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Death is the only certainty in life. Everyone dies eventually. Yet despite its
inevitability, death and dying scenarios represent one of life’s most challenging
areas of communication. This study delves into this important area of research by
focusing a narrow lens on possibly the most unwanted deaths of all: those of
children and young people.

Using a narrative methodology, the research presents the stories of 13
children and young people with terminal or advanced illnesses, and the stories of
some of their family members. Thematic findings include (1) acceptance and
determination; (2) communication and ‘straight talk’; (3) sense-making; (4)

isolation; (5) spiritual talk; (6); client control; (7) natural alliances; and (8)

vi



individuality. The study suggests applied perspectives within the context of
interpersonal and organizational strategies, including conceptualizations of
presence, listening, uncertainty expectation, internal sense-making, and language
phraseology. The study concludes by offering future considerations within the
realm of public policy and specific future research questions within the theoretical

contexts of symbolic interactionism and identity.
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CHAPTER 1:

THE JOURNEY

Within a 12-day period I had the privilege of sitting next to 2 women as
they took their last breaths. The women were mother and daughter. Combined
they were 2 of the most influential and loved individuals in my life, my 72-year-
old mother, Irma Jeanne Chatelle, and her mother, my 92-year-old grandmother,
Faye Farley.

Up until age 42, I had never actually seen anyone die. Nor had I ever held
the hands of someone as she breathed her last breaths, and then waited to see if
anything else happened. Never before had I looked at a medical professional and
said through my tears, “Is she actually dead now?” Nor had I ever helped funeral
home people put a person in a body bag. The deaths and lives of these 2
remarkable women fundamentally changed my own life.

One of the deaths was expected, that of my beloved mother. She had
battled cancer intermittently for 17 years with a strong will, unimaginable
perseverance, a heart of gold, and the gift of humor until the bitter end. She used
to tell my father he was going to be very popular with the ladies after she died
because he was one of the few old men in their town who could drive at night.

After undergoing her second mastectomy, she would often laugh and say, “Thank



God that’s over.” Later, when she was diagnosed with lung cancer despite having
quit smoking more than 30 years before, she said with a sad and ironic smile,
“Perhaps I spoke too soon.”

We were first told in August of 1999 that my mother would probably die
that month. She did not. She held on to soak up days of going to a few more
garage sales, winning a few more hands of poker, telling a few more jokes,
spending a little more time with her treasured granddaughters Lauren and Rachel,
celebrating her 72nd birthday, and living through—albeit in a very compromised
physical state—one last Thanksgiving.

In this last stage, my father, sister, nieces, and I would sit together with my
mother just to be near her because she was always the life of the party—and we
all knew the party was quickly coming to an end. We would tell jokes, play cards,
remember stories, create Beanie Baby puppet shows with my nieces, laugh at
stupid things on television, listen to music, and so on. Yet as the days and weeks
turned into months during which my mother steadily declined, no longer could
our own stamina or schedules sustain a 24-hour group vigil. Thus we began taking
turns.

My mother actually died on November 30—3 months after she was
supposed to. In what appeared to be another routine evening of handholding,
touching, and monitoring her breathing, I whispered to my mother, who was

comatose at the time, that dad was going out for a quick walk around the block,



and that he would be right back. No sooner had my dad left the house and shut the
door behind him than I noticed a change in my mother’s labored breathing.
Although this had happened before, something seemed different this time. Mom’s
breathing seemed thinner than usual.

I did not know whether to leave my mother and run after my dad, but I
was afraid that Mom might die alone. So I stayed and continued to hold her hand
and tell her everything would be fine, hoping my dad would walk back in the
door.

Throughout the next several minutes I thought to myself how inadequate I
felt in terms of what to say to Mom through my tears, even though I had dutifully
poured through a stack of how-to-care-for-the-dying books. All I could seem to
spit out was “I love you,” “We’ll take care of each other here,” “We’ll see you
again,” “It’s OK to let go if you want to,” and “Everything will be fine.” In a few
minutes my mother took one last stutter of a breath. As I continued to hold her
hand, my eyes went back and forth from her contorted face to the ticking of the
clock to see if anything else would happen. Nothing did. After 5 or more minutes
had passed, I knew it was really over this time.

A few minutes later, my dad returned. When he came into the room, I told
him I thought Mom had died. We both held her hands for a long time to see
together if it really was over. Then I quietly stepped out of the room to give my

father some time alone with my mom, and to call my sister. Later we waited,



together with a dear friend who happened to stop by, for the funeral people to
come and take my mother’s body.

My grandmother’s death had been entirely unexpected even though she
was 92 years old. She was in excellent shape for her age, although she had been
fretting for weeks about my mother’s health. Yet always before, my mother had
managed to get better, even after having breast and lung cancer twice. No doubt
my grandmother was hoping and praying for yet another miracle from and for her
grown daughter. We all were.

Thirteen days before my mother died, we went to tell my grandmother that
my mother wasn’t likely to survive this bout with cancer. My grandmother looked
straight at me that morning and emphatically said, “I do not want to be here to
watch one of my girls die.” We all told her how badly we felt about everything. I
made arrangements to pick her up the next day to take her to visit my mom for
perhaps the last time. As we left my grandmother, we asked to have a social
worker look in on her periodically because she was really sad.

Later that same day, the nursing home staff called. They said my
grandmother had somehow broken her hip and was beginning to slip in and out of
a coma that would likely kill her. No one had seen her fall, nor would she ever tell
us if she had actually fallen. We were incredulous. When I reached her bedside
and asked her if she were somehow making herself sick because of Mom, she

would just smile slightly and remain quiet.



Later that evening my grandmother died. After a several hour period, her
breaths simply became more shallow and distanced in time. At the very end she
took one last little breath, and then nothing else. She and I were the only 2 people
in her room. A nurse’s aide came into the room a little while later to check on us.
When I asked her if my grandmother were dead, she nodded.

The nurse’s aide then asked me if she could spend some time alone with
my grandmother. I did not know what she intended to do, but I knew I needed to
make some calls to my family, so I stepped outside the room. When I walked
back in, my silver-haired precious grandmother lay there with her eyes shut in a
new nightgown and robe. Her hands were folded across her stomach. She lay on
top of fresh bed linens.

My grandmother looked absolutely beautiful, just like a 92-year-old
Sleeping Beauty. Her body was full of grace and poise. I will always feel indebted
to that nurse’s aide. She had fully bathed, redressed, and changed the bed sheets
of a person who was already dead. Maybe that was nursing home protocol. To
me, it was an act of amazing grace from a guardian angel.

As we waited together for the funeral home personnel to arrive, the aide
stayed with me as I brushed my grandmother’s hair and told stories about this
wonderful woman. When the funeral directors arrived, I helped them put my
grandmother into a body bag, something I could not later bring myself to do with

my mother.



We then walked quietly and slowly down the long nursing home corridor.
There were 4 of us—myself, 2 people from the funeral home, and my
grandmother in a body bag on a gurney. As we walked down the corridor, [ saw
several residents standing quietly at their doors, almost as if to pay their last
respects. I thought to myself how hard it must be, when you are elderly, to see one
of your fellow nursing home residents being taken out in a body bag. I was sad for
them and sad for us.

To this day there are many unanswered questions that remain in my mind
about death, despite having watched 2 very significant people in my life die. I
wonder how people truly make sense of their own losses. I wonder how those
who have lost entire families in an instant due to accidents manage to cope and
carry on. I continue to think about the devastating and massive losses from the
September 11th tragedy.

Amidst all of the uncertainties of life and death alike, what I do know is
that my grandmother’s death helped prepare me for my mother’s death 12 days
later. It was also a stark personal revelation to me that losing a child, even a child
the age of my mother, is just not the way it is supposed to be.

As I sat at the funerals for my grandmother and then my mother, I began
my own personal journey into thinking and wondering extensively about death.
The thought struck me about the unconditional love of a mother for her children

(or a father for his), and the dire need to avoid the pain of losing a child. I began



to think how we as a family might feel even more consumed with grief, if that
was possible, had the caskets been smaller and contained the remains of the
younger members of our family. The thoughts and questions stayed with me long
after the funerals ended. Thus began this dissertation journey.

At times while creating this document I have dreamt about the babies or
children or young people who were dying—especially those whom I’ve had the
privilege of interviewing along with their family members and healthcare
professionals. I have thought about them not in terms of what they have
accomplished, but of what they may have missed or perhaps are going to miss. I
have asked myself repeatedly: What is it like for a mother to push her baby out of
her body, and then have to bury that baby before he or she reaches adulthood? A
part of me believes all the research in the world will never fully answer that
question.

I think about children and young people who may never put their first
teeth under their pillows, reach their first birthdays, go swimming, pack a satchel
for the first day of school, draw giant cursive letters on Big Chief tablets, perform
at their first recitals, drive a car, get nervous about their first dates, experience
their first kisses, go to the prom, or cross the stage of their graduations. I think
about young people who, at some level of their emotional being, know they will

eventually be leaving their loved ones behind, sooner rather than later.



What takes place when our worst nightmares are realized and the dying
are children? What should be said to them? How do they make sense of their
lives? What can they teach others?

Much is written in the literature about death and dying from a general,
academic perspective. Yet much less is offered from the specific perspectives of
those who have the greatest story to tell: the children and young people
themselves who are personally facing life-threatening illnesses. The hope of this
research is to expand upon the literature in this area. We begin with a brief

overview of current scholarship.

The Challenge

Talking about death in general seems to be hard. Talking about death with
persons who are actually dying is even harder in that it represents one of the
biggest communicative challenges we all face.

Miller and Knapp (1986) point to one of life’s most difficult discursive
situations as the need for communicating with a person who is known to be dying.
This particular sphere of communication represents a skill many do not want to
think about, although most would like to have instant expertise when faced with
such an encounter. It often elicits an increase in avoidance strategies along the

lines of being upbeat, updating, and recounting (Miller & Knapp, 1986).



The Unthinkable

If we find such difficulty in dealing with dying individuals who are grown,
then what happens when children are the focus? Thus far a majority of extant
scholarship is predicated upon a chronological order of reality in which adults
usually die first.

Yet expected life scenarios do turn to the unexpected, in which the natural
and expected chronological order of death turns upside down. What happens
when the very people who are dying are children and young people? Are we dying
to know this information? Extant research suggests not.

Milo (1997) argues losing a child is out of the normal order of things to
the point of being unthinkable. My grandmother wanted no part of the
unthinkable, for there is no doubt in my mind that she willed herself to die in
order to avoid the pain of losing a child—even a child who was 72 years old.

As a society, we contemplate the deaths of parents, grandparents, siblings,
and friends as generally accepted and natural—if sad—facts of life (Fletcher,
2002). In contemplating death, dying, or bereavement, however, few of us are
willing to consider children dying before their parents, given the death of a child
is unfamiliar, uncomfortable, and outside the natural order of generational

progression (Fletcher, 2002). Judd (1989) calls such a death out of season.



Un-Silencing Children’s Voices

Children’s voices are noticeably silent in extant research on pediatric
illness, pain, and death. In a extensive, though non-exhaustive, review of more
than 200 articles and books published since the 1960s, I found 12 studies
containing sample populations comprising sick children (Bluebond-Langner,
1978; Burton, 1975; Hunt, 1990; Goldman & Christie, 1993; Issner, 1973; Katz,
Kellerman, & Siegel, 1980; Ljungman et al., 2003; Morrissey, 1963; Natterson &
Knudson, 1960; Ritchie, Caty, & Ellerton, 1984; Spinetta, Rigler, & Karon, 1973;
Waechter, 1971).

Most of the studies related to children’s conceptualizations of adults’
death. This reaffirms Thompson’s (1989) notion that researchers place greater
weight on studying the challenges and ramifications of helping children adjust to
the deaths of others as opposed to their own, given the degree to which
researchers themselves are uncomfortable even thinking about the subject of
children dying.

Bricher (1999) suggests children’s voices are distinctly missing in
research surrounding children and pain. Goodman and McGrath (1991) found that
a comprehensive analysis of pain problems often associated with terminal
illnesses in childhood and adolescence continues to be void of the perspectives of
the children themselves, although chronic pain is conservatively estimated to

affect 15 to 20 percent of the pediatric population.
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In thinking about death and dying, I am making the argument that if
researchers struggle with willingness to listen to children who are in chronic pain
then the challenges in listening to children who may be dying are even greater.
Even in scholarly writings on death and bereavement pushing for ful/
communication with individuals who are terminally ill, specific references to
dying children are noticeably absent.

For instance, in an otherwise excellent compilation of articles on end-of-
life issues from interdisciplinary and multi-dimensional perspectives, de Vries
(1999) offers a wide range of viewpoints in an effort to address the complexity of
life and death, and to promote dialogue among those whose personal and
professional interests bring them into contact with the dying and the bereaved.
The compilation includes articles from the perspectives of grandparents in times
of bereavement and even the perspective of animals as neglected members of
families coping with death. Yet no specific mention is made of the perspectives of
dying children.

Why is this so? Fowler-Kerry (1990) argues that if we are to develop a
true understanding of pediatric healthcare issues, we must do so by hearing
directly from children, as compared to hearing about them from parents,

representatives, or advocates.
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Knowing

We need to hear from seriously ill children because they know a great deal
about what is happening to them when they become ill. Nagy’s (1948) pioneering
empirical work set the foundation for understanding more about how children
thought about death in stages based on specific ages. Bluebond-Langner (1977)
found in her seminal work with children who had leukemia that children became
stronger in their personal awareness of their own deaths as those deaths became
imminent, despite physical and cognitive limitations of disease progressions that
might normally dictate otherwise.

Silverman (2000) found there comes a time when children realize they
will die from their conditions. When this happens, parents need to be able to
follow their children’s emotional and cognitive development in an effort to
recognize the changes their children will experience in death conceptualizations,
as well as their own ways of relating to the world.

Extant literature suggests children from the ages of 6 to 10 years generate
a sense their personal illnesses are no ordinary illnesses, despite frequent efforts
of parents and medical personnel to keep the children unaware of their prognoses
(Spinetta & Deasy-Spinetta, 1979). Faulkner (1993) argues children’s perceived
nuances of death, including their own, stem from personal experiences and
environments that vary greatly from those of adults. Koocher (1974) found that

children are far from being miniature adults in terms of the quality of their

12



cognitive capabilities; thereby suggesting adult literature on death and dying
presents an incomplete and thus inaccurate picture of children’s perspectives in
dealing with their own illnesses.

There is both a uniqueness and commonality in death experiences.
Children who are seriously ill and their parents share many common experiences
and feelings (Spinetta & Deasy-Spinetta, 1979). As well, there are significant
differences among experiences, personalities, economic and social standing, and
political and religious orientations. Such expected richness in similar and
different perspectives alike is worthy of in-depth examination through the voices

of the children themselves.

A Limited Goal

The intent of this research is to delve into an important and expansive area
of study using a limited and narrow lens. The research is deliberately designed not
to change any outcomes or make sweeping predictions. It is not designed to end
with a new communication theory or model or suggest how someone should or
should not die. In sum, it is not designed to culminate into one grand narrative.

Rather, the study is predicated upon individual stories, each containing its
own messages. These messages collectively reflect an observer’s look at how
language plays a role in the lives of children and young people with diseases

considered incurable and in the lives of those around them.
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In essence, given their unique messages, the narratives themselves serve as
stand-alone data. Such individualized offerings of self-disclosure give greater
voice to a special segment of society missing from extant literature, while
shedding new light on a difficult topic. In sum, this dissertation offers the stories
themselves as a beginning framework upon which additional theoretical questions

can and should be pursued.

The Process

In keeping with the limited intent of having the stories speak for

themselves, this study began with the following research questions:

RQ1: What can scholars and society alike learn from hearing
the personal stories and narratives of dying children or
children facing life-threatening or advanced illnesses?

RQ2: What meaning and sense-making are these individuals

constructing during this time in their lives, and toward
what ends?

Additional research questions stemming from the data collection are identified in

chapter 4, in the section titled “Future Considerations.”

Bricolage

Denzin and Lincoln (1994, p. 2) describe qualitative research as multi-
method in focus, involving an “interpretive, naturalistic approach to its subject

matter, suggesting that qualitative researchers study things in their natural
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settings, attempting to make sense of, or interpret, phenomena in terms of the
meanings people bring to them.” A picture of qualitative research and its multiple
methodologies is painted as bricolage, from the French word for bricoler,
meaning to putter about or to construct something by using whatever comes to
hand. Levi-Strauss (1966, p. 17) calls this multi-faceted form of qualitative
research a commingled, close-knit set of practices providing solutions to a
problem in a concrete situation as offered by the bricoleur, a “Jack of all trades or
a kind of professional do-it-yourself person.”

The notion of bricolage is offered given the reliance upon qualitative
research as an important methodological foundation for this study. Pauly (1991)
argues that the topic of all qualitative research is the making of meaning.
Qualitative inquiry lends itself to a research plan that is like the methodology
itself: It does not reduce the process to some simple set of procedures in support
of a conceptualization. Lindlof (1995) says qualitative researchers are seeking to
preserve the form and content of human behavior while analyzing its qualities,
rather than subjecting it to mathematical or other formal transformations.

Wright and Flemons (2002) argue researchers who wish to predict and
control, measure variables, test hypotheses, and make refutable truth claims will
find little of interest in most qualitative methods; but social scientists who are
searching for meaning rather than laws can find much in qualitative research to

inspire and intrigue them. In sum, my attempt is not to find the ultimate truths
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from the children and young people’s stories, but rather to (1) let the stories speak
for themselves, and (2) examine similarities and uniqueness contained in the
stories from which we can all gain knowledge about an inevitable human

situation: death.

The Preparation

Prior to undertaking this study, I conducted research in other areas
involving healthcare or end-of-life communication using qualitative interviews.
Included in this research were interviews with clergy persons from multi-
denominational churches who minister to dying individuals and interviews with
spouses whose partners died following many years of marriage. I have also
studied healthy children and their experiences with dental pain and immunizations
from a communicative perspective. In most of these cases, I used a narrative
approach involving open-ended questions. I use a similar approach in this
particular study, as I discuss in greater detail in subsequent subsections of this
chapter.

My additional exploratory research and preparation included becoming
certified as a hospice volunteer in a large municipal hospice organization catering
to both adults and children. As a part of this certification process and the studies
mentioned above, I conducted preliminary interviews with hospice clinicians,
clergy, and other volunteers, as well as with healthcare professionals and

volunteers in various hospital, pediatric palliative care, and nursing home settings.
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As a part of my own civic interests and academic scholarship, I also
participated in a 3-day camp for children who had experienced the deaths of loved
ones. I conducted no interviews during this time; nor did I attempt in any way to
use the event as a data-gathering opportunity. No written data, transcriptions, or
notes were taken during the retreat, although I did hold informal conversation
with various hospice professionals trained in pediatric research and with other
community volunteers.

Before I participated in the children’s bereavement camp, I also attended
an orientation session that focused on the stages of grief for children from the
perspective of chronological age. Results of the orientation session validated
much of the bereavement literature in suggesting that age matters in children’s
conceptualizations and understandings of death, including their own. At this
orientation session, the hospice professionals also highlighted the importance of
understanding community support systems in examining this topic from familial

perspectives.

Data Collection

Judd (1989) asserts that although theories help form a useful structure,
actually working with a child brings forth the excitement of discovery. In my
work with children and young people, their parents, and healthcare providers, I

used participant interviews as the basic data collection methodology for the study.
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Rubin and Rubin (1995) claim that interviews work best if the interviewer
and his or her conversational partner are in a small room—maybe sipping
coffee—while quietly discussing an event or exploring some aspect of their
culture. For this study, repeated attempts were made to replicate such settings in
quiet and conversational interview fashion with the children and their parents and
with healthcare professionals. Such attempts met with varying degrees of success,
especially when the interviews were conducted in hospital rooms during the
administration of medical treatments.

Geertz (1973) affirms there is much to learn about cultural interpretations
from what he calls thick descriptions in the interviewing process in terms of
inscribing meanings around particular social actions. For purposes of this study,
data analysis was conducted based on thick descriptions resulting from
conversations with children who have serious or terminal illnesses from advanced
diseases, and from conversations with their parents. An assumption was made
from the onset that if children and their parents were voluntarily giving of their
time for interviews, they were willing to tell their stories and experiences in

detail.

Recruitment

Thirty interviews were conducted for the purposes of this study. Thirteen
interviews were conducted with seriously ill children and young people primarily

identified by physicians who practice in areas involving advanced or terminal
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illnesses. The remaining interviews were conducted with parents and healthcare
professionals working in the field of pediatric care, including pediatric palliative
care in which children are simply being kept comfortable in preparation for their
expected deaths.

The sample size recommended for this study was in keeping with other
scholarly work in this general area based on qualitative methodologies. Yedidia
and McGregor (2001) conducted a study based on semi-structured interviews with
30 patients as close to their times of death as they determined possible.
Brinchmann, Forde, and Nortvedt (2002) conducted 20 in-depth interviews with
parents making life-and-death decisions regarding premature and/or critically ill
infants. Fletcher (2002) used a sample of 2 families as a way in which to
theoretically compare events, incidents, or happenings to determine variances in
families grieving the losses of their children.

Age matters in children and young people’s death conceptualizations. As
such, careful consideration was given to the requested age of the children and
young people in the sample population. For purposes of this study, children and
young people in the data set fell within the range of 5 to 20 years of age. Spinetta
and Deasy-Spinetta (1979) found children in this age range, or more narrowly in
the range of 6 to 18, have a fuller sense of the magnitude of their own illnesses.

Another justification for selecting this particular age range for the sample

19



population related to the children’s abilities to verbally express their feelings,
beliefs, and experiences.

One of the important distinctions of this research was a sincere attempt to
conduct stand-alone interviews with as many children and young people as
possible, specifically without the presence of parents or family members. Such a
protocol was attempted, with varying degrees of success in this study.

Appendix A contains a listing of all of the agencies and key individuals I
personally contacted for the purpose of finding individuals to interview. I made an
additional but unsuccessful attempt to secure respondents via advertising in
publications such as newsletters for the Texas Nurse Practitioners and the
National Association of Social Workers (Texas Chapter). Appendix B represents
newsletter copy placed in both publications at my expense. No respondents were
directly recruited via this method.

Finding willing respondents took approximately 3 months of intensive
work, not including the time invested in preparing a second research application.

That step in the recruitment process is described in the following section.

Institutional Review Board (IRB) Approvals

Two Institutional Review Board (IRB) approvals were obtained for this
study. The original proposal, IRB Protocol Number 2002-11-0038, went through
The University of Texas at Austin. The UT-Austin Office of Research Support
and Compliance approved the study request on December 18, 2002, prior to the
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proposal defense for a time period lasting until November 25, 2003. The study
was re-approved from September 3, 2003, to September 3, 2004.

When I was making initial contacts for data collection purposes, numerous
individuals referred me to Dr. Javier R. Kane, M.D., Associate Professor and
Head of the Palliative Care Program, Division of Hematology/Oncology/
Immunology, Department of Pediatrics, The University of Texas Health Science
Center at San Antonio. Dr. Kane works with children who have advanced illness
and/or children who are in the active stages of dying. In July of 2003, I met with
Dr. Kane and toured his clinic, which is located on the 8th floor of the Christus
Santa Rosa hospital facility in San Antonio, Texas.

Dr. Kane and his pediatric palliative care team were extremely excited
about the prospects of working on a qualitative study involving communication
aspects of ill children and young people with advanced illness. Dr. Kane
suggested that I undergo a second IRB approval process so that he and his
associates could serve as a referral source.

The second IRB was approved through The University of Texas Health
Center in San Antonio, IRB Protocol Number 034-0099-105. It was approved on
November 5, 2003, with an expiration date of November 4, 2004.

Dr. Martha Morse, M.D., Pediatric Pulmonary Specialist from San
Antonio, Texas, was also instrumental in referring patients to me. Dr. Morse was

featured in a San Antonio-Express News article titled “Doctor says it’s all right to
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be human: Physician Martha Morse shares her experiences on dealing with dying
patients (Pisano, 2003).”

I formed partnerships with Drs. Kane and Morse and other individuals
listed in Appendix A to find willing interview respondents. Respondents were
also identified via a convenience sample in collaboration with physicians and
representatives of healthcare provider organizations such as hospice entities and
children’s hospitals.

Once the parents of prospective respondents were identified, I requested
that staff members of the healthcare facilities or professional agencies make the
initial contact via a cover letter with information on how to contact me if
individuals were interested in participating. This process was in keeping with the
IRB specifications. Appendix C shows a general letter given to individuals
working in the field who were willing to share information about the study with
potential respondents. Once individuals indicated a willingness to consider being
interviewed, or to having their children interviewed, names were passed along to
me by healthcare physicians or individuals working in the field for follow-up
purposes. I made no direct contact with potential respondents until permission had
been granted by participating physicians or healthcare providers.

Given the complexity of working with individuals during this particular
time in their lives, I developed an interview decision tree prior to data collection.

Appendix D shows a general model of the decision tree.
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Appendix E shows a typical Interview Protocol, including the general
outline used as a starting point. I made modifications as warranted. The primary
interview criteria beyond medical diagnoses were that (1) the children or young
people be able to communicate, and (2) that in the case of children 18 or younger,
their parents be agreeable to the interviews.

Both male and female children were recruited. Serious attempts were
made in working with various healthcare professionals to find gender and ethnic

diversity within the respondent pool.

Interviews

I solicited interviews with pediatric, parental, and medical personnel.
Regarding parental involvement, repeated attempts were made to separate
parental participation between mothers and father to the extent possible so as to
maximize gender participation.

Interviews ranged in length from approximately 20 minutes to well over 2
hours. Locations for the interviews varied, predominantly between the
respondents’ homes and the Christus Santa Rosa Pediatric Palliative Care Center,
in both the clinic and hospital settings. Other interview locations included retail
outlets such as restaurants and coffee shops. I used semi-structured, open-ended
questions in the interviews in support of the identified Research Questions. Such

questions are shown in Appendix E as asked of both children and parents.
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Appendix F is an overview of the respondent profile including
children/young people, their parents, and healthcare providers. As noted, some
children and young people were in remission from their diseases. Some were in
the active stages of dying. One of the identified respondents was too ill to be
interviewed at length beyond an initial brief conversation. He subsequently died a
few weeks later. However, his mother was willing to be interviewed to give voice
to her dying son.

Some of the children and young people were struggling with advanced
illnesses in various stages, e.g. cancer or Cystic Fibrosis, from which full recovery
or life longevity was not expected. In sum, the overall criteria for being included
in the project required first, that the children/young people and parents were
willing to participate in a voluntary capacity, and second, that such participation
on the part of the children and young people would in no way make difficult
situations worse. In keeping with IRB specifications, it was stipulated in advance
that if, at any time, a patient’s ongoing participation in the project was thought by
any involved party to be detrimental to the patient’s situation, interviews would
be discontinued or not pursued. This situation did not, however, occur at any time
in the data collection.

I recorded all interviews via cassette tape, and made extensive field notes

along with the taped conversations. An outside professional service transcribed
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the tapes. Confidentiality was maintained at all times in keeping with both IRB

protocols.

Data Analysis

For this study, I used a thematic approach to compile and analyze data by
conducting an ongoing content analysis of the interview transcripts (Patton,
1990). As Patton recommends, I conducted data analysis based on various
strategic options, such as categorization via chronology, key events, various
settings, people, processes, and issues. | developed and expanded emerging
themes as a result of the interviews using Glaser and Strauss’s (1967) constant-

comparison method to create categories of relationship between data units.

Validity

Babbie (2001) states that simply “being there” is a powerful technique for
gaining insights into the nature of human affairs in all their rich complexity. He
uses an example of an interview with a nurse discussing impediments to patients’
abilities to cope with cancer in suggesting that observations and
conceptualizations are valuable in their own right, and provide the basis for
further research—both qualitative and quantitative.

Kirk and Miller (1986) propose that one way to help ensure validity with
research is to constantly evaluate the data by spending considerable time in the

field and with resource persons in order to check and recheck for accuracy.
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Throughout the study, I periodically made checks and rechecks with various

respondents in the field regarding the data being received.

Reliability

Babbie (2001) addresses the reliability issue by suggesting that researchers
should use the benefit of colleagues in a communal sense of science to sort out
their own biases and points of view. Bochner and Ellis (1996) argue that
qualitative researchers are hard-pressed to stand above and outside what they are
studying. To help ensure reliability, I periodically used physicians and other
healthcare providers and professionals from hospice and other healthcare entities
as communal colleagues for the purposes of checking both data reliability and
validity. I discussed emerging themes with these various resource individuals on a
periodic basis while maintaining confidentiality of participants in the sample
population at all times.

In studying terminally ill persons, Wright and Flemons (2002) call for the
establishment of relational integrity in which relationships being studied are held
to be inviolable. Researchers must not impose themselves on the person or thing
being researched, but must allow the researchers’ informants, experiences, data,
and analyses to speak for themselves.

Two components of Wright and Flemons’ (2002, p. 268) choices for
ensuring relational integrity include (1) treating interviews as conversations in

which respondents are invited but not pulled or pushed into an exploration of

26



experiences; and (2) allowing data analysis to become a process of composing
stories about participants’ stories in the way of creating “meta-stories that retain
the uniqueness of individual participants’ voices and that weave these voices
contrapuntally.” The importance of storytelling as a core methodology for this

study is discussed in the following section.

Narratives and stories

The core foundation upon which this dissertation is based points to the
value of stories. Everyone has a story to tell. At the beginning of this chapter, I
told part of my own story, involving my mother and grandmother. Browning
(1992) says that stories are communications about personal experiences told in
everyday discourse that do not require a technical specialist to understand what
they mean. He argues the telling of stories gives coherence to a group subculture
(Browning, 1992). Fine and Sandstrom (1988) state that working with children
presents opportunities for researchers to step back and learn from those who are
constructing their own worlds in the moments of creating monuments.

Gilbert (2002) says the terms narrative and story are generally found to be
synonymous in a world in which we live in stories, not statistics. I use the terms
as such for the purposes of this section and within this study.

The telling of personal narratives is one form of presenting self to others
that begins early in life and crosses racial, ethnic, and cultural boundaries

(Markham Shaw, 1997). Not only do we present ourselves through narrative,
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those with whom we are involved present us to others through narrative. Bruner
(1990) and others offer narratives as a way in which individuals make sense of
experience. The story metaphor emphasizes that we create order and construct
texts in particular contexts. Because narratives help create plots from disordered
experience, they become essential meaning-making structures that must be
preserved and not fractured by investigators, who must respect respondents’ ways
of constructing meaning (Riessman, 1993). Situational contexts such as difficult
life transitions and personal trauma lend themselves to order making (Beck, 2001;
Riessman, 1993). Beck (2001) argues the public presentation of personal
narratives can accomplish coherence and consistency through the description of
some personal trauma. Storytelling is simply what we do with our research
materials, and what informants do with us (Riessman, 1993). Browning (1992)
points to stories as messages that unfold naturally; and that stories are known to
be flexible, evolving, and changing. People learn to give context to what is said in
a story (Browning, 1992).

For purposes of this research, knowing more about ill or dying children in
particular can and should teach us a lot about understanding the future generations
of children who face life-threatening illnesses and their parents who live through
those situations vicariously and experientially. Such information should also be of
assistance from a public policy perspective as societal policy leaders continue to

struggle with the issue of dying children from a myriad of contexts. At a
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minimum, hearing from ill children and young people should arguably help shed
additional light on what Sprang and McNeil (1995) define as one of the most
avoided topics of conversation in society: our own deaths.

Puchalski (2002) argues that of all life’s difficult yet important
experiences, dying may be the most difficult; thus a critical need exists to ensure
that society enhances the dignity of all people, especially those made vulnerable
by illness and suffering. Puchalski identifies listening as one of the primary ways
of ensuring this dignity.

When I have told people about the topic of my dissertation, the response,
quite often, has been the same: a non-verbal contorting of the face in grimace like
fashion. A verbal response usually followed along the lines of “Why in the world
would you want to study that? It’s so depressing.”

Yet listening to my own inner compass following the deaths of my mother
and grandmother told me to make this journey, which has been far from
depressing, although there have been many sad days. Through it, I have become
convinced there is much to learn about living and dying from talking with those
whose lives may be coming to a close, most especially the children and young

people who are experiencing the unthinkable.
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CHAPTER 2:

THE STORIES

Stories are important within research. Gilbert (2002, p. 235) suggests that
storytelling is integral to study in that it affords the opportunity to hear
respondents speak in their owns words, as filtered through choices made by the
researcher. The approach “taps into the emotional as well as the intellectual
experience of the participants.”

The stories contained in this study come from the hearts and minds of
those seriously ill. They contain as much raw transcription as possible in an effort
to maximize the accuracy of the respondents’ emotional experiences. I present

them here in chronological order of my interviews, beginning with Minister Mike.

A. Minister Mike Foretells

My first interview resulted from a referral by a pediatric pulmonary
specialist who had heard of my research. She sent me the name of the young man,

Mike, who was affectionately known as “Minister Mike.”! The young man and

1 Unless otherwise noted, the names I use in this dissertation are the actual
names of the people involved, used with their permission. In keeping with IRB
requirements and healthcare rules and regulations, I have changed the names of
some people in some narratives. In this story, I have changed the names of the
people I call “Mike/Minister Mike,” “Little Sam,” “Dr. Esperanza,” and “Rosie.”

30



his mother were anxious to tell me of their lives in the spirit of witnessing. Their

story began with a tale of a vision.

In the Beginning: A Brotherly Vision

Minister Mike foretells a vision: “My brothers and sisters in Christ, I bring
you good news of great joy. For I have seen a great light. And the great light is
that of my brother, Little Sam.”

A young, seriously ill, 12-year-old boy, Mike remembers the vision. While
sitting in his wheelchair in a small, contained, and humble apartment he shares
with his mother, the handsome young man with puppy-dog eyes and a full head of
straight black hair tells me what transpired during one of many hospital visits.

In his vision, Mike clearly saw his older brother, who had been
affectionately known as Little Sam. Little Sam died at the age of 4, of the same
disease that afflicts Mike now. No one had ever talked very much about Little
Sam with his younger brother because they shared the same disease. Everyone
tried to protect Mike.

Yet on this particular hospital visit, Little Sam visited Mike in the hospital
in the vision. “He came. I saw him in a vision with 2 other angels. I didn’t know
who they were. I couldn’t really visualize them. But he had come and he told me:
‘Get Mom out of there—it’s a trap.”” So Mike insisted that he and his mother
leave the small South Texas town that had been their home in order to receive

better medical care and escape worrisome family problems. The vision
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transported the family to a large metropolitan area of Texas where they willingly

agreed to tell me their story.

Mike and Minister Mike

Mike spends his days sitting in a wheelchair, riding a special transport van
that picks him up in the wee hours of the morning, going to school, playing video
games, watching television, talking to friends who call him “Dude,” and visiting
with his mother and grandmother. To pass the time while glorifying his God, he
sings Christian songs in a rich deep voice with a full vibrato in sweet harmony
with his mother. His nights are spent sleeping on a small bed tethered to oxygen.

His birth name is Mike. His self-appointed name is Minister Mike. His
mother uses that name as well for her son. He foretells his own life story, as short

or long as it may be.

Children with Special Needs

Mike moves around predominantly by using a wheelchair. He has been
stricken with Neuro-Muscular-Dystrophy (NMD), or more specifically, Spinal
Muscular Atrophy (SMA). Spinal muscular atrophy is a genetic mutation that
destroys nerve cells in the spinal cord, leading to muscle weakness and atrophy

(wasting).? For Mike, the disease has specifically robbed him of his ability to

2 MDA Diseases (2001, May 18). Spinal-bulbar muscular atrophy MDA
fact sheet. Retrieved January 4, 2004, from
http:www.mdausa.org/disease/fasheet sbma.html.
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walk, and so he remains confined to a wheelchair, relies heavily on oxygen, and is
surrounded by machines to help him maneuver through the day. Amidst the many
celebrity posters and computer games, Mike’s bedroom looks like a mini-hospital
room.

The disease is no stranger to Mike or his mother. Four years after Little
Sam died, Mike was born with the same affliction. Mike’s mother calls her boys
“children with special needs.”

Twelve years ago physicians told Mike’s mother he would not live to his
first birthday because of his physical plight. Today he defiantly contorts his body
and thrusts a clenched fist in the air from his wheelchair to proclaim his longevity
at age 12. “Against all odds” seems a fitting mantra for Mike, especially as

compared to the very short life of his older brother.

Little Sam and the Family

Despite dying so young, Little Sam seems to have paved much of the way
for his younger brother, Mike. Little Sam was treated in a small community where
medical technology and innovation at the time were quite limited. “[There] they
didn’t have the technology like we have now, like the [PV machine, the VPAP
machine, they didn’t have all that,” Mike explained. The Intra-Pulmonary
Percussive Ventilation (IPV®) machine helps clear individuals’ lungs and
improve overall breathing. The Variable Positive Airway Pressure (VPAP®)

machine is designed to help with breathing overall and specifically assist in
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alarming patients and caregivers when respiratory pressure is too high, too low, or
there is a power failure involving any of the breathing assistance machines.

Mike’s vision of Little Sam gave him the impetus to insist that a move be
made. In about 1995, they say, Mike and his mother made the move across Texas
and settled near a large hospital serving pediatric residents where physicians were
learning more and more about his disease.

The move from a small community to a metropolitan area also helped
Mike solve family issues, primarily for his mom. “I just kept telling Mom that we
have to move away, and that it’s [the smaller town] a trap, and we need to get out
of there.” Mike says his dad wasn’t the “right kind of person” for the family.
“Although this is where most of my family lives [in the smaller town], I just kept
telling Mom that we have to go to the bigger place. It’s a trap, and we need to get
out of there,” Mike kept saying, over and over again.

After the move, when Mike’s father sent his mom divorce papers saying
their marriage was nothing more than “a big show,” Mike responded by
encouraging his mom and viewing the dilemma as a mother/son partnership
problem, saying that “We had to go through that part, and we got through it.”
Mike continues to be estranged from his father. “Up until now, ever since we left
the house to come down here [to the larger city], [ haven’t seen him ever since. I
don’t want no contact. I don’t want to, [ don’t. . . . I don’t really want contact with

him because I don’t want him to give my mom trouble.”
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Golly Dude: Minister Mike and His Legacy

Mike and his mom reminded me of an important Biblical teaching to them
(John 3:16, New Revised Standard Version): “For God so loved the world He
gave his only son, so that everyone who believes in Him will not perish but will
have eternal life.” Young Mike and his mom believe in that message
wholeheartedly. It embodies the very heart and soul of the way they live their
lives, and carry out their mission of service to others.

Mike explained his belief to me that God had given him a highly
privileged and very special agency with Him, proclaiming him “Minister Mike.”
Mike laughs when he talks about his friends who say: “Golly, dude; you’ve got a
special relationship with God. You’ve got a real relationship with God.” He
responds by saying: “Yeah, even though I may look like I’'m playing my
[computer or video] games or I’'m doing something else, I’m talking to God
actually. That’s my time alone when I’'m playing my games. I just talk to Him in
the mornings when I’m just there.” When asked if God talks back to Mike, he
responded without looking up and without elaboration, “Yeah.”

Carrying on a conversation with Mike means sometimes you are talking
with 12-year-old, all-boy Mike, whose favorite movie is Finding Nemo, and who
blushes when he talks about meeting a beauty contestant winner from his large
city. At other times, talking with this child with special needs means you are

receiving The Word from Minister Mike. He is quick to quote Bible verses. He is
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a soloist in his church choir, and he actively solicits food and toy donations for the
underserved, all as callings from God.

Both Mike and his mom wholeheartedly feel that Mike has lived 11 years
longer than expected for a variety of reasons, including the love and care of
outstanding physicians and the benefit of research and technology surrounding
him in the bigger city. Yet the primary reason Mike believes he is still alive is
because God has called him to minister to others. This special calling has allowed,
and mandated, that Mike live in order to become Minister Mike, and be in service
and outreach to others. God “helps me out,” Mike explained, thus giving back
because of that help is important to him.

Mike defines this outreach as his “legacy,” a word that many 12-year-old
boys could arguably not even know—much less feel a burning desire to create
before they die. Mike likes to tell his story over and over again so that he can
sustain the legacy he is ardently trying to create as fast as he can, especially given
his limited life expectancy.

During the Christmas season, Minister Mike actively solicits funds in
order to dress up as Santa Claus. He hands out toys to younger children less
fortunate. When asked how his legacy building was proceeding, he replied: “Oh,
it’s going good. I still haven’t reached as many as I had over there [in his small
hometown]. We are still getting our feet wet here. We’re still trying to get more

people here [in his larger city].”
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People, Not Animals

Mike wants to make others understand how to relate to people like
himself. He wants people to understand there is a definite demarcation between
“people” and “animals.”

“I like it when people treat people with disabilities as people—like regular
people. Because we are, we’re not just animals, we’re not anything like that.
We’re normal human beings. We are just like any normal person.”

Mike firmly believes that “even though we do come in different shapes
and sizes and colors and everything, we’re just like everybody else. It’s no

different.” The bottom line is that “we’re still human beings.”

Mike and Dr. Esperanza

One of Mike’s favorite people is his physician, Dr. Esperanza. Mike loves
Dr. Esperanza, and his face lights up with a smile when anyone mentions her
name. Mike loves to talk about her, and tell stories of how they work together to
keep Mike from dying.

Dr. Esperanza is well known in the large city for her work with young
people and children. After 16 years of medical practice as a pediatric pulmonary
specialist, she says now that she can love a patient and lose a patient and survive

and “be better for it.”
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Together Dr. Esperanza and Mike fix his lungs—over and over and over
again for the time being. Like so many young people with spinal muscular
atrophy, Mike repeatedly finds himself knocking at death’s door because of lung
fluid problems. Dr. Esperanza has repeatedly saved him. They work together as a
team, and they “shoot straight” with each other about the severity of each
situation.

“We openly speak of him dying sooner rather than later, although unlike
cancer there is no timetable,” Dr. Esperanza said. “As long as he doesn’t get an
infection, he can go on a while, but when he gets a cold, he just goes downhill,”
she added.

During one particularly difficult time within this past year, Dr. Esperanza
repeatedly tried to eliminate fluid from Mike’s lungs so that he could breathe, but
without complete success. Mike described the procedure: “They have a special
tube . . . and this procedure takes about 20 or 30 minutes. They have this tube, and
they go in and it has a real small camera, and they see inside the lung. There’s a
hole for suctioning, and there’s a hole for putting medications in there, and there’s
a hole to blow in oxygen.”

Mike calls the procedures “bronchs.” During this particularly difficult
time, Dr. Esperanza had already completed at least 4 or 5 bronchs on Mike, each
of which could be life threatening because of the medical risks associated with

sedation and other potential complications. While Dr. Esperanza had been
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successful in getting out much of the phlegm and mucus and other problem fluids
in Mike’s lungs, too much fluid still remained, which would eventually kill him.

“She [Dr. Esperanza] told my mom to prepare for the worst, and to start
thinking reality,” Mike said. Prior to the 5th or 6th procedure, Mike had told his
mom that he wasn’t ready to leave yet, although he knew that Dr. Esperanza had
tried everything humanly possible to clean out his lungs. He even told Dr.
Esperanza before the procedure took place not to feel badly if it didn’t work this
time around because she had tried everything possible.

He also specifically called Dr. Esperanza over to his hospital gurney prior
to the procedure to say “thank you” to her for all of her efforts. “I want to thank
you, and I know you have done and you are doing everything in your power that
you can, and I want to tell you that I love you,” Mike told Dr. Esperanza. “I saw
my mom turn around and she started to cry. Dr. Esperanza put her head down, and
she turned red, I saw her,” Mike remembered. He specifically requested that Dr.
Esperanza watch over his mother because he knew that she would be sad when he
died.

“And finally it came to her [Dr. Esperanza], and God gave her this idea,”
Mike said explaining the innovative procedure that Dr. Esperanza had created
specifically for Mike as a last-ditch attempt to keep him alive. “What she did [a
variation of the standard procedure], took her a little bit longer, this one took 40 to

50 minutes,” Mike explained. “But what she did with this procedure was [to first
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go] in there, and she sucked out as much as she could. Then she massaged the
lung to push all the stuff to the top, to the upper lung, so that it would be easier to
drain. She had sucked it all, and got it all, and then she blew oxygen in there, she
opened it up and made it blow up so it would get full of air. Then she told me that
she had blown some of her breath into me. She had blown some of her oxygen
into me.”

When the procedure ended Mike told Dr. Esperanza that her “breath must
have been anointed because it sure got up in that lung. And she just smiled at me.
I told her: ‘Dr. Esperanza, God gave you the grace and the knowledge and the

power to get through this,”” Minister Mike said.

Avoiding the Tubes

Like so many other ill children and young people, Mike is keenly aware of
his illness, and the ramifications of certain situations. One of his biggest worries
is the possibility of tubes being inserted into his body that would hinder his ability
to talk and eat on his own.

In 2002, Mike experienced severe throat complications. He could not
swallow. He encountered a new minor procedure to him called “swallowing
therapy,” in which lemon swabs were used in his mouth to help stimulate the
muscles. Through this stimulation Mike was eventually able to increase his facial
flexibility and open up his mouth more to increase his abilities to communicate

and eat. Talking and eating are important to Mike. “It was a little crazy because I
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almost had to get a feeding tube, almost, it was close. . . . It was God again. He

helped me out,” Mike proclaimed.

Shooting Straight

Mike believes talking about his illness is a way of helping others. When
asked if Dr. Esperanza always “shoots straight” with him, he replied: “Mmhmm.
She’s a really good doctor, and I have a really good relationship with her.”

Talking directly is important to both Mike and his mom. Mike’s mom
affectionately remembers the time when he told another doctor besides Dr.
Esperanza, “You know what? This is my body. You are going to do the things to
my body. . . . So you speak to me,” Mike demanded. He was 11 or 12 years old at
the time.

“Sometimes I tell other people about it [the illness], and I think it sort of
helps them to understand,” Mike said. Even when asked about a possible
preference at times for not talking about being sick, Mike responded: “Oh, it’s
OK, it’s not really that bad.” He especially prefers to hear directly from all his
doctors, as opposed to some physicians’ practice of asking the parents to first step
outside the room for conversation, leaving the young patients alone to wonder
what is being said about them. Mike despises this outside-the-room dialogue
practice that he again likens to inhumane treatment of the less-than-human: “I tell

people that I don’t like people who treat us like animals,” he stated.
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A Mother’s Perspective

Mike’s mom, Rosie, knows the heartbreak of losing a son, having said
goodbye to Little Sam when he was 4. She is now reliving a similar story with
Mike.

Being honest and straightforward with Mike has always been important to
Rosie. Yet as a mother she first tried to protect her younger son from thinking
about death. She did not talk with Mike about Little Sam because of the disease
they shared. When Mike told her he already knew about Little Sam from his
vision in the hospital, communication lines between Rosie and her son were
strengthened even more.

“I thought he [Mike] wasn’t ready to know of his first brother and that he
had passed on,” Rosie commented. . . . “Then Mike told me he had spoken to him
[Little Sam]. . . . It was at that time that he [Mike] knew and understood what was
going on. It was through that experience that he started being more open and also
talking about if he himself were to pass on. We are very open about that [dying].”

Rosie also told another visionary and prophetic story in which Mike
somehow learned of the death of a fellow church member and Catholic sister long
before the news was actually delivered to the family by a minister. As the story
goes, Mike was in the hospital, and had asked to be taken outside for some fresh
air, and to look at the buildings. While he and Rosie were sitting outside, they saw

an eagle soaring. Rosie felt an overwhelming peace fill her heart and soul. “I
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know about coming under the shadows of the Almighty, and that His wings will
cover us,” she said.

After seeing the eagle, both Mike and Rosie then saw a dove fly by and sit
on a window ledge. The dove began staring at the two of them. Rosie comments:
“And then Mike says to me: ‘You know, Mom, this is no coincidence,’” referring
to seeing the eagle and the dove. “‘There is a message behind this.””

Rosie continued: “Then Mike says to me: ‘Do you remember the sister
from church? . . . The sister passed away already.’””

Later that day when the church pastor called to check on Mike, Rosie
asked about the sister. Actually, she commented to the pastor that she already
knew the sister had died. The pastor asked Rosie how she had already become
aware of that situation. She answered: “Mike told me.”

To this day, both Mike and Rosie believe that the sister sent the eagle and
the dove to appear to them in the hospital garden so that together they might pray
for her as she made her transition from life to death. They cherish that memory.

Rosie believes she and Mike have a natural and a spiritual understanding
that will sustain them both, regardless of the future. She affirms that as Mike
grows older, he should become more of an advocate for his own needs.

No longer will Rosie allow physicians to pull her aside to talk away from

Mike about her son’s grave medical situation. She stated: “Mike, I don’t need to
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teach you no more. You are an advocate on your own.” Slowly she is beginning to
release her son, just as she had to do with Little Sam.

Despite relying fully on God, sometimes her faith waivers, given that both
of her children were born with spinal muscular atrophy, which will most likely
take them both away from her eventually. “It’s not to say in the natural I don’t
feel the angers or . . . say, “Why me?’ Because those questions did come, and
those feelings did come,” Rosie explained. “However, I knew that I was not in
control of our lives, and I knew that our lives were only passing through here. I
knew that I needed to trust and depend on the Lord,” she added.

Rosie lives for the moment. She fully accepts that only through God’s
grace will she be able to handle what is yet to come her way. For now, she wants
and needs to live each day in the moment, knowing that, as the saying goes,

tomorrow will be another day.

Be Still My Soul

“Staying still” is the bottom line for Rosie. Despite a reality that could
have easily buckled other parents, Rosie prepares for the future with her
remaining and terminally ill son by staying still. “Sometimes things are so
challenging. Life is so challenging and hard, and not knowing about the unknown.
We need to know that if we are emotionally reacting to the situation, then we need
to stay still, and The Answer will come. The peace comes to us right as we are

leaving. In the meantime, each day is God’s masterpiece.”
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The Future

Like so many sages who have lived much longer lives before him, Mike
has visions about his life as it stands today and his future. He still continues a
relationship with Little Sam through his dreams. Little Sam would be 16 now if
he were still alive. Perhaps the brothers are preparing for a reunion in a different
realm.

Mike continues to talk with his mom about his illness. Most of the time,
however, they prefer to just go about “enjoying their lives, enjoying God
together,” Mike said. “We usually do things together, like eat and we play
games,” he added.

Yet the notion of life and death is still fraught with high stakes and
weariness for Mike and his mom. Sometimes talking or thinking about the future
is difficult for Mike. He changed the subject only once during the entire
interview. When I asked him a question about his future, he said “Sounds like it’s
going to rain or something.”

Nonetheless, perhaps talking about the future is something Mike chooses
not to do, as opposed to avoiding the topic entirely. Like the angel Gabriel in the
Christmas story who foretells the coming of a special birth, Mike seemed to know
how things were going to shake out in terms of his own life and death story. At
age 12, he appeared not to be unfolding his entire life story—at least not at this

time during the interview.
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He does, however, seem to gingerly suggest a premonition for his own
future: “Well, there’s some stuff coming in the future. Next year I don’t know the
whole story. Only God knows what’s in store for me next year. Yeah, there are
things coming in the future—probably this month or next month. It will be quite a
few weeks from now. I’'m just praying about it,” he confided.

With that, Mike begins to sing Christian songs with full vibrato using his
much-coveted lungs to praise his God. His mom joins in. Together they make
beautiful harmony. “Against all odds.” That is The Word proclaimed through the

life being led by 12-year-old Minister Mike.

Epilogue

Five months after this interview was held, Minister Mike’s mother called
me to say that Mike was in the hospital and not doing well. The last time I saw
him, he was about half the size as before. The circumference of his arms and legs
was about the size of a quarter. He could barely speak, much less sing. He smiled
slightly and said hello when I walked into the room.

While Mike rested, his mother walked me around the hospital wing. She
showed me the Tree of Life plaque commemorating those children who died
within the previous few years. Each child had a gold square with his or her name
engraved on it, signifying the branches of the tree. About one-half of the squares

were blank.
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Rosie pointed to the gold square at the very top of the tree: “That’s the one
Mike picked out for himself,” she explained. Mike picked out the square when he
had arrived at the hospital a few days before.

A few days after our visit, Mike was discharged from the hospital to die at
home. Before he was released, Mike fulfilled his dream of giving his mom a
surprise birthday party in his hospital room, and meeting a San Antonio Spurs
basketball star. The basketball star said afterwards that this special 12-year-old
boy ministered more to him than anyone ever had, according to Mike’s mom.

Three weeks later on an early Saturday morning, Mike asked his mom to
physically lift him up in bed so that he could reach out to God and the angels. He
was ready to go. He died a few minutes later, telling his mom that he loved her
with his last breath. The local newspaper ran a story about his death and his
ministries.

At his funeral, the 12-year-old boy/minister looked handsome and
distinguished lying in a gray casket clothed in a black tux, complete with cumber-
bun and bowtie. People spoke of a reality in which this young man was simply
running a race ahead of his time. His beloved Dr. Esperanza gave one of the many
eulogies. She remembered a time when she had to lobby Mike hard to get him to
wear an oxygen mask at night so that his lungs could rest. Finally she told Mike
that if he wore the mask, he would be like an astronaut who could fly to the moon

at night. The next time he saw her, he told her that her ploy had worked. He had
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worn the mask and been to the moon — and that the moon was indeed made of
cheese.
In true form, Mike had the last written and spoken word at his own

funeral. The funeral program contained a message from him that read:
Thank you for spending this special day with me for the laugher
and memories this day will bring I thank my dear lord for the
blessings like you and I hope that in time, you’ll reminisce of this
day and say to yourself, “Oh, what a glorious time.”

His aunt played a cassette tape toward the end of the service in which Minister

Mike said goodbye to everyone in a clear, firm voice: “Bye, everybody. I shall

miss you all.”

B. The Hooters Guy

For his 16th birthday in the fall of 2003, Richard? wanted to go to a place
called Hooters, a restaurant chain known specifically for its physically endowed
and scantily clad waitresses, and that he did—wheelchair and oxygen and
all—along with his mom and his beloved hospice friends who cared for him. The
entourage even included the hospice chaplain, “Reverend Lois” as Richard called
her. Reverend Lois proclaimed the outing as a “monumental and joyful and

wonderful celebration of life.”

3 In this story, I have changed the names of the people I call “Richard,”
“Reverend Lois,” “Dr. Johnson,” “Bob,” and “Alonzo.”
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A short time later Richard’s mom sent me a message via electronic mail.
The message said: “I just wanted to let you know that Richard went home to be

with his Lord, yesterday morning.”

Richard’s Story

Richard embraced life with a smile that rippled off the sides of his face
and down his thin body in the wheelchair like water from an edgeless swimming
pool. He laughed at the humor, or attempted humor, of others around him almost
as much as he laughed at himself.

Life, for Richard, was ridiculously funny, embarrassing, joyful, ironic, and
full of love. Life was also quickly slipping away. He died less than eight weeks
after this interview was conducted, a little more than one month after his 16th

birthday celebration at Hooters.

Despite the Prognosis

Richard was born with Ataxia-Telangiectasia (A-T), but did not officially
receive the diagnosis until he was 11 years old. A-T is a progressive, degenerative
illness that attacks many body systems. Children with this disease usually appear

normal at birth yet begin showing signs of the disease in the second year of life.
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Initial signs may include slurred speech that stems from a lack of muscle control
called ataxia or “wobbly balance.”*

In the disease progression, a second clinical hallmark occurs after the
onset of ataxia in the form of telangiectasia, tiny red spider veins, usually
appearing on the surface of the ears and cheeks or corners of the eyes exposed to
sunlight. Approximately 70 percent of children experience a third major clinical
moment in the form of recurrent respiratory infections which often become life
threatening.

Several times during his 16 years of life, Richard nearly died. Yet he kept

bouncing back. He never failed to see the irony or humor of the situation.

Richard’s mom: [To Richard.] Do you want to tell her /myself as the
interviewer] what the doctor told you who put you in

hospice?
Richard: Yeah. [ had 6 months.
Question: Six months to live? How long ago was that?
Richard: Six years ago. [4 huge smile engulfs Richard’s face.]

And I’m still here.

Richard led a full and active life during his few years. He loved to watch football
on television. He loved to bowl, and he says he was a darn good bowler who
loved to throw strikes. (Funny how we think children and young people with

physical challenges might be different in their thinking from all the rest of us).

4 A-T Children’s Project (2004, n.d.). What is A-T? Retrieved January 4,
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He loved to go to the Special Olympics, where he competed in the softball
throw. He was good at throwing the ball. He loved the movie Star Wars. The
small bathroom he shared with his brother and mom was covered with movie
paraphernalia and posters of Luke Skywalker in action.

Richard’s body may have been physically challenged, but his ego was
healthy. He was proud to have been featured in a newspaper article about his own
physician and her work with dying children and young people.

This particular cover story featured a beautiful color photograph of an
exuberantly smiling Richard in a crisp black and white golf shirt. He was sitting
in his wheelchair, having his breathing checked by his beloved physician, Dr.
Johnson. Even though he exuded shyness and humility, he loved the attention.

Richard would happily yet sheepishly grin when you showed him a copy
of the newspaper article. He would then scribble an illegible autograph that at
least he said was his name on your copy. He would only return it to you if you
gave him some dollars or at least some spare change—a proverbial and loveable
con man. In this case the con man was a 16-year-old boy sitting contorted in his
wheelchair with a twinkle in his eye, a smile that would not quit, and a bottomless

heart of gold.

2004, from http://www.atcp.org/What%20is%20A-T.htm.
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Oxygen Hater

Despite his positive countenance and brilliant sense of humor, Richard did
not like being noticeably sick. He did not want people to know when he was
getting oxygen. He fought the physical progression of his disease to the bitter end.

His mom said Richard’s reliance on a wheelchair came all of a sudden, as
if he had willed his legs to hold him up for as long as he could. The same was true
for other medical necessities. “He never had a feeding tube, a G [gastrointestinal]
tube, and [all of a sudden] he had to have one of those. And we never had to have
nursing care before, and now we’re going to have to,” his mom explained. In
Richard’s house, things seemed to be a certain way for the 16-year-old for 1
minute, and then a completely different way the next.

Richard detested being seen with oxygen although he knew it kept him
alive. When he was forced to use oxygen, Richard often refused to go to school or
church. Before he died, he often asked one of his hospice workers how many
more times she thought he would have to be on oxygen, because “there are times
when he thinks that he will no longer bounce back from being on oxygen or
antibiotics,” his mom commented.

Although the oxygen tubes going into his nose gave him the breathing
assistance he desperately needed when necessary to stay alive, they made Richard
feel horribly embarrassed and self-conscious. Interestingly enough, Richard lived

in modern western civilization where permanent body piercing and demarcation
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over all parts of the face are arguably typical and prevalent signs of individuality,
if not popularity. Yet for Richard, somehow the removable, clear, and noiseless
tubes unnoticeable to the adults around him became like a giant noose around his
neck. He wanted no part of being different.

Yet Richard was unmistakably different. He was 16 years old and dying.
Despite that reality, he was almost magical in the love he constantly poured out to
his mother, his brother, and to those who cared for him. The “Richard is amazing”

stories overflowed.

The Contentious Worrywart

As amazing as he was, Richard worried a lot—not about himself, but
about those around him. When he did not go to school because he was really sick
or was forced to use oxygen, he worried about Bob, his friend and hired aide at
school. Bob was one of the individuals with whom Richard talked most about his
illness, in a fraternity of male bonding.

“He is very fond of Bob,” said Richard’s mom. “When he didn’t go to
school this week, he [Richard] was worried for Bob—that Bob would be out of a
job, because he didn’t have anything to do. I tell him, don’t worry about Bob—

they’ll find something for him to do,” his mom added.
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Look Ma, No Hands!

Scholarship suggests humor is a critical coping mechanism during end-of-
life times. Such was the case for Richard and his community. Although talking at
times was difficult given his breathing issues, he never failed to tell his hospice
care workers that they could only come back to his house and see him when they
had first stopped by Toys-R-Us on the way.

His mom told the story of when Richard first had his G-tube inserted for
eating. “He was in the hospital. His cousins came over to see him, and he said:

‘Watch. I'm going to show you a trick. Look, I’m eating: no hands!’”

The Dirt Nap

Not only did Richard make fun of his own physical situation, he made fun
of how society as a whole talks about the plight of those like him who are dying.
Richard quite often used the word death in talking about himself and his situation.
What he also enjoyed talking about even more were all the words or phrases
people used in place of the “D” word. His list was priceless, and his smile
unending as he shared each one:

Kick the bucket

Buy the farm

Cross the river

Pushing up daisies

54



Taking a dirt nap
Even the hospice workers delighted in picking up on Richard’s rhetorical cue. It
was as if Richard set the tone about the language parameters for talking about his
situation. Without a doubt, he was comfortable with the word death. He never

seemed to deny the reality of his situation.

Protectionism: The Man of the House

Within their family structure, Richard and his mom, and his little brother,
Alonzo, spent a great deal of time and energy protecting each other. Alonzo was
born perfectly healthy in 1998.

Richard and Alonzo, who looked much the same, acted like normal
brothers. They wrestled and boxed with one another, played jokes on one another,
got on each other’s nerves, and most of all: protected one another. When the
family was sent a new hospice nurse, Richard and his mom told the nurse she
need not be offended when Alonzo tried to take over the situation to protect and
help Richard. “I said, please don’t get offended. I said that sometimes, like when
he [Richard] was coughing, and she [the new nurse] was saying, ‘Do you need
your bucket [to cough into]?” Well, Alonzo, he thinks that’s his job. He’ll go and
get it. [When mechanical] alarms go off [signaling Richard is in physical trouble]
he [Alonzo] goes and . . . says: ‘That’s my job, that’s my job to take care of my

big brother!’”
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The tireless hospice workers who help Richard love to tell about Alonzo’s
parting words and rituals every evening when they finished taking care of his
brother. “Thank you for taking care of my brother,” he would always say to them.
After walking them out of the modest mobile home with the long blue wheelchair
ramp, Alonzo checks under their cars for strange things, or scans their cars with
flashlights to make sure all is well for the evening. The hospice workers thank
him.

Alonzo then asks them to beep their car horns at him so he will know they
are safe as they drive away. The same words are said, and the same actions taken
almost every evening. The noise of car horns beeping repeatedly brings simple
comfort and solace to a very grown-up 5-year-old boy named Alonzo—a young
boy who loves his dying brother.

Richard also worked hard to try and protect his mother from sadness and
crying, no easy task, she readily admits. “He doesn’t like for me to cry for
anything,” Richard’s mom commented. To which Richard replied, “She cries at
everything. You big baby!” Richard then flashes his huge smile, and gazes
affectionately at his mom, who does not disagree with the assessment. She readily
admits the tears flow easily, and always have. She uses much the same self-
effacing humor as her son in responding: “I cried the first day of school. I cry the
last day of school. I cry when he goes into another pant size,” she laughed. She

described her oldest son as being her protector—"“my man of the house.”
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The Dying Talk

Richard was extremely close to his grandfather. “I love my grandpa,”
Richard commented. It was Richard’s grandfather who would always hold him
tight when Richard was feeling as if he were going to die.

During these times, Richard’s grandfather would console him by saying,
“When the time comes, who’s going to be waiting for you on the other side?
Remember? Who’s going to be waiting there for you?”

“Grandma,” Richard would reply.

Fight or Flight / Fight or Freedom

One of Richard’s ultimate goals was not just to have a 16th birthday party
at Hooter’s, but also to have a high school graduation party. His goal was to
graduate with his class of 2006. He told his mom just recently: “You know, Mom,
instead of a birthday party, I want a graduation party. Oh, wow!”

Yet Richard never made his goal of graduating in 2006. He died in late
November of 2003, in the early morning hours of a Thanksgiving weekend.

Perhaps for Richard there is a notion of “fight or freedom,” as compared to
the proverbial notion of “fight or flight.” Although his body failed to let him reach
his high school graduation goal in 2006, in no way did Richard run away from
death. In fact, he embraced his dying in the same way he embraced living. He

talked about it with grace and humor far beyond his 16 years of age. Richard’s
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long-time school mentor, a gentleman far older than the 16-year-old, said as a part
of his eulogy, “I did not mentor Richard. Richard mentored me.”

Physical freedom now abounds for Richard. No longer does he have to be
tethered to or embarrassed by oxygen. No longer does he have to cough into a
bucket. Perhaps life on the other side, in whatever shape or form that may take,
represents the final and truest form of freedom for Richard. His mother believes
SO.

Before he died, Richard asked Dr. Johnson about her notion of Heaven.
He explained to her that he wasn’t worried about dying, but he was concerned
about missing all of his favorite television shows. Dr. Johnson reassured Richard
that televisions would be turned on 24 hours a day in Heaven. He could watch

anything he wanted, anytime.

Epilogue

The Hooters guy who embraced life, and taught so many others how to do
the same in the process, died quietly in his own bed at age 16, with his mother
sleeping on the floor next to his side. The evening of his death, on the Saturday
after Thanksgiving, he seemed to feel much better than earlier in the week. He
wanted to watch a movie, and said very clearly, “I need a candy bar.”

He spent time with his adored grandfather, mother, and little brother. He
was unusually concerned on that particular night about being clean. He wanted to

make sure his fingernails were all clean. He wanted his face to be perfectly clean-
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shaven. He even asked his cherished grandfather to hand shave him after already
being shaved with an electric razor. This was unusual behavior. His mom said it
was as if he were preparing for a new life in which he wanted to make a good first
impression.

When his mom awoke on her own accord in the middle of the morning,
she immediately knew Richard was not breathing. For some reason he did not
have any coughing fits right before his death, unlike so many times before. His
eyes were closed, and his mouth was no longer open as if fighting for his last
breaths. His mom kissed him, and said at least now he would never have to wear
oxygen again.

During the funeral visitation time, Richard’s treasured protector brother,
Alonzo, worked the crowd in his crisp white button-down shirt, black creased
pants, and shiny patent shoes. Every few minutes Alonzo would glance at his
mother, as if to make sure she was still standing. He would then return to the
open casket and touch the hand of his champion and departed brother, clothed in a
blue high school sports jersey. Richard would have been, or was, proud.

Perhaps the night of his death Richard knew what was going to happen.
Maybe an unusual cleaning ritual became one way for Richard to prepare for what
was to come. Maybe he wanted to look his very best to see others. Whatever the
reason, being clean and extra-handsome on this one particular night seemed of

critical importance.
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In the words and beliefs of his grandfather, Richard most assuredly was
going to see his grandmother again, his guardian angel. She would reach down to
give him a big hug and kiss, and say, “Hi.” The Hooters guy had indeed

graduated.

C. Intellectual Capital

In a capital city of a large state, a very smart and loving family rests a little
easier now that their son, Marcus,’ age 5, is in remission from a rare and
potentially deadly form of leukemia. The cancer struck Marcus when he was 24

months old.

Web MD: The Ugly Stuff

Marcus’s mom, Sandy, knew something was wrong. “Marcus had been
sick. He had been on antibiotics. We thought that he had an ear infection,” she
stated in a matter-of-fact manner. He was only 24 months old, and could not
verbalize a lot. “But you know, he just didn’t look good,” she added.

Sandy was the first to diagnose Marcus as having leukemia. She continued
to be concerned about his overall appearance, and his inability to come back from

the ear infection, or what could possibly have been the flu. “I had actually gotten

> In this story, I have changed the names of the people I call “Marcus,”
“Mom/Sandy,” “Dad/John,” “Debra,” and “Dr. Jones.”
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online thinking: What could this be? and had come across, you know, it’s funny,
because most kids, if they don’t have the measles, mumps, flu, the basic stuff,
then it goes immediately to the really ugly stuff. You know, like cancer,” she
explained.

Sandy searched the web in detail. On one particular search engine, called
Web MD, she entered Marcus’s specific symptoms. The word leukemia appeared.

“I had a doctor’s appointment for him to go back to the pediatrician, but
the night before, I went to a book store, and saw a book on leukemia. I just picked
it up, and just looked at the symptoms, and freaked out,” Sandy said. The book
presented the symptoms of leukemia in great detail, including joint pain that can
manifest itself in preventing children from wanting to walk. That was Marcus.
“That really triggered fear in my mind,” she commented.

The next afternoon was Marcus’s appointment with a local pediatrician.
Early that morning, Sandy called the pediatrician and asked: “Can we just come in
now?” That morning the pediatrician told Sandy he did not think Marcus had
leukemia, but he would do a blood test just to make certain. “He had this little
machine in his office. Then he said ‘This is definitely some kind of leukemia,’”
Sandy said. That was all the information he would give her at the time.

Sandy took Marcus straight to the pediatric hospital. Dad (John) met them

there. Thus began the family’s chaotic journey into the world of cancer. It began
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almost as fast as Sandy had searched Web MD, and pulled up the word leukemia.
Planes, Trains, and Automobiles

Marcus and his parents spent the first night at a local children’s hospital
trying to make arrangements for the future—or at least the next 24 hours as they
redefined their new future. John commented: “We thought that it was bad, but
more our take on it was, we need to find the best place in the world, and get on a
plane and go there.” The next day the family left for St. Jude Children’s Hospital
in Memphis, Tennessee.

Marcus’s older sister, Debra, stayed behind with friends so that her fifth
birthday party scheduled that very day would not have to be cancelled. “I went in
my imagination,” sister Debra remembered. Parents John and Sandy did
remember to cancel the dinner party they were having that evening, but they
forgot to notify everyone whom they had invited. While a few unaware dinner
guests stood on a darkened front porch, the family was well on its way to St. Jude.

Chaos is an initial part of most pediatric cancer diagnoses.

Low Tones

Like most families, hearing the word cancer for a child triggers the
onslaught of a waking nightmare. For some, the word is among the most ugly in
the English language. Like memories of that notable day in Dallas when President
John F. Kennedy was assassinated, nearly every parent of a child with an

advanced illness seems to remember the exact day and time when they were first
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told of the situation. Some parents wet their pants, as one mother shared with me;
some simply drop to the floor. Others have to have the message repeated,
sometimes again and again.

In the case of Marcus’s family, the physician initially telling them the
diagnosis of leukemia for certain said the word in such a low tone in an attempt to
be soothing that the family missed the diagnosis at first. “I remember he [the
physician] was very soft spoken—we couldn’t hear him. I probably had a
wiggling toddler on my lap and some chattering. [ remember not hearing
anything,” Sandy said. She asked that he repeat what he had just said.

Research has long indicated that physicians struggle with the delivery of
bad news. Physicians working in pediatric care suggest that only in recent years
has training been initiated in relatively small scales in medical schools whereby
they are taught how to work with the families of dying patients. Such was not the
case in the early 1980s. “Doctors were taught to distance themselves emotionally,
and I think that’s wrong,” a pediatric pulmonary physician states. “You can’t let it
impair your judgment, but I no longer fight it,” she says.¢

Perhaps speaking softly is one way of attempting to soothe a family or to
distance a person emotionally from the necessity of having to deliver devastating

news. Whatever the reason, the physician spoke so softly that Sandy was forced to

%Pisano, M. (2003, August 18). Doctor says it’s all right to be human. The
San Antonio Express-News, pp. 1D, 4D.
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have the word leukemia repeated at least once more before it finally soaked in to

her psyche, literally and emotionally.

Talking Down

Marcus’s parents are well-educated individuals. Both have strong
academic and professional credentials. Tackling Marcus’s cancer from an
intellectual capacity will always be a core strategy for the family. Included in that
process is the way in which Marcus’s physicians communicate with Sandy and
John as they direct their son’s care. They respectfully contrast their hunger for
straightforward, smart, and recent detailed medical information with other
families who may only want a thumbs up/thumbs down response.

Plain talk, as John and Sandy call it, does not work with them, but they
recognize and appreciate everyone’s diversity in the range of information desired.
“Something that I know they [the physicians] struggle with, and it’s a fine line, is
not to overwhelm the parent. There is just so much information to be reported,”
Sandy commented. “My brain was just trying to reach back to college biology,
you know, when you are talking about white cells and platelets. It can be very
technical, trying to understand it,” she added.

Sending cues is important. Sandy commented: “In talking with doctors, I
find myself doing this when I encounter a new physician, is kind of sending them
cues, you know, that we are educated. There is so much [to grasp]. They [the

physicians] are trying hard to make this understandable . . . putting things in very
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simple terms. And we get frustrated with that because we both feel like we’ve
earned honorary degrees,” she stated.

In remembering the initial and subsequent conversations with the soft-
spoken physician, Sandy recalled: “I remember doing that [sending cues] with Dr.
Jones. We told him very straight out: ‘Look, we are both educated. Please don’t

talk down to us.””

Options and Answers

John and Sandy wanted messages that delivered three things: (1) current
and detailed information; (2) answers; and (3) options. Generalizations and
platitudes became shrill violations against their self-images as young
professionals, and most especially as educated parents of a young child who had
cancer. Making decisions based on personalities or trite sayings was not an option
for them.

“I remember I was talking with Dr. Jones on the phone that day, telling
him that we had made the decision to go [to move Marcus from their hometown
hospital to St. Jude Children’s Research Hospital in Tennessee], and I said, that’s
my advice from my sister who has the most medical training in my family. She’s
an oncology nurse, and I just have to trust that,” Sandy stated. “And his response
was, ‘I wish you would trust me.’ I was just like, I so don’t need this right now.”

Once the family arrived at St. Jude, they were given many options,

answers and very detailed information as to how specific medical protocols would
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be used on Marcus. Upon the family’s initial arrival, the front-line medical staff
spent at least 10 minutes simply explaining the features of the room in which
Marcus had been placed, long before conversations began about actual treatment.

Even when the conversations did not represent options or answers for the
family, somehow the St. Jude staff managed to deliver the messages in such a way
so0 as to avoid the gross generalizations and small talk that had initially frustrated
the parents. Both Sandy and John attributed the change in communication style at
St. Jude to a focus on research as opposed to practice.

“The doctor came in that night [the first night they arrived at St. Jude]. He
was a resident. Not even a leukemia guy—he’s a solid tumor guy,” Sandy
explained. “He took a lot of information. That was part of what he was doing. But
he also explained so much,” Sandy recalled.

“And he wasn’t hurried, he was just there. I think we probably spent about
2 hours with him,” she added. John quickly interjected, “Which was funny
because, the gist of what he really had to tell us was: “We are not going to do
anything until Monday morning.’ I think it had to do with the difference of a
human being and a focus on practice versus research,” John said. “These are
people [at St. Jude] who actually do spend all their time when they are not treating
patients thinking about better ways to treat patients—better ways to fight the

disease,” Marcus’s dad explained.
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A Language of Weirdness

Marcus spent many months at St. Jude. To this day, he and his parents
continue to travel back and forth for follow-up treatments. He also continues to
see physicians in his hometown.

When asked how the parents communicated with 2-year-old Marcus
during this initial time and during subsequent periods, both Sandy and John
acknowledged doing “weird” things to both continually entertain and distract
Marcus. Finding word substitutions became an important part of that language of
weirdness.

For example, Marcus has always loved “choo-choo” trains. The pajamas
he was wearing on the day of the interview, which he proudly showed to everyone
in the room, were covered in colorful trains. He likes to make the sound of trains.

Thus when Marcus first began treatment at age 2, the port that was
surgically placed into his body for the purpose of delivering his chemotherapy
became his choo-choo. The dressing placed on top of the port became the train
station or the route. The little pillow that holds up the port became the platform.

As he grew older Marcus began to send the family signals that he knew
what was going on with his body. He began to understand what the actual medical
words meant, and what certain treatments would entail. Sandy recalled: “And then
one time, you know we would always [in front of Marcus] call it [the port] choo-

choo, and we would talk to the nurses about the port,” she explained. One time
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Marcus turned to his mother out of nowhere and said: “That’s not my choo-choo,
that’s my port!” Marcus was approximately 3 at the time.

Marcus also quickly picked up a lot of the medical terminology beyond
the word port. When the time came for Marcus to receive shots or take medicines,
Sandy would usually say to her husband in front of Marcus: “I think it’s time to
administer his pharmaceuticals,” a way to say medicine without him running. Yet
she explained that even as early as age 3, Marcus knew what was coming when he
heard the phrase administer his pharmaceuticals. “He knew. He caught on very

quickly,” Sandy said.

Statistics, Sanctuary Spots, and Verb Tenses

Knowing the details associated with pediatric cancer and leukemia data is
critically important to Sandy and John. They view themselves as intellects and
continually study and learn the many statistics associated with their son’s disease.

Without looking at a sheet of paper, they succinctly told me that 1 in 2
million children is diagnosed each year with the same kind of leukemia Marcus
has experienced. This figure represents what they call nightmares for 1 in every
10,000 children just like their son. The stakes are high, and the chances for
reoccurrence prevalent.

Fortunately Marcus remains in remission to date. The parents are quick to
correct me when I mistakenly refer to Marcus’s disease in the present tense. They

do not want Marcus described as a young person who Aas leukemia.
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“Actually Marcus doesn’t have leukemia. He’s in remission. Well, he’s
still on treatment, so it’s kind of a personal choice on words—ones that we think
are important, and we certainly emphasize with him,” Sandy explained as she
corrected me. “He probably went into remission day seven of treatment, which
most kids with leukemia do. But they still think that on a molecular level, he still
might have leukemia, so they continue to treat him for about 3 years. But their
clinical definition of remission most kids reach in the first month,” she added. The
family remains ever vigilant in keeping up with the latest technology and
information on the disease as their son continues to receive treatment on a

prevention basis.

Reassurances and Choices

Despite being frequently frustrated with physicians who deliver messages
in ways perceived too simplistic or patronizing, both John and Sandy are grateful
for the medical care and technology they have found both in Memphis and their
hometown. It has kept Marcus alive so far.

This time in their lives is spent holding each other close, enjoying lazy
Saturday mornings, reminiscing, looking at photographs, and reading the latest
information on leukemia. Marcus and his 8-year-old sister, Debra, seem
exceptionally close. They look out and take care of each other.

People tell John and Sandy they are parents to be admired for their

unending reliance on intellectual capital in responding to Marcus’s cancer. They
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are told they come across as extremely poised and graceful in the many ways in

which they have faced this chapter in their lives. They suggest otherwise:

Mom/Sandy: It’s not always that graceful.
Dad/John: —graceful, nor pretty.

Mom/Sandy: Stress brings out a lot of ugly.

Revisiting their son’s initial cancer diagnosis and the early days and months of
Marcus’s cancer at age 2 is not something Sandy nor John care to do. However,
they choose to do so in an effort to provide both education and reassurance to
other parents in similar situations.

“I know there have been studies on what kind of information parents wish
they had heard, and one thing that doctors don’t tend to address, that parents
really want to hear—it’s like the 4th most requested thing: reassurance,” Sandy
explained. “You need a lot of assurance that you caught this as soon as you
possibly could have. That this wasn’t neglect—every parent I know completely
beats themselves up over it.”

She added: “That’s funny, it’s really like a first stage thing. You really are
caught up in why. Then it goes out the window. And you don’t think about why,

ever again. That’s the way it is,” she declared.

70



D. Praising Life: The Final Chapter

Shannon and David Ede and their children are individually and
collectively one of the most physically beautiful families I have ever seen.
Together they look much like an ensemble cast on a Hollywood movie screen.
Mom Shannon looks like Nicole Kidman, complete with long, wavy red hair and
porcelain skin. Dad David looks like Kevin Klein. Their 3 children, Patrick and
his siblings, Daniel and Ellen, are equally beautiful with translucent smiles,
smooth complexions, and sparkling eyes. The family smiles and laughs a lot.
They obviously enjoy being together.

Yet their world of physical beauty and happy times became an emotional
nightmare on November 26, 2002, when 12-year-old Patrick was diagnosed with
Acute Myeloid Leukemia (AML). Here is their story, beginning with a look at the

disease that hit their family.”

Growing Pains and Visceral Responses

The American Cancer Society and the National Cancer Institute identify

leukemia as the most common form of cancer in children and adolescents. It

7 At the suggestion of The Ede family, information from various Internet
sites such as the Patrick Ede CaringBridge web site retrieved from
http://www.caringbridge.org/tx/patrickede, along with a review of a videotaped
church celebration led by his parents to thank friends and supporters, has been
used to supplement the interview commentary.
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accounts for nearly one-third of all cancers in children under the age of 15, and
one-fourth of all cancers occurring before the age of 20.8

Acute Myeloid Leukemia (AML) is a rare form of pediatric leukemia. It is
a cancer of the blood-forming tissue usually found in the bone marrow and lymph
nodes. The bone marrow of persons with leukemia begins producing large
numbers of abnormal and immature blood cells that are usually white blood cells.
These bad cells are often called blasts. Blasts flood the blood and lymph streams,
and then may invade vital organs such as the brain, testes, ovaries, or skin. In
some rare cases, AML tumor cells may form solid tumors called Isolated
Granulocytic Sarcoma (IGS) or Chloroma.

Early signs of AML may include fever, chills, bleeding or bruising,
swollen lymph nodes, and other symptoms that are flu-like such as weakness,
chronic weariness, or aching bones and joints. In Patrick’s case, 2 days before
Thanksgiving in 2002, he went to his physician. He was hurting badly.

“My bones had been hurting more. My arms and legs had really been
hurting, and I couldn’t sleep at night because it hurt so much. And I thought it was
growing pains. So we went to the doctor, and asked if we could see blood work.

And later, he diagnosed me,” Patrick calmly stated at age 12.

8 Cancer Reference Information (2003, n.d.). What are the key statistics
about childhood leukemia? Retrieved Jan. 2, 2004, from
http://www.cancer.org/docroot/cri/content/.
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Parents use a variety of words and phrases to describe their reactions to
hearing the news for the first time that one of their children has cancer. Some
calmly rattle off long names of specific diseases. Others take a chronological,
journal-like approach. They tell you where they specifically went each day, what
they did, who saw them, where, and what the physicians, nurses, and others said
at every point of the journey. In some cases, the reactions are beyond words and
descriptions.

“Just for the record, I mean, we all had moments,” Shannon, Patrick’s
mom explained. “When I first heard [Patrick’s diagnosis], I had a visceral
response,” she added. She explained that in actuality she wet her pants and the
carpet in the physician’s office, for which she later apologized. The physician told
her not to worry—it had happened before with other parents.

Patrick’s father, David, also had his moments of despair and darkness.
Shannon describes a memorable moment for her husband that occurred later on in
their son’s illness when the pain for Patrick was excruciatingly horrible. “David
laid out on the hospital floor one time, in tears, because he [Patrick] was in pain,
and the morphine wasn’t touching his pain, and the nurses weren’t responding,
and it was so frustrating.” There is a sense in talking with this family that father
David seldom loses his composure.

Regardless of what came the family’s way, the young boy at the center of

the storm seemed to rise above it all. ““I think Patrick is given a special grace
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because I have seen him respond more negatively emotionally to algebra before
and since cancer, than he did the whole thing [the cancer journey]. I’'m not
kidding you. I think he was really given a special grace,” she said.

Shannon also talks about her son and his philosophy regarding his illness
within a schema of control. She is proud that Patrick remains in control of his own
decision-making and life living, to the extent humanly possible. Shannon suggests
Patrick sees himself in being in control of his destiny: “Not to get boring, he’s just
fairly in control, of thinking ‘OK, this is my responsibility in setting this thing.””

Another verbal exchange reaffirmed much the same sentiment. It also

added a perspective held by the whole family: They are not alone in the journey.

Mom/Shannon: We explained to him that he has cancer, . . . but he was
shockingly accepting right from the start.

Question: [Asked of Patrick.] Any idea why?

Patrick: I knew that it was in God’s hands.

In a Matter of Hours

Parents of children with advanced diseases view time differently. Time
frames are much shorter and bound by upcoming treatments and physician visits.

Weeks may seem like an eternity in the worlds of children and young
people who have cancer. Minutes and hours seem to dictate a cancer family’s
calendar as they try and cope with what has now become a different type of long-

term future. The Ede family web site, www.caringbridge.org/tx/patrickede/,
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described one particular day in the almost-daily postings of Patrick’s progress in
terms of hourly time limits:

December 5, 2002: Patrick gets to go home for about 30 hours.

Upon the initial diagnosis, the family remembered that Patrick started on
chemotherapy within a matter of hours. The simple difference in expectations
from one hour or one day to the next can bring major highs or lows.

Patrick and his parents also remembered an especially joyful time in
which he ran ahead of schedule. “He [Patrick] surprised us the day that he got out
of isolation. This time, day 21 would be the earliest that he should ever come out.
But he had recovered enough to where it was safe for him to come on out,”
Shannon said. “But Patrick, on day 14, his white cells rebounded, and [he] made a
great recovery, so he was a week earlier on getting out of isolation. I was going to
get my mask and gloves on, and he said, ‘No, Mamma.” Then those tears just

started coming, and he came in and hugged all of us, and we’re all boo-hooing,”

she added.

Cybersphere Prayers: The Birth of Communication

The Patrick Ede web site is one of the saving graces mentioned repeatedly
by the family. Patrick’s Uncle Johnny created the site. It is a part of the Caring
Bridge organization, an organization designed to help seriously ill children and
young people and their families stay in touch and be informed throughout their

healthcare journeys. Shannon describes the web site and the communication
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available to her at her fingertips as the “birth of communication—it’s just huge.
He [Patrick] can communicate with other people. So now it will allow us to rally
support, and can also tell us what we need. People right away started sending us
e-mails and stuff, telling us jokes, and to try and reach him,” she added.

Patrick enjoyed the web site because it allowed him to hear from not only
his healthy friends, but also other cancer kids and seriously ill kids who made him
smile. When asked if he personally looked at the e-mails, he responded: “Yeah, a
whole bunch. There are little 6 year olds, you know, saying, ‘Now I’ve got a joke
that I would like to tell,”” Patrick added.

Shannon viewed the web site as cathartic both for her husband and
Patrick. “He [David] would sit down there and daily, see what’s going on. It was
more than . . . just a lot of medical facts. There were some spiritual things that we
were learning, or things that we all needed. So it was really a helpful thing. It was
nice for me to not have to carry that because with any burden, I get impatient. For
now, he [husband, David] could just do that, and it took some of the stress off
Patrick, too,” she explained.

Patrick’s parents perceived a variety of benefits from the web site.
Shannon suggested the web represented a method for people all over the world to
write to the family, and “at our leisure we could read through them. The guest

would write, and they would send prayers and jokes and stories and so that way, it
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was a no hassle way of communicating effectively. Like we could look at that if
we wanted to, or we didn’t have to,” she added.

The family also believes this new birth in communication is a way for
patients such as Patrick to avoid becoming isolated in an environment where
sometimes direct contact can be costly, if not deadly. “When he [Patrick] was
really so sick, he did not get out and interact with the kids at the children’s
hospital here,” Shannon says. “He’s kind of introverted. He never felt well
enough to get out there. We did see this one boy who was the same age who was
out there yukkin’ up with the nurses. We were going, ‘What, are you really sick?’
In the MDA [MD Anderson Cancer Center], he (Patrick) had never really felt well
enough to go there and make friends with the kids, but there you are in isolation
where you are not allowed to be outside. It was kind of, he got peer support from
the web site because it was easier to write to people that way,” Shannon stated.

David also says that the web site, which contained daily updates on
Patrick’s condition, as well as his whereabouts, represented a much-preferred
method of communication for families like his. “It’s so much better than e-mail
because e-mail is sort of a push type of communication: Here I'm pushing this to
vou. But the web site was more pull. It was basically: Here it is if you are
interested. So, it wasn’t very intrusive communication,” he added.

The web site also became a way to ask for help, and to sort through

emotions throughout the hospital vigils. The family routinely asked for people to
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rally on Patrick’s behalf in terms of prayers when times became really tough.
David also used the routine of connecting with the web site as a form of sense-
making. “That was actually an exercise in discipline for me to have to sit down at
the end of the day, and do all the events, all my emotions, all my thoughts,” David
said. “It sort of made sense. . . . So that was real good for me. Also, people want

to know [what is happening, moment by moment],” he commented.

The Three-Finger Roller Coaster

Real-life activities of daily living remind us that conversing with children
and young people in the best of times is frequently challenging. Thus when
children like Patrick are thrust into a foreign and frightening world like that of
cancer, parents often search for new and simplistic ways to explain to their
children harsh and complicated scientific realities. In Patrick’s case, nonverbal
communication became an increasingly important way of understanding what was
happening on a daily basis, and what was to yet come.

“We were trying to get him ready for Houston [the MD Anderson Cancer
Center]. First of all, we were trying to give him a scope for a different
environment,” Shannon said. “I showed him three fingers, and that was three
different phases that we were going through,” she added.

Both Shannon and David used the three-finger method throughout the
journey to help Patrick gauge where he was in his treatment plan, and what was

awaiting him around the corner. The three-finger method became an explanatory
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tool for helping Patrick understand the initial phases of his treatment which
included induction therapy, in which chemotherapy is used to try and kill as many
of the leukemia cells as possible so that the disease will go in to remission, and
then the second and third phases, intensification and consolidation therapy,
designed to kill any remaining leukemia cells once the leukemia is in remission.
The three-finger method became a calendar for the family in terms of
holiday and major events. Because Patrick was first diagnosed during
Thanksgiving week, treatments were being given in the midst of the Thanksgiving
and Christmas seasons. Shannon would anticipate Patrick’s questions, such as
“Where is Christmas going to be?” She explained: “Christmas is going to be right
around here. You will still be in the hospital, just so you kind of know,” she
replied. Throughout the conversation, she again referenced a certain number of
fingers along with specific points along her fingers and the areas in between.
Shannon’s nonverbal, picturesque method of communicating using this three-
finger method almost seemed to parody a roller coast ride, with higher moments
at the tops of the tracks, and then the inevitable extreme dips or lows that were
just ahead of the curves in each stage of the treatment. “I would say: ‘So, Patrick,
here is where we are right now: We’re this far, and you still have this far you need

to go.” We kind of always had a scope ahead of him,” she explained.
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Bone Marrow Transplantation

One of the more successful moments of the journey that eventually led to
Patrick’s remission came in the form of a bone marrow transplant (BMT).
According to the National Cancer Institute, bone marrow transplantation is a
newer type of treatment against AML in which a patient’s bone marrow is
replaced with healthy bone marrow from another person whose tissue is the same
or almost the same as the patient’s. Bone marrow transplantation takes place once
high doses of chemotherapy are given in order to destroy all of the bone marrow
in the diseased body.’

Again the family turned to the web to make an appeal for individuals to
volunteer so they could be tested for possible matches with Patrick. On
December 14, 2002, many people came forward. Within that population, one
individual wanted desperately to help Patrick more than anyone: his little brother,
Daniel. As Shannon explained, “All Daniel wanted to do was be the donor, that’s

all he wanted to do.”

It’s Me! It’s Me! It’s Me!

On December 17, 2002, a match donor for Patrick was identified. Over

150 people, including Patrick’s brother and younger sister, Ellen, had willingly

? National Cancer Institute (2002, Aug. 19). Childhood acute myeloid
leukemia/other myeloid malignancies. Retrieved Jan. 2, 2004, from
http://www.cancer.gov/templates/doc_pdqg.
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agreed to be tested as possible bone marrow matches for Patrick. Human nature
suggests that some of them, including sister Ellen, breathed a sigh of relief when
someone else was identified.

Less than one month after Patrick’s first diagnosis, younger brother Daniel
found out he would get his Christmas wish: to be a bone marrow donor for his
brother. When Daniel first heard the news, his mom said the reddish-haired
exuberant boy went running through the house, jumping up and down, and
shouting over and over at the top of his lungs: “It’s me!!! It’s me!!! It’s me!!!”

On the afternoon of March 11, 2003, Daniel underwent a bone marrow
aspiration in which bone marrow was taken from his body in one part of the MD
Anderson Cancer Center, while Patrick waited in another. The boys’ parents said
the first words out of Daniel’s mouth after the procedure were as follows: “[Did] I
help my brother?” “Then,” as Shannon laughingly remembered, “he just blows
chow all over the place, you know, because he’s feeling awful.”

Nonverbal communication again became important to the family. “They
let Daniel out of his procedure. We went straight up to see Patrick, and to let him
know that his bone marrow was coming,” Shannon explained. “There wasn’t 