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The purpose of this study was to examine the effective¬

ness of hospice care in assisting terminally ill patients to

cope with their impending death. This research attempted to

show that patients who were receiving appropriate care

through hospice would be less threatened and no more de¬

pressed or pessimistic about life than patients who were

coping with a temporary life-limited illness or those who

had at one point in time had to face a potentially life-

threatened illness.

Three groups of subjects were used: Terminally ill

patients who were receiving hospice care (life-ending

group); hospital patients who were coping with a short-term

illness (life-limited group); and cancer patients who were

v



currently in remission (life-threatened group). Patients

within the hospice program had to have a prognosis of less

than six months and had to have been receiving hospice care

for at least one month. Patients within the cancer in re¬

mission group had to have a favorable prognosis and no

longer receive active treatment for their illness. Patients

within the life-limited group had to have a temporary ill¬

ness which was severe enough to require a hospital stay.

The results showed that there was no significant dif¬

ference between patients coping with a terminal illness and

those coping with a temporary illness. However, both groups

were significantly higher than the cancer in remission group

on measures of hopelessness. These results were also found

on measures of depression. The final variable that was ex¬

amined was fear of death. The results showed that patients

who were within the hospice group were less threatened by

their own death than patients in the life-limited group and

the life-threatened group.

Hopelessness was measured by the Hopelessness Scale

developed by Beck and Weissman. Depression was measured by

the Beck Depression Inventory and death threat was measured

by the Threat Index developed by Krieger, Epting and

Leitner.
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CHAPTER I
INTRODUCTION

More than two-thirds of all deaths in the United States

take place within a hospital or institutional setting

(Strauss and Glass 1970). Patients, often against their

will, are forced to spend the last fleeting moments of life

in some type of extended care facility. Family members,

friends and well-wishers alike often assume that it is best

to leave their loved ones in the hands of those who are
A

trained in the art of prolongation of life.

Armed with the latest tools of medical and technologi¬

cal advancement, doctors and nurses have begun to take on

the role of lifesaver. With cure and remission of illness

as their aim, the medical staff sets out to conquer their

adversary. While these goals are most admirable, there

comes a point for the terminally ill patient when these

goals are no longer appropriate. It is at this point that

many begin to question the adequacy and functional value of

continued treatment. Though the impending death is inevit¬

able, doctors are often unprepared and unwilling to accept

it.

1
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Freeman, Brim and Williams (1970) report that, with the

exception of native personality endowments, physicians and

nurses are not equipped to cope with the needs of the dying

patient. Very few receive training that would qualify them

to deal with the approaching death. Their attitudes and

objectives are reflective of the death avoidance attitudes

that are apparent within society. Freeman et al. further

note that health professionals, "commonly avoid any discus¬

sion of death with the patient or his/her relatives; when

their efforts to forestall the dying process fail or when

any effort is useless, they customarily lose interest and

withdraw from the scene." These findings have been cor¬

roborated in the work of Glasser and Strauss (1965);

Saunders (1978); Caldwell and Mishara (1972); and Cassell

(1972). The patient is left to die alone, estranged from

family and friends. His death is usually a very sorrowful,

painful and humiliating ordeal.

The pain and suffering that is experienced stems from

more than just physical discomfort. Its roots are almost
w 0

inextricably intertwined with those of spiritual, psycho¬

logical and social discomfort. However, for the dying

patient, these concerns, though crucial, are often forced to

lie dormant and remain completely unattended (Saunders

1978). In an effort to compensate for this gross imbalance

of treatment, the concept of the hospice was born. Its goal
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is to provide a more holistic form of treatment for those

with a terminal illness. It focuses on incorporating

treatment to meet as many of the varying needs of the dying

patient as possible. The purpose of this study is to evalu¬

ate the effectiveness of this form of treatment.

Rationale Underlying the Hospice

Customarily, hospices are dedicated to total care of
9

the dying patient. Their aim is to keep patients pain free,

comfortable and fully alert during the final phases of their

illness and their life. Treatment is no longer geared

toward cure and the prolongation of life; rather, it is

geared toward the eradication of pain. The hospice focuses

not only on the physical aspects of pain, but the psycho¬

logical, spiritual and social factors that contribute to the

patient's discomfort. The task of the hospice staff is to

observe and determine which of the four components are

present and active, in what combination, and to what degree

(Woodson 1976) . Once the role of each is assessed, the

appropriate care giver can begin to intervene. The care

giving staff generally consists of doctors, nurses, psycho¬

logists, social workers, family and friends.

In addition to the alleviation of pain, the hospice is

also designed to correct several other discomforts that,
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though unnecessary, commonly accompany death. One such

discomfort centers around keeping communication open and

honest. The staff addresses all of the patient's personal

fears in a direct but caring and sensitive manner. This

method provides the patient with answers to his/her ques¬

tions, and acts as a model of communication which relatives

and friends can adopt, thus drawing closer together the

patient and his/her family and significant others.

The hospice team also recognizes the need and value of

including the patient's family and loved ones in the care

giving process. In this day of highly specialized medical

technology, the patient's family generally has very little

to do with the patient's care and welfare. Within the

hospice, the family members are allowed to administer any

medication that may be needed and assist in the maintenance

of the patient's care.

The hospice commitment to care, unlike the hospitals,

extends beyond the needs of the patient and is inclusive of

anyone who plays a primary role in the patient's life. Once

the patient has died, the hospice staff generally offers

counseling to facilitate family members through a healthy

process of mourning. They alert the mourner to the reality
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that grief is a process and that it takes both time and

work. They also aid the mourner in adapting to the loss of

the loved one.

The hospice movement seeks to provide compassionate

care for the terminally ill and their families. Their
0

desire is to allow those who are dying the opportunity to

live meaningfully until they die. Table 1, page 7, provides

a list of the principles of hospice (Dobihal, Lack,

Rezendes, & Wald, 1975).

Purpose of Study

As has been demonstrated, the needs of the terminally

ill patient extend beyond the competencies of standard

hospital practices. In an effort to expand the concept of

medical treatment to include concerns relevant to the dying

patient, the concept of the hospice was created. The hos¬

pice provides patients with a positive atmosphere that is

designed to facilitate and foster a positive attitude toward

death. Given such an environment, it can be expected that

the dying patient would be less depressed, more optimistic

and less threatened by his own death than patients who do

not receive this type of care. The purpose of this study

was to lend quantitative support to this idea. Death threat

was measured by the Threat Index developed by Krieger,

Epting and Leitner (1974). Optimism was measured by the
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TABLE 1. PRINCIPLES OF HOSPICE

1. The patient needs to be as symptom free as
possible so that energy can be used to live.

2. Help is available to all those involved,
whether patient, relative or friend.

3. Continuity of care shall be sustained by the
same health care team regardless of the
locale.

4. Care givers must always be available when
and where the patient needs them.

5. The structure of the care system must pro¬
vide multiple options available to the
patient/family under the care of the same
health team in different settings!

6. Twenty-four hour care must be available
for the patient/family wherever the pro¬
blem is.

7. Education and counseling of the staff and
patient/family is required to facilitate
communication, share knowledge, and reach
decisions.

8. Care requires collaboration of many dis¬
ciplines and person working as a health
care team.

9. Teams must be custom made and call upon
persons and institutions in the com¬

munity in addition to patient/family and
hospice staff.

10. The staff shall integrate humanistic
care with medical and nursing care.

11. The religious, philosophic and human¬
istic components of care are as essen¬
tial as the medical, nursing, and
social work components.
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TABLE 1 (CONTINUED)

12. The patient/family facing death needs
someone who cares and this requires
emotional investment on the part of
the staff.

13. Caring involves receiving as well as
giving.

14. The hospice team will seek to provide
an optimal environment that fosters
health.

15. Replenishment for emotional investments
within the family will be provided
through mutual support.

Hopelessness Scale developed by Beck, Weissman, Lester and

Trexler (1974), and depression, was measured by the Beck

Depression Inventory (1961).

Definition of Terms

To facilitate reading, terms are defined below which

are either unique to the system of language used in death

research or are operationalized for this study.

1. Threat Index—"A measure of death threat derived

from Kelly's personal construct theory. It as¬

sesses the extent to which a person's construct

system is structured to anticipate death"

(Krieger et al. 1974, p. 299).
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2. Hopelessness—A system of negative expectancies

that one holds concerning himself and his future.

3. Future—The amount of time existing between the

present moment and the time of one's death.

Summa ry

The hospice focuses on providing palliative care to the

terminally ill. While such care does not foster the pro¬

longation of life, it does foster the notions of humanism

and death with dignity. Given an environment where death

can be seen as. more of a transition than an end-state, it

can be hypothesized that the degree of positive feelings

associated with death would increase and the fear or threat

of death would decrease.

Testing this hypothesis from an idealistic standpoint

would call for interviewing terminally ill patients within a

hospice and comparing the results to those within the

hospital. However, open discussion of death with terminal

non-hospice patients proves to be an impossible task. Most

doctors, consistent with the research of Bowlby and Parkes

(1970), Lynch (1977), Davidson (1975), and Smith (1971),

view such a discussion as unethical, bizarre and inappropri-
#

ate. The doctors generally voice the concern that the

patient cannot handle it or that he/she is experiencing too

much pain. While this indeed is a sad fact, it is often
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true. Patients have not been prepared to deal with their

impending death. This in itself lends empirical support for
the need to establish some type of program to cater to the

needs of the dying patient. Thus, in order to evaluate the

impact of hospice care or catering to his need, terminally
ill patients will be compared to cancer patients who are in

remission and are actively involved with living life. Both

of these groups will then be compared to patients who are

coping with a temporary life-limited illness.

s



CHAPTER II
REVIEW OF RELATED LITERATURE

The literature reviewed in this chapter has been

divided into two major sections. The first section focuses

on examining the needs of the terminally ill, the develop¬

mental status of hospice and the research performed on

hospice care. The final section focuses on examining the

research performed on each of the three measuring instru¬

ments: The Beck Depression Inventory, the Threat Index and

the Hopelessness Scale.

Needs of the Terminally Ill

In an effort to justify maintaining distance from the

terminally ill patient, most doctors and hospital staff

assume that the patient does not want to talk about his

illness. In attempting to verify this myth, Simmons and

Given (1972) performed a study to determine the dying

patient's willingness to express his feelings about his own

death. These researchers studied 51 patients who suffered

from a terminal illness. Of these 51 patients, 47 expressed

the desire to communicate their feelings. However, they

noted that their desires were always thwarted by the hos¬

pital staff and well-meaning friends. Similar results are

10
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reported by Buckingham, Lack, Mount, MacLean, and Collins

(1976). These researchers note that for the dying patient

communication is essential. Communication gives the patient

a sense of control and involvement with decision making.

This helps him maintain both his identity and self-respect.

For the terminal patient, emotional death often pre¬

cedes biological death. The patient is not only robbed of

survival, but of hope. Found (1972) notes that as the

patient's health fails, they begin to experience a gradual

decline in freedom. They no longer have the right to move

about freely, interact and explore. They are denied fami¬

liar home surroundings and control over their body or en¬

vironment. The inability of the patient to have access to

these basic freedoms aids in destroying their will to live.

Once this is destroyed, the patient's remaining months are

very dismal and filled with the desire for a speedy demise.

The process of emotional death has been equated with

Erickson's stages of psychosocial development. Grady (1975)

notes that the dying patient is forced into the conflict of

ego integrity versus despair. When individuals cannot suc¬

cessfully integrate their impending death, despair results.

He notes that individuals begin to experience a sense of

despair when life loses its purpose, meaning, order and

value. This unhealthy resolution usually precipitates the

loss of identity. In order to aid in proper resolution of
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this conflict, Grady outlines three guidelines that the

health care staff should follow. They are 1) help patients

review their life (i.e., what things they have accomplished

and those things that they desire to accomplish), 2) let the

patient readily share feelings of depression, anxiety, and

discomfort, 3) connect the patient and family to adequate

helping resources. While these needs are essential for the

dying patient, they do not lie within the domain of standard

hospital care. Klagsburn (1971) reports similar findings in

his study on the needs of the terminally ill patient.

Klagsburn notes that the dying patient has three basic

needs. They are 1) the need to maintain control over their

destiny, 2) the need to understand technical language and

procedures (this facilitates lowering anxiety levels and

thus makes it easier to face unfamiliar treatments), and 3)

the need to share the feeling of being unjustly denied life.

McCorkle (1974) studied the effects of touch on seri¬

ously ill patients. This researcher notes that denial of

this most basic and fundamental need greatly enhances feel¬

ings of isolation and withdrawal. The absence of touch

makes communication and rapport harder to establish. For

patients with a terminal illness, the need for touch plays a

vital role in enhancing genuine communication. It conveys

to the dying patient that they are not alone and that they

are still worth reaching out to. Malkin (1976) emphasizes
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this in his research on care of the terminally ill at home.

He notes that it is important for the patient to maintain

close, loving bonds. The longer the patient is aware of

emotional ties, the healthier their emotional life will be.

This point is stressed in the writings of Mount (1976). He

notes that terminally ill patients must always be helped

toward maintaining a positive outlook based on reality,

confidence and trust.

The ability to maintain self-respect and a sense of

dignity is crucial for survival. However, for the dying

patient, these two qualities are among the first things that
A

they lose. Nash (1977) performed a study in order to ident¬

ify which factors affect the dignity of a person with a

terminal illness. He found that the most frequent non¬

dignity supporting responses were indicative of pain, loss,

loneliness and intrusiveness. Patients often feel that the

staff does not understand and that they are not important

when they have to continually ask for pain medication. This

in turn increases their feelings of loneliness and loss.

Concordantly, their self-respect is eaten away when nurses

and other staff members intrude in and out of the patient's

life transitions. This happens when persons ministering to

the patient focus narrowly on the task that is being rend¬

ered while completely ignoring the patient.
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As the terminal patient's world begins to decrease,

their need to be treated as a valuable living human being

increases. Wentzel (1976) reports that terminal patients

often need more affection and attention in the final phase

of their illness. However, this is the point at which most

people traditionally begin to withdraw. Hinton (1972) notes

that when tending to the needs of the dying patient, "empha¬

sis must always lie upon tending the person, not battling

with his disease, treating the one who feels symptoms, not

just treating the symptoms" (p. 365). Stoddard (1978)

states that the most important need of the terminally ill is

that they need to know that they matter as a human being.

The dying patient has a unique network of needs that

accompany his physical ailment. In order to adequately

cater to their needs, the concepts of treatment and care

must be expanded. Concerns such as alienation, abandonment,

isolation and trust, as has been demonstrated, are crucial

for the dying patient. However, these often remain unat¬

tended to in the daily administrations of hospital care.

Alternate forms of treatment must be developed to ensure

that the needs of the terminally ill are met.

Hospice Care

Developmental Status of Hospice

The contemporary hospice movement began with the open¬

ing of St. Christopher's Hospice in London in 1967. St.
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Christopher's was born out of a need to offer palliative

care to the terminally ill. It was the first free-standing

facility that was dedicated to total care of the dying

patient. The founding of this hospice under the director¬

ship of Dr. Cicely Saunders marked the beginning of a new

trend in treatment for the terminally ill patient.

The growth of hospice care in the United States is a

relatively new phenomenon. Inspired by the work of Dr.

Saunders, Dr. Sylvia Lack, in 1974, established the first

hospice in the United States. Due to an inability to

establish adequate funding, this hospice program was unable

to secure a free-standing, autonomous facility. Hence, it

started by providing all of the hospice functions through a

coordinated home service model. By 1981, the Joint

Commission on Accreditation of Hospitals (JCAH) had identi¬

fied the existence of well over 800 hospice programs in the

United States (Vandenbos, DeLeon and Pallak, 1982). Within

the past five years, this figure had doubled to well over

two thousand.

Programs of hospice care now currently exist in four

different models. These include hospital-based palliative
care units, home care services, free-standing institutions,

and wholly voluntary programs. According to the Joint

Commission on Accreditation of Hospitals, 46 percent of all

operational hospice programs are hospital based, 23 percent
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are independent home health agencies, 26 percent are commun¬

ity based, and 4 percent are totally volunteer based. Hos¬

pice programs have shown remarkable growth over the past

twenty years. They have made significant strides within the

field of health care. Their growth can be evidenced by the

rapid expansion throughout the United States and Great

Britain.

Evaluative Research Data on Hospice Care

While a great deal of literature has been written on

the hospice, there has been very little done in terms of

research. This section of the literature review will focus

on studies that have examined the usefulness of hospice care

for the terminally ill. Wald (1971) studied the effects of

the environment on the dying patient. Based on her re¬

search, she concluded that

the quality of the dying process is affected to
a large extent by the physical surroundings in
which the process occurs. The surrounding it¬
self acts not only as a catalyst to initiate
the most effective treatment for the patient as
an individual, but it also assists in managing
the complex psychosocial relationship that is
inextricably entwined with the patient's medi¬
cal treatment (p. 255) .
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treatment." The less threatening the patient's environment,

the easier it will be for them to cope with their dying. In

addition to providing the patient with a nonthreatening

environment, hospice settings attempt to integrate the

patient's family into the everyday treatment and care of the

patient. Buckingham (1982), in a study comparing hospice

patients to non-hospice patients, found that feelings of

personal inadequacy and inferiority were significantly lower

within the hospice group. He attributes this difference

largely to the hospice use of family members as the primary

care givers. He further notes that such practices not only

benefit the patient, but their family as well. It serves to

relinquish some of the feelings of guilt and helplessness

that the family often experiences.

Buckingham and Foley (1978) compared hospice and hos¬

pital patients on anxiety, depression and social adjustment.

To control for effects that could have been due to experi¬

menter bias, these researchers used self-report question¬

naires. Anxiety was measured by the Zuckerman Adjective

Checklist, depression was measured by the Symptom Checklist

90, and social adjustment was measured by the Social Adjust¬

ment Self-Report Scale. Their results showed that hospice

patients exhibited lower levels of anxiety and depression

and higher levels of social adjustment than the hospital

comparison group. In addition to testing the patients,
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these researchers also tested the staff. They found the

same results for the staff that they found for the patients.

Ingles (1974) reports that the quality of care that the

dying patient receives affects his perceptions about his own

death. This researcher notes that the quality of care is

significantly increased when nurses are trained in meeting

the needs of the dying patient. He notes that within the

hospice environment, nurses are trained to accept their own

feelings about death, listen compassionately and construc¬

tively to the fears of others and to promote physical and

psychological support for the patient. This type of train¬

ing makes the transition from life to death as peaceful as

possible.

McNulty (1971) examined the usefulness of the hospice

commitment to home care. She notes that by allowing the

patient to spend as much time as possible at home, you can

significantly reduce the feelings of isolation and estrange¬

ment that patients feel from their family. They are able to

be an active participant in life, which serves to maintain a

feeling of identity and sense of self worth.

Melzack, Ofiesh, and Mount (1976) examined the effec¬

tiveness of the hos- pice's commitment to the eradication of

pain. Pain, within the hospice setting, is often controlled

by a combination of narcotics, commonly referred to as the

Brompton's mixture. This morphine-based narcotic acts to
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inhibit pain signals before they reach the nervous system.

This mixture, administered with a phenothalizine (Valium,

Librium), serves to decrease anxiety, despair and the

sensory awareness of pain. In an attempt to maintain

continuous control over pain, it is usually administered

every four hours. This assures the patient that they will

remain pain free, thereby diminishing their fears and expec¬

tations of pain. The researcher administered the Brompton's

mixture to patients within a palliative care unit (hospice

within a hospital) and to those suffering with a terminal

illness within private rooms and on different recovery

oriented hospital wards. He found that the Brompton's

mixture significantly reduced the pain for all three groups.

However, the degree of pain reduction was significantly

greater for patients within the palliative care unit. This

difference is attributed to the positive psychological input

of the unit. He notes that the presence of a highly con¬

cerned staff and the help of volunteers provide comfort and

good cheer which play a crucial role in the reduction of

pain. There were no significant differences between

patients in private rooms and on hospital wards.

The hospice's commitment to post-death follow-up care

for patient families has also proven to be very beneficial.

Parkes (1974) studied a bereavement program that is designed

for high risk families at St. Christopher's Hospice. He

identified high risk families as those who would be most
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likely to experience an unusual amount of difficulty after

bereavement. Families within the hospice follow-up care

program were matched with families who were not receiving

any type of follow-up or support. The results showed that

twenty months after bereavement, families within the hospice

group experienced less depression, fewer psychosomatic

symptoms and lower anxiety than the control group. The hos¬

pice group also reported less of an inclination to increase

their consumption of alcohol, tobacco and tranquilizers.

Conclusion

There are very few empirically based studies that

evaluate the value of hospice care. However, most of the

studies that have been performed tend to provide overwhelm¬

ing support to the hospice's commitment to a more positive

alternative to dying. Liss-Levinson (1982), in his article

on hospice care, emphasizes the need for qualitative re¬

search to be performed on hospices. He notes that a need

exists within the hospice for well trained psychologists.

This need is further highlighted in the survey performed by

Buckingham and Lupu (1982) , in which they found that only 21

percent of existing hospices employ psychologists. In order
t

for the hospice approach to death to be recognized as the

norm instead of the exception, more quantifiable and objec¬

tive studies must be performed.
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Questionnaire Literature Review

This section of the literature review examines prior

research performed on each of the three questionnaires.

Beck Depression Inventory

The Beck Depression Inventory was first introduced into

the field of scientific research in 1961. Its authors were

attempting to provide a measure of depression that would be

functional within any theoretical framework. The instrument

itself is designed to detect and measure the severity of

depression. The authors conceive of depression as being a

complex emotional disorder consisting of affective, cogni¬

tive, motivational and behavioral components. Hence, in

order to gain an accurate assessment of one's emotional

state, it is necessary to measure each of these symptoms and

its intensity. The inventory does this by asking individu¬

als to select from a group of statements the one which best

describes their mood. The more dysphoric the statement, the

greater its value.

Since its development, the Beck Depression Inventory

has been used in a wide variety of research. Nussbaum,

Witting, Hanlon and Kurland (1963) used the Depression

Inventory to measure the effectiveness of drug treatment on

patients who were diagnosed as suffering from either neuro¬

tic or psychotic depression. These clinicians administered



22

the Depression Inventory both prior to and immediately fol¬

lowing the completion of an 11 month treatment program.

These clinicians found that individuals who were clinically

treated for depression scored an average of 30.1 on the Beck

Depression Inventory prior to treatment. Their scores at

the conclusion of the program dropped significantly to an

average of 22. These patients were considered to have

progressed from a state of severe depression to one of

moderate depression. There were no significant changes

noted in a comparable control group.

In an additional study performed by Nussbaum and

Michaux (1963), the Depression Inventory was used to study

the depressed patient's reaction to humor. Within this

study, the researchers found a negative correlation between

depression and humor. Their results showed that the higher

an individual's score was for the Depression Inventory, the

less likely they would respond to humor. Subjects for this

study were selected from the inpatient psychiatric unit at a

Veterans Administration hospital. They were based on their

responses to the Inventory, categorized into separate groups

ranging from not depressed to severely depressed. Patients

who were severely depressed were not able to respond to any

type of humorous stimuli.
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Loeb, Feshbach, Beck and Wolf (1964) used the

Depression Inventory to assess the effects of depression on

altering one's perception about one's future capabilities.

These researchers found that the more intense an individu¬

al's state of depression, the more likely the individual is

to underestimate his/her abilities to achieve success. In a

similar study by Loeb, Beck, Diggers and Tuthill (1966),

these researchers found that as the intensity of depression

increases, so does the tendency to devaluate actual

accomplishments.

The Depression Inventory has been used in a number of

other studies as the criterion measure for depression. Beck

and Ward (1961) showed that as depression increased so did

the "likelihood of dreams characterized by masochistic

themes (their content was reflective of deprivation, suffer¬

ing and other unpleasant experiences)" (p. 288). Beck

(1961) used the Depression Inventory to show that the more

depressed a person is the more likely he/she is to identify

himself/ herself as a loser.

In addition to being considered as a criterion measure¬

ment for depression, the Depression Inventory has also shown

significant correlations with other measures of depression.

In the study cited earlier by Nussbaum, Wittig, Hanlon and

Kurland, the Depression Inventory showed a significant

correlation with the D Scale of the MMPI. Beck's (1961)
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study also showed that the Depression Inventory correlated

with independent clinicians' assessments of depression

(results of the actual correlations will be presented in

greater detail in Chapter III).

Threat Index

The Threat Index developed by Krieger, Epting and

Letiner (1974) was developed as a means of operationally

defining and measuring death threat. The scale assesses an

individual's reluctance to construe self and death along the

same construct. It assumes that persons who describe them¬

selves and death in similar terms have integrated their

worlds in such a way as to incorporate death as a personal

reality. Individuals who place themeslves and death on

opposite dimensions would have to reorganize their system in

order to incorporate death with their existence.

Since the introduction of the Threat Index in the mid-

1970s, Neimeyer, Epting and Krieger (1982) note that a great

deal of the research that has been performed on the Threat

Index has focused on establishing the psychometric soundness

of the instrument. It has been compared to a variety of

other instruments that measure concepts closely related to

death threat. One survey showed that there is a significant

correlation between the Threat Index and Lester's Fear of

Death Scale. This suggests that the Threat Index does

measure one's orientation toward death.
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A study performed by Epting, Rainey and Weiss (1979)

found that the Threat Index correlated significantly with

Feifel's Measures of Fear of Death. Feifel's index measures

fear of death on three levels: the conscious level, the

fantasy level and the nonconscious level. The Threat Index

correlates significantly with Feifel's conscious level and

fantasy level of fear of death. Tobacyk and Eckstein (1979)

found significant correlations between the Threat Index and

Dickstein's Death Concern Scale. The Death Concern Scale

measures the extent to which an individual is disturbed by

thoughts of consciously confronting death. These studies

support interpreting the Threat Index as a valid means of

measuring one's orientation toward death.

More recent research performed with the Threat Index

has involved a study performed by Neimeyer, Behnke, and

Reiss (1984). This study examined physicians' responses to

death. These researchers asked 25 pediatric residents to

complete the Threat Index and then respond to vignettes

depicting personal death. The clinicians found that doctors

with high death threat orientations were more likely to cope

with death through using denial or avoidance strategies. In

an effort to minimize the patient's death, doctors were more

likely to reinvolve themselves in their work, evaluate the

patient's record or just shake it off. The researchers fur¬

ther note that "across all levels of death threat doctors
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seem to share an image of the ideal physician as being less

likely to talk with their spouse, experience nightmares,

guilt or recurrent thoughts of the dead patient. Admitting
human responsiveness would be equivalent to admitting

inferiority" (p. 155).

Rainey and Epting (1977) found that members of a

memorial society who had planned their funeral or who had

provided for disposal of their body were less threatened by

death than individuals in a comparable control group. They
note that these results were expected because preplanners

have recognized and have anticipated their death as a per¬

sonal reality.

Hopelessness Scale

The Hopelessness Scale was first introduced into the

research community by Beck, Weissman, Lester and Trexler

(1974). It was developed as a measure of one's negative

expectations about the future. The Scale allows clinicians

and researchers to assess the degree to which individuals

are pessimistic about their future. Since its inception,

the Scale has been used in a very limited amount of studies.

However, each study that it has been used in has validated

its soundness as a viable research tool. Kovacs, Beck and

Weissman (1975) administered the Hopelessness Scale and the

Beck Depression Inventory to a group of psychiatric patients
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who had been hospitalized subsequent to a serious suicide

attempt. These researchers consistently found hopelessness

to be significantly better than the Depression Inventory on

indicating suicidal risks. This finding corroborated the

work done by Minkoff, Bergman, Beck and Beck (1973). These

researchers also found that the seriousness of suicidal in¬

tent is more highly correlated with hopelessness than with

depression. Hence, by using the Hopelessness Scale and the

Beck Depression Inventory, these researchers were able to

assert that any statistical association between suicidal

intent and depression is due to the presence of a third

variable, namely, hopelessness.

Vatz, Wing and Beck (1969) used the Hopelessness Scale

to measure optimism about the future in depressed patients.

These researchers found that depressed patients have unre¬

alistically negative attitudes toward the future. This team

of researchers was able to note that as patients began to

recover from their depression, their negative expectancies

began to reduce. Beck (1974) found that following success¬

ful experiences on card sorting tasks, patients hospitalized

for depression show an increase in optimism regarding future

performance on similar tasks. This in turn generalizes to a

global improvement in optimism. However, a failure on this

task generally led to significant increases in hopelessness.
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The research performed with the Hopelessness Scale

shows that optimism plays a major role in one's view and

expectations of themselves. While the Hopelessness Scale

has not been used in a wide variety of studies, it has been

proven to be a valid measure for assessing pessimism.

Summary and Expected Results

Hospice programs were developed to provide patients who

were coping with a terminal illness a more positive alterna¬

tive to standard hospital treatment. As has been demon¬

strated in the literature, the terminally ill patient brings
with him/her a more complex and highly specialized set of

needs. For most individuals suffering with a temporary

life-restricting ailment, these needs can easily be con¬

sidered secondary. However, for patients who will not be

recovering, it becomes a necessity to insure that they

receive adequate emotional as well as physical care. While

hospice programs have been attempting to provide appropriate

care to all of their patients, very little has been done in

the way of research to support their effectivness. The

present study will attempt to expand the current existing

body of research performed on hospice care and to lend

quantitative support to its claims. Death threat, optimism

and depression were selected because each of these variables

plays a key role in determining one's emotional well being.
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The literature on each of these three variables indicates

the presence or absence of them can greatly enhance or

depreciate the quality of life. Given hospice's commitment

to total care of the dying patient, their open, honest

exploration of feelings, and their attentiveness to their

patient's emotional needs, the following results are

expected:

Analysis I. It is expected that there will be no

significant differences between either of the three groups

on the Hopelessness Scale. This is expected because hospice

patients receive appropriate care giving interventions that

foster acceptance of the concept of living until they die.

It is assumed that these patients will be just as optimistic

as patients who have at some point in their lives had to

face this life-threatened illness and recovered. Both

groups are in turn expected to be equally as optimistic as

patients who are currently coping with a life-limited

illness.

Analysis II. It is expected that there will be no

significant differences between either of the three groups

on the Depression Inventory. This is expected because

hospice patients are afforded the opportunity to openly
discuss their feelings about their illness, their fears, and

their concerns with individuals (i.e., psychologist) who are

trained in helping individuals to cope with their emotions.
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It is assumed that there will be no significant difference

between terminally ill cancer patients and those who are in

remission. This is expected because patients in remission

have had time to cope with their illness, and have a favor¬

able prognosis. Hence, they should show no signs of depres¬

sion that can be directly attributed to their illness.

(Note: patients within this group will be asked to fill out

both the Depression Inventory and the Hopelessness Scale, in

light of how their illness would affect their answers. This

will be done in order to control for situational factors

that may unjustly bias their responses). Both groups are

expected to score within the same range as patients who are

having to cope with a temporary life-limited illness.

Analysis III. It is expected that hospice patients

will be less threatened by their own death than patients who

have faced cancer and patients who are coping with a life-

limited illness. This is hypothesized because hospice

patients have had to face and cope with their impending

death. They have been offered the opportunity to explore

their feelings about dying within an environment that is

geared toward seeing death in a positive light. Cancer

patients who are in remission have not had to actively deal

with their dying. Thus, their scores on the Threat Index

are expected to be higher than the hospice population.

However, because they have coped with a life-threatened
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illness, their scores are expected to be lower than patients

who are coping with a life-limited illness.



CHAPTER III
METHODS

Subjects

Three groups of subjects were used in this experiment.

The first group consisted of terminally ill cancer patients

(life-ending group). The second group consisted of cancer

patients who were in remission (life-threatened group). The

final group was made up of patients coping with a temporary

life-limited illness (life-limited group).

Life-Ending Group

The hospice group was made up of a total of 30 subjects

(16 males; 14 females). All patients within this group were

selected by the nursing staff of the hospice team. Selec¬

tion of patients was performed based on predetermined cri¬

teria (see Appendix A). Prior to initial researcher contact

with the patient, the nurse or primary care giver informed

the patient about the purpose of the study and obtained

verbal permission for the researcher to follow-up. Of those

who were asked to participate, all agreed.

All participants within the group were taken from

Methodist Hospital of Florida, Jacksonville, Florida.

Methodist's program is designed to offer comprehensive

32
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health care to the terminally ill. Each patient is assigned

to an interdisciplinary health care team which is directed

by a trained hospice physician. This physician's specialty
is pain prevention and symptom control. Upon acceptance

into the hospice program, a registered nurse is assigned to

the patient. Her first duty is to perform a detailed

psychosocial assessment of the patient's emotional and

physical needs (see Appendix B). Each case is then reviewed

in weekly team conference meetings. This provides each

member of the patient's care team an opportunity to provide

information as to how they, as a unit, can best coordinate

health care to suit the needs of the client (see Appendix C

for a copy of the treatment plan that is drawn up for each

patient). Each hospice patient receives a minimum of 3 to 4

visits from someone on his care team each week. Both the

needs of the patient and the needs of the family are

considered the main priority of the staff.

Life-Threatened Group

The life-threatened group was made up of cancer

patients who were in remission. This group consisted of 22

subjects (20 females; 2 males). Patients were solicited

through the American Cancer Society of Jacksonville,

Florida. Participants were notified of this project through

advertisements published in the Cancer Society's monthly

newsletter (see Appendix D for a copy of the advertisement).
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The advertisement informed patients of the criteria that

must be met in order to be considered appropriate for the

study. Persons who were interested in participating con¬

tacted the researcher to set up a time to complete the

questionnaire.

Life-Limited Group

The life-limited group consisted of patients who were

coping with a transient illness which was severe enough to

require hospital confinement. This group was made up of 30

subjects (12 males, 18 females). Special care was given to

insure that this group would be as homogeneous on extraneous

variables, such as age and emotional development, as the

previous two groups. Patients within this group were

selected from a local nursing home service list. Patients

within this group had to meet the following requirements in

order to be considered eligible for participation in this

present study: 1) a hospital confinement of a minimum of

one week, and 2) a temporary illness of which a total re¬

covery would be expected. Table 2 provides a list of the

average age, as well as the age range of each group.
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TABLE 2. AVERAGE AGE OF GROUP

NUMBER OF AVERAGE
GROUP PARTICIPANTS AGE RANGE

Life-Ending 30 63.5 22-92

Life-Threatened 22 65.5 17-93

Life-Limited 30 53.9 20-88

Instruments

This section reviews information related to the

validity and test reliability of each of the measuring

instruments.

Threat Index

The Threat Index (presented in Appendix C) is a paper

and pencil measure that is designed to assess the degree to

which an individual has incorporated the notion of death

with life. It is based on the theoretical framework of

George Kelly's Personal Construct Psychotherapy. The Threat

Index exists in several different versions. The one selec-

ted for this present study is the TIp40. This consists of a

list of forty bipolar constructs. The individual is asked

to select from each pair the construct which best describes

themselves and which one best describes how they see death.

It is scored by counting the number of splits that occur

between the two. The construct validity of the Threat Index
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was determined by comparing it to questionnaires that

measured concepts closely related to death threat and

behavioral measure of death threat. The Threat Index

yielded significant correlations when correlated with the

Lester Fear of Death Scale; the Templer Death Anxiety Scale,

and the Collett-Lester Fear of Death Scale. This suggests

that the Threat Index is providing a valid measure of death

orientation.

Test-retest reliability has also been determined for

the Threat Index. In being evaluated for temporal consis¬

tency, the Threat Index has been reported to have a Spearman

rank, correlation of .87. This suggests that the Threat

Index measures of death orientation are relatively enduring.

Internal consistency of the Threat Index was determined.

This was done by splitting the constructs into odd and even

numbered constructs. The split-half coefficient for the

TIp40 was .96. For further information on the Threat Index,

the reader may refer to the Threat Index; a research report

[Rigdon, Epting, Neimeyer and Krieger (1979)].

Hopelessness Scale

The Hopelessness Scale (presented in Appendix F) is

designed to measure pessimism. This scale consists of 20

true/false questions which are assigned a value of 0 or 1.

The total hopelessness score is derived by summing up the
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scores on each individual item. The higher the score, the

greater the degree of pessimism.

Concurrent validity for this scale was determined by

comparing Hopelessness scores with clinical ratings of

Hopelessness, and with other tests designed to measure

negative attitudes about the future. The correlation

between the Hopelessness Scale and clinical ratings of

Hopelessness is .74 (p <£l.001). The Hopelessness Scale was

further correlated to the Stuart Future Test. The two tests

yielded a correlation of .60 (p -¿C .001). These findings

lend support to the ability of the Hopelessness Scale to

assess pessimism.

Reliability for this instrument was determined by

testing approximately 300 patients who were hospitalized for

a recent suicide attempt. The internal consistency of the

Scale was analyzed by means of alpha (KR 20), which yields a

reliability coefficient of .93. This suggests that the

items on the Scale do indeed consistently measure

Hopelessness.

Beck et al. (1961) further performed a factor analysis

on the Hopelessness Scale. Items which had a factor loading

greater than .50 were used to identify the meaning of a

factor. Beck was able to identify three significant fac¬

tors. He defines them as follows: the first factor,

feelings about the future, centers around the individual's
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emotional involvement and concerns themes of hope and en¬

thusiasm. The second factor centers around one's desire to

give up and no longer try again. The final factor centers

around what life would be like. The information obtained on

the reliability and validity of the Hopelessness Scale was

taken from the article written by Beck, Weissman, Lester and

Trexler (1974) .

Beck Depression Inventory

The Beck Depression Inventory is designed for measuring
the depth and intensity of depression. It consists of 21

symptom categories that have been shown to be related to

depression. Each symptom category has four statements that

reflect varying degrees of severity. The subjects were

asked to choose a statement from each category which best

described how they were feeling. The more intense an

individual's statement was, the higher the score he received

from that category.

Beck determined concurrent validity for his instrument

by comparing it to other psychometric tests of depression
and to clinical evaluations of depression. When compared to

the D Scale of the MMPI, the Depression Inventory showed

Pearson Product Moment Correlation of .66. When the

Depression Inventory was compared to the Hamilton Rating

Scale for Depression, it yielded a Spearman rank correlation
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coefficient of .75. This suggests that the Beck Depression

Inventory is a valid measure of depression.

Test-retest reliability for the Depression Inventory

was calculated in an indirect manner. Beck administered the

Depression Inventory to patients at 6-week intervals. He

found that changes in the clinical ratings of depth of de¬

pression paralleled changes in the scores on the Inventory,

thus indicating a consistent relationship between the

Inventory and the patient's clinical state.

Beck performed a factor analysis on the Scale and found

that each category fell under four major factors: physical

aspects of depression, self-debasement, suicide ideations,

and indecision-inhibition. Due to the nature of the re¬

search being performed, the first factor listed, physical

aspects of depression, was omitted from the questionnaire

patients were given to fill out. This was done so that the

results would not be unjustly balanced against the hospice

group. Patients within the hospice group have certain

physical limitations that accompany their illness (e.g.,

weight loss, fatigability, loss of appetite) which, under

these circumstances, are not indicative of depression. For

further information on the reliability and validity of the

Depression Inventory, the reader may refer to Beck's article

on the development of a Depression Inventory (Beck 1961) .
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Upon agreeing to participate in this study, subjects

were given the option of filling out the questionnaires in

private, filling them out with the researcher present, or

having the researcher read the questionnaire to the client

and mark his/her choices. Most subjects within all three

groups chose the latter. Patients within each group were

asked to first sign the appropriate consent form (see

Appendix H). Once this was done, patients began to provide

answers to the appropriate questionnaire, as well as to the

personal data sheet (Appendix I). The average patient took

approximately 45 to 60 minutes to complete participation in

the study. For most, the questionnaires provided them an

opportunity to reflect over their lives, as well as to con¬

sider their goals. Administration of the questionnaire was

basically the same across all groups. The major difference

involved the cancer in remission group. This group was

asked to fill out the questionnaires in light of how their

illness had affected their life-style. This was done in

order to insure that patients within this group gave due

consideration as to how coping with a cancer has affected

their outlook on life. Subjects within both the hospice

group and the cancer in remission group were administered

the questionnaires within their homes. Patients within the

life-limited group were administered their questionnaires
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while either in the hospital or within two weeks of their

discharge.

Administration of the questionnaires proved to be a

very difficult task. Patients within all three groups

experienced very little difficulty with the Hopelessness

Scale or the Depression Inventory. However, most patients

found the Threat Index very difficult to understand. Hence,

extra precaution had to be taken to insure that the patients

were responding in accordance with the directions. Patients

difficulty with the Threat Index centered around understand¬

ing the meanings of some of the constructs. This was taken

care of by giving the participant a rather brief and concise

definition of the construct in question.

In working with the hospice group, it proved more

effective to administer the questionnaires to the patient

alone without the presence of his family or care giver.

While the patients were rather comfortable talking about

their death, it proved to be difficult for some well meaning

family members who had not yet totally accepted the pa¬

tient's approaching death. They would often want to inter¬

ject and tell the patients how he or she should be feeling.

For the most part, patients within all three groups

were eager to participate and found this to be a positive

experience. They felt glad about being able to make a con¬

tribution that would enhance the hospice experience for

future participants.



CHAPTER IV
RESULTS

The results of the analysis of the effect of hospice

care on the terminally ill are presented in this chapter.

Analysis of variance was calculated for Hopelessness,

Depression and Fear of Death. When the F-ratio was signifi¬

cant at the .05 level, a test for least significant differ¬

ences was done in order to identify differences among pairs

of means. Analysis of variance was also performed to

identify any significant differences among any of the sub¬

scales on the Beck Depression Inventory and the Hopelessness

Scale. Additional analysis was also performed to identify

any significant differences that could be attributed to the

age of the subjects.

Because each of the three questionnaires measures

variables that are closely related, statistical procedures

were performed in order to insure that they were measuring

different constructs. A multivariate comparison was carried
# •

out for these three questionnaires. This analysis yielded

an F of 2.92, which is significant against the Wilks Lambda

Criterion with 6 and 154 degrees of freedom. This finding

justified the combination of data for the remaining

analysis.

42
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Analysis I

It was expected that there would be no significant dif¬

ferences among the three groups on the Hopelessness Scale.

This was expected because hospice patients receive appropri¬

ate care giving interventions that foster acceptance of the

concept of living until you die. It was assumed that these

patients would be just as optimistic as patients who have

had to face a life-threatened illness and recovered.

Patients in both of these groups were expected to be equally

as optimistic as patients who were currently coping with a

life-limited illness. The results showed that there was a

significant difference between the groups on Hopelessness:

F(2,79) = 3.20 p<c^.04 (see Table 3). A test for least sig¬

nificant difference indicated that cancer patients in remis¬

sion were significantly more optimistic (x = 1.9) than

patients who were dying (x = 4.03) and those who were coping

with a life-limited illness (x = 4.1). There were no sig¬

nificant differences between the hospice group and the life-

limited group (see Table 4) .
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TABLE 3. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE HOPELESSNESS SCALE

SOURCE DF SS MS F P

Treatment 2 76.24 38.12 3.20 0.0463

Error 79 942.25 11.92

Total 81 1018.50

TABLE 4. LSD FOR DIFFERENCES ON THE
HOPELESSNESS SCALE

LIFE-THREATENED LIFE-ENDING LIFE-LIMITED

1.9

A

4.03
*

4.13

*means connected by line are not significantly different

Analysis II

It was expected that there would be no significant dif¬

ferences among the three groups on the Depression Inventory.

This was expected because hospice patients are afforded the

opportunity to openly discuss their feelings about their

illness. It was assumed that there would be no significant

difference between terminally ill cancer patients and those

in remission. Cancer patients in remission have had time to
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cope with their illness and, for the most part, carry a

ravorable prognosis. Both groups were, in turn, expected to

score within the same range as those facing a life-limited

illness. The analysis of variance shewed that there was a

significant difference among the three groups: F(2,79) =

3.81, p<.02 (see Table 5). The test for least significant

difference indicated that patients in remission were less

depressed (x = 2.77) than patients in the life-limited

group (x = 5.76) and the life-ending group (x = 6.76) (see

Table 6).

TABLE 5. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE BECK DEPRESSION INVENTORY

« %

SOURCE DF SS MS F P

Treatment 2 211.51 105.75 38.81 0.0262

Error 79 2190.59 27.72

Total 81 2402.10

TABLE 6. LSD FOR DIFFERENCES ON THE
BECK DEPRESSION INVENTORY

LIFE-THREATENED LIFE-LIMITED
_ # #

• é
•

•* *

LIFE-ENDING

2.77

• • * '' * •

5.76 6.76
★

%

*means connected by line are not significantly different
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Analysis III

It was expected that patients within the hospice group

would be less threatened by their own death than patients

who have had either to face a potentially life-threatened

illness or a life-limited illness. This was expected be¬

cause hospice patients have had to cope with and face their

impending death. They have had the opportunity to explore

their feelings about dying within a positive environment

geared toward acceptance of death. These patients are

expected to score significantly different from patients in

other groups. Cancer patients in remission were expected to

score higher than patients who are facing a life-limited

illness. The results showed that there is a significant

difference between the groups: F(2,79) = 3.95, p<-.02 (see

Table 7). Patients within the hospice group were less

threatened by their own death (x = 1.83) than patients with¬

in the life-limited group (x = 6.96) and patients within

the life-ending group (x = 6.0). There were no significant

differences between patients within the life-limited group

and the life-threatened group (see Table 8).
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TABLE 7. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE THREAT INDEX

SOURCE DF SS MS F P

Treatment 2 436.47 218.23 3.95 0.0231

Error 79 4363.13 55.22

Total 81 4799.60

TABLE 8. LSD FOR DIFFERENCES ON THE
THREAT INDEX

LIFE-ENDING LIFE--THREATENED

•

LIFE-LIMITED

1.46
★

6.00 6.96

*means connected by line are not significantly different

Additional Analyses

Additional analysis was performed to determine whether

or not there were any significant differences among any of

the groups on the sub-scales of the Beck Depression

Inventory and the Hopelessness Scale. Further analysis was

also performed to determine whether age was a significant

factor among the groups.
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Multivariate comparisons were also calculated for' the
• *

0

three subscales of the Beck Depression Inventory and- the

Hopelessness Scale.
•

•

The multivariate analysis for the Hopelessness Scale
. t

yielded an F of 1.63, which is not significant against the

Wilks Lambda Criterion with 8 and 152 degrees of freedom.

Hence, any difference found between any of the three groups

would be no greater than that expected by chance alone.

Post-hoc analysis of variance on the Hopelessness sub-

scale showed that there were no significant differences on

the first factor, feelings about the future: F(2,79) =

1.11, p<.,3341 (see Table 9).

TABLE 9. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON HOPELESSNESS SUE-SCALE FEELINGS
AEOUT THE FUTURE

SOURCE DF SS MS F P

Treatment 2 2.13
'

1.06 1.11 0.3341

Error 79 75.92 0.96
•

Total 81 78.06
*•

#

W

•

The analysis of . variance for the second sub-scale
• • f

‘ *

• • . . .

showed that there was a significant difference* among the
< • »

•
« •

• M
• * * •

three groups on their loss of motivátion: F(2,79)= 5.09,
»

*

. f - *

‘4
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p-<-.0083 (see Table 10). The test for least significant

difference showed that patients in remission were signifi¬

cantly more motivated (x = .02) than patients in the hospice

group (x = 1.26) or the life-limited group (x = 1.56).

However, there were no significant differences between the

hospice group and the life-limited group (see Table 11).

TABLE 10. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE HOPELESSNESS SUB-SCALE LOSS
OF MOTIVATION

SOURCE DF SS MS F P

Treatment 2 24.12 12.06 5.09 0.0083

Error 79 187.09 2.36

Total 81 211.21

TABLE 11.

LIFE-THREATENED

0.02

LSD FOR DIFFERENCES ON
LOSS OF MOTIVATION

LIFE-ENDING LIFE-LIMITED

1.26 1.56
*

*means connected by line are not significantly different
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The final scale of the hopelessness inventory measured

future expectations. The analysis showed that there were no

significant differences among any of the groups of this

factor: F(2,79) = 2.35, p .1017 (see Table 12).

TABLE 12. ANALYSIS OF VARIANCE FOR HOPELESSNESS
SUB-SCALE FUTURE EXPECTATIONS

SOURCE DF SS MS F P

Treatment 2 8.35 4.17 2.35 0.017

Error 79 140.19 1.77

Total 81 148.54

The multivariate analysis for the sub-scales on the

Beck Depression Inventory yielded an F of 4.11, which is
I 1 •

significant against the Wilks Lambda Criterion with 8 and

152 degrees of freedom. This result lends statistical

signficance to the following findings.

Analysis of variance for the first sub-scale on the

Beck Depression Inventory, labeled Self-Debasement, showed

that there were no significant differences among any of the

groups: F(2, 79) = 1.59 , p^.2106 (see Table 13).
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TABLE 13. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON BECK DEPRESSION INVENTORY SUB¬
SCALE SELF-DEBASEMENT

SOURCE DF SS MS l P

Treatment 2 6.33 3.16 1.59 0.2106

Error 79 157.42 1.99

Total 81 163.76

The second sub-scale on the Beck Depression Inventory

measures suicide ideations. The analysis of variance for

this scale showed that there were no significant differences

among the three groups: F(2, 79) == 2.56, p <C.0841 (see Table

14) .

TABLE 14. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE DEPRESSION INVENTORY SUB¬
SCALE SUICIDE IDEATION

SOURCE DF SS MS F p

Model 2 4.74 2.37 2.56 0.0841

Error 79 73.31 0.92

Total 81 78.06

The final sub-scale of the Beck Depression Inventory

measured work indecision-inhibition and showed that there

were significant differences among these three groups:
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F (2,79) = 13.03 , p<.0001 (see Table 15). The follow-up

test showed that the cancer in remission group (x = 0.6) was

less inhibited than the hospice group (x = 2.83) and the

hospital life-limited group (x = 2.10) (see Table 16).

TABLE 15. ANALYSIS OF VARIANCE FOR DIFFERENCES
ON THE DEPRESSION INVENTORY SUB¬
SCALE WORK INDECISION-INHIBITION

SOURCE DF SS MS F P

Model 2 61.99 30.99 13.03 0.0001

Error 79 187.95 2.37

Total 81 249.95

TABLE 16. LSD FOR DIFFERENCES ON THE WORK
INDECISION-INHIBITION SUB-SCALE

LIFE-THREATENED LIFE-LIMITED LIFE-ENDING

0.6 2.10
★

2.83

*means connected by line are not significantly different

Additional analysis was performed to determine whether

or not the groups were significantly different on the vari¬

ables of age: F (2,79) = 2.89 , p^c_.618 (see Table 17). The

analysis showed the groups were not significantly different

on this factor.
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TABLE 17. ANALYSIS OF VARIANCE FOR SIGNIFICANT
DIFFERENCES ON AGE

SOURCE DF SS MS F P

Age 2 1877.004 938.50 2.89 0.0618

Error 79 25698.75 325.30

Total 81 27575.75

Graphs for mean scores on each scale for each group are

contained in Appendix J.



CHAPTER V
DISCUSSION AND SUMMARY

Discussion

The original design of this study called for comparing

terminally ill patients currently under hospice care with

terminally ill patients not receiving hospice services.

However, all attempts to gain access to a terminal non¬

hospice population proved to be futile. Doctors, as well as

review committees of most major hospitals, would not sanc¬

tion the usage of patients for this type of research. They

cited the research design as bizarre and inappropriate.

Several of the oncologists stated they would not allow their

patients to fill out any of the questionnaires for fear that

they would have or could potentially produce an adverse

reaction in their patients. The general concern of most

doctors was that a project such as this could potentially

bring out a barrage of emotions that would potentially be

very damaging for all concerned. The next attempt to gain

access to this population involved testing patients who had

been referred to the hospice program but who had not begun

receiving any services. While this initially seemed to be a

54
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viable solution, it presented a number of stumbling blocks.

Attempts to obtain information from patients who had been

referred to hospice served to validate the perception that

these patients were just not at a point to look at their

impending death. Most were experiencing such severe pain

that attempts to gain information from them seemed almost

inhumane. On one occasion, a patient mistook the researcher

for the hospice intake doctor and repeatedly asked "How long

will it be before I can get something for the pain?" While

experiences such as these do not lend themselves to provid¬

ing quantitative evidence to support the need for hospice,

they do, however, in a very sad and realistic manner point

to the inappropriateness of standard hospital practices and

validate both the need and value of hospice programs.

Since realistic constraints and logistical difficulties

rendered this design virtually untestable, an alternative

system and set of hypotheses were generated. It was the

researcher's intent to show that hospice patients were

receiving care designed to facilitate and foster acceptance

of their fate as part of life. Patients within this group

were expected to be equally as optimistic as patients who

were coping with a life-limited illness or who had at one

time face a potentially life-threatened illness. The

results did not support the idea that hospice patients were
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equally as optimistic as patients who were in remission.

Hospice patients, however, were not significantly different

from patients who were in the hospital for a life-limited

illness (e.g., herniaectomies or removal of kidney stones).

Although these results do not wholeheartedly support this

hypothesis, they do not imply that the hospice program is

ineffective. On the contrary, it is rather encouraging when

terminally ill patients are just as optimistic as patients
9

who are coping with a transient life-limited illness.

While Beck does not report any normative data for the

Hopelessness Scale, it is interesting to note that patients

within each of the three groups report relatively low scores

on the Hopelessness Scale. This may suggest that although

patients within the hospice group are experiencing a degree

of hopelessness, it may be considered minor and clinically

insignificant when assessing individual levels of optimism.

In light of the fact that the cancer in remission group

was comprised largely of females, one could argue that any

significant differences could be attributed to differences

in gender. While this does present a bias inherent to this

study, attention must be given to the fact that Beck,

Weissman, Lester and Trexler (1974) reported that there were

no significant differences between males and females on

measures of hopelessness. The study of Beck et al. examined
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294 individuals who were hospitalized for depression. There

have been no reported differences for gender in any of the

subsequent research utilizing the Hopelessness Scale.

It is interesting to note that the same pattern of

results was duplicated on the Beck Depression Inventory.

Patients within the cancer in remission group were less

depressed than patients in both the hospice group and

life-limited group. However, there were no significant

differences between hospice patients and patients with a

life-limited illness. Here again the argument could be

advanced that hospice programs are making a significant

impact on the lives of its patients, in that terminally ill

patients were no more depressed than patients within the

hospital. An analysis of the three factors show that the

major difference is found on the work indecision-inhibition

scale. This fact, rather than being an indicator of depres¬

sion, could indicate a form of acceptance by patients of

their limitations. For example, one hospice patient was a

construction worker prior to receiving his diagnosis of

cancer. While under care of the hospice staff, the patient

has been very active in terms of doing things at home.

However, no amount of care is going to enable him to con¬

tinue working in construction. Hence, in examining scores

on this scale, individuals may appear to be depressed when,

in fact, they are not.
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Because a modified version of the Depression Inventory

was used, no normative data were available with which to

compare the scores of the three groups. In looking at the

normative data for the full version of the Depression

Inventory, Beck reports that individuals who report scores

that average between 5.4 and 14.3 could be considered as

experiencing virtually none to mild forms of depression.

(For further information on the norming sample, see Metcalfe

and Goldman 1965.) In making somewhat of an inferential

leap, it is plausible to hypothesize that patients within

the hospice group are experiencing very mild or moderate

forms of depression (x = 6.7). As has been demonstrated,

patients who are receiving treatment for transient ailments

experience moderate levels of depression (x = 5.7). Hence,

this lends support to the claim that scores obtained by

hospice patients reflect discomfort due to their illness

rather than their impending death.

Here again one must pay careful attention to the fact

that the cancer in remission group was made of a majority of

females. However, the Depression Inventory has shown no

significant difference between the scores of males and

females.

The final analysis called for examining patients' fear

of death. The results lend support to the concept that

hospice patients were less threatened by their death than
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patients within any of the other groups. These patients had
« f •
• •

successfully integrated their death into their daily exis¬

tence, whereas patients within the remaining two groups had

not done so. The fact that hospice patients are less
•I» •

#

• #
t

threatened by their own death lends credence to the argu-'

ments advanced for the results of the previous hypothesis.

Hospice patients have almost completely integrated their own

death. Thus, they are more iikel^-^to give a realistic

appraisal of their capabilities. Hence, with the threat of

death removed, these patients are more likely to spend less

time in the stages of denial and anger, thereby increasing

the amount of time that they have for quality living.

The average score for patients within the hospice group

on the Threat Index was 1.46. This reflects a very high

degree of death integration. This is one of the lowest

averages to be reported for the Threat Index. Rainey and

Epting (1977), in their research on individuals who were

planning for their death, found an average score of 13. It

seems that patients who are aware of their diagnosis have

almost completely accepted their death. (Most of the parti¬

cipants within the hospice group died within one month after .

completing the questionnaires.) Further research with ¿term-*

inally ill populations needs to be performed to determine
• *

•
• •

whether or not these findings are unique to patients who are
*

•

receiving hospice care. .Patients within the life"-limited
t •

*

i
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and the life-threatened groups also report relatively low

scores for the Threat Index (x = 6.96 and x = 6.00,

respectively).

Across all three groups, several factors in addition to

the hypothesized variables may be responsible for the low

scores on the Threat Index. Research performed by Robinson

and Wood (1984) shows that age correlates significantly with

scores on the Threat Index. Older individuals tend to score

lower on the Threat Index than younger ones. This seems to

suggest that as patients get closer toward death, they begin

to structure their lives to include it. If this is a valid

claim, it can be used to support the need that terminally

ill patients have for open, honest communication (Simmons

& Given, 1972). Communication such as this would facilitate

a healthy integration of death with life. Communication of

this type has been demonstrated to be standard practice

within hospice.

Implications for Counseling and Future Research

This study served to add statistical significance to

the importance of addressing the emotional needs of the

terminally ill. With the current trend in medical treatment

moving toward highly specialized modes of care, more often

than not physicians usually end up treating the illness

rather than the patient. Hence, the emotional needs of the

terminally ill patient often go unmet. In an effort to
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restore a more holistic form of care to the terminally ill

patient, doctors as well as counselors need to be aware of

the signficance that emotional well being plays in care.

Future research needs to be done in order to develop a means

to identify and measure any variables that would play a sig¬

nificant role in enhancing health care. From an optimal

standpoint, a method of gaining information both prior and

subseguent to patients' involvement with hospice programs

needs to be developed. This would provide an assessment of

the effectiveness of hospice programs on producing change in

their patients' emotional state.

Summary

This study attempted to show that hospice patients were

living and coping just as well as those who did not have a

terminal illness. While the results did not lend support to

this concept, they did show that there were no significant

differences between terminally ill patients and patients

with a life-limited illness. This fact in and of itself

implies that hospice patients are benefiting from the holis¬

tic approach to care.

In testing this concept, three groups of subjects were

used: terminally ill cancer patients, cancer patients in

active remission, and patients coping with a life-limited

illness. Persons within each group were selected on their
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ability to meet predetermined criteria for inclusion within

this study.

The hospice group was taken from patients within

Methodist Hospice. The cancer in remission group was

selected from respondents to an advertisement published in

the newsletter put out by the American Cancer Society of

Jacksonville, Florida. The final group, those with a

life-limited illness, was selected from a Jacksonville,

Florida, nursing home service list. Patients within this

group were either currently in the hospital or had been

released within the two weeks preceding the onset of this

study. Selecting patients from a nursing home service list

was done in order to insure that this group would be within

the same age range as patients within the other groups.
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APPENDIX A
HOSPICE INCLUSIONARY CRITERIA

UNIVERSITY OF FLORIDA

GAINESVILLE, 3251 I

DEPARTMENT OP PSYCHOLOGY

ABSTRACT

"Evaluative Research on the Holistic
Approach to Care and

of the terminally ill1

This study is designed to
ill patient. As previous research
patients extend far beyond the
In an effort to provide a
pice was created. Its
rather than the quantity of life
pirical support to this widely

•CISLne various forms of care for the terminally
has indicated the needs of terminally ill

ccmpentencies of standard hospital practices,
pallitive form of care the concepc of the hos-
designed to increase the quality of life
The purpose of this study is to lend en-

notion.

The variables that will be examined include depression, optimism, andfear of death. Patients within the hospice will be compared to those who
suffering from a terminal illness within the hospital.

ielow is a list of criteria that each 1
considered appropriate for this study1.Patient must be aware of his/her diagnosis

must meet in2.Patient must have been under hospice care for a r?,ini'mm of
one month.3.Patient must have some form of cancer.

4. Patient ust no longer
prolongation of
etc.)

any type of treatment geared
life (i.e. V»

Attached is a copy of the
patient to fill out, along with the
Upon completion of my study, I will
effective your care has been on

chat I will be asking each
Informed Consent Form that they mist sign,
inform you of the results and show how

the pain that each person experiences
This study has been approved by the Human Subjects Committee of the

University of Florida and has been determined to be one of minime 1 risks to
the participants. It is being conducted under the supervision of Dr. Franz
Epting, Director of Training Counseling Psychology Department, University of
Florida, Gainesville, Florida, and Dr. Kannalore Wass, Professor, Counselor
Education Department, University of Florida, (Editor of the Journal of Death

EQUAL EMPLOYMENT OPPORTUNITY/*» FIÍMATIVE ACTION EMPLOYER
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APPENDIX B
PSYCHO-SOCIAL AND HOSPICE INTAKE ASSESSMENT FORM

Methodist Hospital * HOSPICE
580 W. EIGHTH STREET

JACKSONVILLE, FLORIDA 32209

PLAN OF CARE &

PHYSICIAN*S CERTIFICATION & RECERTIFICATION
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□ TEACHING ANO TRAINING ACTMTlES

□ THERAPEUTIC OKT
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□ OiSCASi PROCESS/
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□ CATHETER • INSERTION/IRRIGATION
C Skin CARE
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O other
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APPENDIX C
HOSPICE TREATMENT PLAN

riULTIDISClPLINAHY PLAN OF PATIENT CARE &

TEAM CONFERENCE SUMMARY

PATIENT:
MEDICAL RECORD Ml
REFERRAL SOURCE:
CATE:

__

DIACNOSIS: "

MD RN
DISCIPLINES/VISIT frPEQUEMCY
PT. OT " SPEECH

1
l

HHA MSW PSYCHOLOGIST CLERGY VOLUNTEER
_ i

•
1
*

PHYSICAL: (MD, RN, HHA)

SICNttTDRE:

PSYCHOSOCIAL & SPIRITUAL SUMMARY: (PSYCHOLOGIST, HSW, CLERGY, VOLUNTEERS)

WHITE COPY-PHYSICIAN YELLOW COPY-FILE PINK COPY-REFERRAL SOURCE

FLORIDA'S FIRST COMPREHENSIVE

H@SPICE
M£THOOIST HOSPITAL

MO W. STH STREET • JACKSONVILLE. FLORIOA 3220»

DR.
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APPENDIX D
CANCER IN REMISSION INCLUSIONARY CRITERIA

I!¡Needed, thirty people who have sincere desire
to help and who have had to cope with cancer at
some point in their lives. Research is currently
being done to examine methods of improving care
to terminally ill patients. Below is a list of
criteria that you mut meet in order to be con¬
sidered appropriate for this study:

1. Participants must have had some form of
cancer.

2. Participants must have a favorable progno¬
sis; i.e., symptoms in good remission.

3. Participants must not be currently receiving
any type of treatment for cancer.

If you are interested in participating, please
contact Marvin Hendon at 353-7061. This study
has been approved by the Human Subjects
Committee and has been determined to be of
minimal risk to the participants. It is being
conducted under the supervision of Dr. Franz
Epting, Director of Training, Counseling
Psychology Department, University of Florida,
Gainesville, Florida.
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APPENDIX E
THREAT INDEX

For each oí Che dimensions
more closely associate your
occur at this tine in your

chink

with which you
if it were to

predictable - random

- ^ppy

personal

lack of • control

- dissatisfied

to - not re

others co others

feels bad

objective

alive

- feels good

- subjective

helping

- dead

■

- being selfish

productive

purposeful

responsible

bad

not caring

weak

useful

closed

peaceful

- unproductive

- not learning

- not purposeful

- not responsible

- good

- caring

• healthy
icy

- not conforming

- strong

- useless

- open

- violent

kind

incompetent - competent

freedom
f •

- restriction

- hard

understanding - not understanding

sick - healthy

hope - no hope
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For each dimension below circle the side with which you would preferto see yourself more closely associated. For example, would you prefer tosee yourself associated more with the term "predictable” or "random"?

predictable - randoi productive - unproductive

empty teaningful - not learning
sad - happy purposeful - not purposeful
personal

lack of
control

- impersonal

- control

- dissatisfied

responsible

bad

- not responsible

- good

not caring

relating to
others

not relating
to others healthy

personality
pleasure

conforming - not conforming
feels bad - feels good

objective - subjective weak - strong
alive - dead

helping
others

- being selfish

useful - useless

closed - open

specific
peaceful - violent

kind - cruel

incompetent - competent

- changing

unnatural

- hard

freedom - restriction

sick - healthy

stagnation - growth

hope - no hope
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APPENDIX F
HOPELESSNESS SCALE

Below is a list of statements that are concerned with your outlook
for the future. Circle T for true if it best describes how you feel
about your future, circle F for False if it doesn't. (Note: Future
refers to anytime between the present and your death).

1. I look forward to each day with hope and enthusiasm. T F

2. I-might as well give up because I can't make things
better for myself. T F

3. When things are going badly, I am helped by knowing
they can't stay that way forever. T F

4. 1 can't imagine what my life would be like in the
future. T F

5. I have enough time to accomplish the things I most
want to do. T F

6. In the future I expect to succeed in what concerns
me most. T F

7. My future seems dark to me. T F

8. I expect to get more of the good things in life
than the average person. T F

9. I just don't get the breaks, and there's no reason
to believe I will in the future. T F

10. My past experiences have prepared me well for my
future. T F

11. All I can see ahead of me is unpleasantness rather
than pleasantness. T F

12. I don't expect to get what I really want. T F

13. When I look ahead to the future, I expect I will be
as happy or happier than I am now. T F

14. Things just won't work out the way I want them to. T F

15. I have great faith in the future. T F

IS. I never get what I want so it's foolish to want

anything. T F

17. It is very unlikely that I will get any real
satisfaction out of my day to day living. T F

13. The future seems vague and uncertain to me. T F

19. I can look forward to more good times than
bad times. T F

20. There's no use in really trying to get something
I want because I propably won't get it. T F
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APPENDIX G
BECK DEPRESSION INVENTORY

BECK INVENTORY

No.
Date

On chis questionnaire are groups of statements. Please read each groupof scacemencs carefully. Then pick out the one statement in each group whichbest describes the way you have been feeling the PAST WEEK, INCLUDING TODAY!Circle the number beside the statement you picked. If several statements in thegroup seem to apply equally well, circle each one. Be sure to read all thestatements in each group before making your choice.

1. 0 I do not feel sad

1 . I feel sad

2 I am sad all the time and I can't snap out of it
3 I am so sad or unhappy that I can't stand it

2. 0 I am not particularly discouraged about the future
1 I feel discouraged about the future
2 I feel I have nothing to look forward to

£

3 I feel that the future is hopeless and that things cannot improve

3. 0 I do not feel like a failure
1 I feel I have failed more chan the average person
2 As I look back on my life» all I can see is a lot of failures

9

3 I feel I am a complete failure as a person

4. 0 I get as much satisfaction out of things as I used to•
e

1 I don't enjoy things the way I used to
2 I don't get real satisfaction out of anything anymore
3 I am dissatisfied or bored with everything

5. 0 I don't feel particularly guilty
1 I feel guilty a good part of the time
2 I feel quite guilty most of the time
3 I feel guilty all of the time

6. 0 I don't feel I am being punished-
1 I feel I may be punished
2 I expect to be punished
3 I feel I am being punished

7. 0 I don't feel disappointed in myself
1 I am disappointed in myself
2 I am disgulsted with myself
3 1 hate myself
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8. O I don't feel I am any worse than anybody else
1 I am critical of myself for my weaknesses or mistakes
2 I blame myself all the time for my faults
3 I blame myself for everything bad that happens

0 I don't have any thoughts of killing myself
1 killing
2 I would like to kill myself
3 I would kill myself if I had the chance

10. 0 I don't cry anymore than usual
1 I cry more now than I used to

2 I cry all the time now

3 I used to be able to cry, but now I can't cry even though I want to

11. 0 I am no more irritated now than I ever am .

1 I get annoyed or irritated more easily than I used to

2 I feel irritated all the time now
e

3 I don't get irritated at all by the things that used to irritate me
%

• • • •

12. 0 I have not lost Interest in other people
1 I am less interested in other people than I used to be
2 I have lost most of my interest in other people
3 I have lost all of my interest in other people13.0 I make decisions about as well as I ever could

1 I put off making decisions more than I used to

2 I have greater difficulty in making decisions than before
3 I can't make decisions at all anymore

0Idon't feel I look any worse than I used to

I am worried that I am looking old or unattractive

I feel that there
look unattractive

are permanent changes in my appearance that make me

I believe that I look ugly

15. 0 I can work about as well as before

1 It takes an extra effort to get started at doing something
2 I have to push myself very hard to do anything
3 I can't do any work at all
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APPENDIX H
INFORMED CONSENT FORM 1

Informed Consent Form

This study is concerned with evaluating the effects of
care on hospital patients. You will be asked to complete
three relatively short questionnaires. These questionnaires
are designed to assess your attitudes and feelings while you
are confined to the hospital.

All of your attitudes and reactions will be kept
strictly confidential and within legal limits of the law.
Your name will not be used in this study but will be re¬
placed by a number. Because the information you provide may
be helpful in evaluating various approaches to care for the
terminally ill, we encourage you to be open and sincere when
recording your responses. There are no right or wrong
answers in this study nor are there any known risks. Should
you desire to explore any of the concerns raised by the
questionnaires, a therapist will be available to you.

Please feel free to ask any questions you may have
about the study at this time or at any time throughout the
project. You also may withdraw your participation at any
time without prejudice.

Date Marvin Hendon
Principal Investigator
Department of Psychology
University of Florida

I understand the nature of this study and agree to
participate.

Signature of Participant

80



APPENDIX H
INFORMED CONSENT FORM 2

CONSENT AND RELEASE

I understand the Department of Psychology at the
University of Florida is conducting a study of the effects
of palliative care on the terminally ill. The knowledge
gained from this study will be used to evaluate approaches
to care for persons who are terminally ill.

I wish to participate in this study. I understand that
I may withdraw from the study at any time. I have been
assured that any information I give will be held in the
strictest confidence and that my name will not be published
in any form or manner. I have been told that there are no
known risks, psychologically or otherwise, to persons
participating in this study.

I hereby give my consent to the Department of Psy¬
chology, University of Florida, to interview me and to use
this information I give them in their study. I agree to the
publishing of the results of this study, without using my
name.

I authorize Methodist Hospital to allow the Department
of Psychology, University of Florida, to interview me and to
interview those persons rendering care to me. I release
Methodist Hospital from any and all liability from my
participation in this study.

Signature of Investigator Patient's Signature
Departmen to Psychology
University of Florida

I hereby consent to patient's participation in the
above study.

Physician's Signature
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APPENDIX I

PERSONAL DATA SHEET

No.
m

NAME AGE

ILLNESS SEX

Educational Level: (Check highest level completed)

did not complete high school
(highest grade completed )

completed high school

received vocational or technical training
(trade school)

completed college courses but did not receive
a degree

received a 2 yr. college degree

received a 4 yr. college degree

completed graduate/postgraduate study

Name of Hospice/Hospital
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APPENDIX J
BAR GRAPH OF HOPELESSNESS MEANS
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BAR GRAPH OF BDI MEANS
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BAR GRAPHS OF THREAT MEANS

SCATTER DIAGRAM
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