an AD. Similarly, Sun et al. (1999),

after controlling for age and type of insurance, found that Caucasians were more likely to

have an AD than were African Americans. In a study of 313 AD completers aged 75 or

older that compared Caucasians to non-Caucasians (Hispanics, African Americans,

AsianlPaciflc Islanders, and others), Caucasians had a 47% completion rate, while non-

Caucasians collectively had a 28% completion rate (Beck et al., 2002). Murphy et al.

(1996) conducted interviews with 800 seniors. Participants were from the following four

ethnic groups: African Americans (n =196), European Americans (n = 189), Korean

Americans (n = 196), and Mexican Americans (n = 195). Chi square tests revealed that

European Americans were the most likely group to have an AD, with a 28% completion

rate. African Americans had a 2% completion rate, while Mexican Americans had a 10%



11

completion rate, and no Korean Americans had an AD. European Americans were also

the group to have the most knowledge of ADs. After comparing rates of having an AD

among those who had knowledge of ADs, Europeans were still significantly most likely

to have an AD, at 40%, while Mexican Americans had a 22% completion rate, and

African Americans had a 17% completion rate. Korean Americans remained at a zero

completion rate.

AD completion barriers are a possible explanation for the variation in AD

execution among different races/ethnicities. One study examined the specific barriers to

AD completion among Caucasians, African Americans, and Hispanics (Morrison et al.,

1998). Caucasians were more likely to have knowledge about health care proxies than

were African Americans or Hispanics. Hispanics had less trust in physicians and the

health care system than Caucasians and African Americans, although other studies have

shown that African American Americans also have distrust in the healthcare system

(Blackhall et al., 1999). Hispanics were also less likely than Caucasians or African

Americans to appoint a friend or family member as a durable power of attorney for

hea!thcare. Researchers have speculated that current lack of trust in physicians and the

healthcare system among minorities may stem from past evidence of racism in medical

settings (Krakauer et al., 2002).

Income

Three studies indicated an association between income and completion of an AD.

In a study of AD use in Florida among 458 older adults between the ages of 65-84 years,

Rosnick and Reynolds (2003) found that being in the high income bracket, which was

defined as earning $50,000 or more per year, suggested a 197% greater likelihood of AD
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completion compared to being in the moderate ($30,000 to $49,999) or low (less than

$29,999) income bracket. Murphy et al. (1996) found in their sample of 776 individuals

age 65 and older that those making $10,000 a year were more likely to have an AD, at

15%, compared to those who made less than $10,000 a year, who had a 7% completion

rate. High (1993) also found that those with a higher income, which was defined as

earning $20,000 or more per year were more likely to have completed an AD than those

earning less than $20,000 a year in his sample of 293 participants ranging in age from 65

to 93. Unlike the previous mentioned studies, however, this association was not

statistically significant. Studies did not explain the reason, or speculated reasons for the

associations between income and AD completion.

Attitudes associated with Advance Directive Completion

Studies on attitudes were not guided by theory, but were exploratory. The

percentages listed in this literature review reflect content analysis of attitudes and AD

completion, unless otherwise stated.

Three recent studies explored the possibility that attitudes about death are a

barrier to AD completion. In a study of 74 older adults, ranging from 54-93 years of age,

62.3% of the 53 older adults who did not complete an AD explained that had not

completed an AD because they were reluctant to think about death (Hamel et al., 2002).

Vandrevala et al., (2002) explored older people's perspectives on end-of-life decisions.

Eight out of 12 participants speculated fear versus acceptance of death as a reason for

difficulty in discussing end-of -life issues. One 78 year old man who felt that acceptance

of death was necessary for talking about the end of life explained, "There is a time to live

and a time to die, we are not immortal. . . and accepting it is important, as people who
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accept the inevitable will be able to talk about it" (p.4O). A 68 year old woman

acknowledged death as a stage common to all people and also as a fear common to many

people. "It is the one thing in the world that will happen to everybody, there is no

exception whether you are Osama Bin Laden or Tony Blair, whoever you are.. . you

cannot escape it. And the weird thing is that it is the one thing we all fear the most"

(ç.4O). Fear of dying was a reason cited by a 71 year old man who said, "I do not fear

being dead, it is the going that I have my reservations on" (p.40). Imman (2002) explored

specifically why community based older adults do not discuss ADs. Participants stated in

interviews, "I can't cope with the thought of death" and "It is too morbid" (p. 44).

Windland-Brown (1998) conducted an exploratory study where she asked adults over the

age of 65 "Why have you not written down any end of-life decisions and given them to

your family or physician?" (p.37) Responses were categorized into themes, one of which

included the fear of death. A comment that illustrated fear was "Every time I start filling

out the forms, I cry and stop. It makes it seem like death is coming close" (p.38). Hamel

et al. (2002) examined barriers towards noncompletion. The statement "It is difficult to

complete an AD because I do not think about death very much" (p.152) was significantly

associated with non-completion.

One possibility for AD completion is to prevent possible burden on family members.

Four studies reflected this possibility. In one study, 13 of 30 participants had completed

advance directives. Of those who had completed an AD, 31% stated that their reason for

completion was "desire to make decisions easier for spouse or family" (Douglas &

Brown, 2002, p. 64). Stelter et al. (1992) examined motivators and barriers to living will

(LW) completion among older adults. A multiple regression on characteristics of those
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who thought positively about having a LW (those who wanted, planned, or already

completed a LW) indicated that 95% shared the belief that completion of a LW made

healthcare decisions easier for both family members and physicians. In contrast, 20% of

those who thought negatively about LWs believed that having a LW made it easier on

families. Hamel et al. (2002) found among the 19 individuals studied who had an AD,

15.8% indicated "wanting to decrease burden on loved ones" (p. 153) as their reason for

AD completion. Vandrevala et al. (2002) discussed end-of-life care and advance care

planning with 12 older adults. Participants mentioned that decision making is

burdensome for family members. One participant explained, "It is such a burden for the

family to make the decision, should they advise the doctor to resuscitate or not. They

have to live with it afterwards and not knowing what the person wanted could be a very

hard decision. Unless you make it known to them beforehand" (p. 42). In a study of

attitudes that influence Caucasian and minority low income elder's decisions to complete

an AD, the majority of participants discussed decreasing the burden on family members

as an advantage of ADs. One 63 year old man described the burden he felt he would

become for his family if he was placed on artificial life support. "If I'm in a coma on life

support, I'm taking a lot of their time and stealing a lot of things from [my adult

children's] families" (Moore & Sherman, 1999, p.3 1). A woman who was interviewed

felt that completing an AD would reduce the difficulties for her daughter on making end

of life treatment decisions. "She'll have enough to contend with because I'll be leaving it

in her hands. . .1 want to leave her with everything practically done so she doesn't have to

do anything besides get me buried" (Moore & Sherman, 1999, p. 31).
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In contrast, several studies found that individuals trusted their family members to

make treatment decisions for them, and did not perceive end-of-life treatment decisions

as a burden for family members. In Douglas and Brown's (2002) study of 30 participants,

6% of the 17 participants who had not completed an AD were women who stated that

they trusted their husbands to make treatment decisions for them. Hamel et al. (2002)

found in their study of 74 participants that, among the 53 older adults who had not

completed an AD, 11.3 % trusted others to make treatment decisions. In a study of 422

adults aged 75, both those with and without ADs expressed the attitude that their families

understood their wishes about life-sustaining treatment, and that they could rely on their

families to express these wishes even if family members disagreed with their decisions.

Bradley et al. (1998) interviewed 35 nursing home residents from six different nursing

homes in Connecticut on their attitudes surrounding end of life issues. Twenty seven of

the residents did not have an AD. Besides trust in family members to implement end-of-

life treatment decisions, trust in God and the medical profession was also voiced among

seven of the residents who did not have ADs. One resident's comment illustrated a trust

in God, "I don't have a living will because it is God's choice. We have to let God decide.

He is there" (p. 387).

Discomfort with confronting the topic of death and end of life care, either

personally, or with family members, was often a reason cited for not completing an

advance directive. In a study of patients' attitudes toward advance directives, Douglas

and Brown (2002) found that, among the 17 patients who had not completed an AD, 18%

were uncomfortable making decisions about life support. High (1993) found that among

the 214 participants who provided reasons for not having an AD, 16% explained that they
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"don't want to think about such things" (p. 346). In an exploratory study of end-of-life

attitudes among Kansas communities, participants in focus groups felt that the topic of

end-of-life decision making was difficult to present and discuss with loved ones. Many

stated, "This is not a topic where you come home and say, 'Oh by the way, what do you

want to do?" (Felt et al., 2000, p. 404) Thirteen of 27 seniors in Bradley et al's (1998)

study who did not have ADs indicated a desire to avoid thinking about end-of-life

medical treatment decisions as illustrated by the following quotation made by a resident

who had multiple weakening health conditions and was on oxygen 24 hours a day: "I'll

think about it later.. .if I get sicker" (p.387). Nolan and Bruder (1997) recruited patients

to study attitudes toward ADs and end-of-life treatment decisions. Eight people refused to

participate, explaining that they were not comfortable talking about advance directives.

In Beck et al's (2002) study, 42 of the 422 participants who did not complete an AD

explained that either they were uncomfortable discussing advance directives with family

or friends, or family or friends were uncomfortable discussing advance directives. In a

study of older adults and advance directive completion, in response to a direct question

on why participants had not given written instructions about end-of-life care to a

physician or family member, discomfort was listed as one of their reasons. One subject

explained, "I've thought about getting my affairs in order, but have avoided discussing it

because it's such an unpleasant subject" (Windland-Brown, 1998, p. 37).

In contrast, other studies found that people were not necessarily uncomfortable

discussing end-of-life care or death, but simply didn't feel that having an AD was needed

at this time in their lives (Douglas & Brown, 2002; Hamel et al., 2002; High, 1993).

Hamel et al (2002) found that among 53 participants that had not completed an AD,
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11.3% stated "feeling healthy" (p.152) as their reason for noncompletion. Douglas and

Brown (2002) found that 2 out of 17 participants did not have an AD because they felt it

was not necessary at this point in their lives. Interestingly though, these patients were in

either in fair or poor health. In High's (1993) study, 12% of 214 participants without an

AD explained that advance directives were not necessary because "it's too early to plan

for that sort of thing" (p. 346).

The above studies discussed a variety of attitudes, such as fear of death, feelings

of being a burden to family members, trust in others to make healthcare decisions, and

comfort with confronting the topic of death, that influence completion or non-completion

of an advance directive. Past studies have all been exploratory, simply identifying

attitudes, but not testing the statistical significance of the effect of these attitudes on AD

completion. Much insight about the significance that attitudes have in influencing

advance directive completion can be gained by looking at a construct that deals with

attitudes towards death. One such construct, which has never been looked at in past

literature on advance directives, is Bugen's (1981) Coping with Death scale.

Hypotheses

Based on findings from the literature review I hypothesize the following:

1. Increasing age, higher income levels, higher education levels, and being of a Caucasian

background will be positively associated with AD completion.

2. Gender will not be a significant predictor of AD completion.

3. Higher scores on the Coping with Death Scale will be positively associated with AD

completion, after controlling for demographics.
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Methods

Sample

The sample consisted of 259 persons from 2 midsize, Pacific Northwest

communities, who responded to a survey on end-of-life issues. The demographic

characteristics of participants are summarized in Table 1. The sample consisted of 149

males and 110 females. Respondents varied in age from 20-98, with a mean age of 52.57.

Data for age was missing for 15 respondents. The sample did not vary largely in

race/ethnic background. The majority of participants were White/Caucasian (87.3%).

Data for race/ethnicity was missing for 8 respondents. Unlike race/ethnicity, there was

wide variation in income and education levels. Income ranged from less than $10,000 to

over $75,000. The majority of participants had an income range of $35,001 $50,000

(24.3%), closely followed by $20,001 $35,000 (23.9%). Education levels ranged from

less than a high school education to having a graduate degree. Slightly over a third of the

sample had attended some college (34.7%), while 25.5% had completed a college degree.

Data for income and education was missing for 5 respondents.
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Table 1

Demographics of Population Returning Surveys
N = 259

Characteristic Number Percent
Age (mean + standard deviation) 52.57 (+17.379)

Gender

Male 149 57.5

Female 110 42.5

Race

White/Caucasian 226 87.3

Non-Caucasian 25 9.7

Income

Under$10,000 18 6.9

$10,000-$20,000 35 13.5

$20,001 - $35,000 62 23.9

$35,001 $50,000 63 24.3

$50,001 $75,000 37 14.3

Over$75,000 29 11.2

Education

Less than high school degree 9 3.5

High school degree 52 20.1

Some College 90 34.7

College degree 66 25.5

Graduate degree 37 14.3
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The population of those returning surveys is comparable to the overall population

in Springfield and Eugene, the two main towns in Lane County, on age, gender, race,

education, and income, based on Oregon census data from year 2000. The population

characteristics of those in Springfield, Eugene, and those who completed the Community

Survey are summarized in table 2. The majority of people in Springfield and Eugene and

the majority of people returning the Community Survey were between the ages of 35-54.

Eugene and Springfield's overall population consisted of more males than females. In

contrast, more females than males completed the Community Survey. The majority of

people in the Springfield and Eugene populations were Caucasian, as were the majority

of those who completed the Community Survey. In Springfield, the majority of people

had a high school degree, closely followed by some college. In Eugene the majority of

people had some college. Similarly, the majority of people returning the Community

Survey had some college. In Springfield, Eugene, and the Community Survey

respondents, the majority had incomes between $35,000-$50,000.



Table 2

Comparison of Eugene and Springfield Populations to Population Returning Surveys
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Characteristic Springfield Eugene Community Survey
Population = 52,864 Population= 137,893 N = 259

Age

20-34 24.2% 17.5% 17.0%

35-54 28.2% 28.1% 39.4%

55-64 7.3% 7.2% 14.3%

65-74 4.9% 5.3% 10.8%

75-84 3.9% 4.8% 9.3%

85andolder 1.5% 2.0% 3.5%

Gender

Male 48.9% 49% 57.5%

Female 51.1% 51% 42.5%

Race

Caucasian 93.1% 91.5% 87.3%

Education

High school degree 3 1.7% 19.3% 20.1%

Some college 28.8% 27.6% 34.7%

College degree 9.7% 21.8% 25.5%

Graduate degree 4.1% 15.4% 14.3%

Income

Under $10,000 9.8% 6.0% 6.9%

Median Family income $38,399 $48,527 $35,001-$50,000

(in dollars)
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Procedure

Survey background

In September, 2000, PBS aired a 4 part, six hour television series on death and

dying in America, titled "On Our own terms: Moyers on Dying." In the series, Bill

Moyers travels across the United States to hospitals, hospices, and homes, capturing an

intimate and honest portrayal of death in America. The series was viewed by millions and

was accompanied by a community action campaign designed to motivate communities to

improve physical, emotional, psychological, and spiritual issues of end-of-life care.

Within three years of the airing of the series, over three hundred community partnerships

across the United States took action to improve end-of-life care. Lane County in Oregon

developed Partner's to Improve End-of-Life Care. Two existing organizations, the Pain

Society of Oregon, and the Oregon Palliative Care Foundation, collaborated with

Partner's to Improve End-of -Life Care to produce a comprehensive community survey

that asked questions designed to explore end of life care issues. Questions addressed

caregiving, communication with medical personnel, spiritual needs, pain management,

preferences for care, utilization of complementary therapies at the end of life, and

attitudes about death and dying. Demographic questions on gender, age, race/ethnicity,

income, and education were also included in the survey. Only one question was not

related to personal information, or end-of-life issues. This question served as a motivator

to complete the survey and asked respondents if they wanted to be entered into a $50

drawing for completing the survey.
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Survey Distribution

The survey was sent to a random sample of 1000 residents in two different

counties in the Pacific Northwest. The sample was generated through a service that

provides random sampling of geographical areas. The sample was not stratified. Surveys

were distributed twice. In the first distribution, 1000 surveys were mailed to potential

participants on November 12, 2003. A total of 58 surveys were returned, undeliverable. A

reminder postcard was mailed to the remaining potential participants on December 15,

2003. A total of 33 people indicated that they did not want to participate in the survey, by

returning either the postcard or the uncompleted survey with a note declining

participation. The surveys were redistributed a second time, on February 18, 2004, to the

remaining potential participants who had not yet returned a completed survey, nor

indicated that they did not want to participate. The final data collection date was May 1,

2004. A total of 259 completed surveys were received by this date, and a total of 650 did

not respond. The return rate for the survey was about 30%.

Measures

Coping with Death Scale

The questions included in the community survey are a slightly modified version

of Bugen's (1981) Coping with Death Scale. Bugen developed this scale as an alternative

to existing instruments that he and other researchers felt were unreliable measures of the

benefits of death education (Robbins, 1991). Bugen felt that coping would be a positive

outcome for death education and developed the "Coping with Death" scale to measure

the effects of a skills training program he provided for hospice volunteers. His scale

consists of 30, 7 point Likert scale questions. The questions were derived from self
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reports provided by previous hospice volunteers on skills they felt they had gained after

having completed the training program. The questions address personal fears of death,

attitudes about death, and level of comfort with discussing death. Bugen found that his

scale was valid, as those attending the training increased coping on 23 items in his scale,

while those in the control group, who had attended only 14% of the seminar, increased

only on 1 item. Further tests conducted by Robbins (1991) found that Bugen's Coping

with Death Scale was internally consistent, with a Cronbach's alpha of .89, and stable

after testing again two weeks later (r = .91, p < .001).

The Community Survey phrased some of the questions from Bugen's Coping with

Death Scale differently for clarity. For example, question #3 from Bugen's Coping with

Death Scale is, "Death is an area that can be dealt with safely." The same question in the

Community Survey was rewritten as, "Death is a topic that can be dealt with openly."

Question #13 in Bugen's scale is, "My attitude about death has recently changed." The

same question in the Community Survey was modified by omitting the word "recently."

Two questions from Bugen's scale were omitted in the Community Survey. These

questions are: "Knowing that I will surely die does not in any way affect the conduct of

my life," and "I feel prepared to face my death." Reliability tests conducted in SPSS for

the modified version of Bugen's scale used in the Community Survey determined

significant reliability with a Cronbach's alpha of .9020. The standard deviation was also

conducted in SPSS for the modified Coping with Death Scale (SD = 16).

Demographic measures

The survey contained demographic questions on income, education, and

race/ethnicity. Responses to the question designed to measure race/ethnicity included the
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options: "American Indian; Asian; African American; Hispanic/Latino; White/Caucasian;

and Other," but were recoded into the categories Caucasian and Non-Caucasian in SPSS.

Responses to the question designed to measure yearly household income included the

options "Under $10,000; $10,000 $20,000; $20,00l-$35,000; $35,001 - $50,000;

$50,001 - $75,000; Over $75,000." Responses to the question designed to measure level

of education included the options "less than high school degree; high school degree;

some college; college degree; and graduate degree." In SPSS each option for the

questions on income, and education were given numeric values of 1 through 6 that refer

correspondingly to the order of the options listed in the survey. For example, the options

for education were coded in SPSS as follows: 1 = less than high school degree; 2 = high

school degree; 3 = some college; 4 = college degree; 5 = graduate degree. Additionally,

information on gender and age was obtained from the mailing lists. In SPSS, males are

coded as 0, and females are coded as 1. Race was coded as 1 = Caucasian, and 2 = Non-

Caucasian. The age of respondents was entered in SPSS.

Data analysis

Data analysis will be conducted in SPSS. A correlation matrix will be performed

in SPSS to determine the level of correlation between the six predictors: age, gender,

education, income, race, and coping with death. Univariate logistic regression will be

performed in SPSS with presence of AD as the dependent variable. Multiple regression

will also be performed in SPSS.



Results

Before conducting analyses in SPSS, I combined the responses "have heard about

and completed" for 2 options within question #24, "Certain legal documents allow people

to make their health care choices known in advance of an incapacitating illness or death.

Which of the following have you heard about and completed? (Please check all that

apply)." One option to this question described presence of a health care proxy. Another

option concerned presence of a living will. In Oregon, an advance directive includes both

the health care proxy and living will, so I combined these responses in order to

adequately represent the variable "presence of an advance directive" in the dataset. I also

dichotomized the variable race in order to gain power.

My first analysis was a correlation matrix of the six variables: age, gender,

race/ethnicity, income, education, and coping with death. As seen in Table 3, there were

no collinearity problems. The highest correlation was between education and yearly

household income at .280.
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Table 3

Community Survey Responses on Demographics and Coping with Death Scale:

Correlations and Descriptive Statistics

(N = 259)

Variables 1 2 3 4 5 6

Total Score Coping with Death

Age .278**

Gender -.047 .005

Amount of Education -.101 -.141 .009

Race/Ethnicity -.062 .177** -.023 -.010

Yearly Household Income .003 -.077 .200** .280** -.026

M 52.57 .42 3.28 4.87 3.63 97.90

SD 17.38 .50 1.06 .665 1.41 16.45

P<.05, P<.Ol.

Hypothesis 1

Table 4 shows results from the univariate logistical regression. Having an AD was

significantly associated with increasing age (OR = 1.066) Being 10 years older increases

the likelihood completing an advance directive by 89%. For each one year increase in

age, the likelihood of completing an AD are about 6.6% higher. Higher income levels,

higher education levels, and being of a Caucasian background were not statistically

associated with advance directive completion.



Table 4

Summary of Univariate Logistic Regression Analysis for Variables Predicting Advance

Directive Completion (n = 256)

BPredictor B SE B e

Total Score Coping With Death .04* .01 1.04

Age .064* .010 1.066

Gender .038 .258 1.039

Amount of Education .013 .122 1.013

Race/Ethnicity -.573 .466 .564

Amount of Household Income .012 .095 1.012

*p<.001

Table 5 shows results from the multiple regression. Multiple regression revealed

that increasing age was still significantly associated with AD completion after

statistically controlling for gender, education, race, income, and coping with death (OR =

1.066). Being 10 years older increases the likelihood of completing an advance directive

by 89%, statistically controlling for gender, education, race, income and coping with

death. For each one year increase in age the likelihood of completing an advance

directive are about 6.6% higher.
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Table 5

Summary of Multiple Logistic Regression Analysis for Variables Predicting Advance

Directive Completion (n = 256)

Predictor B SEB Be

Total Score Coping With Death .024* .010 1.024

Age .064** .011 1.066

Gender .192 .335 1.212

Amount of Education .192 .159 1.212

Race/Ethnicity .183 .537 1.201

Amount of Household Income .091 .127 1.096

p<.05, p<.001

Hypothesis 2

Gender was not significantly associated with advance directive completion.

Hypothesis 3

As seen in table 4, the univariate logistical regression showed that having an AD

was significantly associated with higher coping with death scores (OR = 1.04). This

means that having a 10 point higher score on the Coping with Death scale increases the

likelihood of completing an advance directive increases by 48%. For each increase on the

Coping with Death scale, the likelihood of completing an advance directive is about 4%

higher.
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As seen in table 5, the multiple regression indicated that higher scores on the

coping with death scale were significantly associated with AD completion after

statistically controlling for age, gender, education, race, and income (OR = 1.024). This

means that having a 10 point higher score on the Coping with Death scale increases the

likelihood of completing an advance directive by 26%, statistically controlling for age,

gender, education, race and income. For each one point increase on the coping with death

scale, the likelihood of completing an advance directive is about 2.4% higher.
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Chapter 4

Discussion

This study makes several contributions to the literature about factors associated

with advance directive completion rates. This study found that higher scores on the

coping with death scale have an independent effect on completion of an advance directive

that is not explained by age, income, race, education, or gender. Similarly, and consistent

with prior research, this study shows that increasing age has an independent effect on

completion of an advance directive that is not explained by coping with death, income,

race, education, or gender. Also consistent with findings from previous studies, gender

was not significantly associated with advance directive completion. Unlike some

previous studies, education, race, and income were not significant predictors of

completing an advance directive in this study. Future research should explore this

inconsistency in demographic findings and further determine which demographics

influence advance directive completion and why.

Although no previous research has looked specifically at the association between

coping with death and advance directives, the finding that those who score higher on the

coping with death scale are more likely to complete an advance directive is supportive of

previous exploratory research on attitudes associated with advance directive completion.

Previous studies have shown that components of the coping with death scale, such as fear

of death and discomfort with death, serve as barriers to completing an advance directive.

A major contribution of this study is the use of the Coping with Death scale in

determining the association of attitudes towards advance directive completion. Other

studies on attitudes and advance directive completion have been mainly exploratory.
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Using the coping with death scale allowed the study to be quantifiable so that the

association of attitudes dealing with coping with death on advance directive completion,

after statistically controlling for demographics, could be examined.

This study also had several limitations. The return rate of 30% was not adequate

for generalizability to the greater population. However, the sample did have variability in

gender, income, and education. Participants were all from communities in the Pacific

Northwest that were predominantly Caucasian. A greater number of older adults returned

the survey than younger adults, with the average age of participants at 53 years. Orlander

(1999) speculated that older adults are more likely to complete an advance directive

because of feelings of vulnerability due to previous personal illness, or dealing with

others health problems. This may also be a reason why a greater number of older adults

completed the survey. The sense of vulnerability from personal illness or experiences

with others illness may prompt older adults to complete a survey that is attempting to

help improve the needs of the dying. Those who completed the survey may have been

more comfortable with the topic of death, since they knew the survey addressed death

and dying and they were still willing to participate. A possible explanation for the low

response rate is that those who did not complete the survey may have had discomfort

with the topic of death.

Future replications should be conducted with a more representative sample.

Future researchers may also want to investigate why younger people are less likely to

complete an advance directive. Another area to consider is education on coping with

death. For example, a study could examine if education on coping with death changes

people's willingness to fill out an advance directive. Other possible future studies could
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further explore how coping with death influences other advance care decisions, and what

promotes, as well as what serves as a barrier to, coping with death.

Despite limitations, this study found that Coping with Death is positively

associated with advance directive completion. This finding gives insight to the

discrepancy between the strong support for advance directives and the low completion

rates. Our ability to cope with death has implications for how we live our lives. The more

we are able to cope with death, the more autonomy we may have over our own end of life

care. It is important to understand what influences advance directive completion so that

we can better meet the needs of the dying.
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COMMUNITY SURVEY ON END OF LIFE ISSUES

The purpose of this survey is to gather information from community members so that we
can better meet the needs of the dying and their loved ones in our community. Please
help us achieve this goal by answering the following questions.

I. Is there someone whose death from an
illness or age related cause (not a sudden
death) has impacted you?

ci Yes
ci No

If you answered "No," please skip to
question 20. II you answered "Yes," and
have experienced the death of one or more
persons, please answer the questions below
about only one person.

2. how long ago did this death occur?

ci Less than one year ago
ci Between one and five years ago
ci Between 6 and 10 years ago
ci More than 10 years ago

3. Did this death occur in Lane County?

ci Yes
ci No
ci Don't Know

4. Where did this person die?

ci In a hospital
ci At home with hospice care
ci At home without hospice care
ci In a nursing home with hospice care
ci In a nursing home without hospice

care
ci In a foster care home with hospice

care
ci In a foster care home without

hospice care
ci Idon't know
ci Other

5. Did this person (lie where he/she
wanted to die?

ci Yes
ci No
ci Don't Know

If you answered "No," where would he/she
have wanted to die?

6. Please rank the three most
pressing concerns this person had
in the last few months of life by
putting a "1" next to the niost
pressing concern, a "2" next to the
second most pressing concern and
a "3" next to the most pressing
concern.

ci Pain or symptom management
ci Spiritual support
ci Financial support
ci Support for family caregivers
ci Support for family to discuss end of

life issues together
ci Information concerning legal issues
ci Other

7. How involved were you in
providing care for this person?

U I was the primary caregiver
ci I was not the primary caregiver but I

helped a lot
ci I helped when I could but not very

often
ci I provided no help
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8. People who provide care often report both positive and negative experiences. Please
indicate the degree to which the following statements reflect your situation when you were
caring for the person who died.

Strongly
Disagree

1. Overall, my relationship with the person grew
closer

2. My physical health got worse

3. I had to make adjustments with my work

4. Caring for the person was rewarding I

5. I was less able to participate in social and
recreational activities

6. Relationships with other family members were
more difficult or I

strained .............................
7. I felt able to handle most issues related to the

person's care 1

8. Care giving was a physical strain ................
9. My mental health
suffered...........................
10. I felt that I understood what the person needed I

11. It was distressing to see the changes from the
person's former self 1

12. Caregiving caused financial hardship 1

13. Relationships with other family members
became more important 1

14. Caregiving was emotionally draining .......... 1

15. Some of the person's behavior was upsetting. 1

16. There were times when I felt that my own
needs were not being met.............................. 1

2 3 4

2 3 4

2 3 4

2 3 4

Strongly Don't

Agree Know
N/A

5 0

5 0

5 0

5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0
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In your situation, what was the overall balance between positive and negative aspects of
caring for the person who died?

Negative outweighed Positive and negative
positive equal

1 2 3

Strongly
Disagree

1. Good communication was possible with doctors
about concerns related to end of life 1

2. Good communication was possible with social
service staff about concerns related to end of
life....................................................... 1

3. Good communication was possible with nurses
about concerns related to end of life .......... 1

4. Family caregivers were included as part of the
process ................................................ 1

5. Information was available about supportive
community services .................................. 1

6. Infonnation was available about how to provide
care............................................. 1

7. Every effort was made to keep the patient
comfortable .......................................... 1

Positive outweighed
negative

4 5

Strongly Don't
Agree Know

N/A

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

2 3 4 5 0

11. During the last mouth of life, which was more important to the person who died:

Eli Extending life as long as possible OR 0 Relieving pain or discomfort

El Don't know or N/A

12. To what extent were the person's wishes or preferences followed in the medical treatment
(he/she) received during the last month of life?

[I A great deal 0 Very Little

El Very Much El Not at all

Eli Moderately El Don't know or N/A
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13. Overall, how well do you think this person's spiritual needs were met when they were dying?

Not met Met Don't
at all very well know

or N/A
2 3 4 5 0

nreceiedsuportfiomtheir faith mmumty, ho hpfu1 was that suppo

Not at all Very Don't
helpful helpful know

or N/A
1 2 3 4 5 0

15 Oeralt, ho\% ell do ou think this person's pain was nianiged

Iurlv Very well Don't
know

or N/A
1 2 3 4 5 0

16. Please indicate which of the following contributed to the support di
the illness and dying process and which of the following were not used but could have been
helpful. (check all that apply)

1. family or friends visiting

Used during
illness/dying
process

Did not use but
could have been
helpfiul

2. religious/spiritual persons visiting
3. attending services at their place of
worship
4. planning their own funeral
5. fulfilling personal goals! pleasures
6. reviewing life history with family or
friends
7. personal writing such as journal, poetry
8. personal prayer
9. faith community
10. volunteer activities
11. continuing to work as long as possible
12. social activities
13. being in nature
14. counseling
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15. spiritual_direction

Used during
illness/dying
process

Did not use but
could have been
helpful

16. hospice
17. books
18. videos
19. audio tapes
20. music
21. music therapy
22. art therapy
23. movement therapy
24. massage
25. therapeutic touch
26. Reiki
27. yoga
28. meditation
29. guided imagery
30. prayer circles
31. homeopathic
32. acupuncture
33. physical exercise (i.e., walking)
34. assistance with meals

Other things not mentioned



17. Please indicate whether after the death you were able to spend time with the body in
any of the following ways. Also, please indicate whether you would have liked the
opportunity to do any of these activities.

I did this I did not do this
but I would have
liked to

1. Bathe the body

2. Dress the body

3. Say your goodbyes to the body

4. Invite friends and family over to view the body

5. Perform prayers or rituals to honor the person who
died

18. After the death, during the grieving process, I received support from (check all that apply):

LI Medical personnel

[I] Social service staff

LI My place of employment

0 My faith community

D My friends and family members

0 Funeral home staff

19 As a result of this person's death, I have changed in the following wa $

1. I am a more forgiving person.........
2. I am stronger......................
3. I am more tolerant of myself ..........
4. I have learned to cope better with life...
5. I have a better outlook on life .........
6. I am more tolerant of others ..........
7. I care more deeply for others .........
8. I value each moment more ...........
9. I am more competent ...............
10. I am less fearful of my own death....

Not at Slightly Somewhat Very Extremely
all true true true true true

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5

2 3 4 5



Now we would like to ask you some questions

about what YOU would like if you were nearing life's end.

If you were nearing life's end, how important would the following be to you?

1. Physical comfort ...................
2. Freedom from pain .................
3. Having things settled with the family...
4. Religious/spiritual well-being .........
5. Not being a burden to loved ones ......
6. Knowing how to say good-bye ........
7. Having a sense of my accomplishments.
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Not Somewhat Very
important important important

1 2 3 4 5
1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

2 3 4 5

21. if you were nearing life's end, bow well (10 OU think your religious/spiritual needs would
be met?

Not at all well \crv \vcll Don't know or
Not important

to me

1 2 3 4 5

22. Please rate how niuch you agree with each statement.

Part A

When someone is dying:
1. Doctors should be careful the patient
doesn't get addicted to pain medicine...
2. Pain medicine doesn't really control
pain ...........................
3. The patient should take the lowest
level of pain medicine possible and save
the rest for when the pain gets worse...
4. The experience of increasing pain
means the patient is getting worse.....

I do not Neutral I agree
agree at all completel

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5
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I do not Neutral I agree
agree at all comp1eteI

1 2 3 4 5
Part B

1. Thinking about death is a waste of time...
2. I have a good perspective on death and
dying................................ 1 2 3 4 5
3. Death is a topic that can be dealt with
openly............................... 1 2 3 4 5
4. I am aware of the full array of services
from funeral homes .................... 1 2 3 4 5
5. 1am aware of the variety of options for
disposing of bodies..................... 1 2 3 4 5
6. I am aware of the full array of emotions
that characterize human grief ............. 1 2 3 4 5
7. I feel prepared to face my dying process 1 2 3 4 5
8. I understand my death-related fears 1 2 3 4 5
9. I am familiar with funeral prearrangement 1 2 3 4 5
10. Lately I find it O.K. to think about death 1 2 3 4 5
11. My attitude about living has changed 1 2 3 4 5
12. I can express my fears about dying 1 2 3 4 5
13. I can put words to my gut-level feelings
about death and dying................... 1 2 3 4 5
14. I am making the best of my present life 1 2 3 4 5
15. The quality of my life matters more than
the length of it......................... 1 2 3 4 5
16. I can talk about my death with family and
friends............................... 1 2 3 4 5
17. I know who to contact when death
occurs ............................... 1 2 3 4 5
18. I will be able to cope with future losses 1 2 3 4 5
19. 1 feel able to handle the death of others
closetome........................... 1 2 3 4 5
20. I know how to listen to others, including
the terminally ill....................... 1 2 3 4 5
21. I know how to speak to children about
death................................ 1 2 3 4 5
22. I may say the wrong thing when I am
with someone mourning................. 1 2 3 4 5
23. 1 am able to spend time with the dying if
Ineedto............................. 1 2 3 4 5
24. I can help people with their thoughts and
feelings about death and dying............ 1 2 3 4 5
25. I would be able to talk to a friend or
family member about his or her death 1 2 3 4 5
26. I can lessen the anxiety of those around
me when the topic is death and dying 1 2 3 4 5
27. I can communicate with the dying 1 2 3 4 5
28. I can tell people, before I, or they die,
how much I love them.................. 1 2 3 4 5



23. how important is it to you to plan for future health care needs?

u Not at all u Somewhat U Very ci Extremely importal
important important important

24. Certain legal documents allow people to make their health care choices known in advance of
an incapacitating illness or death. Which of the following have you heard about and
completed? (Please check all that apply.)

Have heard Have heard Have not
about and about but heard
completed ! about

completed
An advance directive in which you name
someone to make decisions about your health
care in the event you cannot speak for
yourself

A living will in which you state the kind of
health care you want or don't want under
certain circumstances.

A will or last will and testament that controls
how your assets are to be distributed.

Funeral or burial pre-plans in which you plan
or purchase, in advance, any goods or services
for yourself.

Indicating on your license, or otherwise
signing up to have your organs and/or tissue
donated after you die.

25. If you answered YES to having an advance directive, where did you get it?

D Physician's office 0 Attorney

0 Hospital 0 Family member or friend

0 Other
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26. if you answered no to having advance directive, why don't you have one? (please check all that
apply)

LI It is a topic that I am uncomfortable talking about

LI I have no one to talk to about this

o I don't know where to get one

0 I don't want to think about it

o I am healthy

Other

27. liow would you like to get information about advance directives for yourself or a family
member? (please check all that apply)

o Physician's office

LI On the internet

o My attorney

o A class at Lane Community
College

LI I am not interested in getting
information

o Attorney

o At my place of worship

0 My physician

o A package in the mail

0 Other

28. If you were told that you had six months or less to live, which option of care would
you prefer?

ci Stay at home with no professional help.

ci Stay at home with professional support, such as hospice.

ci Go to a nursing home.

ci Go to a foster care home.

ci Go to a residential hospice facility specifically designed to provide care to the dying.

ci Other
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Finally, a few questions about yourself

29. Do you currently have or have your ever had a life threateningor terminal illness?

u Yes

UNo
30. What is your yearly household income?

u Under $10,000

u $10,000-$20,000

D $ 20,001 $35,000

U $ 35,001 - $50,000

o $ 50,001 $75,000

U over $75,000

31. Are you...

o American Indian

u Asian

U African American

u Hispanic/Latino

U White/Caucasian

o Other

32. how much education do you

Less than high school degree

U High school degree

o Some college

o College degree

o Graduate degree

33. Would you lie to have you name entered in the drawing? Ten winners will win $50.

o Yes

UNo



OREGON ADVANCE DIRECTIVE
PART A: IMPORTANT INFORMATION ABOUT THIS ADVANCE DIRECTIVE

This is an important legal document. It can control critical decisions about your health
care. Before signing, consider these important facts:

Facts About Part B (Appointing a Health Care Representative)
You have the right to name a person to direct your health care when you cannot do so.
This person is called your "health care representative." You can do this by using Part B
of this form. Your representative must accept on Part E of this form.

You can write in this document any restrictions you want on how your representative will
make decisions for you. Your representative must follow your desires as stated in this
document or otherwise made known. If your desires are unknown, your representative
must try to act in your best interest. Your representative can resign at any time.

Facts About Part C (Giving Health Care Instructions)
You also have the right to give instructions for health care providers to follow ifyou
become unable to direct your care. You can do this by using Part C of this form.

Facts About Completing This Form
This form is valid only if you sign it voluntarily and when you are of sound mind. If you
do not want an advance directive, you do not have to sign this form.

Unless you have limited the duration of this advance directive, it will not expire. If you
have set an expiration date, and you become unable to direct your health care before that
date, this advance directive will not expire until you are able to make those decisions
again.

You may revoke this document at any time. To do so, notify your representative and your
healthcare provider of the revocation.

Despite this document, you have the right to decide your own health care as long as you
are able to do so. If there is anything in this document that you do not understand, ask a
lawyer to explain it to you.

You may sign PART B, PART C, or both parts. You may cross out words that don't
express your wishes. Witnesses must sign PART D.

Print your NAME, BIRTHDATE AND ADDRESS here:

Name

Address

Birth date

Unless revoked or suspended, this advance directive will continue for:

1INITIAL ONE: My entire life Other period ( Years)
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I appoint

PART B:

APPOINTMENT OF HEALTH CARE REPRESENTATIVE

(name ofhealth care representative)

as my health care representative. My representative's address is

and telephone number is

I appoint

(name ofalternate health care representative)

as my alternate health care representative. My alternate's address is,

and telephone number is,

I authorize my representative (or alternate) to direct my health care when I can't do so.

NOTE: You may not appoint your doctor, an employee of your doctor, or an owner,
operator or employee of your health care facility, unless that person is related to you by
blood, marriage or adoption or that person was appointed before your admission into the
health care facility.

1. LIMITS.
Special Conditions or Instructions:

INITIAL IF THIS APPLIES:

I have executed a Health Care Instruction or Directive to Physicians.
My representative is to honor it.
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2. LIFE SUPPORT.

"Life support" refers to any medical means for maintaining life, including procedures,
devicesand medications. If you refuse life support, you will still get routine measures to
keep you clean and comfortable.

INITIAL IF THIS APPLIES:

My representative MAY decide about life support for me. (If you don't initial this
space, then your representative MAY NOT decide about life support.)

3. TUBE FEEDING.

One sort of life support is food and water supplied artificially by medical device, known
as tube feeding.

INITIAL IF THIS APPLIES:

My representative MAY decide about tube feeding for me. (If you don't initial this
space, then your representative MAY NOT decide about tube feeding.)

Date:

SIGN HERE TO APPO[NT A HEALTH CARE REPRESENTATIVE

(signature ofperson making appointment)

PART C: HEALTH CARE INSTRUCTIONS

NOTE: In filling out these instructions, keep the following in mind:

The term "as my physician recommends" means that you want your physician to try
life

support and then discontinue it if it is not helping your health condition or symptoms.
"Life support" and "tube feeding" are defined in Part B above.
If you refuse tube feeding, you should understand that malnutrition, dehydration and
death will probably result.
You will get care for your comfort and cleanliness, no matter what choices you make.
You may either give specific instructions by filling out Items 1 to 4 below, or you
may use the general instruction provided by Item 5.
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Here are my desires about my health care if my doctor and another knowledgeable doctor
confirm that I am in a medical condition described below:

1. CLOSE TO DEATH.
If I am close to death and life support would only postpone the moment of my death:

A. INITIAL ONE:
I want to receive tube feeding.
I want tube feeding only as my physician recommends.
I DO NOT WANT tube feeding.

B. INITIAL ONE:
I want any other life support that may apply.
I want life support only as my physician recommends.
I want NO life support.

2. PERMANENTLY UNCONSCIOUS.
If I am unconscious and it is very unlikely that I will ever become conscious again:

A. INITIAL ONE:
I want to receive tube feeding.
I want tube feeding only as my physician recommends.
I DO NOT WANT tube feeding.

B. INITIAL ONE:
I want any other life support that may apply.
I want life support only as my physician recommends.
I want NO life support.

3. ADVANCED PROGRESSIVE ILLNESS.
If I have a progressive illness that will be fatal and the illness is in an advanced stage, and
I am consistently and permanently unable to communicate, swallow food and water
safely, care for myself and recognize my family and other people, and it is very unlikely
that my condition will substantially improve:

A. INITIAL ONE:
I want to receive tube feeding.
I want tube feeding only as my physician recommends.
I DO NOT WANT tube feeding.

B. INITIAL ONE:
I want any other life support that may apply.
I want life support only as my physician recommends.
I want NO life support.



53

4. EXTRAORDINARY SUFFERING.

If life support would not help my medical condition and would make me suffer
permanent and severe pain:

A. INITIAL ONE:
I want to receive tube feeding.
1 want tube feeding only as my physician recommends.
I DO NOT WANT tube feeding.

B. INITIAL ONE:
I want any other life support that may apply.
I want life support only as my physician recommends.
I want NO life support.

5. GENERAL INSTRUCTION.

INITIAL IF THIS APPLIES:

I do not want my life to be prolonged by life support. I also do not want tube
feeding as life support. I want my doctors to allow me to die naturally ifmy doctor and
another knowledgeable doctor confirm I am in any of the medical conditions listed in
Items 1 to 4 above.

6. ADDITIONAL CONDITIONS OR INSTRUCTIONS.
(Insert description of what you want done.)
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7. OTHER DOCUMENTS.
A "health care power of attorney" is any document you may have signed to appoint a
representative to make health care decisions for you.

INITIAL ONE:
I have previously signed a health care power of attorney. I want it to remain in
effect.
I have a health care power of attorney, and I REVOKE IT.
I DO NOT have a health care power of attorney.

Date:

SIGN HERE TO GIVE INSTRUCTIONS

(signature)

PART D: DECLARATION OF WITNESSES

We declare that the person signing this advance directive:
(a) Is personally known to us or has provided proof of identity;
(b) Signed or acknowledged that person's signature on this advance directive in our
presence;
(c) Appears to be of sound mind and not under duress, fraud or undue influence;
(d) Has not appointed either of us as health care representative or alternative
representative; and
(e) Is not a patient for whom either of us is attending physician.

Witnessed by:

(signature ofwitness) (date)

(printed name ofwitness)

(signature ofwitness) (date)

(printed name ofwitness)

NOTE: One witness must not be a relative (by blood, marriage or adoption) of the person
signing this advance directive. That witness must also not be entitled to any portion of the
person's estate upon death. That witness must also not own, operate or be employed at a
health care facility where the person is a patient or resident
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PART E:

ACCEPTANCE BY IIEALTH CARE REPRESENTATIVE

I accept this appointment and agree to serve as health care representative. I understand I
must act consistently with the desires of the person I represent, as expressed in this
advance directive or otherwise made known to me. I understand that this document
allows me to decide about that person's health care only while that person cannot do so. I
understand that the person who appointed me may revoke this appointment. If I learn that
this document has been suspended or revoked, I will infonn the person's current health
care provider if known to me. If I do not know the desires of the person I represent, I
have a duty to act in what I believe in good faith to be that person's best interest.

(signature ofhealth care representative) (date)

(printed name)

(signature ofalternate health care representative) (date)

(printed name)

Courtesy ofCaring Connections

1700 Diagonal Road, Suite 625, Alexandria, VA 22314

www.caringinfo.org, 800/658-8898




