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ABSTRA T 

LA DONNA R. M BRIDE 

THE PARADOX OF LIVING WITH DYING : A MlXED M THODS STUDY 
ABOUT THREE END-OF-LlF I UE - FAITH AND FAITH 

DEVELOPM NT, HOPE AND SHAME. 

MAY 2011 

The purpose of thi study was to inve ti ga te how people over the age of 50 yea rs 

experience and talk about their dying in terms of three i ue : faith and faith 

development, hope, and shame. Through a mi xed methods research strategy, thi 

researcher gathered qualitat ive interview data from 10 fragile and older men and women 

based on questions drawn from Fow ler 's Stage of Faith Development (1995). The data 

was content analyzed using procedures outlined in Fowler's Faith Development Sco~·ing 

Analysis and Mapping and yielded four faith stages : Mythic-Literal (stage 2), Synthetic

Conventional (stage 3), lndividuative-Reflective (stage 4), and Conjunctive (stage 5). 

Analysis of the interview data yielded several key i ues concerning the meaningfulness 

of church and families; faith and belief in God; and living a good li fe by being honest, 

kind, and loving. 

Two quantitative self-report instruments, Snyder Adult Hope Scale (SAHS-R; 

Snyder, 1991) and Internal Shame Scale (lSS; Cook, 2001 ), were administered orally to 

the participants during the interviews. A hypothesis that no significant relationship among 

respondents ' level of faith development, shame ( as measured by their scores on the ISS), 
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and hope (as rnea ured by sco res on th e A H ) wa r j ected a th re w as no ignifi cant 

difference in the comparisons. A hypothes is that there is no significant differenc betwe n 

participant ' degree of hope and hame wa rej cted, as a dep ndent t-te t yie ld d a 

stati tically significant difference (p .00 l ). Thi s re archer conclud d that parti c ipant 

reported more hope than shame at the end o f the ir li ves . 

In summary, this res archer fo und that li ving in one' dying w as th und erlying 

theme for each of the ten indi v iduals w ho part ic ipated in this study about faith and fa ith 

development, hope, and hame. Thi re earch tudy supports the findin g that end -of- li fe 

issues about faith and fa ith deve lopment, and hope are ~ritica lly important to the meaning 

of life for people who are near the end of th ir li ve . For the indi vidua l in thi s study, 

shame as m eas ured by th ISS proved to have less importance on the research outcomes . 

This researcher concluded that fa ith and fai th development, and hope are important topi cs 

when profess ionals and familie are ta lking w ith older adults who are near their end of life. 
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CHA PTER I 

JNTRODUCTION 

veryone eeks a better und r tanding of death and dying, but fi w people seek thi s 

journey until it comes to one's own death. Kess ler (1997) sugg ted that when peopl e 

examine the m aning of death , then that examination can affect how their meaning of life 

is exprc ed . Kubler-Ro (1975) spoke to how peopl e struggle for growth as th y 

approach death and how each person trive for meaning as he or she eek greater 

opporiunity " to mean om thing to omeon I e" (p. 15.0). Dying people can grow 

exponentially during thi s experience, a the awareness of their human experience of living 

b come clearer. Thi i ind ed the paradox of living in our dying and dying to our living. 

an it be that the period of dying is when people truly begin to live? 

Historical Research 

R earch on death and dying in the United States bas evolved over the years. Carr 

(2003) explained that the recent rise of death research within the last two decades are due 

to a change in the demographics of the United States, environmental awareness, 

technological advances, medical breakthroughs, and the broadening of family 

constell ations in Western society. He reported that past researchers on death and dying 

have predominately focu ed on the treatment of ~pecific dis•eases, like Alzheimer's and 

cancer, or on peripheral or secondary issues, such as legal and financial interests ( e.g., 
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advanced directive , li ving will , and probate i ues) . However, over they ars , re earch 

intere ts are beginning to focu on the quality and meaning of d ath and dying. 

At the beginning of the tw nty-fir t century r earch tudies on end-of-life is ues 

main ly focu ed on mea uring quality of liD (G orge, 2002), well-being and spirituality 

(Daa leman , Kuckelman-Cobb & Fr y, 2001 and defining a good death (Kendall , 2007). 

ln addition, Georg (2002) r ported that re earch during this time period sugge ted that a 

phys ician ' s role or mphasi wa to find a cure and control the symptoms of dying 

pati ents. Tho e d ctor of the pa t were characterized a the defeaters of disease and death , 

and even today, many phy ician take on thi role of d nying death until the final days of 

li fe . 

Ace rding to allahan, Maldonado, and finger (2003), death and dying re earch 

had it beginning in phannacological and medical teclmology during the 1940s and 1950s. 

During thi ra , K ler (1997) described tho e early years of death and dying treatment as 

imp r onal becau e the dying per on and family members were often separated from co

experi encing the proce of death when hospitals became the new home of the terminally 

ill. allahan and coll agues (2003) also reported that terminally ill patients tended to be 

warehous d during thi time period, and were often over-medicated as they were dying. 

The hift in mbracing and becoming more aware of death and dying began to take place in 

society, a a whole, following the Vietnam War and Kubler-Ross 's pivotal research. 

Conceptualizations surrounding death in the United States have gone through 

vanou tage over the past twenty to thirty year . Death and dying research began to 

emerge in the progres ive 1970s when political, legal, and societal changes in this country 
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were moving at an increas ing pace. Thos political changes include the Vietnam War and 

the multiple dead bodi es of soldier shown on telev ision sets across the nation , and the 

right to die movement that began with Karen Ann Quinlan (] 976) and then later, Terry 

Shiavo (2005) . Both of these ca raised political , lega l, and moral issues surrounding the 

right to die wh n individua l app ar to lack the capability to make autonomous decisions. 

Current research into d ath and dying is now driven by social concerns and the 

aforementioned a e are an exampl of uch societal input. 

As reported by th National Jnstitute of Health (NIH, 2007), how end-of-life is 

conceptualized has al o changed sub tantially over these last thirty years. The 

advancement in t chnology hav introduced everal issues revolving around death and 

dying, such a quality of life and the co t of maintaining life at any price. In the past, death 

and dying u ually happened over the short term from an illness or injury. More recent 

re earch, howev r, has focu d on the spiritual aspect of the individual 's death experience 

(Panzer, 2005 , 2006) and the car giving assoc iated with end-of-life issues (Doka, 1998). 

As a re ult, th NIH (2007) is working to improve the prediction of patient's end-of-life 

and to per onalize treatments to allow people to dete1mine when they are spiritually ready 

to stop treatment and die. 

Kahn and Steeves (1993) began studying death and dying by looking at how death 

affects fami lies, quality of life for the dying person, spirituali;ty, end-of-life decision

making ( e. g. , advanced directives, and living wills) , and how professionals and significant 

other deal with a patient' death. George (2002) reported that research on death and dying 

per on and their families have grown dramatically due to the fast-paced aging population, 
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increased health care spending, and e p cially, the later stages of living due to the 

increased longevity of li fe. Thu , while public perceptions of dying are often limited to 

seeking under tanding of control over pain and suffering, end-of-life research has 

advanced over these la t two c nturies to include quality and meaning of death and dying. 

Frankl's Logotherapy 

Individuals, coupl e , and famili live every day with some kind of loss (Smith, 

1998). Frankl (1 4) tated that it i in our living and dying that humanity finds the 

e sence of exi tence. This phi lo opher reported , "live as if you were living already for the 

second time and as if you had act d the first time as wrongly as you are about to act now" 

(p. 132). To this author, the above-mentioned quote encourages a person to see the present 

in light of the pa t and chall enges u to use the pa t to change the present. This wise saying 

can bring a n e of finiteness to a person 's living and to life, and even when this person 

faces d ath. 

Frankl (1962) al o theorized that the significance of a person's existence is never 

set, but change through life' s xperiences and goals. He found that meaning in life can be 

developed by engaging in a multitude of activities that may include loving, working, 

creating, and building relationships. This search for meaning in each person's life is never 

ending; it i what give value and significance to living and dying. This becomes the 

cataly t for a richer and more meaningful life. 

Narrative Theory 

Narrative therapy is a process through which a dying person could attempt to 

gra p a en e of identity from the stories they tell. A practitioner using na1rative therapy 
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support th d construction of tori that p ople get tuck in and begins to encourage the 

construction of tori that are more helpful. 

Everyone mak en e ou t of th ir !iv tlu·ough tories and act according to 

them (White Epston, 1990). Oft n, a p r on tory develop a life of its own and pulls 

a person along in th narrat iv that ha b n produced over and over again. At the end-of

life, our life tori bee me more ignifi ant, a many include key people and special 

events that have t ken pla . F r example, a king a person how death was talked about or 

not talked bout in th ir fami ly of ori gin help one under tand hi or her own naffative 

about the person' d ath and dying. Finding out whom anc;I what a person 's first death 

experience wa like may in rea e thi individual' own personal death awareness (Hedtke 

& Win lad , 2002). 

Fowler' Faith Development Stages 

F w I r ( I 5) d fined fa ith a a valu , "faith is a quality of human Jiving" (p.11 ). 

He sugge ted that a h indi idual' t of beli ef: and their value system are directly or 

indirectly related to their cogniti ve lev ls of faith and hope. Faith has been defined 

univer ally bye ry maj r r ligion ; Fowler (1995) defines the concept as "the alignment 

of the wi ll , a re ting of the heart" with vision of inspiring value and power (p. 14). Fowler 

( 1995) did not defin pirituality in a en e but one could argue that the researcher viewed 

the t rm pirituality and faith a ynonymou . 

Fowl r (2004) brought the r arch of two theorists together in developing his 

theory of faith d elopment: the la t tage of Erikson 's (1997) Eight Stages of 

P ycho ocial o Jopment and Kohlberg's Theory of Moral Development (Crain, 1980). 
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Due to the fact that this researcher is using only stage eight of Erikson's theory, the 

discu sion of this theory will be limited to this section. 

Erikson ( 1997) described the Integrity versus Despair Stage of adulthood as 

encompas ing old age and is marked by the individual's crisis of ego integrity (the basic 

trength) ver us despair. Integrity was defined as pride in one's accomplishments and 

wisdom about life and associated with that of enlightenment. Despair, on the other hand, 

was defined by regret and even bitterness in the face of disappointments and lost 

opportunitie . Erikson viewed this crisis as the major task of older persons who were in the 

process of re-examination, rethinking, and reviewing their own personal schema and their 

concern with life in the face of death. Fowler applied Erikson's stage of Integrity versus 

Despair to hi faith and faith development theory. 

With Kohlberg's Moral Development Theory (Crain, 1980), Fowler (2004) 

incorporated all six stages of this theory into his own research regarding faith and faith 

development. This current study will examine the stages organized by three different 

development levels and include. In the first developmental level, childhood, or 

Preconventional Morality, two stages are found: 

Stage 1. Obedience and Punishment Orientation is highlighted by a fixed set of 
mies that describe both how a person obeys and is pu_nishe? if that person disobeys 

the rules. 

Stage 2. Individualism and Exchange is described as recogniti?n that ~iffere~t 
individuals will hold different viewpoints that are not necessarily the v1ewpomt of 

the community. (Crain, 1980). 
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In the second level, adolescence and early adulthood, or Conventional Morality, the 

fo llowing two tages occur: 

Stage 3. Good Interpersonal Relationships are marked by living up to the 
expectation of the family and the community by behaving in good ways with 
good motive and interpersonal feelings such as love, empathy, trust, and concern 
for other . 

Stage 4. Maintaining the Social Order is the focus of this stage as the individual 
become more concerned with obeying the laws of society as a whole and of 
re pecting authority, and finally, of performing one's duties from the perspective 
of oci ty. ( rain, 1980). 

In th final development level, late adolescence thru adulthood, or Post Conventional 

Morality the la t two tage are found: 

Stage 5. Social Contract and Individual Rights. Individuals in this stage 
believe that society is best conceived as a social contract into which 
people freely enter to work toward the benefit of all. While these 
individuals recognize that different social groups will hold different 
value , they believe that rational people will_ agree on basic rights. 

Stage 6: Universal Principle . Individuals in stage 6 believe and act on 
principle that are considered just for the majority of people. (Crain, 
1980). 

Fowler found that moral development played a major role and was a key 

component in how people viewed their faith. With Kohlberg's stages and one of Erikson's 

development tages, Fowler (1984) developed a handful of faith development stages a 

person i likely to encounter. Four of these stages are relevant to this study. Stage three of 

Fowler 's tage is called the Synthetic-Conventional Faith Stage. Fowler defines three 

qualities in the Synthetic-Conventional Stage that include: companionship, guidance, and 

support. Stage four of Fowler' s (1995) faith stages is the Individuative-Reflective Faith 
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Stage and u ually occur in a per on's 30s or 40s, if it happens at all. The two features that 

merge in thi tage are the critical distancing from one's previous value system and an 

appearance of an executive ego (p. 219). Stage five of Fowler's (1984) faith stages is the 

onjunctive Faith tage. Fowler viewed this stage as a style of 'faith-knowing'. This phase 

of development i demon trated by what a person sees, knows, and commits to. Stage six 

is Fowler ' tag of Univ r alizing Faith, which he reported is very rare in individuals. 

Thi tage i r al and tangible and i the essence of absolute love and justice. Examples of 

per on who ar known to fit into this category are Mother Theresa, Martin Luther King, 

and Gandhi. Thes extraordinary people show disciplined c~aracter and leadership, and a 

s n e of univ r al faith. 

Hope and Shame 

In relation to Erik on' s ( 1997) Integrity versus Despair Stage, hope and shame may 

al ob pr valent among the dying. Snyder (1987) reported that "hope is egocentric in that 

it tap the per on' perceptions in relation to his/her life goals" (p. 2). This author 

hypo the ized that hope i stimulated by one's perception of successful determination of 

their future. The positive aspects of hope include optimism and a desire for control and 

decisivene in life. Gum and Snyder (2002) stated that hope is a positive motivator and a 

kill that we acquire. 

Nathan on's (1987) life work relies heavily on one asp~ct: th_e emotion of shame; 

he tated that "the many faces of shame demonstrate the centrality of shame as a primary 

ource of human di co~fort" (p. 1 ). Additionally, Tomkins identified shame as the primary 
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and universally difficult part of one's self that experiences emotion, while Nathanson 

( 1987) cla sified shame as a core emotion. 

Problem Statement 

People who expe1ience terminal illness often come face-to-face with physical, 

spiritual, intellectual, and emotional difficulties. Byock (2002) reported that being 

confronted with end-of-life concerns can profoundly impact one's understanding, 

experience, meaning in life, or all three. Primarily, Western culture is a death-denying 

society in which meaning-making and other phenomenological research about death and 

the experience of dying is sparse. Currently, there is no qualitative research on the 

experience of people who are at the end of their life as to their faith and faith development, 

and degrees of hope and shame. When the _physical and spiritual self meet, there is a mind 

and body connection and this is the essence of this research study. Further, most 

profe sionals and family members do not talk with their loved one about death and dying, 

nor do most individuals know how the final issues of faith and faith development, hope, 

and shame are understood by individuals who are in the process of dying. 

Purpose Statement 

In this mixed methods study, this researchef'conducted face-to-face interviews to 

explore how individuals who are at the end of thei_r life could be encouraged to share their 

spiritual, emotional, and cognitive experiences related to their f~ith at?-d faith development, 

hope, and shame. This present study was designed to investigate how one's personal belief 

system and faith are un~erstood in the death and dying process. End-of-life was defined 
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categorically in this study th.rough the physical, spiritual, and religious features. Panzer 

(2005) stated that all of life can be understood as one continuous dying or living process. 

The goal and significance of this study was to investigate, through a case study 

method, the death awareness as expressed by a sample of three fragile men and seven 

fragi le women who are 50 years of age and older and terminally ill. Halifax (2008) 

a erted that people who are in the dying process have "stories [that] can give our 

suffering meaning, our dying depth, [and] our grieving perspective" (p. 66). As a result, 

how each person in this study defined the connection across concepts of faith, hope, and 

hame were examined th.rough the lens of their personal exp~riences and perceptions of 

death and dying. 

Research Questions and Hypotheses 

The ultimate aim of this research was to explore how people at the end-of-life 

describe their faith and faith development, shame, and hope as a result of their living and 

dying experiences. Thus, the study is guided by the following faith-based research 

questions, and two research hypotheses incorporating an individual's degree of hope and 

shame. Faith-based research questions include: 

• How do individuals describe themselves according to their values, morals, 

and faith? Which are most important in guiding their life? 

• What persons, events, relationships, geographical_ mov~s, and particular 

times of breakthrough or growth do these individuals describe? 

• What are individuals' ideas on death and its finality? 
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• What gives life meaning to these individuals? What makes life worth 

living? 

• What times in these individuals' lives tested their values, and affected their 

decisions and actions? 

The two hypotheses of the study include: 

Ho 1: There will be no significant relationship when comparing respondents' 

level of faith development with their scores on the Snyder Adult Hope 

Scale and their scores on Internal Shame Scale. 

Ho2: There will be no significant relationship wh~n comparing respondents' 

scores on the Snyder Adult Hope Scale and their scores on the Internal 

Shame Scale. 

Definitions 

Faith: Faith is a belief that runs much deeper and more personally than religion. 

Faith is a person's way of responding to transcendent or awe-inspiring value. Faith is a 

process just as our human and spiritual development is a process (Fowler, 1995). 

Faith development: As a variable in this study, level of faith development was 

measured quantitatively using Fowler's (1995) Faith Development Scale. There were four 

levels of faith utilized in this study: stage two (Mythic-Literal) stage three (Synthetic 

Conventional), stage four (Individuative-Reflective ), and stage .five (Conjunctive). 

Hope: As a variable in this study, hope was measured quantitatively using the 

Snyder Adult Hope Sea.le (SAHS). Hope is a concept that Snyder and colleagues ( 1991) 

described as "something desired that may happen" (p. 2). 
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Shame: As a variable in this study, shame was defined specifically with feelings of 

internal self descriptions and defined operationally by a high score on the Internal Shame 

Scale (ISS; Cook, 2001). Tomkins (1975) also defined shame as a self-punishment of 

wrongdoing and shame is more about how people internalize and make shame a part of 

self. 

Meaning in life: Meaning in life is existential by nature; it emphasizes individual 

existence, freedom, and choice (Frankl, 1984 ). Meaning can also be psychological, 

emotional, philosophical, and religious in nature; it is finding meaning in life that we hope 

for something more or something intrinsic and natural (Smitµ, 1998). 

Spirituality: How we define our spirituality and the impact our spirituality has on 

life is a difficult concept to measure. Tickle (2007) defined spirituality as being a "part of · 

the subjective life we all experience, regardless of the culture, regardless of the faith to 

which we adhere, it's the interior world that we all have" (p. t 81 ). 

End of life: This term applies when an individual has a terminal diagnosis with a 

prognosis of six months or less of life, according to the Hospice Foundation of America 

(HFA) (n.d.). 

Assumptions 

Basic assumptions about human nature are foundational for the very philosophy 

of life. The subsequent assumptions in this study included the follow_ing: 

1. Human nature can be defined as a quest to understand meaning (Griffin & 

Tyrrell, 200~). 
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2. The science of human nature is the "process of successfully matching up inner 

patterns to the outer world" (Griffin & Tyrrell, p. 13). 

3. If spirituality is a search for meaning, the ultimate search of human potential, 

then this must be the science of human nature and its unfolding" (Griffin & 

Tynell, p. 13). 

4. Physical needs are closely determined by emotional needs and include: 

security; attention, autonomy, being emotionally connected, being pa11 of a 

larger community, friendship and intimacy, a sense of status, competence and 

achievement, and finally, meaning and purpose (Griffin & Tyrrell, p. 93). 

Delimitations 

This study had also several delimitations: 

1. Due to the small/unique sample of ten individuals at end-of life, the results of 

this study cannot be generalized beyond the specific population from which the 

sample was drawn. 

2. Due to the sensitivity of this topic, individual's diagnosed with Alzheimer's or 

other cognitive dementias were exclu~ed from this study. 

3. Language was essential to this study, so' the sample was limited to English-

speaking adults. 

4. By choosing only older adults (50 years of age and older). as the sample, the 

experience of younger adults was not gathered. 
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Summary 

Death and dying is defined as the last stage of growth (Kubler-Ross, 1969) and is a 

process or progression at the end-of-life. Every person who is terminally ill will find that 

their experience is unique; yet, every person who is dying has similar experiences that 

draw focus to the patterns and themes particular to the dying process. This study looked 

exclusively at how faith and faith development, hope, and shame are described by 

individuals in the process of death and dying. 

In addition, every person has a story to tell about one's life. At the end-of-life, 

narratives provide meaning about the personal suffering during one's life, as well as 

insight into the death and dying process. Through personal narratives of individuals who 

are dying, it is hoped that one can gain insight into their faith and faith development, hope, 

and shame. Through a mixed methods approach, ten terminally ill men and women had the 

opportunity to share their experiences concerning their faith, hope, and shame. 
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CHAPTER II 

LITERATURE REVIEW 

Historical Background 

Introduction 

A review of the literature has looked at the historical background into death and 

dying. The many facets of end-of-life research have taken on the lens of understanding 

one's human existence, the advancement of technology, a cultural perspective, and how 

faith and spirituality are revealed in end-of-life. 

Historically, the experience of death and dying, as reported in the literature, has 

changed over the last 500 years. From the years of colonialism to the nineteenth, twentieth, 

and twenty-first centuries, death has evolved from the ritualistic (finding symbols in death) 

to a more humani tic understanding (finding meaning in death) or what Frankl (1962) 

defined as human existence. Humanistic beliefs and finding one's true self can occur when 

directed to something or someone other than one's personhood; Frankl defined this as what 

one's true human existence represents. Evolution of the death and dying concept can alter 

physical, psychological, as well as social and spiritual well-being - such as, personal, 

medical, and cultural sensitivity. 

A reported by the National Institutes of Health (NIH, 2b07), ·end-of-life research 

has changed substantially over the last thirty years. In the past,. death and dying usually 

happened over the short term from an illness or injury. The advancement in technology has 
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introduced or reintroduced several issues revolving around death and dying, such as 

advanced directives and Durable Power Of Attorney (DPOA), Do Not Resuscitate Order 

(DNR) status, the right to die, and transplants. The medical advancements in our country 

ar rai ing ethical concerns and addressing issues that surround death and dying 

continuously. 

According to George (2002), death and dying research in Western culture has 

increased dramatica11y in the last ten years and there has been a shift in what researchers 

tudy about the e experiences. At the beginning of the twenty-first century, research 

studie on end-of-life issues mainly focused on measuring quality of life (George, 2002), 

determining well-being and spirituality (Daaleman, Cobb, & Frey, 2002), and defining a 

good death (Kendall, 2007). Researchers began studying death and dying by looking at 

how death affects families, quality of life for the dying person, spirituality, end-of-life 

decision-making (advanced directives, living wills, etc.), and how professionals and 

significant others deal with a patient's death (e.g., Kahn & Steeves, 2003). 

George (2002) reported that the reasons for this increase or humanistic study in 

death and dying research are due to the growth of today's aging population, increased 

health care spending, and especially, the increased longevity of life. According to this 

author, public perceptions of dying often are limi~ed to seeking understanding of control 

over pain and suffering. However, end-of-life research has advanced .and researchers 

continue to study death and dying, particularly for search of humanistic understanding. 

However, why researchers are interested in death has changed considerably over the last 50 

years. 
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According to Callahan, Maldonado, and Efinger (2003 ), little research had been 

conducted on defining the medical shift from prevention to palliative or comfort care as a 

person dies. Over the last 50 -75 years, societal changes have influenced how and when 

people die. Death and dying brings many questions to mind, such as "what will happen 

when I die?" and "when will my death come?" Death intertwines with every aspect of an 

individual's elf, including one's religious, cultural, and family life. Death is a reality for 

the elderly (N HS, ·2006) with nearly 80% of all deaths in this country occurring to 

individuals over 65 years of age. How a person identifies and incorporates living and dying 

in their life may uggest a shift in one's thinking about living in dying and dying in living. 

Death and dying constitute an individual's final transition in life and may be both similar 

and different from other transitional experiences, such as the birth of that individual's first · 

child, the experience of marriage, separation due to military duty, the divorce or death of a 

spouse, and other individual and family crises. 

Kubler-Ross' Work in Death and Dying 

Elizabeth Kubler-Ross (1969, 1975, 2000) spent her entire professional life 

working towards increasing individual understanding and gaining insight into death and 

dying. She defined end-of-life almost synonymously as a transition-of-life. Similarly, she 

determined that creativity is found in the face of ~eath. Perhaps, this explanation can be 

defined through the expression of transitions and refined when coupl~d with what death 

teaches us about life. Kubler-Ross (1975) reported "when human beings have the courag·e 

to face their own finiten.ess ... they begin to converse with God or whatever they call their 

spiritual source; a new kind of existence begins for them" (p. 28). Thus, accepting death as 
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a friend and not an enemy of one's existence can cause life to be richer and more fulfilling. 

Kubler-Ross (1975, 1995), as well as Kessler (1997), also stated that at the heart of death 

and dying is the need for comfort and a deep love. 

All people know they are going to die; what is not known is the exact time of 

death. According to Hospice Foundation American (2009), there is uncertainty about how 

and when one will die, but the fact that one will die is certain. Kubler-Ross (1975) asserted 

that preparing for one's death means facing death during our living. She reported learning 

two very important ideas and inspirations from Mother Theresa's life work with dying 

people: 

1. A life is an achievement and dying is the end of that achievement.. .each one of 
us is born for a specific reason and purpose. 

2. Each. one us will die when he or she has accomplished whatever was to be 
accomplished. (Kubler-Ross, 2000, p. 14) 

The details (patterns and themes) of death and dying will become evident when those 

individuals who are nearing death learn how to respond emotionally to end-of-life issues, 

and the family members around them learn to listen. Kubler-Ross (1975) suggested that 

whatever one's point of view is of death "it's not really the dying that's so hard; death 

takes no skill and no understanding. What is hard is living until you die ... " (p. 73). 

According to death and dying research, when a person's physical and spiritual self 
. . 

meet, there is a mind and body connection. Kubler-Ross and Kessler (2007) observed this 

mind-body connection as an extension of the physical body and spirit. They stated that the 

spirit is a part of a humin that will last forever. This hypothesis supports the importance of 
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the values developed in one's living because this value system is their guide in life and 

shapes their dying. In other words, these values take us through the dying process. Kubler

Ross ( 197 5) discerned that the highest spiritual values of life can initiate thought and study 

of death. Through her case studies of dying patients, she saw the courage in their 

acceptance of death. For example, one of her individuals stated in an interview, "After 

coming to the conclusion I wasn't going to die as expected, I decided, 'damn it, I'm going 

to start living' (p. 101). However, besides Kubler-Ross (1969, 2007), many prior studies 

on death and dying have considered individual's feelings and reactions to death and dying, 

but not the interactions between the dying person and other .individuals. 

Kubler-Ross (1975) reported that the lessons learned about dying can be a positive 

and rewarding experience; it can be a time of personal freedom and growth. It is a process · 

that includes one's whole being - physical, psychological, and spiritual. People demonstrate 

that dying is hard work and, for the most part, dying includes some suffering, some of 

which may never be resolved. Dying could be challenging because it involves more than a 

physical process; it is an emotional and spiritual journey. Byock (1997) reported that the 

human capacity to experience meaning and valu~ within the process of illness and dying 

can lead to transcendental and meaning-making (of one's life) outcomes. 

Kubler-Ross (1975) viewed death as the ~nal stage of growth. Personal growth is a 

part of living and a part of dying; it is a choice that every human being makes, even those 

who live a life of non-growth. Much of the research on end-of-life focuses on personal and 

spiritual growth (Smith, 1998; Nuland, 1995; Kubler-Ross 1975, 1993, 2000). In addition, 

Kubler-Ross (1975) asserted that everyone who participates in the process of death and 
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dying can help the dying person. Death and dying is personal, has meaning, and it can be 

either a time of personal and interpersonal growth, or a time of distress, fear, and anxiety. 

Nuland (1995) reported finding the greatest lesson to be learned in death and dying is that 

the dignity found in death is the dignity of the life that preceded it. He finds this dignity as 

a form of hope that everyone can achieve because hope is in the meaning of what our lives 

have been. 

Kubler-Ross's (1978) theoretical perspective of grief and loss is outlined in four 

stages of death and dying: denial, anger, bargaining, and acceptance. Kubler-Ross's (2000) 

method in her theory was to use an intellectual approach to s_tudying grief and loss. 

Theoretically, when studied alongside faith development stages, Kubler-Ross presented 

differing results depending on the personal, familial, or social context of the individual 

experiencing the death and dying issues. Thus, the stages of death and dying become 

complicated in nature; the dying person may manifest denial ·as disbelief, whereas denial 

from the family member or loved one may be seen as more symbolic than literal (Kubler

Ross & Kessler, 2005). Nevertheless, Kubler-Ross (1982) proposed that her stages of grief 

and loss follow a linear progression of dying, where individuals experience denial, then 

anger, then bargaining, and finally acceptance. 

As the major researcher in the area of dea~h of dying, Kubler-Ross (1969) has laid a 

foundation for future researchers. She found over the decades o.f studying end-of-life that 

regardless of one's culture, physical incapacities, and differing experiences, everyone 

seeks to understand "w~at is the meaning of death in human existence" (p. 31). 
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Theoretical Framework 

Narrative Therapy 

When working with a dying person and their family, it might be easier to discuss 

the disastrous stories about death and the dominant theme of dying. However, to 

successfully promote acceptance and other positive emotions like hope, na1Tatives or the 

stories about one's life experiences need to be told and heard. Narrative therapy is a 

respectful and collaborative approach to aid this process. 

Narrative therapy is a process by which the person attempts to grasp a sense of 

identity from the stories they tell. Narrative therapy supports the deconstruction of stories 

that people often get stuck in and reinforces the construction of stories that are more 

helpful for the individual. Everyone makes sense out of our lives through stories, as we 

act accordingly (White & Epston, 1990). Often, a person's story develops a life of its own 

and pulls a person along in the narrative, which has been told and reinforced over and 

over again. Romanoff and Thompson (2007) reported that these stories help people to not 

only make sense of the past, but also to provide direction for the future. At the end-of-life 

stage, our life stories become more significant. 9ur life stories incorporate key people 

and special events that have occurred. For example, asking a person how death was or 

was not talked about in their family helps one un.derstand their own narrative about death 

and dying. In addition, discussing a person's first death experience will likely increase his 

or her own death awareness (Hedtke & Winslade, 2002). 

Romanoff and Thompson (2007) have studied narrative therapy and palliative 

(comfort) care, and found how these approaches can also help a patient construct 
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meaning from his or her life. Narratives are the truths of experiences that reveal values in 

the telling. These personal stories help interpret terminal illness and can have significant 

implications for long-term physical and emotional well-being. Further, Hedtke and 

Winslade (2004) explained the use of Narrative Therapy in how dying persons construct 

their death through stories, and emphasized the impo1tance of narratives and spirituality. 

When our stories are stronger than biology, then narrative themes play out whether a 

family member is present or not. Finally, White and Epston (1990) used narrative 

strategies and techniques, such as problem externalization and a storied approach. Both of 

these strategies encouraged people to objectify and personify problems that were 

oppressive in nature. 

Stories help the terminally ill person understand their dying in relation to how a 

person will decide to write the last story of their life, the faith of what lies next, and the 

hope they may hold on to, as hope is often associated with a person's faith, belief, and 

value system. However, a person's degree of shame from his or her life arising from 

such narratives may stand in the way. Research is needed to explore the relationships 

across faith and faith development, hope, and sh_ame that may arise frorri narratives of the 

terminally ill. 

Frankl's Logotherapy 

Victor Frankl (1984) founded his theory of ~xistentialism and logotherapy 

following his personal experience of surviving a Nazi co_ncentration camp. Frankl stated· 

(1984) that it is in living and dying that humanity finds the essence of existence. This 

philosopher suggested that individuals should "live as if you were living already for the 
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second time and as if you had acted the first time as wrongly as you are about to act now" 

(p.132). This quote encourages a person to see that they can, or perhaps should, change 

their present behavior. This wise saying can also bring hope to those who are currently 

dealing with the difficulties of death and dying. According to Frankl, hope is optimism in 

every moment lived and every moment to be lived. 

Frankl ( 1984) theorized that the significance of a person's existence is never set, 

but changes through life 's experiences and goals. He found that meaning in life can be 

developed by engaging in a multitude of activities that may include loving, working, 

creating, and building relationships. This search for meaning in each person's life is never 

ending; it is what gives value and significance to living and dying. This becomes the 

catalyst for a richer and more meaningful life. 

Frankl' s ( 1962) search for meaning links living and dying through his existential 

themes of death, freedom, isolation, and meaninglessness. Finding meaning is eloquently 

defined by Frankl as the primary motivation in a person's life. To live one's life and die for 

the sake of one 's ideals and values, allows a person to really live. And in that level of 

living, a person begins to seek self-awareness, f~eedom, responsibility, relationships, and 

love. Love is a feeling that goes much deeper than the physical person of the dearly loved; 

Frankl reported that "[love J finds its deepest meaning in his spiritual meaning, his inner 

self' (p. 58). 

Frankl (1984) also described a meaningful life in_ terms of one's purpose and 

significance in life. In his theory of existentialism, humanity continues to search for 

meaning in life; humans are "willing to live and even to die for the sake ofideals and 
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values" (p. 121). Frankl (1962) stated that a person's greatest freedom and asset is what 

cannot be taken from him/her and that is "to choose one's attitude in any set of 

circumstances is to choose one's own way" (p. 86). In living with dying, individuals 

choose to view their dying through the lens of how they have lived their lives. According 

to Frankl, losing one's life to death may be a liberating experience. 

The uniqueness of a person's life journey will differ according to how every person 

experiences events 'in the process of living. The similarity is that everyone seeks to find 

meaning or purpose in their life that may be contrasted in understanding both the past and 

the present (Byock, 2002; Frankl, 1984; Smith, 1998). Frankl (1984) stated "the meaning 

of a man ' s life differs from man to man, from day to day and from hour to hour and what 

really matters to anyone is the specific meaning of a person's life at any given moment" (p. 

131). In this theory, he stated that it.is imperative to find an awareness oflife and death in 

order to realize fully one's meaning in life. Smith (1998) acknowledged this awareness as 

finding a spiritual and emotional harmony that allows a person to be completely human in 

the face of death. There is certainty and uncertainty in living and dying. Death is certain 

but the time of death is not, which is the paradox. of living and dying. Perhaps this is where 

fear of the unknown lies. Many people tum to refigion to help them manage their death 

anxieties. 

Faith 

End-of-life, and death and dying clearly have co~pelling connections to one's 

religious belief and spirituality. From a religious perspective, the Bible (The Life 

Application Bible), the Holy Q'uran, and the Gita all are sacred texts. At the center of the 
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New Testament in the Bible is a belief in Jesus (Son of God); the Q'uran centers around 

the scripture of Muhammad (Prophet of Islam), and the Gita is essentially the book on a 

comprehensive yoga with a belief in ' the Beloved Lord" or Krishna. Across all three of 

these spiritual texts, a common theme is found: sacrifices occur and often suffering follows 

in life. The Q' uran states that suffering is evident when one sees Allah face-to-face. The 

Gita describes suffering as being in a place where the self is extraordinary and gone to 

supreme perfection· (8: 15). 

Byock (1997) defined the realms of the spirit and the soul as that which is 

inherently intimate and deeply personal. In every religious belief system, the commonality 

is universally powerful beliefs and convictions that are as unique as each person, family, 

group, culture, and race. This is evident in the enormous interest in self help books that 

address overcoming life-threatening obstacles and finding· purpose in life as evident by 

such authors as Pausch (2008), Max Lucado (2004), and John Izzo (2008) who each write 

about finding one's purpose in life and developing spirituality. The aforementioned authors 

have described a life of purpose as living a God-centered life and finding lasting happiness. 

Perhaps this may be the thinking of many Amer~cans. 

When people are at their life's end, people will experience emotional, physical, and 

spiritual suffering differently, depending on their. culture, religious traditions, family life, 

philosophical perspective, and life experiences. Ho':ever, these differences across people 

may be erased due to the one commonality of dying. Death and dying can help people see a 

universal, spiritual connection with others and that is the paradox of living with dying and 

dying to our living. 
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Death may look different depending on one 's stage oflife and family experiences 

about death and dying. Often, death and dying is not discussed openly in the family or the 

community and children can be left out of the grieving process. Panzer (2005) speaks to 

the holi tic and spiritual approach to end-of-life. He suggested that every individual 

defines their living and their dying by how they lived. However, end of life also has a 

spiritual component; one that is part of our humanity. Panzer (2005) spoke ( and quite 

eloquently and succ·inctly, I might add) that the experience of dying causes people to "give 

out of [their] very selve "(p. 3). 

Byock (2002) defined the dying process and the dying experience of death as being 

inclusive of death awareness. Having an awareness of death and dying helps people define 

their place in the world, their connection to others, and an understanding of the meaning of 

their relationships with others. Byock eloquently stated, "we are a meaning making 

people" (p. 285). Searching for personal meaning and becoming sensitive and responsive 

to self can be the result of an individual's living in dying and/or awareness of death in 

one 's living. Byock defined meaning in a person's life to include an awareness of values, 

beliefs, personal growth, insight, and sense of co~munity or sense of belonging. 

Meaning in life represents the form of man's spirituality and the distinction 

between our real or authentic self, and our phony .or false self. Merton (1983) reported 

that seeking to find peace within oneself is a way of_measuring .authenticity. Some people 

experience severe spiritual or existential distress, while o~hers develop a seemingly · 

paradoxical sense of "rightness" that characteristically involves realms of inner life. The 

inner life can be arrogant or unassuming in life, and it will reveal itself in times of 
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weakness (Proverbs 8: 13-14, The Life Application Bible). Merton (1983) maintained 

that in seeking genuineness, we often come face-to-face with a myriad of emotions. 

Among the most devastating emotions especially at the end-of-life is shame. 

The Emotion of Shame 

How people perceive and experience emotion at the end of life varies. A core of 

emotions, as hypothesized by Tompkins (1975), includes shame, and other similar 

emotions like guilt and fear. In Western culture, what one believes and experiences will 

influence how this individual and significant others face their own mortality. Tomkins' 

( 1987) work suggested, "the many faces of shame demonstrate the centrality of shame as 

the primary source of human discomfort" (p. 1 ). Cook (2004) proposed that the emotions 

put forth by Tomkins are the primary motivators of human behavior. 

Nathanson (1987) defined shame as a powerful and social emotion. He stated that 

this emotion is learned along with social standards and amplified expectations that are 

imposed on self. Shame is an emotion that has positive and negative aspects. According to 

Nathanson, shame is more than a feeling; it is a physical response with predictable actions, 

uncomfortable thoughts, and spiritual despair. T]:ie positive part of shame or the healthy 

aspect can be explained metaphorically as a proteciive covering. That is, the positive 

aspect of shame can guard the private self with boundaries while protecting the integrity of 

self (Schneider, 1987). 

However shame and other similar emotions like guilt, is generally experienced 
' ' 

as unpleasant. Shame and guilt are interpreted as punishment for wrongdoing or violation 

of an internal or external rule. As people experience these emotions, they learn that what 
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they are doing or what they have done disagrees with so1i of rule or principal and 

punishment is necessary. To distinguish the two emotions, Potter-Efron (1989) defined 

shame as a person's failure of being and guilt is a failure of doing. In other words, guild 

is more physical and shame is more emotional. When an individual internalizes these 

feelings as shame, this experience can be viewed as a failure of the whole self. Shame can 

be damaging when internalized, it can trigger anxiety, depression, anger, and many other 

emotions. 

Scheff and Retzinger (2000) suggested that shame is the master emotion of 

everyday life, because it is a key component of conscience that can signal moral 

indiscretions without thoughts or words. Shame, as interpreted by Tomkins (1987), occurs 

when there is a real or imagined threat to connections in relationships. Additionally, shame 

plays a major role in how a person expresses all other emotions. Shame is unmistakable in 

the course of one's language and/or relationships through stigma, embarrassment, and 

humiliation (Scheff & Retzinger, 2000). When faced with a terminal illness or one's end

of-life, a person may feel an emotion of shame. This major emotion can engulf one's 

whole identity. When individuals can replace the. feelings of guilt and shame with those of 

acceptance and love, then death will become "like an old acquaintance" (Kubler-Ross & 

Kessler, 2008). 

Nathanson (1987) and Tomkins (1987) sugg~sted phases of shame that can occur in 

sequence. These phases or sources include: triggering, p~ysiological, cognitive, decision, 

and reactive. The triggering source of experienced shame hinders whatever positive affect 

was recently experienced. Tomkins explained that uncontrolled affect triggers memories 
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and when cognition is present (in any situation) or experienced, the triggering source can 

be defined as the biology of the shame emotion. The physiological source can be activated 

from how one feels physiologically when they are embarrassed or humiliated in front of 

crowd. The cognitive experience of shame occurs when feelings start to connect with 

thinking. Nathanson (1987) proposed that previous shame experiences determine the 

power and length of time of shame reactions. For example, if an individual experiences 

shame due to a traumatic event that occurred 20 years ago, those feelings can intensify and 

overwhelm a person at a later unanticipated event. The decision phase occurs when a 

person decides if they will accept the feelings of developing. a new sense of self or defend 

against the pain of shame. The decision to accept feelings would encourage the 

development of this new sense of self. The reactive phase is the action the person carries 

out in response to the guilt or shame. 

Berke (1987) hypothesized that there is a duality in life and death and described 

this duality as a "struggle between forces aiming at growth, order, integration and 

structure." (p. 320). This struggle can be interpreted as an upward force of energy 

combating with downward forces that can lead t9 "contradiction, disorder, fragmentation, 

and chaos" (p. 322). This duality can be viewed within the nature of shame and 

conceptualized as sin . Berk~ defined sin as a fundamental wickedness, a transgression 

against God, man, and self, thus shame is a self-pun_ishment brought .about when a person 

destroys his/her personal integrity. This duality in life is _also found in one's faith. 

29 



Faith Development among Older Adults 

Through his research on faith development, Fowler (1995) found that the path 

towards religious truth can lead an individual through particular memories, stories, images, 

ethical teachings and religious ritual teachings. Through faith and faith development, one's 

beliefs, whether in content or structure, become modified. Fowler considered structural 

change as part of the biological, cognitive, and moral development stages in life. 

Such structural change may mean changes in one's operations of faith knowing, judging, 

valuing, and committing. 

Fowler's Faith Stages 

Fowler's (1995) faith research was developed by incorporating the last stage of 

Erikson's Eight Stages of Psychosocial Development ( 1997) with all stages from 

Kohlberg's Theory of Moral Development (1978) which drew from Piaget's research on 

cognitive development. Due to the fact that this researcher used only stage eight of 

rikson's theory, the discussion of this theory will be limited to this section .. 

Erikson ( 1997) described the Integrity versus Despair Stage of adulthood as 

encompassing old age and is marked by the indi_vidual's crisis of ego integrity (the basic 

strength) versus despair. Integrity was defined as pride in one's accomplishments and 

wisdom about life and associated with that of enl_ightenment. Despair, on the other hand, 

was defined by regret and even bitterness in the face of disappointments and lost 

opportunities. Erikson viewed this crisis as the major task of older persons who were in the 

process of re-examination, rethinking, and reviewing their own personal schema and their 

30 



concern with life in the face of death. Thus, Fowler applied Erikson's stage of Integrity 

versus Despair to his faith and faith development theory. 

With Kohlberg ' s Moral Development Theory, Fowler (2004) incorporated all six 

stages of this theory into his own research regarding faith and faith development. The 

stages are organized by three different development levels and include. In the first 

developmental level, childhood, or Preconventional Morality, two stages are found: 

Stage 1. Obedience and Punishment Orientation is highlighted by a fixed set of 
rules that describe both how a person obeys and is punished if that person disobeys 
the rules. 

Stage 2. Individualism and Exchange is described as recognition that different 
individuals will hold different viewpoints that are not necessarily the viewpoint of 
the community. (Crain, 1980). 

In the second level, adolescence and early adulthood, or Conventional Morality, the 

following two stages occur: 

Stage 3. Good Interpersonal Relationships are marked by living up to the 
expectations of the family and the community by behaving in good ways with 
good motives and interpersonal feelings such as love, empathy, trust, and concern 
for others. 

Stage 4. Maintaining the Social Order is the focus of this stage as the individual 
becomes more concerned with obeying the laws of society as a whole and of 
respecting authority, and finally, of performing one's duties from the perspective 
of society. (Crain, 1980). 

In the final development level, late adolescence through adulthood, or Post Conventional 

Morality, the last two stages are found: 

Stage 5. Social Contract and Individual Rights. · Individuals in this stage 
believe that society is best conceived as a social contract into which 
people freely enter to work toward the benefit of all. While these 
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individuals recognize that different social groups will hold different 
values, they believe that rational people will agree on basic rights. 

Stage 6: Universal Principles. Individuals are stage 6 believe and act on 
principles that are just for the majority of people. (Crain, 1980). 

From combining these stages across these two theories, Fowler (1995) developed a 

handful of faith development stages a person is likely to encounter. Fowler's Faith Stages 

include six stages which are as follows: Intuitive-Projective Faith, Mythic-Literal Faith, 

Synthetic-Conventional Faith, Individuative-Reflective Faith, Conjunctive Faith, and 

Universalizing Faith. However, from his studies, Fowler stages of faith development will 

target for this study, only stages two, three, four, and five. These will be discussed in 

detail. 

Stage two, or Mythic-Literal Faith, of Fowler's model occurs when a person takes 

on the faith stories and beliefs that symbolize belonging to a community. For a person 

embracing this Stage, symbols are one dimensional and literal in meaning. Stage three, the 

Synthetic-Conventional Stage, has its beginnings with the emergences of the adolescent 

personality as teens develop concern with identity and interpersonal relationships. Fowler 

defined three qualities in the Synthetic-Conventi~mal Stage that include: ·companionship, 

guidance, and support (p. l64). 

Stage four of Fowler's (1995) Faith Stages is the Individuative-Reflective Stage, 

which usually occurs when a person enters their 30s_ or 40s, and if it happens, takes place 

in the forum of the faith community. The two features th~t.emerge in this stage are the 

critical distancing from .one's previous value system and an appearance of an executive ego 

that makes and implements decisions. Fowler observed that these features surface when a 
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person is forming a new identity or shaping a new lifestyle (p. 219), and what one person 

deems as religion, another might define as faith. Fowler explained that religion are 'the 

holding of certain ideas' (p. 21) and may be just one of the ways to express faith. Fowler 

defined faith and religion separately but mutually at the same time as he held that a 

person's faith is not always religious. Consequently, it can be said that faith is something a 

person experiences throughout a lifetime and religion is how someone conducts him or 

herself in life. 

Stage five of Fowler's (1995) Faith Stages is the Conjunctive Faith Stage, when a 

person makes his/her own experience of truth. The researcher distinguishes this stage as a 

style of faith-knowing. This phase of development is demonstrated by what a person sees, 

knows, and commits to. Fowler stated the knowing is dialogical (speaking one's own 

words) and involves a willingness to use an intuitive act of knowing (trustworthiness), 

while representing mutuality in relationships with clear boundaries of identity. 

With death and dying, Fowler (1995) reported that denial is an aspect in 

understanding and experiencing the struggle that the central power of death must be dealt 

with throughout life. At the adult stage of development (ages 35 and beyond), one's own 
' ' 

understanding increases due to the complex nature of death and dying. When a terminally 

ill person begins to deal with current faith and moral issues, denial can play a good 

temporary role while hope is still apparent. 
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Hope among Older Adults 

Similar to Erikson's (1997) Integrity versus Despair Stage, and Fowler's 

discussion of denial in faith development, the belief of hope or hopeful thinking is critical 

among the dying. Gum and Snyder (2001) found hopeful thinking to be an excellent 

coping ski ll at the end-of-life. These authors found that when hope was present in the 

death and dying process, the ultimate goal of survival and the person's terminal illness 

symbolizes a barrier to goals but that a person's level of hope is likely to influence their 

reaction to dying. It has been suggested there are ways in which a dying person may 

increase or maintain hope. Snyder and Gum proposed that recognizing, monitoring, and 

identifying goals can be an excellent source for success, achievement, and experiencing 

positive emotions. Snyder (1991) found that adults who scored higher in hopefulness also 

experienced the following: coped better with injuries, diseases, and physical pain; scored 

higher in satisfaction, self-esteem, optimism, meaning in life, and happiness; and excelled 

in academics. Similarly, when intelligence, as a mediastino variable, was controlled for 

statistically, hope still predicted academic performance. 

Snyder (1991) hypothesized that hope is ~timulated by one's perception of 

successful determination. the positive aspects of hope include optimism, and a desire for 

control and decisiveness in life. Hope in the face of death may manifest as how one 

identifies meaning in life. Hope is an emotion or fee_ling that can be cultivated and 

nourished. Snyder, C. R. , Harris, C., Anderson, J.R., Holleran, S.A., Irving, M.L., Sigmon, 

S.T., Yoshinobu, L. , Langelle, C. , and Hamey (2002) defined hope as a positive motivator 

in our lives. They contend that hope is an acquired skill. In Snyder's (1991) view, "hope is 

34 



egocentric in that it taps the persons' perception in relation to his or her life goals" (p. 2). 

Snyder and colleagues ( 1991) defined hope as a cognitive construct, consisting of two 

components. The first element is defined as the will, which is goal-directed and found in 

the past, present, and future. The second component is defined as the way, which includes 

the paths people choose to reach goals. 

Summary 

Everyone wants a better understanding of death and dying, but few people seek out 

this path until it comes to one's own death. Kessler (1997) suggested that when people 

examine the meaning of death, then that examination can affect how their meaning of life 

is expressed. Kubler-Ross (1975) spoke to how people struggle for growth as they 

approach death and how each person strives for meaning as he or she seeks greater 

opportunity "to mean something to someone else" (p. 150). Dying people can grow 

exponentially during this experience, as the awareness of their human experience of living 

becomes clearer. This is indeed the paradox of living in our dying and dying to our living. 

Can it be that the period of dying is when people truly begin to live? 
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CHAPTER III 

METHODS 

People who experience terminal illness often come face-to-face with physical, 

spiritual, intellectual, and emotional difficulties. Currently, there is limited amount of 

research on the experience of people who are at the end of their life as to their faith and 

faith development, and degrees of hope and shame. Further, most professionals and family 

members do not talk with their loved one about death and dying, nor do most people know 

how the final issues of faith and faith development, hope, and shame are understood by 

individuals who are in the process of dying. In this mixed methods study, This researcher 

conducted face-to-face interviews to explore how individuals who are at the end of their 

life could be encouraged to share their spiritual, emotional, a?d cognitive experiences 

related to their faith and faith development, hope, and shame. This chapter presents the 

methodology of this study. 

The ultimate aim of this research is to explore how people at the end-of-life 

describe their faith and faith development, shame, and hope as a result of their living and 

dying experiences. Thus, the study is guided by the following faith-based research 

questions, and two research hypotheses incorporating an individual's degree of hope and 

shame. Faith-based questions include: 

• How do individuals describe themselves according to their values, morals, 

and faith? Which are most important in guiding their life? 

36 



• What persons, events, relationships, geographical moves, and particular 

times of breakthrough or growth do these individuals· describe? 

• What are individuals' ideas on death and its finality? 

• What gives life meaning to these individuals? What makes life worth 

living? 

• What times in these individuals' lives tested their values, and affected their 

decisions and actions? 

The two hypotheses of the study include: 

Ho 1: There will be no significant relationship when comparing respondents' 

level of faith development with their scores on the ISS and the ASHS. 

Ho2: There will be no significant connection between respondents' scores on 

the ISS and the ASHS. 

Methodology 

In this study, a mixed methods approach was used that focused primarily on 

gathering qualitative data through case study interviews with ten fragile adults and 

collecting the quantitative data orally. Creswell (2009) reported that using a concurrent 

mixed methods approach can merge qualitative and quantitative data into the research 

question, yielding richer an~ more extensive information. 

Sample 

Sample Selection 

This researcher works at Mercy Hospice as a social worker; the patients at this 

hospice are assigned to receive psychological services from one of two social workers. 
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To avoid the potential of establishing a dual relationship between the researcher and her 

patients, it was decided that the sample would be recruited from the group of patients 

who were receiving services from the second social worker. To guarantee that each 

individual involved in receiving services through Mercy Hospice felt comfortable not 

participating in this study, the Director of Nursing (DON) at Mercy Hospice worked with 

the second social worker to share information about this study with potential patients and 

gather participant consent forms. This researcher did not approach any potential 

participant until a signed consent form had been returned. When meeting with a 

participant who had agreed to participate, this researcher reviewed their right not to 

participate in this study. 

These convenience samples of ten fragile older adults were recruited from the 

larger census of patients served by Mercy Hospice; the participants in this study came 

from either the Vista Ridge facility or were currently living in their home. The decision 

was made to exclude all patients who had been diagnosed with advanced Alzheimer's, 

dementia, or any cognitive deficits, as the validity of their interview data could not be 

confirmed. In addition, this researcher included two other selection criteria: all 

respondents were to be 50 years of age and older and all needed to be English-speaking 

and receiving services from._Mercy Hospice. The decision to set a minimum age on this 

sample was to ensure that all participants were from. a similar cohort -and had lived and 

experienced similar societal events for roughly the same !lumber of years. 
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Protection of Human Subjects 

This researcher conducted all components of this research according to the 

Institutional Review Board (IRB) requirements and ethical guidelines outlined in her 

approved application to the Texas Woman's University (TWU) Human Subjects 

Committee. In addition, this study was reviewed and approved by the administrative team 

at Mercy Hospice, who provided continual oversight of the project. The gatekeepers at 

Mercy Hospice assisted this researcher to screen participants for eligibility to be in this 

study. To this researcher, it was very important to maintain a heightened sensitivity to the 

life circumstances of each participant throughout the research screening, interviewing, and 

follow-up counseling as needed. Due to the fragile condition of most terminal patients, 

each person was given several oppo1tunities to opt out of the study for any reason after the 

interview began. Confidentiality was also addressed at the.beginning of each interview 

session to ensure that every person felt comfortable. In total, this researcher interviewed 

each subject in two different sessions. A follow-up visit was made one week after the 

second session to provide each respondent with an opportunity to discuss any issues that 

evolved out of the first two sessions. 

Instruments' 

Three instruments were used in this research study: a shortened adaptation of 

Fowler's (1995) Faith Development Scale (FDI, 19~7) (see Appendix A), the Internalized 

Shame Scale (ISS, 1998, 2004) (see Appendix B) and th~ Snyder Adult Hope Scale 

(SAHS-R, 1991) (see Appendix C). Each instrument is described below. 
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Faith Development Scale 

Fowler's (1995) Faith Development Scale was designed to measure the "contents 

of faith including realities, values, powers, and communities in which persons" "rest their 

hearts"' and to allow researchers to categorize each person's faith development according 

to different faith stages (p. 273). The questions in this scale were administered orally. 

Responses to the items were then analyzed and converted into the six Faith Development 

Stages using Fowler's (2004) Development Scoring Analysis Sheet & Stage/Aspect

Mapping (see Appendix D). Instructions for coding participant responses into the six 

stages was challenging in that there was much overlap in these categories or aspects. 

However, this researcher employed the following guidelines adapted from Fowler (1995): 

1. Answers to question 1 were coded according to the person's use of form of 

logic and form of moral logic (Aspects A and C). 

2. Answers to question 2 were coded using the person's social perspective-taking 

and bounds of social awareness (Aspects D & F). 

3. Answers to question 3 were coded by considering people's ideas on death that 

were paired with form of word coherence and symbolic function (Aspects F & 

C). 

4. Answers to ques~ion 4 were coded using a pairing of locus of authority and 

social perspective-taking (Aspects B & ~). 

5. Answers to question 5 were coded by pairing the word "coherence" with 

bounds of social awareness (Aspects of D & E). 
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Coding the Faith Development Scoring Analysis Sheet & Stage/ Aspect-Mapping was 

utilized by using Fowler's coding system. Each person's interview was broken down into 

categories of A-Form of logic, B-Perspective taking, C-Form of Moral Judgment, D-Social 

Awareness, E-Locus of Authority, F-Form of World Coherence, and G-Symbolic Function 

with four subcategories each. The five interview questions were delineated into where each 

question fit in the stages of faith. The 6 stages of faith development were averaged to 

calculate categories· for A through G. The scores were averaged again to determine the 

Faith Development score. 

When computing any of the six stages of faith to each response made by the ten 

participants, this researcher used a scoring guide based on four broad areas. These areas 

include: 1) a general life review, 2) a review of life shaping experiences and relationships, 

3) a review of life shaping experiences ~nd description of present values and commitments, 

and 4) specific questions about how the participant perceives religion. 

Scores for participants' responses under each of the four broad areas were summed 

and then averaged for each individual participant. A total score was obtained by adding 

and then averaging the four broad area scores. Because the final total score often included 

a percent, Fowler (2005) encouraged researchers to 'use the following protocol to achieve a 

whole number for those final scores: 

1. When the overall score was averaged at )9 or less, ·each participant was 

assigned the next stage lower (for example; if_a person scored 2.33, the faith 

stage would be 2). 
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2. When the assigned overall stage was .70 and higher, the next stage was 

assigned (for example; if a person's overall score was 2.75, they would score 

stage 3). 

3. When the average fell between .40 and .69 they would be defined as in stage 

transition and the number was not changed. 

In terms of the validity of s_cores on the instrument, Parker (2006) investigated 

criterion validity by looking at the predictive quality of fa~th stages. He found that faith 

stages were strongly predictive of education level (r = .49), occupational level (r = .45), 

social class (r = .43 ), and work complexity (r =.49). The overall multiple regression 

analysis provided a significant level of variance accounted for by each criterion. The 

correlation with educational level supports the notion that faith stages involve movement 

toward complexity in thought processing (e.g., Piaget's cognitive stages); Parker also found 

no relationship between faith development and gender. 

Snyder Adult Hope Scale Revised 

The SAHS was developed by Snyder et al. (1991) and measures a cognitive model 

of hope measuring a person's degree of hope, but the results speak to how their degree of 

hope shapes a person's emotions and behaviors. This scale measures hope as a positive 

motivational state (1991) ba~ed on an interactive sense of success and goal-directed 

energy. Snyder and colleagues developed this scale ~ith a total· of 30 items that included 

24 items referencing hope and 6 items referencing self-e~teem'. In this present study, the 

revised form of the SAHS was used which contains a total of 12 questions: four items that 
' 

measured goal-directed determination ( coined "agency"), four items that measure planning 
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of ways to meet goals ( coined "pathways"), and four filler items designed to prevent 

response bias. The total hope scores are calculated by summing the eight items within each 

domain; scores range from 8 to 64 with higher scores indicating higher levels of hope. For 

each item, there are eight potential responses ranging from Definitely False to Definitely 

True. 

Using Cronbach's alpha to test the internal consistency of scores on the SAHS 30-

item scale, Snyder et al. (1991) yielded the following results: Hope Total score (.74 to 

.84), the Agency Subscale (.71 to .76), and the Pathway Subscale (.63 to .80). Test-retest 

reliability was run on the SAHS using four samples at the following intervals: three weeks 

(r=.85), eight weeks (r=.85), and two samples at ten-week intervals (r=. 76 and .82, 

respectively). Concurrent validity yielded a validity coefficient of r=.58 when the SAHS 

was compared with the Rosenberg Self-.Esteem Scale. 

Internal Shame Scale 

Cook (2001) developed the ISS, which is used primarily to measure the primary 

human emotion of shame. The ISS is a 30-item self-report scale primarily used with 

anyone over the age of 13 years. ISS consists of 24 items that measure shame and 6 items 

that can measure one's self-esteem. The main focus' of the ISS is the shame facet; the items 

that tap into self-esteem wer~ included to help reduce response bias. Participants responded 

to the ISS questions by using a Likert scale ranging from 0-4 (never, seldom, sometimes, 

often, & almost always). The ISS takes approximately 10:-15 minutes to administer and 

about 5 minutes to score· however administration took longer for this older population. 
' ' 
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The author recommends that the ISS interpretations be done by item rather than by 

a subscale. The ISS was revised and reduced (Cook, 1985, 1991, & 1994) from a 48-item 

scale to 24 items; internal consistency was high for each version. The item and scale 

reliability data for clinical and non-clinical subjects for self-esteem was a=.90 for the 

former and a =.87 for the latter. Cook (2001) explored criterion validity of the scale using 

Rosenberg's Self Esteem Scale (RSES). It was found that the ISS is measuring feelings 

about self and self perception and those feelings would be similar with most measures of 

self-esteem. 

Procedure 

This researcher works at Mercy Hospice as a social worker and began discussions 

with the Director of Nursing (DON) and the clinical social worker, who were both briefed 

on the goals of this study. The letter of agreement from Mercy Hospice granting 

permission for this study is located in Appendix G. It was determined that patients 

assigned to this researcher would not participate in this study. After an extensive 

interchange with TWU's IRB, this study was approved (see Appendix K). 

Due to the sensitivity of this research with individuals identified as being 

terminally ill and therefore, at the end of their life, this researcher took extensive steps to 

ensure that every participant.was treated with respect and kindness. To do this, this 

researcher worked within the IRB guidelines and recruited the following to serve as 

gatekeepers: the DON, a registered nurse, the second social worker, and the chaplain from 

both Mercy Hospice facilities . The gatekeepers worked with this researcher to discuss each 

potential participant' s medical diagnosis and physical stamina for participating in a three-
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hour interview process and the patient's willingness and openness to talk about end-of-life 

issues. The social worker and chaplain evaluated each candidate's social emotional 
' ' 

spiritual, and personal well-being and ability to participate. This researcher participated in 

all meetings to discuss those eligible respondents. 

Gatekeepers Screen Participants 

The gatekeepers from the participating hospice agency and a local skilled nursing 

facility used a script (see Appendix G) to obtain preliminary consent (see Appendix I) 

from identified patients before this researcher met with each respondent. Each member of 

the gatekeeper's team gave the names of all potential participants to this researcher. The 

team members selected those persons who would be able to openly discuss end-of-life 

issues in relation to faith, faith development, hope, and shame. 

Researcher Gathers Consent Forms 

After the gatekeepers identified patients interested in this study, this investigator, 

an licensed clinical social worker (LCSW) specializing in gerontology, met the patients 

individually, confirmed their interest in the study, obtained the signed consent form, and 

answered any participant questions (see Appendjx F). Once this paperwork was complete, 

the interview time was scheduled. 

Initial Meeting to Collect Qualitative Data 

At the beginning of the initial meeting, the r~searcher considered each 

participant's endurance and physical stamina and inform~d each person that they could 

stop at any time. None of the ten participants stopped the interview process and all were 

more than happy to explore each question on the Demographic Questionnaire (see 
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Appendix H). The interviews took place in the respondent's home, which was a skilled 

nursing home, assisted living, or the individual's own home. The Demographic 

Questionnaire consisted of information on age, gender, race, religious affiliation, terminal 

diagnosis, and when the person was diagnosed. 

The Fowler Faith Development Questions (see Appendix E) was adapted for this 

study and administered orally to each participant. This researcher discovered that 

everyone who participated had many stories to share and the connection for each was 

easy to begin but difficult to end the interview. Because there was so much to discuss, 

this researcher took as much time as each participant needed or wanted, until the 

maximum amount of time (i.e., 60 minutes) allotted for this interview was reached. The 

privacy of each respondent was protected by this researcher assigning numbers to each 

case study. In both interviews, notes were taken to ensure accuracy. 

Second Interview to Collect Quantitative Data 

During the second interview on day two of the data collection, it took 

approximately 60 minutes for this researcher to read the two other instruments, SAHS 

and ISS, to each interviewee. This researcher coded and summed the SAHS and ISS 

scores for each participant.. During this interview, many participants wanted to continue 

to talk in detail about their l~fe experiences (narratives) such that additional time (i.e., a 

follow-up) was needed for each participant. 

After each interview this researcher transcribed notes and scored the three ' . 

instruments. This transcription task was completed quickly so that this researcher could 

meet with each participant for a final follow-up session during which this researcher 
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provided feedback on individual interviews. Each participant reported that their experience 

had been positive and that they had enjoyed sharing their experiences with this researcher. 

Analysis 

A fellow graduate student assisted this researcher in coding the qualitative data by 

interpreting notes from the interview, tallying scores for the Faith Development Scoring 

Analysis, and scoring the SAHS and ISS. Creswell (2009) asserted the following steps as 

beneficial when perfonning data analysis: organizing and preparing the data, reading 

through all the data, and coding. To analyze the data, this researcher and the assistant 

organized and prepared the data in the following steps: 

1. This researcher typed up field notes from the interviews. 

2. Two interviews were selected for initial overall analysis. Summative comments 

were written on the margins. 

3. Following, an analysis for each of the seven structural aspects of the Faith 

Development Scale, which included the aforementioned seven aspects: form of 

logic, perspective-taking, form of moral judgment, social awareness, locus of 

authority, form of world coherence, and symbolic function. 

4. Each person's faith stage was then deterinined by assigning a stage level among 

each of the severi categories or aspects. and averaging each functional aspect as 

explained earlier. Finally, each of the sev~n aspects was averaged again. 

5. A final decision on faith stage was made and validated. 

6. Finally, this researcher addressed the research hypotheses of this study. With 

the first hypothesis, scores on the Faith Development Scale were regressed on 
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SAHS and ISS scores. In the second hypothesis, this researcher employed a 

dependent t-test comparing mean differences between respondents' scores on 

the ISS and SAHS. 

Limitations 

There are a number of limitations with this study. To name a couple: 

I. The first limitation of this study is in relation to its small sample size (n= 10). 

Generalizations cannot be made beyond this group of older terminally ill 

patients. Due to the sensitivity of this research, study participants could not be 

selected randomly and the sample was not representative of the general 

population. 

2. A second limitation is working with terminally ill people required a great 

amount of sensitivity from everyone involved. This researcher was prepared 

to end any interview should the participant become tired or anxious. While it 

was fortunate that this did not happen, recruitment of the sample did take 

much longer than anticipated. It has been agreed among the gatekeeper team . 

that no patient would be recruited unless they appeared to be strong enough 

for the intervie~s. There were no respondents that could not continue. Every 

respondent was d~alt with in a direct but compassionate manner. 

Summary . 
Collecting data was an exciting endeavor. Each and every person was eager, qpenJ 

and willing to discuss their own personal experiences about their faith, beliefs, and 
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personal growth. Every participant was able to bring rich narratives into the place where 

death and dying often are not spoken nor shared. 
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CHAPTER IV 

RESULTS 

This research study used a mixed methods approach to investigate the end-of-life 

experience of ten terminally ill men and women participating in a hospice program in a 

North Texas facility . The three variables that were explored included: faith and faith 

development, hope, and shame. The qualitative research questions were explored using 

an adaption of Fowler ' s (1995) Faith Development Interview (FDI). The quantitative data 

was collected using Fowler 's Faith Development Scale (2004) (see Appendix A), 

Snyder 's Adult Hope Scale-R (SAHS; 2001) and Cook's Internal Shame Scale (ISS; 

2001 ). The results of this study will be presented below as follows: sample, instruments, 

quantitative findings , and qualitative data. 

Sample 

The total sample size (N=l0) included one participant who lived in their own 

home and the other nine all resided at a skilled nursing facility in the area. The 10 

. ' 
participants included 7 fragile females and 3 fragile males ranging in ages from 55 to 91 

years old (See Table 1). Of the ten participants, there was a wide range of diagnosed 

diseases and time since diagnosis ; the range of time ~ince diagnosis ranged from 2 to 22 

years. All participants were from a Protestant backgroun4 and denominations, including: 

Baptist (5), Methodist (1), Pentecostal (1), non-denominational (Unity Church) (1), 

Church of Christ ( 1 ), and Presbyterian ( 1 ). Of the 10 participants, 3 were married, 2 were 
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divorced, 3 were widows, and 2 (men) were single. The divorced pa11icipants were both 

women with one having two children and the other having three children. Three of the 

participants were widowed or widowers and two of those participants had two children 

each but one lost a son. 

Table 1 

Demographics of Sample 

Respondent Gender Age Religious Diagnosis Time Frame 
Affiliations since diagnosis 

ROI Female 70 Presbyterian Multiple Sclerosis 22 yrs 

R02 Male 84 Catholic DIABETES & 10 yrs 
COMPLICATIONS 

R03 Female 77 Baptist ANEURISM 1 yr 

R04 Female 67 Unity SPINE INJURY 10 yrs 

R05 Female 66 Baptist COPD 5 yrs 

R06 Female 60 Baptist STROKE 8 yrs 

R07 Female 91 Church of Christ CHF 20 yrs 

ROS Male 55 Pentecostal PARKINSON'S 2 yrs 

R09 Male 89 Baptist COPP 10 yrs 

RIO Female 89 Methodist · RENAL FAILURE 15 yrs 

Midway through this_ study, the local hospice agency had a change in 

administration which resulted in this researcher having easier access-to participant's for ' . 
. . 

this study. The new owners were interested in how hospi~e could benefit the community at 

large, which translated to increased cooperation with this researcher. The hospice 

administrator sought assistance for this study by asking area skilled nursing. facility 
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administrators for cooperation. The participants were recruited by the hospice staff and did 

not change the study. 

Instruments 

Faith Development Scale 

Fowler's (1995) Faith Development Interview (FDI) was adapted by this 

researcher in this study due to the length of the original interviews. The FDI was reduced 

to only five questions in each of Fowler's categories and this study included: life review, 

relationships, values and commitment, and religion (Appendix J). There was one double 

question for each of the categories. In Fowler's research, there are five stages of faith 

development. Scores were coded using Fowler's (2004) Faith Development Research 

Study Manual for extrapolating the qualitative data. In this study, there were no scores in 

stages 1, 4, or 6, so those stages were eliminated from further study (see Appendix J). 

Stage 2. Three participants had scores that fell within stage 2 (1.77, 2.26, and 

2.28). Stage 2 is the Mythic-Literal stage and is defined as finding meanings in the 

interconnectedness and literal that come from a person's beliefs and stories. An example 

of this literal stage from participants, such as being good and kind to other people, is as 

follows: "My aunt & uncle taught me how to treat others" and "There are two things in 

life I hate - a liar and a thief. ?' 

Stage 3. There were 2 participants who fell iRto stage 3 with scores of 3 .4 and 

3.21. Stage 3 is the Synthetic-Conventional Stage and defined .as the stage where identity 

is the focus and where a person develops a self-identity and interpersonal relationships. 

Examples of this stage from the 2 participants included: "When I had leukemia I thanked 
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God I lived. Having grandchildren taught me to continue teaching important values in 

life" and "My children and my animals give my life meaning." 

Stage 5. Half of the participants had scores that fell into this stage ( 4.94, 4.85, 

4.75, 5.25, and 5.34). Stage 5 is defined as the Conjunctive Faith Stage. This stage of 

faith development is distinguishable as a style of faith-knowing, demonstrated by what a 

person sees, knows, and commits to. It includes a deep sense of self-discovery with 

participants easily responding to questions, such as: "Being with friends, my family 

(especially my sisters). They all make me feel connected" and "My family and friends 

make my life worth living." 

Snyder Adult Hope Scale-Revised 

This research study utilized the SAHS-12 and found that 8 of the 10 participants 

reported relatively high hope with scores ranging from 48 to 59. Two participants had 

scores that fell into the low to moderate category with scores 31 and 39. The average 

_hope score was 49.6; measuring hope at the end-of-life. 

Internal Shame Scale 

Shame at the end-of-life was measured on the ISS as an indicator of how intensely 

the person is experiencing feelings of shame. In thi~ study, scores on the instrument 

ranged from low shame (21 ~_46) for 7 participants; frequent shame (50-56) for 2 

participants, and 1 participant scoring extreme sham~ (88). 
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Quantitative Analyses 

Hypothesis 1 

In this study, the first hypothesis (Ho 1) stated that there would be no significant 

relationship across respondents' stages of faith development when respondents' scores on 

the Snyder Adult Hope Scale and the Internal Shame Scale were compared. The analysis 

proved not to be possible as the sample size was too small. 

Hypothesis 2 

In this study, the second hypothesis (Ho2) stated that there would be no 

significant relationship when respondents' scores on the SAHS and scores on the ISS 

were compared. A correlation was employed but no significant different was found; the 

hypothesis was support. Mean scores on the Hope scale were higher than on the Shame 

scale, indicating that the sample reported a higher experience of hope rather than shame. 

Summary 

This research study involved interviewing ten terminally ill older adults on two 

separate occasions followed by an additional counseling session. This researcher used a 

mixed methods study focusing primarily on the qualitative data to gather data on each 

person' s experiences and feelings specifically with a person's family of origin, their inner 

family and external relation~hips, faith, belief, and morals at the end-of-life. The 

qualitative data was collected by administering an aqaptation of Fowler's Faith 

Development Interview (FDI) and then scoring the data a_ccording to established criteria 

to determine a faith development stage. Two additional tools were utilized to measure 

hope and shame. Of the two hypotheses in this study, both were rejected. Using a mixed 
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methods approached enabled this researcher to gather data that is beneficial in 

understanding how one 's faith development is related to the experience of hope and 

shame. 
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CHAPTER V 

CONCLUSION 

This researcher focused ·on how people at their end-of-life experience meaning by 

looking at their faith and faith development, hope, and shame. Meeting terminally patients 

who were willing to share their spiritual, emotional, and cognitive experiences through 

face-to-face interviews allowed this researcher to gather insight through listening to their 

stories about living and dying. The goal and significance of this study was to investigate, 

through a case study method, each individual's awareness of death and dying. It has been 

noted by authors, such as Nuland (1995) and Byock (1997) that people do not talk about. 

death and dying. This study helped this researcher understand how the final stage of life is 

experienced, and the relations across issues of faith and faith development, hope, and 

shame. 

Kubler-Ross (1975) examined the meaning of death along with the struggle for 

growth in a person's dying. As the guru on death and dying, Kubler-Ross genuinely knew 

how "to be with" a pers~n who was dying. She seemed to have never shied away from her 

'felt responsibility' to try to understand end-of-life. Those respondents in this study _fou1;1d 

spiritual and personal growth, indeed, as a part of their· stories· as they stated; "I really grew 

after I had my children" and "when I worked in church that is when I really grew." Kubler-
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Ross' definition of personal understanding "to mean something to someone else" (p. 150) 

is evident in each of the respondent's narratives. The stories told by these participants had 

meanings that were personal on an emotional, spiritual, and familial level. 

Each individual integrated their experiences from their family-of-origin with their 

beliefs, values, morals, events and relationships in their adult life. According to general 

knowledge, it is said that people die like they live. 

The paradox of living with dying may seem illogical. How does a person live if 

they are dying? In this research, it was ascertained that when individuals begin to open the 

lines of communication and allow dialogue to happen, the concepts of living and dying can 

blend together. Each participant in this study was receiving hospice services, in the final 

stages of dying, and very receptive to talking about their experience. Today, even though 

we continue to label our Western society as a death-denying culture, all of these research 

participants showed moderate to high levels of hope, even when they were receiving 

hospice care. Each person in this study shared with this researcher that even during the 

darkest days of pain and suffering, a person will cling to the faith, values, and the meaning 

life has for them. 

Byock ( 1991) reported that the "human capacity to experience meaning and value 

in the process of illness and_ dying" (p. 242). Byo.ck's findings persuade everyone to reflect 

on the meaning of stories within an individual's exP.eriences of dying. In this study, each 

participant had an understanding of the dying process. This study had the goal of bringing 

together emotional and. spiritual issues in the last stage oflife. Fowler's Faith Stages were 

represented well in this small study. 
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Faith Development 

End-of-life research has advanced and researchers studying death and dying 

observe this phenomenon as worthy of continuing to study (Byock, 1992). Studying end

of-life and more specifically dying, will always teach people something about living. This 

researcher held the hope that this study would bridge that gap between living and dying, 

and begin to open the dialogue on death acceptance. According to Frankl (1984), a person 

cannot live without meaning in their lives and without developing relationships. Everyone 

has a story to tell, which is the narrative of this research study is. 

Kahn and Steeves (2003) studied how death affects families, their quality of life, 

and spirituality, as well as how professionals and significant others deal with a patient's 

death. What these researchers found is that measuring spirituality can be overwhelming 

because looking death in the face can be frightening although necessary. This current 

researcher also found the task daunting, as personal aspects of religion and faith brought 

each person back to a place in their life where stories evolved. 

In this current study, the research focused on the dying patient and their emotional 

well-being, along with the variables of faith (spirituality), faith development, hope, and 

shame. The role of the family and church played a 'vital role for these participants. Each 

individual spoke about how_ their parents, children, and church family helped them cope 

with the finality of life. For many participants, fam~ly and faith were the foundation of 

their faith development. Several participants expressed ~ow their faith was tested and how 

they grew spiritually. Some responses include: "When I worked at the church, I was the 
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happiest", "when I was ill, I depended on God," and "when I was nine I accepted God as 

my personal Savior ... Many times throughout life, He was my teacher". 

Faith Development Stages 

Fowler's (2001) Faith Development Stages was supported in this study, as this 

researcher provided evidence that all ten participants had grown in their spiritual lives. 

Adulthood is often seen as a stage of development when enlightenment about living a 

"good" and "moraP' life is evident and observable (Kubler-Ross, 1975). Fowler (2001) 

reported that faith is something we experience throughout a lifetime and religion is how 

someone conducts themselves in the very way they live their life. Fowler succinctly 

explains his fifth stage of faith development (Conjunctive Faith) as a complex style of 

mutuality in religion. 

A person 's faith was not always defined as religious in this current group. The five 

respondents who fell within this fifth stage of faith development defined their faith as 

intertwined as follows: "Being true to self and honest to self," "I have high morals and 

faith in family and religion," and "Faith in God (living a good life) includes values and 

morals." 

In this study, each person's faith development was supported as an integral part of 

his or her ongoing life expe~iences, as that is how a person's faith is expressed. Fowler 

(1995) was able to incorporate important categories_in a person's lifelong experience in 
. . 

relation to faith development. By itself, Fowler's Faith ~evelopment Stages do not tell the 

whole story. With each participant in this study, faith development was just a piece of the 

research puzzle. 
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Fowler's (2004) measure of faith stages can serve to help professionals understand 

one way to communicate effectively with the terminally person. As professionals working 

in the fields of hospice, gerontology, and/or end-of-life, we must ask those difficult 

questions about life review, life experiences, relationships, description of present values 

and commitments, along with specific questions about a person's religion or spirituality. 

Fowler's (1995) research on faith and faith development was found to be the cornerstone in 

understanding death and dying. While Fowler's research did not focus on terminally ill 

people, the primary goal of this research was to examine the important issues at the end-of

life surrounding values, morals, family dynamics, and life experiences. 

Fowler's (2004) research on developing stages of faith and the faith development 

interview has provided a method in which we can learn ways of talking to someone at the 

end-of-life. Taking the risk of asking p~rtinent questions about a person's faith and beliefs 

will open the door to discussing end-of-life concerns. By allowing the person who is 

terminally ill the opportunity to talk about their stories that really matter in their life, dying 

and end-of-life may be better. 

Responses given by the 4 of the 10 respondents who fell into the second stage of 

' ' 
Fowler's Faith Development Stages - the Mythic-Literal Stage - showed concreteness and 

interconnectedness to their <;ommunity, as they shared concerns with identity and 

interpersonal relationships. This stage of interconneptedness was described by participants 

shared stories and beliefs that symbolized their meaning _in life as they do in a life review. 

To begin, the concreteness in thinking and the stories of their identity were enlightening. 

Participant 8 conveyed, "I have a dream I will go back to Tennessee before I die." 
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Participant 2 remembered his experience in the military: "The military, the Navy and 

Marines helped me grow." Other stories involved a person's family and relationships. 

Participant 6 reported, "My friends and my family make life worth living." Participant 6 

stated, "I grew up most when I had my son." Participant 4 echoed this statement, "I believe 

you must live fully ... what matters to me are my eight children and my dogs." 

There was one respondent who fell into stage 4, which is identified as the 

Individuative-Reflective Stage, meaning this person is in a faith development transition. 

According to Fowler (1995), this stage has much to do with "critical distancing from 

one's previous assumptive value with the emergence an executive ego" or a new identity 

(p. 179). Participant 4 admitted, "When I had leukemia, I thanked God I lived." This 

participant exhibited an understanding that her faith stage is relevant to her Western 

Protestant culture. Hope in transition can be found as people are experiencing a need for 

more personal relation~hips. Perhaps ethnicity and culture played a role as participant 4 

focuses her living and dying on her family "Having grandchildren taught me to continue 

teaching important values in life". When our life is seen in light of how.we think about 

ourselves and what needs to be accomplished, tben in death hope will be present. 

Transition in faith ·creates a need for a more personal relationship with God. 

Kubler-Ross (1975) report~d in her years of serving the dying that transitions are a part of 

the dying process. The person who was found to be. in stage 4 in this study exhibited a 

genuine awareness of self (identity), what she believes (?utlook), and where her values and 

beliefs fit in her schema of life. This research participant was able to take a step away from 

her illness and extend herself beyond the reality of the world in which she lives. Participant 
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4 expressed her life with the following narratives: "My faith is my life ... everyday living 

by God's rules (commandments)." This participant verbalized the following when she 

became ill and could no longer attend church: "Church attendanceis important and when I 

could no longer attend, I felt I did not grow." The transition to stage 4 helped her to 

examine herself, her values, and beliefs and incorporate them into her current way of life. 

Stage Five of Fowler's (1995) faith stages is the Conjunctive Faith Stage, which is 

defined as a style of "faith-knowing, a way of seeing, of knowing, and a way of 

committing" (p. 184). The scores of the other 5 participants in this study fell into this stage. 

This "faith knowing," as Fowler posits, is complex, as this phase of development is 

demonstrated by what a person sees, knows, and commits to and involves a willingness to 

use an intuitive act of knowing (trustworthiness). Fowler stated this knowing is dialogicaf 

(speaking one's own words), while representing mutuality in relationships with clear 

boundaries of identity. As stage 5 development unfolds, there is a clear sign of evolution 

taking place. As a person makes his/her own experience of truth, each person in this faith 

stage had his/her own implicit way of acknowledging God. Participant 9 explains her faith 

as, "My faith is in God, and my belief is the me_aning I put on my life" and "He is my 

teacher." In addition, her synthesis about living involves how she has the capacity to define 

her most powerful meanings: "The most important thing in life is faith, hope, and charity." 

One particular participant' s response to the faith d~velopmental stages were evident in 

spiritual/religious times of growth: "As a child my parents insisted we go to church ... · I 

raised my children the. same way" and "During my divorce I turned to God and the power 

of positive thinking." As this participant looked at her life and dying, "I am going to live 
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until I die." To the researcher of this case study, the statements above demonstrated one's 

values, strong morals, and personal and spiritual growth as beautiful and infinite. 

This research study supports the notion that when a person is at the end of their life 

and making meanings out of the connections with personal values and morals, family, and 

their beliefs, then death is not as frightening. Most of the respondents in this study 

depended on their faith and/or beliefs to help them come face to face with dying. Fowler 

(1995) suggested that a person's identity is the story of a person's relationships and roles. 

This study concurs with Fowler's research in that strength from this stage gives that 

individual a capacity to see beyond themselves. Fowler observed this as "the depth of 

reality to which they refer" (p. 198). 

Hope 

Frankl (1985) found in his existential study that in living and dying, humanity finds 

the essence of existence (p. 131 ). Frankl also reported that hope is optimism: "saying yes 

to life in spite of everything" (p.161 ). Every one of the participants in this study found 

hope within their values and faith. When sharing stories about their values, one participant 

stated that hope was connected to success: "How we define success is spiritually .. .I am 

rich in wealth of love of my friends." A high degree of hope was also exhibited by another 

participant through selfless .thinking: "I worry about others more than myself." Faith plays 

a major role in finding hope, as another participant _reported: "Solving problems usually 

come when I seek God . .. My hope is in God ... His ~ ord i_s the only Truth." 

Hope can become the catalyst for a richer more meaningful life. Is hope the 

variable that sheds light on our dying? In this study, moderate to high hope was found as 
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each participant shared the search for meaning in his or her living and dying. Snyder 

( 1991) hypothesized that hope in the face of death can be defined through what any one 

person identifies as meaning in life. Gum and Snyder (2002) defined hope as a positive 

motivator in our lives and one that is a acquired skill. Snyder et al. ( 1991) reported there 

are two components of hope that consist of cognitive judgment. The first element is 

defined as "the will," which is goal-directed and found in the past, present, and future. 

This element can be viewed as coping skills used throughout life. Participants and their 

families in this study found ways to cope through lessons learned in living: "Why should 

I be angry, I'm alive" and "I'm not going to sit here and cry." The second component is 

"the way," which includes the paths people choose to reach goals. Snyder and Gum 

(2002) described hope to better understand the process of coping at the end-of-life. 

Shame 

How people perceive and/or experience emotion at the end oflife varies. The core 

of emotions as hypothesized by Tomkins (1975) included the emotions of shame, guilt, and 

fear. In Western culture, in the death and dying process, what one believes and experiences 

in life will influence how they will die and ho\1/ significant others will face their own 

mortality. In Cook's (200.1) study of internalized shame, there were no valid measures for 

end-of-life. However, ma~y people at the end-of-life hang on to feelings of guilt and 

shame. Guilt involves action and shame involves raw exposure of self (Fowler, 1995). 

Scheff and Retzinger (2000) suggested that shame is th~ master emotion of everyday life, 

because it is a key component of conscience that can signal moral indiscretions without 

thoughts or words. 
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Shame as measured by the Internal Shame Scale (ISS) was not a significant issue 

for these participants, as only 2 of the 10 participants fell into the high or frequent shame 

category. Shame was negated in how each participant defined and/or measured themselves 

according to others: "I think one person is just as important as another" and "We all have 

faults." Additionally, shame plays a major role in how a person expresses all other 

emotions. These emotions often played out in one's faith as one respondent state, "No one 

is perfect. .. only tlie Lord." Each and every participant shared their life and their 

experiences, which was eloquently expressed by one participant, "There will never be 

everything done." In each person's life, there will be ongoing work to be done. 

The ISS measured shame and is the theoretical framework used for understanding 

how shame becomes internalized. Theoretically, Cook (2001) designed the ISS with its 

base in Affect theory (Nathanson, 1987; Tomkins, 1975)'. The role of affect in studying 

shame is about the process of how shame is internalized and how triggered shame is 

magnified causing experiences to adhere firmly in one's memory (Cook, 2001). In this 

study, the assertion that guilt is a variation of shame is important and that all measures of 

shame overlapped with one another. In the four, low-to-moderate shanie scores it was 

found that these respondents' religion and faith intertwined and as one participant 

explicitly stated, "My fani~ly, religion, and morals are all intertwined". When a person 

understands that emotions are tied to experiences ~nd memories of.experiences, it 

becomes clearer that how a person is raised in their family-of-origin will affect their 

feelings and emotions, which in turn defines their experiences. Cook (2001) described 

"the progression from affect to emotion is the transition from biology to biography" (p. 
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25). Who we are born to be is the narrative that we are becoming in our life and in our 

death. A person at the end-of-life may see themselves in connection to others and how 

they fit their living and dying into the whole picture of one's life lived. 

The role of affect in studying shame is about the process of how shame is 

internalized and how triggered shame is magnified causing experiences to adhere firmly 

in one's memory. At the end-of-life, some of those memories are hard-wired. Letting go 

of shame may help a person find themselves in the process. 

When faced with a terminal illness at the end-of-life, a person may find there is a 

sickness of the soul, which could be labeled as shame. This major emotion can engulf 

one's whole identity. High shame in this study exhibited itself with feelings of 

abandonment and multiple losses early in life. When a person experiences extreme shame, 

fear and anger should manifest (Cook, 2001). One particular participant who scored very 

high shame and low self-esteem experienced major abandonment early in his life. He lost 

his mother and father in tragic ways. 

In this sample of 10 adults, it was found that they reported a much higher level of 

hope than they did shame. This means at the end-of-life when a person is faced with the 

experiences in their life and seek to find meaning; hope is what matters. Hope is found in 

people's images of who they are; and their fami_lies, churches, and communities. 

Working With a Sample of Fragile Adults 

Faith Development Scale 

This researcher also tested the usefulness of examining beliefs about faith and faith 

development through the use of Fowler's Faith Development Scale. Due to the length of 
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that scale, the decision was made to modify the interview to better fit a fragile audience 

whose stamina would be limited. This researcher modified Fowler's Faith Development 

Interview along with the Fowler Faith Development Research Coding so that the interview 

questions addressed the values, morals, faith, beliefs, and death relative to meaning of life 

of a group of fragile and terminally ill individuals. All five questions were adapted from 

the interview as outlined in Fowler's Faith Development Research Manual (2004). This 

modified tool was ·easier to administer to the older population as well as the sensitive 

terminally ill population that was interviewed. 

Snyder Adult Hope Scale 

Exploring the experience and meaning of hope with this audience was 

enlightening. The Snyder Adult Hope Scale-R (2001) is a short 12-statement tool and was 

easily understood by every participant. This scale was unobtrusive and all were able to 

complete in less than five minutes. When working with the elderly population it was 

important to put them at ease. Providing them with how the study would progress gave 

them hope. Hope is something we all must have in order to continue with life. Hope is a 

variable that was present with each participant 

Internal Shame Scale 

The Internal Shame Scale was a useful ip.strument in measuring shame. Cook 

(2001) reported that the ISS is rapidly becoming a primary instrument for researchers. 

The ISS provided in-depth information on how a person was feeling and their 

experiences. This tool was most helpful in that respondents quickly answered each 

question with little input. However, a few individuals asked for clarifications on some 
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items. There were no missing responses as this researcher read each question to every 

person. The approach to read aloud the statements was beneficial as each person became 

comfortable with this researcher due to this process. 

Limitations 

The limitations of this study are as follows: 

• The small sample size of 10 adults is not representative of the general 

population. In addition, a small sample made it difficult to run many of the 

statistical tests, such as multiple regression. 

• Faith development stages have not been used in death and dying studies as 

these stages were developed fairly recently. 

• There are a few limitations with self-reported data, such as social acceptability 

bias or accuracy in a person's memory_. There was also a difficulty when 

trying to speak to people about their dying, as this is generally not an easy 

topic to initiate. 

Implications 

Further research continues to be an issue in the hospice field. Past research has 

reported that the United States is a death-denying culture, as we continue to allow death 

and dying to be labeled as such. This study has shown that people are interested in talking 

about their dying. Each and every person '-i.vho participated in this study freely and openly 

was interested in sharing their personal narratives. How the medical profession, 

counselors, hospices, community organizations and others decide to address end-of-life 

issues must be decided on by using a cultural, faith-based, and familial lens. The most 
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important topic to people is to share about themselves. Sharing the intimate details of a 

person's life can be intimidating but when the professional groups speak out about this 

matter of life and death, the topic of death will come easier for everyone as a whole. 

Personal Level 

As the researcher, speaking about death and dying has always come easy to me. 

Having a personal experience with a death experience gave me awareness and the illusion 

that death and dying can be approached. However, when my sister was diagnosed with 

chronic obstructive pulmonary disease (COPD), shortly after a left lung transplant death 

became personal. My sister and I have talked ab~ut what life means, what's important, 

and why choosing to live matters. If people will begin to look at their own personal views 

of death and dying and what their own values and faith is telling them, it becomes easier 

to relate to others who are in a more difficult plac~. 

Families 

A hospice program is a helpful and compassionate service that provides a holistic 

approach to caring for the individual who is dying, their family, and friends. Ensuring 

that a person is comfortable at the end-of-life is vital to living their final days of life fully. 

In addition, allowing peoples to tell their story or narrative can give individuals a sense 

that they are contributing in making th.is world a better place. Additionally, it is 

important for staff to feel comfortable asking those difficult questions. This can only 

happen when genuineness and authenticity are present. 

Providing families with the tools to approach end-of-life dialogue is also an 

impo11ant avenue. Helping families learn to share narratives about life experiences and 
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family stories will help the terminally ill person and the family as a whole. There are 

multiple tools to help share an individual's life story, such as the general storybooks. 

Counselors 

Professional counselors have an important role in helping the terminal patient and 

their family. Therapists have the clinical expertise to understand the connection between 

the physical and the emotional, the individual and the family, and the role of the church 

and community. This is the holistic approach that makes a difference when hospice is 

utilized. An important role for counselors or therapists is just beginning the dialogue of 

death and dying. There are sensitive ways to talk ·about death. It is important not to shy 

away from the conversation, but more importantly, when the time is right, it is important 

and valuable to share "our stories" about death, which will help others share their 

narratives. My sister shared with me sadness beca_use "No one calls me anymor_e" and she 

stated, "I'm still alive and it makes me feel like I'm dead already." When doctors, 

counselors, therapists, and other staff are able to speak easily about death, the 

conversations about dying will bring people closer together in this arena. 

Medical Profession 

The medical profession, including physicians, nurses, social workers, 

gerontologists, chaplains, and other health care providers have a role that can open the 

doors of communication about death and·dying. When a health care provider feels 

comfortable talking about death and dying and especially their own mortality, 

communicatlng becomes authentic and real. This keeps the lines of communication open 
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and the physician, nurse, or counselor will model using terminology easily and break 

down the barrier of fear for the patient. 

Conclusion 

This study was a project that has been in the works for over 15 years. Working in 

the hospice field has provided me many opportunities to look at the reality of life and 

death in the face. Talking to people every day about death and dying has been a vocation 

and a natural ability. Working with the terminally ill was not a profession I chose but a 

profession that chose me. There is a sense of freedom when looking deeper into the face 

of death. When something is difficult to do, the natural course is to move away from it. 

Through continued research, education, and spiritual guidance the last chapter in living 

can also be the beginning. 

Studying death and dying has been a privilege for me. Integrating death _and dying 

with faith and faith development, hope, and shame has shown me that faith plays an 

integral place in living and in dying, but perhaps more importantly in dying. It was not 

surprising that moderate to high hope was found in every person. I discovered that their 

faith stages were not the most telling tale. Everyone shared a part of them through "their 

stories" and those narratives are now a part of me. I learned about life and death from 

each person. 
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Fowler's Faith Development Scale/Stages of Faith 

Intuitive- Projective- Stage 1 

• Ages two to six or seven 

• These children exhibit the cognitive egocentrism 

• Is fantasy-filled and imitative 

• This imaginative phase is productive of long-lasting images and feelings (negative 

and positive). 

• This is a stage of self-awareness 

• These children are likely to define God "like the air-everywhere" (p. 139). 

Mythic-Literal-Stage 2 

• Ages eight to ten and/or elementary school years. Fowler (1995) reported few 

adults exhibit these structural characteristics. 

• These children begin to sort out the real from the make-believe 

• These children are concrete operational and are usually confined to the world of 

play. 

• Meanings are preserved and expressed in stories of relationships and roles. One's 

identity 

• God-images begin to take form by culture 

• Adults found in this stage are like'ly to experience loneliness and depression. This 

individual constructs their understanding of God and the world in terms of 

mutu.ality. There are elements of magical thinking. 

Synthetic-Conventional - Stage 3 
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• Occurs usually around adolescences or the teenage years where authority is 

located externally to self. A person's experiences extend beyond the family. 

• The adolescent is a time when personality is emerging which may bring a 

revolution of the physical and emotional aspects of life. 

• Approach to life involves what rules and guidelines one finds important. 

• This is a time when structuring and contents of faith and a time when thoughts 

continue to evolve, identity and continuity of life is formed. 

• For many adults this stage becomes a permanent place and is known as the 

'conformist' stage. This is the sense that is tuned into the expectations and 

judgments' of others. 

Individuative - Reflective - Stage 4 

• Usually occurs in young adulthood however, many adults do not construct this 

stage and many in their mid thirties and forties. 

• The strength in this stage has to do with the capacity for critical reflection on 

identity (self) and outlook (id~ology) (p. 182). 

• A transition into this stage can be precipitated by life changes in primary 

relationships (divorce, death o(parent, children growing up and moving out). 
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Conjunctive - Stage 5 

• This stage is un·usual before mid-life 

• This is integrative into self and outlook of what was suppressed or unrecognized 

of Stage 4's self-certainty and adapting to reality. This stage is a reuniting of 

symbols is reunited with conceptual meanings and a reclaiming and reworking of 

one's past (p. 197). 

Universalizing - Stage 6 

• This stage is exceptionally rare and these individuals become disciplined and 

embodied as an activist in making the real tangible. 

• These people generate their faith constitution as inclusive of all being. 

• Universalizers are often more honored and revered after death than during their 

living. Examples of Universalizers include~ Ghandi, Mother Theresa of Galcutta, 

and Martin Luther King. 
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Faith Development Scoring Analysis . Sheet & Stage/ Aspect-Mapping 
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7.4.1 Faith Development Scoring Analysis Sheet .& Sti'ige/Aspect-Mapping 

·1m3ge of God 

Bmmooy 

S:ymbols, Rituals 
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APPENDIXC 

Internal Shame Scale (Cook, 1991) 

Directions: Read each item carefully. Using the scale shown below, please select the 
number that best describes YOU and circle that number. 

0-never 
I-seldom 
2-sometimes 
3- often 
4- almost always 

1. I fee l like I am never quite good enough. 0 1 2 3 4 

2. I feel somehow left out. 0 1 2 3 4 

3. I think people look down on me. 0 1 2 3 4 

4. All in all, I am inclined to feel that I am a success. 0 1 2 3 4 

5. I scold myself and put myself down. 0 1 2 3 4 

6. I feel insecure about others' opinions of me. 0 1 2 3 4 

7. Compared to other people, I feel like I somehow never measure up. 0 1 2 3 4 

8. I see myself as being very small and insignificant. 0 1 2 3 4 . 

9. I feel I have much to feel proud of. ·o 1 2 3 4 

10. I feel intensely inadequate and full of self doubt. 0 1 2 3 4 

11 . I feel as if I am somehow defective as a person, like there is something basically 

wrong with me. 0 1 2 3 4 

12. When I compare myself with others, I am just not important. 0 123 4 

13. I have a~ overpowering dread that my faults will be revealed in front of others. 

01234 
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14. I feel I have a number of good qualities. 0 1 2 3 4 

15. I see myself striving for perfection only to continually fall short. 0 1 2 3 4 

16. I think others are able to see my defects. 0 1 2 3 4 

17. I could beat myself over the head with a club when I make a mistake. 0 1 2 3 4 

18. On the whole, I am satisfied with myself. 0 1 2 3 4 

19. I would like to shrink away when I make a mistake. 0 1 2 3 4 

20. I replay painful events over and over in my mind until I am overwhelmed. 01234 

21. I feel I am a person of worth at least on an equal plane with others. 0 1 2 3 4 

22. At times I feel I will break into a thousand pieces. 0 1 2 3 4 

23 . I feel as if I have lost control over my body functions and my feelings. 0 1 2 3 4 

24. Sometimes I feel no bigger than a pea. 0 1 2 3 4 

25. At times I feel exposed that I wish the earth w?uld open up and swallow me: 0 1 2 3 4 

26. I have this painful gap within me that I have not been able to fill. 0 1 2 3 4 

27. I feel empty and unfulfilled. 0 1 2 3 4 

28. I take a positive attitude toward myself. 0 1 2 3_4 

29. My loneliness is more like emptiness. 0 1 2 3 4 

30. I feel like there is nothing missing. 0 1 2 3 4 
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Snyder Adult Hope Sc~le (Snyder, 2001) 
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APPENDIXD 

Snyder Adult Hope Scale (Snyder, 2001) 

Directions: Read each item carefully. Using the scale shown below, please select the 
number that best describes YOU and put that number in the blank provided. 
1. = Definitely False 
2. = Mostly False 
3. = Somewhat False 
4. = Slightly False 
5. = Slightly True 
6. = Somewhat True 
7. = Mostly True 
8. = Definitely True 

_ 1. I can think of many ways to get out of a jam. 
_ 2. I energetically pursue my goals. 
_ 3. I feel tired most of the time. 
_ 4. There are lots of ways around any problem. 
_ 5. I am easily downed in an argument. 
_ 6. I can think of many ways to get the things in life that are important to me. 
_ 7. I worry about my health. 
_ 8. Even when others get discouraged, I know i can find a way to solve the problem. 
_ 9. My past experiences have prepared me well for my future. 
_ 10. I've been pretty successful in life. 
_ 11. I usually find myself worrying about something. 
_ 12. I meet the goals that I set for myself. 

Note. When administering the scale, it is called The Future Scale. The agency subscale 
score is derived by summing items 2, 9, 10, and 12; the pathway subscale score is derived 
by adding items · 1, 4, 6, and 8. The total Hope Scale score is derived by summing the four 

agency and the four pathway items. 
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APPENDIXE 

Fowler's (1995) Adapted Faith Development Questions 

1. HOW WOULD YOU DESCRIBE YOURSELF ACCORDING TO 

YOUR VALUES, MORALS, AND FAITH? WHICH ARE MOST 

IMPORTANT TO YOU? 

2. IDENTIFY PEOPLE, EVENTS, RELATIONSHIPS, GEOGRAPHICAL 

MOVES, AND PARTICULAR TIMES OF BREAKTHROUGHS OR 

GROWTH IN YOUR LIFE. 

3. WHAT ARE YOUR IDEAS ON DEATH AND ITS FINALITY~ 

4. WHAT GIVES LIFE MEANING TO YOU? 

5. WHAT MAKES LIFE .WORTH LIVING? WERE THERE TIMES IN 

YOU RLIFE THAT TESTED YOUR VALUES THAT HA VE 

AFFECTED DECISIONS AND ACTIONS? 
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APPENDIXF 

Research Participant Consent Form 

The Paradox of Living with Dying: A Mixed Method Study of Three End-of-life Issues-Faith 
and Faith development, Hope, and Shame 

LaDonna R. McBride, PhD (Candidate), LCSW, ACSW 

Purpose of Research 

Texas Woman's University 
College of Professional Education 

Family Science/Family Therapy 

The purpose of this research is designed to find a correlation and/or relationship between 
faith and faith development, shame, and hope when an individual is faced with end-of
life issues. My goal is to find an association between the following variables: age, gender, 
developmental stage in life, diagnosis, length of diagnosis, and meaning of faith as it 
relates to end-of-life. Defining faith and the faith development stage as it is relates to end
of-life should help people who are faced with end-·of-life issues clearly understand the 
spiritual, physiological, cultural, socioeconomic, and psychological elements. These 
elements will further understanding how these issues impact a person who is at the end of 
their life and, perhaps, grasp a richer understanding of life and death and living with 
dying. 

Specific Procedures to be Used 

For the purpose .of this study end-of-life will be quantified by terminal diagnosis ( disease 
identification) and prognosis (6 month or less) which is determined by the Hospice 
Organization of America (HOA). Consent for research participation will be obtained by 
the gatekeepers of Mercy Hospice and before the researcher begins. 

When this researcher begins, information .gathering will take place for demographics and 
interviews (audio taped) will be conducted to obtain demographic data and .to grasp an 
understanding of the issues people experience when _they are faced with end-of-life 
concerns. 

After interviews have been compiled by the researcher and notes taken and there ~ill be 
three instruments to be administered. When working with people who have a termmal 
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di~gnosis, time is. of the essence. If any participant cannot complete this study, they may 
withdraw at any time. 

Duration of Participation 

Participants can be expected to spend a total of three hours or less with the interviewer 
(90 minutes each day) which is delineated by 1.5 hour per meeting. 

Benefits to the Individual 

The benefits to the individual participants may include gaining insight into one's 
perception of death and dying. Additionally, by participating in this study every person 
will be adding to the value of understanding stages of faith in conjunction with faith, 
hope, and shame with varying degrees of well-being. 

Risks to the Individual 

With all benefits come risks and research is not without risks. This research directly 
approaches the topic of death and one in which individuals in our W estem culture do not 
easily respond to. · 

Confidentiality 

(This research study will provide protection for privacy and confidentiality of the 
participant. The interviews will be conducted by one researcher and information will be 
stored on one computer. This information is password protected, double locked in an 
office. After this research study is complete all data (written and stored on a computer 
will be disposed of. In addition, audio tapes will be maintained by only one researcher 
and will be erased after publication of the dissertation: Participation in this research is all 
voluntary. 

Voluntary Nature of Participation 

I do not have to participate in this rese~rch project. If I __________ agree 
to participate I cah withdraw my participation at any time without penalty. 

Human Subject Statement 

If I have any questions about this research proJect, I can contact LaDonna R. McBride at 
214-725-1579 or Dr Linda Ladd at 940-898-2694. If I have concerns about the treatment 
of research p~rticipants, I can contact the Committee on the Office of Researc~ and . 
Sponsored Programs at Texas Woman's University. The phone number for this office ts 

(940) 898-3375. 
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I HAVE HAD THE OPPORTUNITY TO READ THIS CONSENT FORM, ASK 
QUESTIONS ABOUT THE RESEARCH PROJECT AND AM PREPARED TO 
PARTICIPATE IN THIS PROJECT. 

Participant's Name 

Date ----
Participant's Signature 
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Agency Script for .Gatekeepers 
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APPENDIXG 

Agency Script for Gatekeepers 

Hello, my name is _____ . We spoke earlier about a research study on end-of-life 

issues that include faith, faith development, hope, and shame. Before we begin, I would 

like to review the study and obtain your consent to allow the researcher to visit with you. 

This study 's goal is to help in understanding the difficulty people have in talking about 

end-of-life issues and/or know how the final issues effect faith and faith development, 

hope, and shame in the process of dying. 
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APPENDIXH 

Demographic Questionnaire 

The following information will be given by the researcher verbally. This 
demographic information will be kept confidential and only the researcher will 
have access to this information. Numbers will be used instead of names to protect 
privacy. 

Participant's number _ __ _ 

Date ------

Sex __ (M, male F, female) 

Date of birth _____ (MOY) 

Place of Birth (City & State) ---------

Check the appropriate status for marital status 

1. Married ---

2. Single __ _ 

3. Widow or widower _ _ 

4. Divorced ---

5. Significant Other _ __ _ 

Check the appropriate status fo!' Ethnicity 

1. Asian ---

2. African-American ---

3. C~ucasian __ _ 

4. Hispanic ___ _ 
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5. Native American 

6. Multi-racial 

7. Other 

Check the appropriate status for religious affiliation 

1. Protestant What denomination? 

2. Catholic ___ What denomination? 

3. Islam What denomination? 

4. Indian What denomination? ---------------
5. Other? ------------------------

Diagnosis -------------------------

When diagnosed ________________ (Month & Year) 

Religiosity 

Scaling: 0 - 10 O being non religious and 10 being very religious. 

0 1 2 3 4 5 6 7 8 9 10 

Spirituality 
. . 

Scaling: 0- 1 O O being not spiritual and 10 being very spiritual. 

0 1 2 3 4 5 6 · 7 . 8 9 10 
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APPENDIX I 

Gatekeepers Preliminary Consent 

I ________ _____ consent with Mercy Hospice to participate in the 

research explained by Compassion Hospices' DON and/or Social Worker . This consent 

will allow LaDonna McBride to meet with me to explain her study and any other details 

necessary to begin her research on end-of-life, faith and faith development, hope, and 

shame. 

Mercy's gatekeeper __________ (printed) 

Mercy's gatekeeper (signature) 

Participant's Name (printed) 

----------------
(signed) 
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APPENDIXJ 

Responses to Fowler Development Interview 

1. HOW WOULD YOU DESCRIBE YOURSELF ACCORDING TO 
YOUR VALUES, MORALS, AND FAITH? WHICH ARE MOST 
IMPORTANT RO YOU? 

Participant 1: "I see myself as high in family and religion", "high morals 
and high faith". "All three are intertwined. 

Participant 2: Good and being kind to other people. "My aunt & uncle 
taught me to treat others; my aunt & uncle raised me because my 
mother died when I was an 8 months old. My father could not care 
for me. 

Participant 3: "When I was 9, I accepted God as my personal Savior. 
Many times throughout my life God has been my teacher". 

Participant 4: "I describe myself as a moral person. I do not intentionally 
hurt others and have taught my children to live a good life". 

Participant 5: "Being true blue"- true & honest with self and being a good 
person to others. "It is God's work; I don't always give him credit". 

Participant 6: Values, morals, & faith mean "what is right and what is 
wrong". "I would not let anyone convince me to drink poison". 

Participant 7: My faith comes first. Morals mean=_ see no evil, hear no 
evil, & speak no evil". I don't tell dirty jokes. I read my Bible and pray 

often. 

Participant 8: There are two things in life I hate, a liar and a thief. 
I scolded my nephew about how he treated people. I was his mentor. He 
did not have a moral compass, which is what does follow the Word, There 

is evil in the world that does not follow God's Word. 

Participant 9: My faith is in God, he is my teacher. My values and morals I 
find in the written Word of God, Christian friends, the love of my family, 

and my prayer life. 
Participant 1 O: My values, morals, and faith is 100% of all of these things. 
Living the good life is important to me. Fait~ in ?od (living a good life) 
includes values and morals. It is the way to hve hfe. 
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2. IDENTIFY PERSONS, EVENTS, RELATIONSHIPS, 
GEOGRAPHICAL MOVES, AND PARTICULAR TIMES OF 
BREAKTHROUGHS OR GROWTH IN YOUR LIFE. 

Participant 1: "When I was a child, mom and dad were instrumental in my 
life". "My dad insisted we go to church". "When I was a senior in high 
school and a freshman in college I was diagnosed with cancer". "As a 
mother, I raised my two boys the same way I grew up". "When I went 
through a divorce I read a lot of Norman Vincent Peale and kept a very 
positive attitude ... I believe in the power of positive thinking". 

Participant 2: "When I joined the military [Navy & Marines] (8 years 
total). It just clicked about how I should act in my life". 

Participant 3" "When I was 9, I accepted God as my personal Savior". 
"Many times throughout my life God has been my teacher". 

Participant 4: "When I was 32 I was diagnosed with leukemia AND I 
survived". "I thought ... why should I be angry-I lived". 

Participant 5:"When I got sick; I had a pulmonary edema collapse". "I 
died 3 times ,(in the ambulance & twice in the hospital. .. when I had this 
near death experience, I saw a gold spiral". · 

Participant 6:"I grew the most when I had my son". "Children can change 
your mind about "putting up" with everything in life". 

Participant 7: "Giving up my family .. .I gave my cousin a car; he took it 
out and was murdered". "The car was found in Texas. I felt guilty and 
blamed myself ... I got-through it". 

' 
Participant 8: "W4en my father pushed my mother out the window when 
there was a tornado". Five months later my little brother was born and my 
mother died during his birth". "I later understood the love my father had 
for my mother". "When my father was dying with pneumonia I was 9 
years old and my father o:o.ly 42 years old, I had to grow up fast and I had 
more responsibility". "I was sent home from school because it .was 
snowing and my father died in _my lap". 

Participant 9: (tearfully) "My son's death in 1970 (18 years old). He was 
killed in automobile accident. My husband was saved (accepted Jesus as 

his savior) a year before my son's death. 
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Participant 10: The most important and happiest time in my life is when I 
worked for the church. Those 3 years were the happiest. Church 
attendance is important and when I could no longer attend I felt I did not 
grow. 

3. WHAT ARE YOUR IDEAS ON DEATH AND ITS FINALITY? 

Participant 1: "I am looking forward to it". "I have met with a minister in 
Abilene; bought a cemetery plot 25 years ago. "I have prepared my funeral 
service and now I am going to live". I plan my life in doing what I can ... I 
went to a Celtic Women's concert, have been to WinStar in Oklahoma". I 
am enjoying life to the fullest". 

Participant 2: "I'll see my grandparents, the mother I never knew, my dad, 
twin sister, and my wife. 

Participant 3: "I see death as final: I have a sense about death because I 
almost died". 

Participant 4: "I believe like the.Indians, in Mother Nature". Our family 
plants trees ~or remembrances for those who have died". "I am part 
Indian". · 

Participant 5:"I try not to think about it". I believe in the afterlife, that I 
will meet my parents, brother, and grandparents in heaven. 

Participant 6: "I try not to think about it". I believe in the afterlife; that I 
will meet my parents, brother, and grandparents iri heaven. 

Participant 7: "I don't dr,ead death .. .its final. I just pray I am not in 
misery". "There will never be everything done in life". 

Participant 8: "Death scares me because of the way my parents died: 
mother died of kidney failure and dad from heart attack". "My family has 
a history of heart problem~ and I warty about that". 

Participant 9: "Death is final-~e wil~ see Jesus". "We won't have our 
physical bodies ... We will be resurrected". 

Participant 10: I'm going to the big house". I believe in an afterlife 
because the Bible tells me so." 
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4. WHAT GIVES LIFE MEANING TO YOU? 

Participant 1: "Being with friends, my family ( especially my sisters). They 
all make me feel connected". 

Participant 2: "I'm still happy." "I knew my son could not care for me". 

Participant 3: "I enjoy my life and my family". "I would be afraid to die if 
I didn't know the Lord". 

Participant 4: "My children and my animals give my life meaning". "I 
have 8 children: 4 girls and 4 boys". 

Participant 5: "My life has meaning just being here and seeing others in a 
worst place. I am grateful for how others treat me and helps me to 
remember to treat others." "In the past I went strictly on feelings. Now, 
God is refining me." 

Participant 6: "Many times my life has been tested and I think my-values 
are being determined in my everyday decisions and important life 
changes". 

Participant 7: "My daughter and grandchildren are my life and the love of 
my friends in Hot Springs". "Live life the best you can. LIVE LIFE 
FULLY"!! 

Participant 8: "I have dream that I will be able to go back to Tennessee 
before I die and am motivated to live comfortably"_. 

Participant 9: "My faith in God gives my life meaning". "Meaning in my 
life is faith, hope, & charity, which is love". 

Participant 10: "When my husband, Art passed away in 1990 I was tested 
beyond measure but, I know I will see him again". 
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5. WHAT MAKES LIFE WORTH LIVING? WERE THERE TIMES IN 
YOUR LIFE THAT TESTED.YOUR VALUES THAT HAVE 
AFFECTED DECISIONS AND ACTIONS? 

Participant 1: "During my divorce, I was very determined .. .I didn't see it 
coming". "After my divorce I went to Abilene and was on my knees 
praying. I forgave my husband". "The next day I got a call from Hobbs, 
TX and was offered a job as a fourth grade teacher". "The divorce and 
dependence on God affected my entire life and the decisions I make". "I 
stayed within a 60 mile radius to be close to my parents". "I moved back 
to Abilene to be close to my mom". "Family is the core of my being". 

Participant 2: "When my stepmother locked me · out of the house when I 
was 10 years old; she never liked me. "This broke up my dad's second 
marriage." · 

Participant 3: "My first husband left when I was young and in my 30's. I 
could not understand, I had four children and had to be strong for them". 
"There was a refining process when I was rebellious I talked and listened 
to the Lord and He said; "Find the good in life ... you have to raise children 
who are 8, 9, & 10". 

Participant 4: "When I had leukemia I thanked God I lived". "Having 
grandchildren taught me to continue teaching important values in life". 

Participant 5: "Death is final, I hope I have lived the right kind of life and 
I get to heaven." "The devil whispers in my ear." "My faith has grown 
immensely during my illness and I rely on my family and prayers to God." 
"Many times my life has been tested and I think my values are being 
determined in my everyday decisions and important life changes". 

Participant 6: "My family and friends make my life worth living". "Things 
are just things ... but I can only put value on my friendships". 

Participant 7: "When my husband and.son died that was the hardest; it was 
hard to give them up. I even asked God to let me die". 

Participant 8: "When I lived in TN and was in prison; I hit my head hard 
on a metal pipe when I was 45 ( close to the age my father died) and have 
suffered diabetes and diagnosed with Parkinson". "My life has changed 
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dramatically as my decisions are now dictated by my illness and the 
course life has taken". 

Participant 9: "When I fell and hurt my back .. .I had difficulty thinking 
and felt my life at a standstill". "My faith always took me back to my 
children .. .I prayed on their pictures". 

Participant 10: "My faith is my life ... everyday living by God's rules 
(commandments)" 
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