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ABSTRACT 

Ethnographic interviews with four adult children revealed four 

domains: "Quality of Life"; "Doing the Right Thing"; "Staying Strong"; 

and "Impact of Decision" they used to create meaning for their decision 

to withdraw life support from an i l l parent. The domains were analyzed 

and eight cultural themes were discovered: The decision is much easier 

when the family know what the person would want; the decision should 

include family input; health care providers can/are a source of support 

and information for the family; doing the right thing is important 

for the family; as death approaches, the family needs extra support 

from others, when death is imminent the family has difficulty "letting 

go" and "staying strong"; feelings of guilt; and the impact of life 

patterns associated with loss. 

The significance of this data can be used by nursing in assis

ting families faced with the decision to withdraw life support towards 

healthy grieving patterns. 
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CHAPTER I 

INTRODUCTION 

Adult children have experienced the death of aging parents 

throughout history. However, advances in medical technology have 

created situations where adult children may be called on to decide 

whether to continue life support measures for an aged parent when 

there is little hope of recovery. The purpose of this study was to 

explore the meaning of adult childrens1 decisions to withdraw life 

support from an i l l parent. 

The goal of nursing is to facilitate patients' and families' 

discovery of meaning related to their values and to express those 

values to others by the use of language (Parse, 1981). By facilitating 

discovery of meaning, nurses can recognize patients and families with 

healthy grieving and assist those at risk for prolonged grieving. 

Review of literature indicates that when patients and families are 

involved in the treatment choices of their health care regimen, their 

grieving process is less traumatic (Weisman, 1972). 

Historical Overview 

By reviewing the history of life support withdrawal, the 

evolving definitions of death and attitudes towards death in American 

society can be examined. Legal and ethical opinions regarding the 

withdrawal of life support and the use of advanced directives available 

to patients are addressed in the following sections. 
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At the turn of the century, most people died at home. Death 

was home based and family oriented (Cohen, 1985). In 1985, 80% of 

the two million people who died were hospitalized or in nursing homes 

cared for by non-family members. Health professionals who care for 

dying people value preservation of life rather than comforting people 

who are dying (Cohen, 1985). In American society, death is viewed 

as a failure by many health care professionals. The acceptance or 

avoidance of death, however, is not the only issue. 

Advanced medical technology has made it possible to artificially 

maintain vital organ function even when a person's cognitive ability 

is absent. Therefore, the criterion for death is not the same as it 

was prior to the advent of advanced life support techniques. In the 

past, if breathing and heartbeat ceased the person was dead; now 

breathing and heartbeat can be artificially stimulated by machines. 

As a result of these technological advances, two criteria are now 

necessary for declaring death: cessation of function and irreversibi 1 it.y 

in cardiopulmonary and/or neurological systems (Uniform Determination 

of Death Act, 1981). Consequently, families of patients may be faced 

with decisions to withdraw treatment more often than in earlier times. 

The issue of morality in the decisions to withdraw life support 

becomes important for families as well as for the health care providers. 

One of the leading groups in the discussion of the morality of treat

ment decisions is the Catholic Church (O'Rourke, 1988). Since the 

Middle Ages the Catholic Church has held that there was no moral obli

gation to use "extraordinary" means to sustain life (McCormick, as 

cited by Cohen, 1985). The Uniform Determination of Death Act (1981) 
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is consistent with biblical criteria of morality, in which machines 

and treatments may be withdrawn when brain death has occurred (Payne, 

1985). 

Person, according to O'Rourke (1988) is made up of four cate

gories: physiological (biological), psychology (emotional), social 

and spiritual (creative). Based on these categories, Person has a 

responsibility to pursue the purpose or goal of life according to 

Catholic teaching (O'Rourke, 1988). When Person is unable to pursue 

the purpose/goal of life, as when a person is in a persistent vegetative 

state, there is no moral obligation to use life support technology 

(O'Rourke, 1988). "Extraordinary" means are defined to include the 

financial burden imposed on the family or the patient by the use of 

life support systems, according to a leading Catholic bioethicist. 

Rev. Richard McCormick (Cohen, 1985). O'Rourke (1988) interprets the 

teachings of Pope Pius XII as saying, "...where proper and independent 

duty of the family is concerned, they (family) usually are bound 

(obligated) to use ordinary means" (p. 32). O'Rourke (1988) wrote 

that the use of decision makers other than patients themselves should 

be based on what is best for the patient, using the known wishes of 

the patient but also considering the current circumstances. 

A number of contemporary surveys indicate that people who are 

given a choice, and allowed to participate in their health care deci

sions, support the removal of life support when there is no hope for 

recovery (Cohen, 1985). These survey results indicate that many people 

are not willing to be kept alive for a prolonged period of time on 

machi nes. 
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A number of contemporary surveys indicate that people who are 

given a choice, and allowed to participate in their health care deci

sions, support the removal of life support when there is no hope for 

recovery (Cohen, 1985). These survey results indicate that many people 

are not willing to be kept alive for a prolonged period of time on 

machines. 

The concern for the morality of life support decisions has 

resulted in legislative action in many states. The use of the living 

will and the durable medical power of attorney for health care decision 

making has increased over the last several years. By 1987, 39 states 

has enacted legislation regarding the use of living wills and durable 

medical power of attorney for health care (Areen, 1987). 

In 1985, 28% of the budget for Medicare was spent in the last 

year of life on 5% of the Medicare population (Cohen, 1985). In 1982, 

three years prior to Cohen's (1985) statistics, the amount spent was 

approximately 17 billion dollars (Cohen, 1985). Today, the cost of 

caring for a person in Intensive Care Units, including nursing care 

and supplies, averages $1500 per day. The responses of the family 

do not end with the decision to withdraw life support, but continue 

as they create meaning, assess values and consider the rationale they 

used in making the decision. 

Nurses care for dying patients and their families in hospitals, 

nursing homes, clinics, hospice programs, and in the community. Nurses 

may feel unskilled and unsure in discussing the possible decision to 

withdraw life support with terminally i l l individuals and their 

families. The nurses' role in assisting families with these difficult 
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decisions is supported by the American Association of Critical Care 

Nurse (AACN). In 1989 the AACN issued a position statement describing 

the nurse's role as a patient advocate. One function of the critical 

care nurse is providing comfort and alleviating suffering (Scanlon 

& Fleming, 1989) much like the early role of the physician. 

The role of nurses is to interact with individuals to help 

them identify the values and meanings according to their personal 

perspective (Parse, 1981). In order for nurses to fulfill their pro

fessional responsibility toward those they serve, they must understand 

the possible meanings of the family's decisions. Through increased 

knowledge about the meaning for the adult childrens' decisions to with

draw life support from i l l parents, nurses can more effectively 

facilitate healthy grieving in this group of individuals. 

Statement of the Problem 

Little research has been conducted to learn the meaning for 

adult children to withdraw life support from an i l l parent. The 

decision may differ among families but there may be common themes in 

the meaning of the experience among them. For example, what impact, 

if any, does the decision to withdraw life support from an i l l parent 

have on the adult child's life? What conflicts or situations were 

present leading up to the decision? Are there similarities in how 

the adult child has dealt with subsequent l ife situations? 

Parse's (1981) Man-Living-Health theory was used to frame this 

research study to investigate the meaning the decision to withdraw 

life support from an i l l parent has for adult children. The specific 
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research questions addressed reflect Parse's (1981) principle, of 

"creating meaning". 

Purpose of Study 

The purpose of this study was to describe how adult children 

create meaning from their decision to withdraw life support from a 

parent based on meanings, values and patterns. 

Research Questions 

The specific research questions were: 

1. What values contribute to the meaning adult children create 

from the withdrawal of life support from an i l l parent? 

2. What influences adult children's life patterning when faced 

with the decision to withdraw life support from an i l l 
t 

parent? 

3. What meaning does the decision to withdraw life support 

from an i l l parent have on the adult child? 

Definitions 

Adult Child. A son or daughter 21 years of age or older. 

Ill Parent. The person who reared the adult child making the 

decision (biological or adoptive) and who by virtue of disease 

processes will not be able to resume activities of daily living without 

mechanical or artificial support. 

Life Support. Any treatment or procedure used to maintain 

or extend life. 
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Withdrawal of Life Support. The act of removing life support 

treatment once it has been initiated. 

Summary and Significance 

Withdrawal of life support is a process by which various medical 

interventions are removed from patients with the expectation that 

the patient probably will die without them. This process is possible 

because advances in medical technology allow life to be supported 

by a variety of methods. Usually it is thought these processes only 

occur in the critically ill. According to Dr. Reiser, Medical Director 

of an Intensive Care Unit (ICU), up to 15% of the ICU beds are occupied 

by patients whose lives are maintained only by continuing life support 

technology (Cohen, 1985). Therefore, the incidence of families faced 

with the decision to withdraw life support has increased with advances 

in technology. 

In this Chapter the area of concern faced by adult children 

in deciding to withdraw life support from an i l l parent was introduced. 

A historic overview of withdrawing life support from individuals and 

the evolution of attitudes toward death were presented. Legal opinions 

and moral responsibility for decisions of withdrawing life support 

were described. The purpose of the study and definitions of key terms 

were also explained. 
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CHAPTER II 

CONCEPTUAL ORIENTATION AND 
REVIEW OF LITERATURE 

Parse's (1981) Man-Living-Health Nursing Model provided the 

conceptual orientation for the study of adult childrens' life support 

decisions for i l l parents (Figure 1). The discovery of meaning for 

the adult children is based on values and imaging (patterns) and 

expressed through languaging (Parse, 1981). The method used to dis

cover meaning based on behaviors (values and imaging) and expressed 

through symbolic terms (language) is ethnography (Spradley, 1979). 

Following a brief overview of Parse's (1981) model, the review of 

literature begins with a historical overview of attitudes toward death, 

philosophical approaches to mortality, ethics of life support decisions 

and continues with a review of research concerning grief and loss. 

Parse's (1981) Man-Living-Health Model provided the framework for 

this study and ethnography as the research method of choice. 

Conceptual Orientation 

Parse's (1981) Man-Living-Health Model is consistent with the 

simultaneity paradigm (Parse, 1987) and is grounded in the human 

sciences rather than the natural sciences. Parse's (1981) Model is 

based on three basic principles each containing three concepts. 

Principle one states that "structuring meaning multidimensionally 

is cocreating reality through the languaging of valuing and imaging" 
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(p. 42). In other words, as individuals interact with their environ

ment, choices are made based on priorities of values and images, and 

expressed to others through language. Language is the symbolic form 

of expression of the values and images contributing to the reality 

of the individual. 

Principle two is "cocreating rhythmical patterns of relating 

is living the paradoxical unity of revealing-concealing and enabling-

limiting while connecting-separating" (Parse, 1981, p. 50). This 

principle infers the interchange between the individual and the 

environment using opposite rhythmic pattern flows over time without 

identifiable boundaries. The more the interaction between individuals, 

the faster the flow and the higher the rhythmic frequency. 

Parse's (1981) third principle is "cotranscending with the 

possibles is powering unique ways of originating in the process of 

transforming" (p. 55). This principle infers the individual's way 

of living through/with/for, all at the same time according to the 

situations created and the choices made within their environment. 

Powering is a result of being. Powering patterns unfold with inter

action and are expressed through language (Parse, 1981). 

Parse's (1981) Man-Living-Health Theory is based on three 

beliefs. Intentionality refers to the belief that individuals are 

deliberate open beings who are knowing and present in the world. 

Coexistence is based on the belief that individuals are not alone 

as they interact with the environment and as they interact they learn 

about themselves through the perceptions of others based on their 
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purpose in life (Mitchell, 1988). The last belief is labeled Situated 

Freedom and it asserts that individuals are free to choose situations 

in life and to form attitudes toward each situation (Parse, 1981). 

According to Parse (1981), the responsibility of decisions parallels 

the freedom of choice. 

Parse's (1981) Man-Living-Health Theory regards Person as having 

responsibility for choice and participation in the Health. These 

choices are based on the meaning and valuing held by the Person and 

communicated to others by languaging. Further, Powering is essential 

to being, and is a process of Person-Environment interchange (Parse, 

1981). Powering is seen as a continuous rhythmical process that 

integrates meanings and values in moving toward choices in given 

situations (Parse, 1981). 

On a practical level, these assumptions imply research and 

practice be based on meaning, rhythmicity and cotranscendance as 

presented in the Man-Living-Health Model (Parse, 1981). It also 

implies that the focal point for exploration is choosing as a way 

to bring together meaning, rhythmicity and cotranscendance (Parse, 

1981). 

According to Parse (1981), nursing's role is to interact with 

individuals to help them identify the values and meanings according 

to their personal perspective. Nurses do not impose values and 

meanings on the individual (Parse, 1981). Individuals create meaning 

in their lives according to their interaction with their environment 

(Parse, 1981). In order for nurses to understand the meaning of an 

adult child's decision to withdraw life support from an i l l parent. 
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nurses must first understand the meaning this experience has for them 

(adult children). 

Review of Literature 

Most of the literature related to withdrawing life support 

or treatment focuses on the ethical and legal dilemmas arising from 

the increase in advanced medical technology, and consequent changes 

in definitions of death. There is extensive research on death, death 

beliefs and practices as well as bereavement issues. However, no 

literature was found on the meaning that withdrawing of life support 

or treatment held for the decision makers. This study will contribute 

to a stronger research foundation for care of the adult children who 

decided to withdraw life support from an i l l parent. 

Historical Overview and Attitudes Toward Death 

Health care professionals today consider it their duty to 

prolong life under most circumstances. Although this duty seems to 

be time honored, it is really a recent concept. According to Admundsen 

(1978), the Hippocratic oath described the three roles of medicine 

as relieving suffering, reducing disease and refraining from treating 

hopelessly i l l persons. However, as medicine emerged as a science, 

physicians began to treat sicker patients to understand the patho

physiology associated with their diseases. Society became more secular 

and patients became convinced that efforts should be made to extend 

life rather than leaving it to God's will (Veatch, 1989). As medical 

science advanced, the possibility of extending life by use of machines 

became a reality. This created a conflict between relieving suffering 
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and prolonging of life. This conflict changed medicines' focus from 

relieving suffering to prolonging life (Veatch, 1989). 

The role of nursing and nurses in withdrawing or withholding 

of life support is less well defined. It has traditionally been the 

physician's responsibility to diagnose, make a prognosis, prescribe 

medication and treatment for the patient. A traditional role for 

the nurse was to follow through with the physician's orders and to 

assess patients' and families' responses to the disease and treatment. 

More recently, the role of nurses in issues of withdrawing life support 

has become an expected function. The American Association of Critical 

Care Nurses (AACN) has described the role of the critical care nurse 

as a patient advocate for all areas of health care including situations 

where life support is withdrawn or withheld (1989). Nurses are now 

members of some ethics committees and are often included in patient 

care conferences where discussion of withdrawing life support is being 

considered. 

The case of Karen Quinlan (1975) was the catalyst for the for

mation of ethics committees, legislation regarding withdrawing of 

life support and personal directives, such as living wills and durable 

medical powers of attorney, along with the revision of the definitions 

of death. Karen Quinlan (1975) was left in a persistent vegetative 

state as the result of an accident. Her father petitioned the court 

to have himself appointed her guardian with the power to remove the 

respirator from her. The initial decision denying her father permission 

to remove the respirator was based on the definition of death in a 

biological sense, that is, death based on the cessation of circulatory 



and respiratory function. However, the Supreme Court of New Jersey 

overturned the lower court's ruling, reasoning that patients generally 

would accept or refuse treatment based on the ability to support 

sentient life as distinguished from mere biological existence (Cohen, 

1985). With this change in the court's position the need for a revised 

definition of death was needed. 

The redefinition of death is the primary reason the concept 

of supporting life at all costs is being revaluated by society. Prior 

to the evolution of technology, when a person's heart stopped or the 

person ceased breathing they were considered dead. If a disease did 

not respond to treatment and there were no treatment options, the 

person died. Now biological functions can be artificially supported 

for days, months or even years in many cases. As a result the contem

porary determination of death is based on cardiopulmonary or 

neurological criteria (Uniform Determination of Death Act [UDDA], 

1981). Within either section, a diagnosis of death requires that 

both the cessation of function and irreversibility be demonstrated 

(UDDA, 1981). An individual with irreversible cessation of circulatory 

and respiratory function is dead (UDDA, 1981). An individual with 

irreversible cessation of circulatory and respiratory function is 

dead (UDDA, 1981). Using cardiopulmonary criteria, cessation of 

function is recognized by appropriate clinical examination. Irreversi

bility is recognized by persistent cessation of function during an 

appropriate period of observation and/or trial of therapy (UDDA, 1981). 

Using the neurological criteria, the individual has irreversible 

cessation of all function of the entire brain, including the brain 
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stem. Cessation in these cases is recognized when cerebral and brain 

stem function are absent based on clinical assessment and/or electro

encephalogram (EEG), blood flow studies (UDDA, 1981). Irreversibility 

is recognized when one of three things can be determined. First, 

the cause of the coma is known and would result in loss of brain 

function. Second, when the absence of brain function is not a result 

of sedation, neuromuscular blockers, hypothermia or shock. The last 

is a cessation of all brain function that persists for an appropriate 

period of observation and/or trial of therapy (UDDA, 1981). Although 

these criteria seem very straight forward, the ambiguity continues. 

For example, patients in a persistent vegetative state are not con

sidered dead according to the above criteria. The physiological 

criteria are defined, but what is the meaning for the individual and 

the families of a person with only a brain stem intact and no chance 

of cognitive function? 

Philosophical Approaches to Mortality 

The denial of death according to Becker (1973) shapes the 

individual and cultural life. Becker (1973) wrote how fantasy, self-

deception or self-denial of death leads to loss of self-esteem and 

depreciation of how precious life can be. Toynbee's (1968) work 

described several ways people reconcile themselves to death. Hedonism 

is one way of reconciling death by many individuals. Hedonism comes 

from an Egyptian folktale in which a pharaoh was sentenced by the 

Gods to die in six years. This pharaoh decided if he turned the nights 

into days he could have 12 years of life instead of six. With this 
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pattern the individual makes sure everything is done to enjoy life. 

The common philosophy with this group of people is "let's eat, drink, 

and be merry for tomorrow we may die" (Toynbee, 1968, p. 73). 

Another method is pessimism. People think life is so bad that 

death is viewed as the lesser evil. This dates back to fifth century 

B.C. when the Greeks declared the greatest honor to be given was an 

early (young) death. The Greeks thought "those whom God loves, dies 

young" (Toynbee, 1968). 

The third way death is reconciled is based on the assumption 

that if the dead are provided with the necessities for life, such 

as food, drink and other materials life will continue after physical 

death. The practice of burying the dead with objects has been done 

for centuries and is still practiced in some cultures. The practice 

of preserving the dead dates back to the Egyptians and is a common 

practice now (embalming) to prevent the natural decay of the corpse. 

Another mechanism used to circumvent death is by achieving immortality 

through poetry, books and deeds, all remembered after the death of 

their creator (Toynbee, 1968). 

The fifth way in which death is reconciled comes from the book 

of Genesis in which genealogy is the key concept (Toynbee, 1968). 

In the 11th chapter of Genesis, the high point of life was the day 

of the birth of the first child, from that day on until death, l ife 

was nadir. This is but a sample of the philosophies by which people 

are dealing with mortality. 
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Ethics of Life Support Decisions 

O'Rourke (1989) cited the position of the Catholic Church's 

teachings as support for the Uniform Determination of Death Act (1981). 

The Catholic Church set forth guidelines which are based on criteria 

which are medically and morally sound by the Church's teachings 

(p. 71). As early as the 16th century, the Catholic Church discussed 

the withdrawing of life support (O'Rourke, 1988). Catholic teachings 

maintain the gift of life is sacred and should be preserved as our 

love for God (O'Rourke, 1988). However, since technology has advanced 

to the point of maintaining biological function even without cognitive 

function, the Church's stance is that the use of machines to prolong 

biological life becomes an "obstacle to returning God's love" 

(O'Rourke, 1988, p. 29). Literature not only within Catholic teaching 

but also based on known and accepted ethical principles, thus far 

has supported the withdrawal of life support but leaves the question 

of who should make the decision unanswered. 

There are many positions as to who should be involved in the 

decision to withdraw life support. The use of Ethics Committee 

(Hospital or Community), the physician, the patient, the family or 

the courts have all been suggested. Overwhelmingly, literature supports 

the patient deciding for himself, or if incapacitated, the family 

with the support of the health care team (physician and nurses) as 

the ones involved in the decision making (Cassel, 1989; Childress, 

1989; Lo, 1989; Meisel, 1989; Wesbury, 1989). This is not to discount 

the role of Ethics Committees or the courts. However, decisions as 

sensitive and difficult to make as the withdrawal of life support 
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are believed to be best handled by those directly involved with the 

person on life support (Pearlman & Jonsen, 1985; Wesbury, 1989). The 

role of the family in decision making and support of the patient with 

chronic progressive disease is described by Reiss (1990) as one of 

the most important roles. 

Reiss (1990) studied 23 families of patients with end-stage 

renal disease over three years to determine how or if they changed 

over time. The goal of the study was to discover what factors influ

enced patients to live longer and which factors did not. The results 

indicated that in families whose wishes and expectations corresponded 

closely to those of the patient, the patient died sooner than in the 

other families studied (Reiss, 1990). Reiss (1990) concluded that 

the reason patients of close attachment families died sooner was the 

reasoning (labeled as compliance) of these families with the patient 

for an ultimate goal of "enhancing life11. These patients and families 

were labeled by the dialysis unit staff as the "noncompliant" ones. 

Reiss (1990) concluded that the ritualistic behaviors of families 

complying without deviation from the treatment program with the health 

care system did promote longer life for the patient, but did not 

necessarily view it as healthy and "life enhancing" for the patient 

(Reiss, 1990). Reiss (1990) further suggested that patients and 

families who were not as rigid in their treatment compliance had a 

better, although shorter, life (Reiss, 1990). 

The grieving process starts prior to death in cases of chronic 

or progressive diseases such as heart, lung or renal disease. Reiss 

(1990) observed this anticipatory grief in both patients and families. 
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The families in which the focus for the patient was life enhancing 

and deviated from the treatment plan acknowledged less anxiety over 

the death. Furthermore, these families experienced shorter bereavement 

than those families who rigidly adhered to the plan of care even though 

the patients adhering to the plan of care lived longer (Reiss, 1990). 

Grief and Loss 

Grief is a healing process in response to a loss. Grieving 

is a way of integrating the losses into a person's living and provides 

an opportunity for growth as the person develops and is changed by 

experiences (Arnold, 1990). Grief knows no bounds, it "neither occurs 

all at once or once and for all" (Attig, 1989, p. 368). The emotions 

and feelings associated with grieving can be intense and seemingly 

overwhelming. Long after the loss, a familiar incident can trigger 

the same intense reactions felt initially (Arnold, 1989). As illnesses 

progress to where death is inevitable, i l l patients and their families 

begin to experience grief in anticipation of the death (Arnold, 1989). 

Just as in all areas of humanity, people experience and express grief 

in many different ways depending on the meaning the loss has to them. 

Kubler-Ross (1969) was the first to describe the stages of 

dying a person experiences when their prognosis is fatal. Lindemann 

(1944) was the first to describe the bereavement process of survivors 

of the 1942 Coconut Grove fire in Boston in which 499 people died. 

Since that time, others have redefined and refined Kubler-Ross' and 

Lindemann"s theories. 
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Carter (1989) conducted a study interviewing 30 adults, 21 

to 72 years old, about their bereavement experiences after the death 

of a loved one. The purpose was to identify themes of grief and relate 

them to three theoretical frameworks: Freud, Kubler-Ross and existen-

tial-phenomenological. Carter (1989) identified nine themes, of these 

five were "core themes", three were "meta themes" and one a contextual 

theme. The five core themes identified were: 1) Being stopped, 

referring to how the flow of life was interrupted by the death or 

loss; 2) Hurting, described as feelings of intense sorrow and sadness, 

even pain; 3) Missing, relating to the awareness of something lost; 

4) Holding, related to preservation of values, characteristics and 

responsibilities toward the deceased; and 5) Seeking, referring to 

the search for help in bereavement. The three meta themes identified 

were: 1) Change, referring to the changes in personal and social 

levels; 2) Expectations, of oneself and others and the expectations 

of them by others, including but not limited to the way they and others 

expect grief and bereavement to be; and 3) Inexpressibility, referring 

to the inability to find the words to express their experience of 

bereavement known only to those who experienced the same kind of loss. 

The only contextual theme identified was Personal History. ' This 

included the five core themes of hurting, seeking, missing, holding, 

and being stopped. The comparison to theoretical frameworks of Freud, 

Kubler-Ross and Existential-phenomenology revealed that none of the 

theories encompassed all themes identified in the study (Carter, 1989). 

Carter (1989) further determined that bereavement can, and is, 
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experienced by individuals with different intensity and meaning and 

dependent on many factors. 

Steele (1990) used Weisman's (1972) concept of an appropriate 

death to study the factors surrounding the death of a loved one and 

the relationship to the grieving process. The concept of an appropriate 

death is based on "a death that one might choose if given the choice" 

[Weisman (1972) as cited by Steele (1990, p. 236)]. The main elements 

of an appropriate death according to Weisman (1972) were: 

Care, referring to adequate symptom control. 
Control, referring to collaboration and control 
over decision making during the dying process. 
Composure, in which the emotional extremes 
are reduced but not obliviated. Communication, 
where the needs and wishes of both the patient 
and family are made known. Continuity, to 
preserve as many normal functions as long 
as possible. Lastly Closure, where residual 
problems are solved or redefined and unfinished 
business finished (p. 236). 

Steele (1990) sampled 60 primary caregiver survivors by adminis

tering the Grief Experience Inventory (GEI) developed by Sanders (1979) 

to identify the factors influencing the grief experience known as 

"Death Surround". The results of Steele's (1990) study identified 

the need for nurses to focus their care on the family unit (patient 

included) and assess factors of the "death surround" that can contri

bute to adaptation of the family both while coping with the dying 

and death of a loved one and during the bereavement period. 

Once assessed, interventions based on Weisman's (1979) elements 

for an appropriate death can be formulated to help families to heal

thier bereavement (Steele, 1990). Based on the concept of an 

appropriate death, the bereavement period for the survivors should 
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be less stressful (Steele, 1990). The elements described above provide 

the family with the knowledge that they participated by doing all 

they could for their loved one. 

Attig (1989) described grief and self-mourning as parallel 

processes by which values, hopes, expectations, desires, motivations 

and life patterns undergo persuasive changes. Those who are consciously 

aware of this grief work describe the experience as "transforming" 

(Attig, 1989). This transformation is a process of finding appropriate 

meaning for the loss (Attig, 1989). The analogies Attig (1989) uses 

for self-mourning are based on Worden's (1982) four tasks of grieving. 

The four tasks of grieving are: 1) Acknowledging the loss or reality 

of the loss; 2) Feeling the pain associated with the loss; 3) Accepting 

the loss by saying goodbye and loosening attachments; and 4) Reinves

ting in new relationships (Worden, 1982). Attig (1989) further 

described the necessity of working through the grieving process based 

on Worden's (1982) tasks. 

Wessels (1989) examined the relationship between purpose in 

life and grief experiences in response to the death of a significant 

other. Wessels (1989) concluded that the lower the perceived purpose 

in life the more anger and depression were experienced by the survi

vors. Wessels (1989) indicated the circumstances of death influence 

the grief pattern experienced by the survivors. 

Summary 

The review of the literature supports the concept that death 

can be appropriate and that appropriate death leads to healthier 
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grieving. The review of literature also supported nurses as the key 

in assisting patients and families in identifying their values and 

the meanings associated with an appropriate death. In order to do 

this, nurses need to know what meaning (Parse, 1981) the loss has 

to those grieving. Simpson (1989) identified the need of support 

and information as primary concerns of the family of critically i l l 

patients. This allows nurses the ability to identify the patients 

and their families for complicated grieving patterns. 
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CHAPTER III 

STUDY DESIGM 

This Chapter describes the methodology of the study, how the 

data collection methods of ethnography and Parse's (1981) Man-Living-

Health Theory for the discovery of meaning are linked. The process 

used in data collection and a description of the sample and setting 

are discussed. Protection of Human Subjects, along with data collec

tion and analysis, are described. The issues of reliability and 

validity are described. The assumptions of the study is followed 

by a summary. 

Methodology 

The purpose of this study was to explore the meaning of adult 

children's decision to withdraw life support from their i l l parent. 

Because of the limited amount of research related to the subject, 

an exploratory design was selected. The ethnographic method was selec

ted for the study because of the focus on "meanings". "The final goal 

of ethnography is to grasp the native's point of view, his relation 

to life, to realize his vision of his world" (Parse, Coyne & Smith, 

1985, p. 69). 

According to Spradley (1979), any group that has shared know

ledge or experience is a culture. Also, according to Spradley (1979) 

people act toward things on the basis of the meaning that the thing 

has for them. This "meaning" is based on the social interaction one 
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has with one's fellows (Spradley, 1979). In order to study the 

"meaning" of the adult child's decision to withdraw life support from 

the i l l parent, the methodology of ethnography was used because the 

primary focus of ethnography is to understand cultural meaning systems 

(Spradley, 1979). The shared experience of families making life 

support decisions qualifies this group as a culture, and supports 

the selection of ethnography as the methodology. 

Parse's (1981) theory is commonly used in phenomenological 

studies. Phenomenology is directed toward a presently lived experience 

and focuses on a phenomenon. However, Parse (1985) described and 

advocated the use of her theory in conjunction with ethnography as 

well (Parse, Coyne & Smith, 1985), because both ethnography and Parse's 

(1981) Theory emphasize the importance of meaning in life. The inten

tion of this research was to describe meaning for the adult child 

who decided to withdraw life support from an i l l parent. By definition 

this group of people forms a cultural group (Spradley, 1979). Culture 

refers to any group of people who share common experience, knowledge 

or situations that generate social behavior (Spradley, 1979). The 

purpose of studying this culture was to identify the meaning for the 

social behavior generated by the persons of the culture (Spradley, 

1979). These meanings come from the perspective of those persons 

within the culture (Spradley, 1979). Therefore, knowledge of the 

meanings is valuable and necessary for nurses when working with this 

culture. By using Parse's (1981) theory for framing this study 

according to her recommendations in using ethnography, meaning for 
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the adult child in the decision to withdraw life support or treatment 

can be ascertained. 

Data Collection Methods 

Ethnography is a 12 step (Spradley, 1979) systematic method 

with five basic components: 1) identifying the phenomenon; 2) struc

turing the study; 3) gathering the data; 4) analyzing the data; and 

5) describing the findings (Parse, et al. (  1985). The emic approach 

to ethnographic study is related to the semantics or meanings as 

perceived by the culture under study. The meanings are conceptualized 

by the use of language from the "insiders point of view" and the 

relationships that unfold (Parse, et al., 1985). 

Ethnography is an inductive research methodology developed 

by Spradley in 1970, to search for a better understanding of human 

beings. This method was first used in anthropology to describe and 

explain the similarities and differences in behavior within a single 

cultural group. Ethnography's specific contributions to the social 

sciences include informing culture-bound theories, and providing a 

way of describing the "reality" of a culture according to the descrip

tion of those within that culture (Spradley, 1979). Other contributions 

include the understanding of complex societies, understanding human 

behavior, and discovering grounded theory (Spradley, 1979). The most 

applicable contribution for this study was in understanding human 

behavior in terms of the meanings derived from the cultural descrip

tions of the informants. Informants are the people from whom 

information is obtained in ethnography (Spradley, 1979). Therefore, 
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the informants of this study were adult children who had participated 

in the decision to withdraw life support from an i l l parent in the 

past. To further support the use of ethnography is the need for a 

better understanding of the values and meanings placed on the decisions 

within this culture of people. The data obtained by interview and 

field notes (Spradley, 1979) of these informants were used to generate 

domains and taxonomies. The format used for the taxonomies were 

according to Spradley's (1979) developmental research sequence. 

The Process 

Interviews and field notes were the primary methods of data 

collection. The ethnographer worked to discover patterns of meanings 

in what the informant said, then analyzed the data to determine the 

basis of the information. Data collection and analysis occurred 

simultaneously. Informed consent was obtained and interviews were 

conducted at the informants' convenience to allow for free and 

uninhabited dialogue. Once rapport had been established with the 

informant open ended non-judgmental questions were asked to elicit 

information. Three types of questions were used in this ethnographic 

study: descriptive; structural; and contrast. Descriptive questions 

were asked to yield information about the culture of adult children 

who decided to withdraw life support from an i l l parent. Examples 

of descriptive questions were: "Would you tell me what it was like 

to make the decision to withdraw the respirator from your mother?"; 

and "Could you describe your feelings when you were faced with the 

decision to withdraw life support from your mother?". 
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From the information elicited from the descriptive question, 

domains of analysis were formed. These domains were semantic relation

ships (Spradley, 1979), which when further investigated established 

meanings for the culture's behavior. 

Structural questions were used in further investigation of 

these domains. Examples of the structural questions asked were: "Was 

your decision to withdraw the respirator a result of ...?" (X is a 

result of Y); or "What are the kinds of life support decisions you 

have been faced with?" (X is a kind of Y); or "What are the reasons 

to withdraw life support from someone?" (X is a reason for Y). 

The last type of questions used in this study was contrast 

questions. Contrast questions were used to discover meaning (Spradley, 

1979). Examples of the contrast questions used were: "Do you see 

any difference between withdrawing the ventilator or the feeding tube?" 

or "Did you find the decision to withdraw the antibiotics any different 

than withdrawing the respirator?". 

Field notes complemented the interview data and were incorpora

ted into the data for analysis. During the interviews, observations 

were made of facial expressions, tone changes, body language and other 

non-verbal communication which were recorded in the field notes. The 

field notes were a valuable component in the data. There were several 

kinds each with their own place within the ethnographic record. In 

the field work journal, which is similar to a diary, the ethnographer 

made the entries which came from observing and interviewing (Spradley, 

1979). Within the field work journal the ethnographer for this study 
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recorded experiences, fears, ideas, mistakes, confusions, breakthroughs 

and problems as they developed during the data collection. 

Setting and Sample 

One goal of ethnography is to observe and interview informants 

in the environment in which the culture resides (Spradley, 1979). 

In this case, the focus of the study was on adult children who partici

pated in the decision to withdraw life support from an i l l parent. 

Therefore, interviews were conducted wherever the informants felt 

comfortable and the interview could be conducted without interruption. 

Adult children who had made the decision to withdraw life 

support from an i l l parent were found through referrals, both personal 

and word of mouth. 

Criteria for inclusion into this study were: 

1. Adult child who participated in a decision to withdraw 

support from an i l l parent between six months and 13 months 

prior to the interview. 

2. Adult child who was able to share experience with the 

researcher and who was available for more than one inter-

vi ew. 

3. Adult child who spoke and communicated fluently in English. 

According to Spradley (1979), a good informant should possess 

certain characteristics: thorough enculturation; current involvement; 

an unfamiliar cultural scene; adequate time for interviews; and a 

nonanalytical approach. Informants were located by the ethnographer 

based on four of the five characteristics. Because of the grief and 
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bereavement experienced by the survivors, current involvement was 

not reasonable or possible. The time lapse between the actual experi

ence and the interview is recognized as a possible limitation in data 

collection. However, adherence to other sampling criteria ensured 

adult children's representativeness from an emic perspective, in 

discovering the patterns or meanings placed on the decision to withdraw 

life support from their i l l parent. 

Once adult children meeting the study criteria were located, 

convenient times for the interviews were established and the interviews 

were initiated. Informed consent was obtained from potential infor

mants (Appendix A). Pseudonyms were assigned to each subject for 

the purpose of categorizing and retrieving data. If subjects referred 

to themselves during the interview, their pseudonym was used in the 

transcription. 

Four informants were recruited for participation in the study. 

Demographic data about age, sex, relationship to parent, number of 

children in the family, birth order, ethnicity, previous experience 

with decisions to withdraw life support, occupation, and level of 

education were obtained prior to the interview. 

A total of seven interviews were conducted, two each with 

informants Alexandria, Beth and Danielle, and one interview with Cayla. 

The single interview with Cayla resulted in the researcher asking 

descriptive and contrast questions from the previous informants' 

interviews. The single interview with Cayla was as long as the two 

interviews with the previous informants, Alexandria and Beth. The 

second interview with Danielle was conducted for two reasons. One 
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reason was to explore and validate the data further and the second 

because of the intense emotion expressed by the informant throughout 

the first interview. The amount of time spent with the informants 

at each interview was approximately 60 minutes. This included the 

introduction, rapport building, question and answer and the closure 

time. 

Protection of Human Sub.jects 

The protection of human subjects was approved by the College 

of Nursing Ethical Review Board Subcommittee (Appendix A). The study 

was found exempt and therefore a disclaimer (Appendix B) was used 

for the subjects to read prior to giving oral consent to participating 

in the study. Informed consent for participation in the study was 

given to the informants by the researcher. The confidentiality and 

anonymity was secured by the use of pseudonyms. Participation in 

the study was voluntary and subjects could withdraw at any time without 

incurring i l l will. Subjects were not paid and there were no known 

adverse affects as a result of participating. 

Data Collection and Analysis 

Data collection and analysis were conducted simultaneously. 

Data came from field notes, observations and the taped interviews 

which made up the ethnographic record. This data, although combined, 

was clear as to the etic terms, or ethnographers' labels, and the 

emic terms, or informants' words of description. After the initial 

taped interview with each informant, verbatim transcription of the 

interview and the integration of field note journal occurred. Each 



40 

transcription was coded into "domains" and field notes of the 

researcher were incorporated into the interview transcription to pro

vide accuracy in domain identification. As data were gathered, 

analyzed and domains began to emerge, the data were taken back to 

the informant for verification of content and meaning. From the 

emerging domains, taxonomies were constructed by asking structural 

questions to show relationship and meanings as suggested by Spradley 

(1979). These domains and resultant taxonomies narrowed the focus 

of the research for better understanding of the culture. Once the 

taxonomies were established, contrast questions were added to the 

data and a componential analysis was made. The componential analysis 

was used to discover cultural themes and therefore broaden the research 

focus. 

Since the fundamental aim of ethnography is the understanding 

of human behavior and the meanings associated with this behavior within 

a given culture (group of people), questions were continuously asked 

of the data by the researcher as it was being categorized into domains 

and taxonomies (Spradley, 1979): 

1. What is the domain in the data? 

2. What are the semantic relationships? 

3. What is the underlying semantic relationship? 

4. What is the substitution frame? 

By relating these questions to Parse's (1981) conceptual orientation 

used in this research, the meaning for the adult child in the decision 

to withdraw life support from an i l l parent became the domain. The 

semantic relationship was the words (languaging) used by the adult 
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child to describe the meaning based on Parse's (1981) concept of 

valuing. The underlying semantic relationship was determined by the 

semantic relationship. For example, quality of life is a kind of 

value, therefore, the underlying semantic relationship is X is a kind 

of Y (Spradley, 1979). The substituted frame takes the underlying 

semantic relationship one step further by saying: Quality of life 

is a kind of value; Truth is a kind of value; and Decision making 

abi1ity is a kind of value. The data bits from the interviews were 

integrated and the use of contrast questions were used to determine 

similarities and differences in the relationships. 

The researcher was an active, intuitive participant in selecting 

and refining the emerging domains and resultant taxonomies. In order 

to provide an accurate record of the research sequence (Spradley, 

1979), field notes were kept by the researcher throughout the data 

collection and used in the analysis of the data. These field notes 

included impressions of the informant's non-verbal behavior, questions, 

hunches, evolving domains, and sampling strategies. 

By following the developmental research sequence as described 

by Spradley (1979), the data gathered were used to provide a better 

understanding of the meanings associated with adult children's decision 

to withdraw life support from their i l l parent. 

Reliability and Validity 

According to Goodwin and Goodwin (1986), qualitative studies 

should not be immune to the concepts of validity and reliability. 

Goodwin and Goodwin (1986) also suggested that in order "...for 
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qualitative research to produce credible findings, the data should 

be collected in a consistent, reliable way and must be a valid indica

tor of reality" (p. 379). 

Ethnography is conducted through a systematic research sequence 

developed by Spradley (1979). Emic ethnography, as used in this study, 

validates the data according to the meaning it has for the culture 

being studied (Robertson & Boyle, 1984). Validity of data for this 

study was established by verification of data on the second visit 

with the informants. 

Reliability is established by the use of multiple data collec

tion methods (Robertson & Boyle, 1984). Reliability of data for this 

study was established by the use of interviews in conjunction with 

field note journals and by consistency of data among informants. 

By using grand tour questions during the interviews, then 

narrowing the focus for subsequent interviews measurement error was 

reduced. Stability, internal consistency and equivalence were supported 

by conducting several interviews over several weeks and by using two 

sources of data collection, interviews and field notes (Robertson 

& Boyle, 1984). 

The other area in which reliability and validity can be affected 

is in sampling (Sandelowski, 1986). Through purposive sampling constant 

error is reduced. Purposive sampling allows for representation of 

the culture by fitting the criteria of the characteristics for the 

sample (Sandelowski, 1986). The subjects interviewed for this study 

were selected because of specific characteristics they possessed and 
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the information they could provide to the researcher on the subject 

under study. 

Assumptions 

The assumptions for this study was based on two of Parse's 

(1981) assumptions. The first assumption was "Man is an open being, 

freely choosing meaning in situation, bearing responsibility for 

decisions" (Parse, 1981, p. 27). Translated, this assumption states 

the person when faced with a situation makes choices in dealing with 

the situation based on the meaning the decision has for them. Conse

quently, the person also has responsibility for the effects of the 

decision made. 

The second assumption also from Parse (1981) states, "Health 

is man's patterns of relating value priorities" (p. 31). This assump

tion translates to the belief that man's health is a result of the 

priority and values held according to the choices from options. 

Both of these assumptions are based on options in a situation 

which man has choices to make and the responsibility of the conse

quences of the choices, therefore, so are their relevance for this 

study. 

Summary 

In this Chapter ethnography (Spradley, 1979) as the research 

methodology used for this study was described. The linkage of ethno

graphy (Spradley, 1979) to Parse (1981) Man-Living-Health Theory was 

discussed. The setting, sample criteria and protection of human 
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subjects were addressed. The process of data collection through the 

use of ethnographic interviews and integration of the researcher's 

field notes was described. Data collection and analysis techniques 

as well as reliability and validity of data were discussed. Assumptions 

of the study were stated. 
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CHAPTER IV 

ANALYSIS OF DATA AND 
PRESENTATION OF FINDINGS 

In this Chapter, a discussion is presented of the selection 

of the sample and the researcher-informant experience. The interview 

procedure, problems in the field, and a description of each informant 

are included. The remainder of the Chapter presents the research 

findings, domains of analysis, and the cultural themes. These are 

outlined and discussed in terms of the taped interviews from the adult 

child informants. 

Selection of the Sample 

Four informants were selected based on the criteria established 

for this study. All informants had participated in the decision to 

withdraw life support from an ill parent between six and 13 months 

prior to the interview. The informants for this study were recruited 

in the following manner. Peers and acquaintances provided the 

researcher with the names of four adult children known to have partici

pated in the decision to withdraw life support from an ill parent 

within the last two years. Of the initial four names, one did not 

meet the six to 13 month time criterion established for the study 

and was therefore not selected for participation. Another informant 

known to the researcher was selected to bring the sample to four. 

Following approval by the Human Subjects Committee of the College 
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of Nursing at the University of Arizona, the informants were contacted 

by telephone, and the study was explained to them. All of the infor

mants expressed interest in the study and agreed to participate. 

An initial interview was set at the informant's choice of location. 

During the initial contact the subjects were asked to select 

a pseudonym that corresponded alphabetically with the order of the 

interviews: the first informant was Alexandria; the second Beth; third 

Cayla; and fourth Danielle. Pseudonyms were used to ensure anonymity 

in the transcription of interviews and interactions with others. 

Throughout the initial and follow-up interviews the informants' pseudo

nyms were used by the researcher in addressing the informant. 

At the beginning of the interviews rapport was established 

and an agenda for the interview was discussed. The informant was 

encouraged to ask the researcher questions and the questions were 

answered promptly. The tape recorder was turned on after introductions 

and rapport were established. The tape recorder did not seem to 

influence the informant's willingness and ability to express themselves 

during the unstructured interviews. 

Discussion between the informant and researcher was prompted 

by the grand tour question, "Tell me about your decision to withdraw 

life support from your mother". All four informants started with 

background information about their mother, then proceeded to discuss 

the condition leading to the decision, specific events, feelings and 

end results of the decision to withdraw life support from their parent. 

From the data, meaning of the decision to withdraw life support from 
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their ill parent was extracted. The formation of taxonomies from 

the data are discussed throughout this Chapter. 

Discussion of the withdrawal of life support from an ill parent 

varied during the two interviews with each informant. During the 

first interview the informants discussed at length the decision to 

withdraw life support from their ill parent with little prompting 

by the researcher. The follow-up interview was a discussion and 

validation of the emerging domains and the formation of taxonomies 

as discussed in Chapter 3. 

Tapes were transcribed after each interview. Following the 

first interview with informant A, Alexandria, data analysis yielded 

a rough taxonomy which was validated by the follow-up interview. 

The subsequent interviews were initiated with the same grand tour 

question. As the same information was yielded as with informant A, 

descriptive questions were asked. A descriptive question used was, 

"Tell me what it was like for you as the oldest daughter to participate 

in that decision?", (to withdraw life support from your mother). 

Another example of a descriptive question was, "Could you describe 

your feelings when you were faced with the decision to withdraw the 

ventilator from your mother?". 

The Researcher-Informant Experience 

In this section, problems encountered in the field and descrip

tions of informants are discussed. 
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Problems Encountered in the Field 

The timing of interviews posed some challenges. Interviews 

had to be scheduled around the informant's activities and the 

researcher's schedule. All informants were employed full-time outside 

the home and had families (spouse or children) of their own. During 

the five weeks of data collection, one informant went on vacation 

and one returned to school. 

The sensitivity of the subject matter and the influence of 

the grieving process was another area of concern for the researcher. 

One informant cried throughout the entire first interview. The 

researcher asked if she was sure she wanted to continue, to which 

she said "yes". There was at least one time during the first inter

view with each informant that she became teary or cried. At least 

20 minutes were spent after each interview to wrap up and close the 

interview session. 

The selection of a quiet, comfortable and traffic free place 

free of interruptions was a problem. The interruptions by others 

during the interview was a source of distraction. During both inter

views with one informant, the location chosen was very noisy and 

distraction was obvious. Telephone calls and several interruptions 

from children were also sources of distraction with another informant. 

However, in both situations the informant was able to continue with 

the interviews. 
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Description of Informants 

Each of the informants is presented in this section using inter

view data and field notes to give greater profundity to the findings. 

Demographic data of the informants are presented in Table 1. 

Demographic and background data were collected and provided 

important contextual information for data interpretation (Table 1). 

All four informants were first born female children who made the 

decision to withdraw life support from their mothers. Three informants 

had one sibling, all of whom were sisters. One informant, Cayla, 

acknowledged a half sister and a brother as her siblings. However, 

Cayla's half sister is 18 years her junior (age 13) and therefore 

did not participate in the decision to withdraw life support from 

their mother. Cayla's brother was four years younger than she and 

did participate. The ages of the informants ranged from 32-55 years. 

The level of education ranged from one year of college to a master's 

degree. All women worked full time outside the home in various 

positions. The previous experience with decisions to withdraw life 

support was also varied. None of the informants had experience within 

their personal lives with the decision to withdraw life support; how

ever, two had professional experience with the issue. • Of the two 

with professional experience, one had one encounter the other had 

many. Ethnicity included two White (unknown ethnicity), one of Irish 

descent and one of Greek descent. The characteristics of the 

researcher-informant relationship has a direct bearing on the quality 

of the data collected and on the interpretation of the data. Rapport 

between the researcher and the informants was established very quickly. 



Table 1. Demographic Data For Informants 

Alexandria Beth Cayla Danielle 

Age 39 55 32 34 

Sex Female Female Female Female 

Relationship Mother Mother Mother Mother 

Birth Order First First First First 

No. Children 2 2 3 2 

Occupation RN RN Teacher Secretary 

Level Education Masters Diploma Bachelors 1 yr. Coll. 

Ethnicity Greek White White Irish 

•^Previous 

Experience 

Prof. 1 

Pers. 0 

Prof, many 

Pers. 0 

None None 

* Previous Experience with decisions to withdraw life support 
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All of the informants readily accepted their role as teacher and seemed 

to enjoy the opportunity to talk about their experience. 

Informant A: Alexandria. Alexandria was an excellent first 

informant. Her familiarity with the role of "teacher" in the research 

and she communicated easily and with great detail her experience with 

the decision to withdraw life support from her mother. Initial contact 

with Alexandria was inadvertently on the one year anniversary date 

of her mother's heart attack. The first interview was set for the 

following week with the follow-up interview four days later. This 

time period, close to the one year anniversary, had a special signifi

cance for Alexandria. During post interview discussion, Alexandria 

commented how on her mother's birthday and at Christmas she felt some

thing special should be done to celebrate or acknowledge her mother 

in some way. She indicated this study so close to her mother's death 

was a way for her to find meaning in her loss. 

Alexandria indicated her mother's independence, especially 

her decision making ability influenced the decision to withdraw life 

support. Because of her mother's poor chronic health, her physical 

ability was compromised before the acute illness. However, she was 

described as a "strong, independent and at times demanding woman who 

had things her way" (Alexandria interview, 1/14/91). Alexandria 

described her mother as having a chronic illness for 15-16 years with 

physical limitations including being confined to a wheelchair and 

wearing braces. Her cognitive ability was still intact and very 

important to her. Alexandria spoke of how quality of life was the 

most prominent value in the decision to withdraw life support. The 
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value of quality of life was further defined by Alexandria as including 

physical and cognitive ability. The cognitive ability had priority 

for both her mother and the family. She described her mother as being 

the caregiver for her grandparents and what that role meant to her. 

As a family, 

We looked at issues as painful and difficult 
for us as they were, what she would have 
wanted, mother was always very verbal about 
that, she and my father had living wills... 
but she was always adamant in our family" 
(Alexandria interview, 1/14/91). 

Her mother's explicit wishes were listed as the strength behind the 

decision to withdraw life support. 

The domain of quality of life included quality of life for 

the patient (mother) and quality of life for the family. Within the 

quality of life for her mother, Alexandria identified physical and 

cognitive abilities as factors, with cognitive ability having greatest 

priority. The quality of life for family contained: mother's wishes 

as having highest priority, with information from others second. 

Alexandria viewed religious beliefs and philosophy of family as having 

the same weight in the decision. Alexandria explained the priorities 

as: 

Our decision was based on our beliefs, and 
our understanding of what mother's wishes 
were, we all as a family have the same philo
sophy that how we see life and death and what 
the meaning of life is to us. Quality of Life 
was truly being able to be independent" 
(Alexandria interview, 1/14/91, p. 5). 

Her mother's wishes, the philosophy of family and religious beliefs 

were the "foundation which was easy" but the information from others 
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"was the unknown and therefore a key part of the puzzle" (Alexandria 

interview, 1/18/91). 

In discussing the events leading up to the decision to withdraw 

life support from her mother, Alexandria said. 

To make the decision was easy because I knew 
what she wanted, the difficult thing came 
when it was actually happening as she was 
deteriorating... it was an emotional scene, 
extremely devastating (Alexandria interview, 
1/14/91). 

Alexandria described how difficult the letting go was once death was 

imminent. She described how imperative it is for families to know 

who to ask what questions and feel confident the answers are factual. 

Confidence in the caregivers and sharing the same philosophy as the 

family with the physician also emerged as being important but not 

towards the decision of withdrawing life support. 

Informant B: Beth. Beth was the only informant known prior 

to this study. Because of this previous association the researcher 

was aware Beth was faced with the decision to withdraw the ventilator 

and pacemaker from her mother after she suffered a massive heart 

attack. 

Beth began by talking about a conversation 10 to 12 years 

earlier when her parents called the family together to discuss plans 

for when they died. Although she was not ready to hear about it, 

Beth relates, 

They had apparently given this a lot of thought 
because my mother said, "it's not only finan
cially better (referring to cremation) for 
everyone but just ecologically it's better 
(Beth interview, 1/24/91). 
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After describing the events of the day her mother had her heart attack, 

Beth's vivid description of her mother as she entered the emergency 

room was the key to her decision. Beth's response when asked "If 

you were to identify one thing that helped you in your decision to 

stop everything, what would you say?" was that, 

My first impression when I looked at her, 
I knew there was no quality of life and I 
knew she would not be happy with that and 
she would not be able to carry on life like 
she wanted to do and that, for her, it would 
be a burden (Beth interview, 1/24/91). 

Beth identified quality of life as being "very important to her (mom) 

and it's important to me..." (Beth interview, 1/29/91). 

The taxonomy that emerged from Beth's data was almost identical 

to informant A, Alexandria, with the exception of religious beliefs. 

Beth did not discuss religion as being a factor in her decision making. 

The order of importance Beth listed also varied and is discussed later. 

Beth described the impact the decision to withdraw life support 

has had on her as positive. 

My sister and I discuss everything... Dad 
and us went to the lawyer and have redone 
his things... He has made me his medical power 
of attorney and my sister handles all the 
business things" (Beth interview, 1/24/91). 

The impact on Beth was also evident in the overall relationship with 

her father. She has taken her mother's place in many ways, from doing 

his laundry and cooking for him to being his confidante. Beth's 

description of how life has changed is evident in this passage, 
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The one thing that may not have been realized 
by any of us, including me, was that the 
changes in my dad's life, how those changes 
would affect the whole family... a difference 
in my husband and his life... my grandchildren 
... I feel it is necessary to spend as much 
time with my dad as I can... My dad must have 
talked to mom incessantly about things... 
now he talks to me (Beth interview, 1/29/91). 

Beth, like Alexandria, indicated how the decision was the right thing 

even as hard as it was and placed her strength in making the decision 

on knowing what her mother wanted. 

Informant C; Cayla. Cayla was the first informant outside 

the health care field. She was also the youngest at age 32. Of all 

the informants, only Cayla talked about her mother's age, which was 

48. Cayla was chosen to participate because of her lack of background 

in health care. Specifically to examine whether the lack of a back

ground in health care revealed something different in the meaning 

the decision to withdraw life support had for her. Throughout the 

entire interview Cayla's voice was shaky, almost anxious; the 

researcher was not able to determine the root cause of this. She 

also chain smoked throughout the interview. Cayla was the only infor

mant with whom the researcher had only one interview. This was in 

part due to the total length of time spent with her and the intuitive 

assessment on the part of the researcher of when Cayla was finished 

sharing. When the researcher attempted to close the interview, Cayla 

continued sharing. The researcher drew from the information she shared 

and asked descriptive and contrast questions for data clarification 

and validation. 
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Cayla1 s mother was 48 years old when she suffered a ruptured 

Berry Aneurysm at a local supermarket. Cayla described her mother 

as being her "best friend" and talked in great detail the ways she 

assisted in her mother's care, therapy and the talks she had with 

her mother during her 17 week illness. Cayla, unlike the previous 

informants, had not discussed with her mother issues of death, life 

support or end of life decisions. The values Cayla expressed and 

held mutually with her mother were that of independence, humility, 

trust in God, and belief in afterlife. These values remained consis

tent with the previous informants Alexandria and Beth. 

During two separate instances Cayla relayed how she talked 

with her mother, 

I went in and I literally told my mom with 
tears that the doctor wanted me to take the 
antibiotics off. Now, mom, if I' do this it 
means you will die... For some reason I always 
thought she knew I was there... In some ways 
I even felt like I put it (decision) on her 
(Cayla interview, 2/14/91). 

Both times, according to Cayla, within 24 hours her mother's condition 

changed, actually improved. "She would touch her nose on command, 

she would hold or drop the towel on command and she would shake her 

head no" (Cayla interview, 2/14/91). 

Cayla seemed uneasy with the caregivers and their assessments 

of her mother's condition, saying that, 

...They were baffled by her mom's condition 
and they were pressuring me to withdraw the 
antibiotics (Cayla interview, 2/14/91). 

Several comments and references made by Cayla concerning the descrip

tion of her mother's condition were also baffling to the researcher. 
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This probably reflects her lack of biological and physiological under

standing. 

Cayla described her mother as being "extremely lucky", if anyone 

could beat the odds, it was she. At the onset of her mother's illness 

the physicians told Cayla, "...the chances of her recovering was like 

winning the lottery" (Cayla interview, 2/14/91). Therefore, when 

the odds changed to 5% Cayla viewed this as positive progress. When 

discussing quality of life with Cayla she described her mother: 

...She led a very simple life, she enjoyed 
church to some degree, loved to play bingo 
and the horse races... and so my feeling was 
always if she could still lead that simple 
life even though that may hurt a lot of people 
and other people couldn't take that kind of 
life. It never seemed to bother her before, 
so I don't want to withdraw at this point 
if she had a chance (Cayla interview, 2/14/91). 

Cayla felt the ability to function was more important to her mother 

than the ability to make decisions. Cayla based this assessment on 

her mother's pleasure with "her simple life" and further by the comment 

"Intellectually she never seemed to really thrive on learning new 

things ..." (Cayla interview, 2/14/91). Another point of interest 

was the description Cayla gave about the anger her mother expressed 

through her eyes and face when she needed to have her diapers changed 

or was given a rattle during therapy. 

I could always tell what nurse changed her 
diaper because you could see the grimace in 
her mouth and the bold angry stare that she 
would give the nurse (Cayla interview, 
2/14/91). 

The description of the family dynamics was that of "growing 

up in a dysfunctional home ... mom was a single parent who worked 



58 

two or three jobs at one time to make ends meet" (Cayla interview, 

2/14/91). Her relationship with her brother was distant, she referred 

to him on several occasions and with some animosity. She first 

commented how, 

My brother literally had gone and told other 
people that he thought I was going crazy and 
maybe I needed help. Because every time he 
would go in to see her, she would never open 
her eyes (Cayla interview, 2/74/91). 

When asked if he assisted in making the decision she commented "Yes, 

in his own way". There was no further discussion on the subject. 

The taxonomy that emerged from Cayla's interview contained 

the same elements as the previous informants, Alexandria and Beth. 

What ..differed was the priority by which they were assessed to have 

contributed to the decision to withdraw the life support. 

Informant D: Danielle. Danielle, like Cayla, was not a health 

care professional. However, she indicated her relationship with her 

family was very close. The decision to withdraw the ventilator and 

ultimately the antibiotics was mutually agreed upon by her and her 

sister with the help and guidance of their priest. The priority 

Danielle identified as most important in the decision was that of 

her mother's wishes. Danielle described the last five years of her 

mother's life since her heart surgery, "...she had such a rough time 

with that (heart surgery)... and said she never wanted to go through 

anything like that again" (Danielle interview, 2/16/91). Danielle 

further expressed how the current situation "was much worse" referring 

to the difference between that situation and the heart surgery. Quality 

of life from her mother's point of view was important to Danielle 
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in her decision making and was also important to her. Danielle 

identified cognitive ability and functional ability as the factors 

important to her mother "...she loved to crochet...the outdoors...her 

children and grandchildren" (Danielle interview, 2/16/91). Danielle 

spoke of the importance of her mother's independence and how the heart 

surgery had decreased her independence which resulted in decreased 

quality of life from her mother's perspective. The loss of control 

of her bodily functions seemed to be an area Danielle felt was demean

ing to her' mother. She commented, 

...One of the things that made us realize 
the state she was in was that she didn't 
have control of her bodily functions... 
My mother was very, very particular on the 
way she looked... (Danielle interview, 
2/16/91). 

Quality of life for the family as with the previous three infor

mants inferred complying with her mother's wishes as the highest 

priority. Religious beliefs, philosophy of family and information 

from others according to Danielle had equal value. Danielle did say, 

once the "information from others" was received, that category dropped 

in priority. Danielle discussed her religious beliefs as giving her 

strength in her decision to withdraw the life support but her mother's 

wishes were the determining factor. In one portion of the interview, 

Danielle spoke of her belief: 

In afterlife... and I know in my heart I 
did the right thing because my mother would 
never want to be on life support (Danielle 
interview (2/16/91). 

The loss of her mother was viewed as tragic for Danielle, 
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She never did respond and I tried so hard. 
She could have just squeezed my hand, blink 
her eyes... It was just very hard (Danielle 
interview, 2/16/91). 

The impact the decision had on Danielle seemed to be directly 

related to grieving. The anger over the loss of her mother and the 

guilt was very evident in Danielle's comment when asked "How this 

decision impacted her life?", 

I don't want anybody to think I'm crazy. 
You know, it was a very difficult decision 
for me to make and I didn't kill my mother 
and I know there will be some people who 
will think that I did. I just couldn't 
handle that (Danielle interview, 2/18/91). 

Danielle also spoke of conversations with her sister regarding life 

support if she (Danielle) was in the same condition as her mother, 

...My sister and I have both talked about 
it. I wouldn't want to be kept on life 
support in the same condition as my mom 
either (Danielle interview, 2/18/91). 

All informants identified quality of life as being the domain 

by which the decision to withdraw life support from their mother was 

based. Further, all informants identified several semantic relation

ships associated with the Domain of Quality of Life and included terms 

to further describe the relationships. 

Interview Data 

In this section, a discussion of the domains of meaning dis

covered during the interviews is presented. These domains are presented 

in the language of the informants known as emic. The categories were 

corroborated by more than one informant. The cover terms are etic, 

that is, in the language of the researcher. New categories were added 
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or data combined within an existing domain in instances where folk 

terms differed among informants. Four domains of meaning were identi

fied (Figure 2). The four domains, Quality of Life, Doing the Right 

Thing, Staying Strong, and Impact of Decision are discussed in narra

tive form. 

Quality of Life 

The domain of quality of life became evident as the informants 

responded to the grand tour question "Tell me about the decision to 

withdraw life support from your mother" (Figure 3). All of the infor

mants provided rich data on the meaning of quality of life. They 

were also able to distinguish between what quality of life was for 

their mother and themselves. In this taxonomy, the meaning of quality 

of life is further separated into cover terms of quality of life for 

the patient (mother) and quality of life for the family. There were 

definite differences between the included terms and semantic relation

ships within each of the cover terms. The semantic relationships 

for the cover terms were, X is a kind of Y. The semantic relationships 

for the included terms were, X is a part of Y. 

All four informants described the importance of functional 

ability and cognitive ability as the factors for their mother's percep

tion of what "quality of life" was. The differences were their priority 

of importance. With Alexandria and Danielle, whose mothers' had a 

history of chronic illness with an already compromised level of 

function, the area with the greatest priority was cognitive ability. 

The loss of cognitive ability was considered unacceptable and therefore 
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Quality of Life 

Meaning of Doing the Right Thing 

Withdrawal of Staying Strong 

Life Support Impact of Decisions 

Figure 2. Domains of Meaning for Adult Children's Decision to Withdraw 
Life Support From a Parent 
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Quality 

of Life 

for 

Patient 

Cognitive 

abi1i ty 

Ability to make decisions 
Ability to communicate 
Ability to recognize 
Ability to feel 
Ability to think 
Ability to know 
Ability to have hope 

Quality 

of Life 

for 

Patient 
Functional 

ability 

Ability to do ADL 
Ability to walk 
Ability to drive 
Ability to be independent 
Ability to crochet 
Abi1ity to DO 

Quality 

Mother's 

wi shes 

Acknowledge her rights 
Known wishes 
Simple life 
Independence 
Cognitive ability 
Functional ability 
Belief in God/afterlife 
Humi1ity 

of Life 

for 

Family 

Philosophy 

of Family 

Advocacy 
Duty to follow wishes 
Love/respect 
Unity in decision 

Religious 

Beliefs 

Life after death 
Trust in God 
Body shell/soul continues 
Support of Clergy 

Information Diagnosi s Can it be fixed 

From Prognosi s 57o Chance 
Winning lottery 

Others Long term 
Care 

Nursing home 
Full time care 

Figure 3. Domain: Quality of Life with Semantic relationship for 
cover terms of X is a kind of Y, and the semantic relation
ship of the included terms of X is a part of Y. 
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a valued concept in their decision. However, with Beth and Cayla, 

functional ability was considered to have the highest value. 

The cover term of "Quality of life for family" included the 

same elements for each of the informants. Again, the differences 

arose in the value strength for each of the informants. 

The element of "Mother's wishes" was identified by all of the 

informants as having the greatest value. That was where the similarity 

ended. Alexandria identified "information from others as the second 

highest value, because it was "more important to families". Alexandria 

also felt religious beliefs and philosophy of family was of equal 

weight and so much a part of how they (family) think and the decisions 

they (family) made. The information from others was the key to their 

decision. Beth also identified information from others as the key 

to their family's decision. Danielle felt philosophy of family, 

religious beliefs and information from others held equal value but 

went further to say, "once we had the information from others, the 

level of its importance decreased". Cayla was unable to place different 

value status on philosophy of family, religious beliefs and information 

from others for the meaning in her decision. 

Doing the Right Thing 

The domain, Meaning of Doing the Right Thing (Figure 4) con

tained two elements: "personals' and "in others eyes". All of the 

informants expressed the feeling of "doing the right thing" and the 

difficulty of the decision even when they felt they were doing the 
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(X) 
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Supportive team 
Explanation of concerns 

In Other 

Eyes 

(Y) 
Support of Friends 

(X) 
Nonjudgmental 
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Figure 4. Domain: Meaning of Doing the Right Thing. Semantic relation
ship of X is a reason for Y. 
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right thing. The taxonomy reveals some of the comments and the 

semantic relationship of X is a reason for Y. 

Alexandria described the decision to withdraw life support 

from her mother as "...very loving and caring, everything my mother 

would have wanted..." (Alexandria interview, 1/14/91). Beth spoke 

of her feelings about the decision to withdraw life support from her 

mother while describing a conversation she had with her father the 

week prior to the interview. Beth relates, "we are so lucky mom went 

so fast... I have never felt any guilt for our decision, it is what 

she would've wanted" (Beth interview, 1/24/91). 

Cayla was the only informant who had not discussed the issues 

of life support or life quality with her mother. Cayla felt she placed 

the decision back on her mother and after several weeks was able to 

give her mother permission to die. She relates, 

When I saw the effort it took for her to 
do the simple things, I could just see she 
wasn't into it any more, it was almost like 
...she needed permission to give up (Cayla 
interview, 2/14/91). 

Danielle indicated that, other than her sister and the priest, she 

hadn't talked with anyone regarding the decision to withdraw life 

support from her mother. She expressed fear that she would be judged 

and accused of killing her mother. In the early part of the interview 

she related, "there were so many times when I asked myself if I had 

done the right thing". Towards the end of the interview she concluded 

"I did the right thing, she wouldn't have wanted to be kept alive 

on machines" (Danielle interview, 2/16/91). 
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The element of Doing the right thing in others eyes, emerged 

from the interviews as the informants spoke of how they consulted 

others in the decision to withdraw life support. In Alexandria's 

situation, other family members, the priest, and a cardiologist friend 

were all consulted. With Beth, the family, niece and health care 

providers were consulted.' Cayla consulted her mother, minister, 

husband and friends. Danielle consulted with her priest and health 

care workers only. 

Staying Strong 

The domain of Staying Strong (Figure 5) also had several com

ponents. The semantic relationship used in this taxonomy was _X is 

a reason for Y. There was the need to be strong before the decision, 

with the decision to when death occurred and third after the death. 

This seemed to be dependent on time as a guide. 

Alexandria stated how the decision was basically easy because 

she knew what her mother wanted. Yet, when death became imminent, 

she said, 

...Sometimes you stop and think,... perhaps 
she could have existed if her heart had 
been a little better, and in better shape, 
but she could have been in the comatose 
state forever and I would still be able 
to see her and feel her, but that in our 
eyes, that is just a shell, it's not her... 
(Alexandria interview, 1/14/91). 

Beth discussed her strength in this passage. 

First of all I'm not shy in much of anything 
that I do, so I've never had guilt feelings 
for it. I knew that is what they (mom and 
dad) had talked about and it's real easy 
to back down when it comes to that point 
(death) (Beth interview, 1/24/91). 
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Before Decision 

Need for information 
Knowing mom's wishes 
Decision easy 
Doing what is right 

From decision 

time of death 

Questions 
Emotional 
Letting go hard 
Vacillating 
Looking for progress 
Hope 

After Death 

Grieving 
Anger 
Hurt 
Tears 
Dreams 
Understanding of "Why" 
Fear 
Feeling of loss 

Figure 5. Domain of meaning for Staying Strong. Semantic relationship 
of X is a reason for Y. 
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Cayla, after describing the conversation which she gave her 

mother permission to die, went on to say, 

I will miss you, you'll always be in my 
heart and I'll miss you, you're my best 
friend, but you know I want you to be happy. 
But if you're with God, I think that is 
what is going to make you happy. If that 
is what you want then I understand. It 
was heart wrenching. It was so heart 
wrenching (Cayla interview, 2/14/91). 

Danielle described how when her mother had been extubated and 

then started to breathe on her own, she said, 

...I almost had them put it (ventilator) 
back on...but it (not to be on life support) 
would have been what mom would have wanted 
(Danielle interview, 2/16/91). 

Impact of Decision 

The impact of the decision (Figure 6) to withdraw life support 

from an ill parent on the life patterns of these adult children was 

another domain that emerged. When asked, "How has your life changed?" 

the informants were able to give examples of how their lives had 

changed. The cover terms for this taxonomy included self and others. 

The semantic relationship of this taxonomy was X is a result of Y 

where the individual terms are a result of the decision. 

Alexandria described several instances from changing physicians 

because "he had a different philosophy than the family" to the intense 

discussion with the family that resulted in "them getting very close" 

during and after the decision. The impact on' others was discussed 

when Alexandria described her father's change in his personal physician 

"one with the same philosophy as his". 
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Figure 6. Impact of Decision. Semantic relationship of X is a result 
of Y. 
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Beth was the most vocal of this domain. She discussed how 

her role had changed, "...the changes in my dad's life, and how they 

affect the whole family". She went on to say the effects on her life 

were seen as, 

...Have less times to do things that you 
used to do so you readjust your time, of 
which there isn't enough of... I don't have 
the time or energy to do all that I used 
to. 

Cayla was also very expressive in this area. She indicated 

the only people she felt she could talk to about this was her daughter 

and her spouse, "I suppose the only person really that I would ever, 

with the exception of my daughter, if she would be old enough, would 

be my spouse". Cayla also expressed how, for her, she didn't realize 

she "had all of these emotions". For a period of time after her 

mother's death Cayla described thoughts of suicide. "I constantly 

had the urge to pull out in front of another car or walk out in front 

of a car." 

Danielle felt she "was in shock for the first 5-6 months" after 

her mother's death. Since that time she and her sister have spoken 

about the use of life support. Danielle went on to say about drawing 

up a living will, 

I'm young and I don't really think that 
I have any chronic problems so I don't really 
think there is a need to do that. Maybe 
sometime I will, but at least my sister 
and I have talked. 

The meaning the decision to withdraw life support from an i l l 

parent has on the adult child was reported in this section. The exami

nation of cultural themes and a summary follow. 



Cultural Themes 

The concept of cultural theme according to Spradley (1979) 

is a cognitive principle. "A cognitive principle is something people 

believe, accept as true and valid; it is a common assumption about 

the nature of their experience" (p. 186). In this study, eight cultural 

themes emerged from the data. They were; 1) The decision to withdraw 

life support is much easier on the decision makers when they know 

what the person would want; 2) The family should be actively involved 

with the decision making process; 3) Health care providers can and 

are a great source of support and information for the decision makers; 

4) Doing the right thing is important to the decision makers; 5) When 

death gets near, the decision makers need extra support from others; 

6) Although grieving starts prior to death; when death is imminent 

the decision makers have difficulty "letting go" and "staying strong"; 

7) Feelings of guilt accompany loss; and 8) There is an impact on 

life patterns associated with loss. These themes are discussed in 

the following sections. 

The decision to withdraw life support is much easier on the 

decision makers when they know what the person would want. This theme 

was evident throughout all of the interviews with the informants. 

It became the clearest when Cayla described the way she "put the deci

sion back on her mother". A decision she (Cayla) was unable to make 

because she had not talked to her mother about her wishes. With all 

the informants the "following of mother's wishes" was by far the 

priority by which the decision was made. The linkage between "mother's 

wishes", "philosophy of family" and "religious beliefs" provide the 
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basic value framework of this theme. The informants identified the 

important issues of their decision throughout the interviews which 

provides for the cognitive principle of their beliefs and the meaning 

this experience had for them. 

The family should be actively involved in the decision making 

process. This theme was evident when the families perceived decisions 

were being made by others without their input or participation. The 

most evident was in Alexandria's and Cayla's situation when arrange

ments were made for nursing home placement without the input of the 

family. This scenario led to feelings of anger, frustration and 

hostility towards the members of the health care team making the 

decision. The family was ultimately responsible for the care or con

tinued care of their loved one and was therefore resentful of the 

people making a decision that would so impact their lives, without 

getting their input. This again is linked to the theme of the cognitive 

principle being what people believe about the nature of their experi

ence. The informants of this study saw their role as that of "advocate" 

and therefore should and would be a participant in the decisions of 

their loved one. 

Health care providers can/are a great source of support and 

information for the decision makers. This theme emerged when the 

"information from others" was valued as a key to the decision to with

draw support. The informants believed the information from others 

and support after the decision was very helpful. The belief in the 

information and confidence in the providers assisted the family in 

their decisions. The linkage of this cognitive principle to the 
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decision to withdraw life support provides a holistic perspective 

of the meaning for the family. 

Doing the right thing is very important to decision makers. 

Once the decision was made the informants expressed how "doing the 

right thing" was very important to them. The following of their 

mother's wishes, the view of their decision by others was a source 

of concern for all of the informants. Even with Cayla, who didn't 

have the advantage of knowing what her mother would want, talked about 

the importance of "doing the right thing" even as hard as it was to 

say goodbye. "She was my best friend but she would have wanted 

it" (Cayla interview, 2/14/91). This cognitive principle provides 

the linkage between "doing the right thing" and the underlying rela

tionship the adult children had with their mothers. 

Although grieving starts prior to death, when death is imminent 

the family has difficulty "letting go" and "staying strong". This 

theme has a definite link to the relationship of the individuals 

involved for the way and amount of grieving. But it also is linked 

with the need of the decision makers to have support from others as 

described in the above theme. As others provide support the decision 

makers become confident in their decision. The difficulty of letting 

go and staying strong emerged with all informants. Alexandria spoke 

of a difference in the ease of the decision, because she knew what 

her mother wanted, and the difficulty .of sitting there as her mother 

drew her last breath. Cayla also revealed a similar experience. Beth 

thought once the decision was made that when she walked into the ICU 

that her mother "would be off everything". When that wasn't the case 
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she described the emotions when the nurse shut off the ventilator. 

The importance of this theme to the whole picture of the meaning the 

decision to withdraw life support has for those who make it adds 

another piece to the cultural picture. 

Feeling of quilt accompany loss. With this culture the need 

to "do the right thing" and the intense loss created by the finality 

of death brings extremes of emotion to surface, e.g., the guilt of 

"killing her" (Danielle interview, 2/18/91) and "losing my best friend" 

(Cayla interview, 2/14/91). The description Alexandria gave about 

the wishing she would have been able to talk to her before her heart 

attack was an indication of guilt in the interview. Beth also des

cribed how she wished she would have been able to have a conversation 

with her mother before she died. 

There is an impact on life patterns associated with loss. This 

theme emerged with the first informant. Once the concept was evident 

the researcher pursued the meaning in subsequent interviews. This 

theme is also supported in the literature of loss and grieving. This 

cognitive principle results from the belief of this culture that as 

loss occurs the relationships with others and in the environment also 

change, resulting in an impact on life patterns. The way by which 

people function depends on their relationship with their environment, 

the decisions made in that environment, and the changes that occur 

as a result of those decisions as perceived by others (Parse, 1981). 
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Summary 

In this Chapter a discussion of the sample and sampling method 

was presented. The interview procedure, problems encountered in the 

field, and an introduction to each informant was included in the 

researcher-informant experience. Five domains of meaning were dis

covered from analysis of the ethnographic interviews as the adult 

child described the decision to withdraw life support from an i l l 

parent. Further analysis produced eight cultural themes which were 

discussed. 
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CHAPTER V 

DISCUSSION 

The research conclusions of the study are presented in this 

Chapter. The presentation includes the relationships of the findings 

to the conceptual orientation and the meaning for the adult child 

in the decision to withdraw life support from an i l l parent with the 

review of the literature. Recommendations for practice, strengths 

and limitations and suggestions for further research are also presen

ted. 

Relationship of the Findings 
to the Conceptual Orientation 

The purpose of this study was to describe how adult children 

create meaning from their experience of deciding to withdraw life 

support from a parent based on meanings, values and patterns. 

Parse's (1981) theory of Man-Living-Health was used to provide 

a framework for the phenomenon of "creating meaning" for the decision 

to withdraw life support from a parent. Although Parse's (1981) theory 

contains three principles, for the purpose of this study only the 

first principle was used. According to the principle; "structuring 

meaning multidimensional is cocreating reality through the languaging 

of valuing and imaging", meaning is derived from the options the adult 

children were faced with (Parse, 1981, p. 42). Decisions were made 
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as a result of those options based on values and their previous experi

ence. The changes in their life patterning occurred as a result of 

those decisions. All of this is expressed to others by the use of 

language. 

Figure 1 depicted the conceptual orientation, valuing and 

imaging as expressed through languaging of the informants of this 

study. The person-environment relationship is a dynamic process, 

dependent on the life options of the person, and the persons values. 

The decision to withdraw life support from a parent when the wishes 

(values) are known and shared with the family allows the family the 

foundation needed for their decision. This imaging of the situation 

is dependent on past experience and the individual's life patterns. 

In this study, the imaging seemed to be imaging of mother's pre-illness 

life versus imaging potential of post-illness life. Although the 

situations may not be within one's power to control, the decision 

of dealing with the options of that situation. Once the decision 

is made based on the valuing and imaging, meaning is created and is 

expressed through languaging. 

In this study the values of quality of life, philosophy of 

family (respect for parents' wishes, strength of advocacy, honor and 

love) and religious beliefs contributed to the cultural themes which 

emerged from the data. These values are basic to the imaging (life 

patterns) the adult child uses to create meaning for the decision 

to withdraw life support from their parent. 

Figure 7 depicts the creating of meaning for the adult child 

in the decision to withdraw life support from an i l l parent. The 
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Figure 7. Creating meaning out of the decision to withdraw life 
support from an i l l parent. 
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relationship between the conceptual orientation according to Parse's 

(1981) Theory, Man-Living-Health, principle one and this study is 

shown. The decision based on the valuing of patient wishes, religious 

beliefs, quality of life and philosophy of family leads to the imaging 

or the impact the decision has on the life patterns. This is trans

lated to others by languaging, the final part of Parse's (1981) first 

principle. 

Meaning for the Adult Child in the 
Decision to Withdraw Life Support From 

an 111 Parent and the Review of Literature 

The findings of this study add to the knowledge of the meaning 

for decision makers faced with withdrawal of life support from a family 

member. The adult child's view of the important factors considered 

in the decision to withdraw life support was consistent with all of 

the informants. The ethnographic data support the premise established 

by Cohen (1985) that if individuals were given a choice, and allowed 

to participate in their health care decisions, the removal of life 

support would be supported when there is little hope for recovery. 

Also consistent between the informants and the literature was the 

need to stay strong, difficulty in letting go, and the need for accep

tance and support for their decision. The grief and loss literature 

strongly supports the commonality of grief yet supports the individual 

nature of grief. This study adds support to the grief and loss litera

ture by describing the feelings the decision to withdraw life support 

had for the adult child making the decision; specifically, the feelings 

associated with anticipatory grieving prior to the actual loss (Attig, 

1989) and Weisman's (1979) appropriate death literature. The impact 
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of the decision on the survivors seems to coincide with the grief 

and loss literature as well as adding new thoughts to the meaning 

these decisions have for those making them. 

Three research questions were asked in this study. The first 

one was; What values contribute to the meaning adult children have 

for the withdrawal of life support from an i l l parent?. This question 

was answered with the identification of quality of life, respect for 

mother's wishes, advocacy and religious teachings as major values 

in the decision to withdraw life support. Although these values are 

very general, the informants were able to identify the concepts within 

the category to become very specific and individualized. 

The second question in this study was; What influences adult 

children's life patterning when faced with the decision to withdraw 

life support from an i l l parent?. This question was answered through

out the ethnographic data when the informants described the values 

important to them as well as their parent, previous discussions with 

their parent, experiences with similar situations, understanding of 

the situation and understanding and acceptance of their parent's 

wishes. 

The final question asked in this study was; What meaning does 

the decision to withdraw life support from an i l l parent have on the 

adult child?. This was a l ittle more difficult to ascertain. The 

major concept that emerged from the data was the need to do the right 

thing. As part of that concept there were several underlying elements: 

guilt; fear of being judged; and the loss of the relationship with 

the parent. The decision and the finality of death as a result of 
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the decision was described by all of the informants. It could be 

concluded that guilt, loss of the relationship with the parent, and 

fear of being judged, all are part of normal grief response, since 

similar experiences have been described in the grief and loss litera

ture. 

Recommendations for Practice 

The technological advances in medicine have brought the with

drawal of life support issue to the forefront. The criteria for death 

have been revised as a result of this technology and will become more 

prevalent as time goes on. The decision makers, specifically the 

families faced with this dilemma are frequently i l l prepared for 

dealing with the health care system and in crisis over the situation. 

It is the responsibility of the nurse to assess the patient 

and their families' response to illness and to assist them in the 

identification of their values so they can make their decisions (Parse, 

1981). Therefore, the recommendations for practice as a result of 

this study are: 

1. Provide resources to families for support and information 

in the hospital setting. 

2. Provide a forum for staff to learn to assist families in 

the decision making process by identifying values. 

3. Provide a forum for families to discuss their values among 

themselves or with others for support. 
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4. Conduct community forums to discuss the importance of older 

parents discussing life support wishes with their adult 

children. 

These recommendations for practice are consistent with Parse's 

(1981) role of nursing and the results of this study. The increased 

awareness of the meaning for the decision makers in withdrawing life 

support will assist the survivors to healthier grief. 

Strengths and Limitations of the Study 

The strengths of this study comes from the informants' willing

ness and ability to express to the researcher the experience of 

withdrawing life support from their parent. The adult child informant 

faced with the decision to withdraw life support from their parent 

was able to talk through the situation and work through their loss. 

However, a limitation to this study may also be the effect of grieving 

on the data. As grief work begins and the rationalization of the 

loss and the events occur, this process may influence the data. The 

time frame of 6-13 months from the decision to withdraw life support 

was used to allow for this possibility. 

The knowledge of the informants that they are not alone in 

the situation or the decision they made in withdrawing life support 

from their parent was another strength. A limitation however may 

have been unintentional influence of the researcher on the informants. 

The use of a grand tour question and then descriptive or contrast 

questions for more specific meaning were used to control for this 

1 imitation. 
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The primary limitation of this study was the sensitivity of 

the subject of withdrawing life support. The literature is very sparse 

on who can or should make these decisions. These informants were 

not only faced with the loss of a parent but the knowledge they parti

cipated in the decision to withdraw the life support which resulted 

in the loss. Although as grieving occurs, the emotions and under

standing that the true cause of death was the underlying pathology, 

the initial reaction was one of "I did it" (guilt). The interviews 

may have allowed the informants to express their fears, concerns, 

ideas and thoughts. 

Another limitation of this study was that the informants were 

all oldest daughters and the parent which life support was withdrawn 

was the mother. Although the relationship of the child/parent was 

not part of the criterion for this study, other relationships may 

provide a different perspective on the subject. 

Suggestions for Further Research 

Ethnography is used primarily to discover "meanings". This 

study focused on the meaning the decision to withdraw life support 

has on the adult child. The following recommendations for further 

research are offered: 

1. Study other groups who have withdrawn life support: Is 

there a difference in the meaning for spouses or siblings 

faced with the decision to withdraw life support?. 

2. Conduct a longitudinal study with specific groups, or family 

units. 
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3. A comparison be made of data in withdrawal of life support 

with a group withholding life support, to assess the meaning 

for the decisions. 

These suggestions for further research will expand the informa

tion yielded by this study by assisting health care professionals 

to effectively work with this cultural group in their time of decision 

making. Hopefully this will facilitate a healthier grieving for the 

survivors and preserve the autonomy of the patient's right to guide 

their health care regimen according to their values, imaging and 

expressed through languaging. 

Summary 

A discussion of the findings and the relationship to the first 

principle of Parse's (1981) Han-Living-Health theory to the data and 

review of literature was presented. Recommendations for practice, 

strengths and limitations for this study and suggestions for further 

research were outlined. 
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The purpose of this study is to describe meaning that you as 

an adult child based the decision to withdraw life support from your 

i l l parent. You will be asked about meanings, values and life patterns 

from your perspective. 

Participation in the above study is voluntary. Should you 

decide to participate in at least two interviews lasting one to one 

and a half hours will be conducted. These interviews will be tape 

recorded. Interviews will be conducted in a setting of your choosing. 

During the interview, you will be asked to share only the information 

you feel comfortable in sharing. You are free to ask questions at 

any time and your questions will be answered promptly. You may with

draw from the study at any time without incurring i l l will. 

Your identity in all publications of this study will be kept 

anonymous and confidential. The tape recordings of the interviews 

will be kept locked in a safe place at all times. When no longer 

needed, the tape recordings will be erased. There are no known risks 

in participating in this study. You will not be paid for your partici

pation. The only cost to you will be your time. 

The findings of the research will be shared with others in 

the form of grouped data which will reflect the meaning of the decision 

to withdraw life support from an i l l parent from the adult children's 

perspective. Results of this study will be used to improve nursing 

care of families faced with the decision to withdraw life support. 

Georgia Ferguson, BSN RN, Graduate Student 
University of Arizona 
College of Nursing 
Phone: 626-6154 
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