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CHAPTER I
Introduction and Statement of the Problem

Every day there are families who face the task of
deciding the fate of loved ones involved in catastrophic
events which have rendered them brain dead. This study
proposed to describe the experiences of the legal decision
makers who are involved in such situations and who have
consented to donate the organs of brain dead individuals for
transplantation. Each year, of the 20,000 who die who would
qualify as organ donors, only 15% actually become organ
donors. This is largely because families were not presented
with the opportunity to donate (National Kidney Foundation,
1987). More recent statistics indicate that as of February
1991, 22,512 people were waiting for organ transplantation,
e.g. heart, liver, kidney, heart/lung, pancreas and lung
(United Network Organ Sharing Update, 1991).

The legally prescribed task of asking families for a
decision about organ donation (with each hospital death)
recently became the task of individuals designated as trained
requestors. In July 1985, Oregon passed its first Routine
Inquiry Law which states that "when death occurs in a
hospital to a person who has not made an anatomical gift, the
hospital administrator or designated representative shall
request the (legal next-of-kin)... to consent to the gift of

all or any part of the decedent's body as an anatomical
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gift"™ (Oregon's Routine Inquiry Law, 1986). The necessary
informed consent entails disclosure of information by the
hospital's designated representative (e.g. nurses, doctors,
clergy, social worker, etc.) to the family and the family's
understanding of the presented information. Nurses, as a
significant number of the trained requestor personnel, have
an ethical responsibility to ascertain that the family
clearly understands the brain dead patient's condition,
recommendation for care, and the ramifications involved in
this care plan.

In general, it is the responsibility of health care
professionals, including nurses, to provide objective and
complete information to families. Within the organ donation
request realm, hospitals in Oregon are legally bound by the
Routine Inquiry law to designate and train staff (e.gq.
nurses, doctors, clergy, social workers, etc.; operating as
trained requestors) to make inquiry of families about their
wishes for organ donation. More specifically, trained
requesters are morally and legally obligated to approach
families of brain dead patients, during an emotionally
charged time and ask for a decision regarding organ donation.

Although Oregon's Routine Inquiry Law was passed in
1986, no information was located describing the outcomes of
the required request law and/or an evaluation of the request

process and it's impact on families or trained requesters.
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In addition, few research studies were found exploring the
recollections of families related to the organ donation
decision making experiences.

The investigators' clinical experiences in critical
care, transplantation, and organ donation have allowed them
opportunities to view first-hand the process of grief and
loss associated with brain death, as well as the decision
making surrounding organ donation. Because of these
experiences and the previously stated factors, it is
reasonable to descriptively investigate the experiences of
the persons who consented to cadaveric organ donation. The
study results may enable a better understanding of this
process and assist in educating trained requesters to better

meet the needs of the family in the future.
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CHAPTER II
Review of Literature
Limited research related to decision making surrounding
organ donation was found. The literature believed relevant
to decision making about organ donation falls into three
areas: informed consent, public and health professional
attitudes toward organ donation, and the Routine Inquiry law.
Informed consent is relevant to this study because optimally
it is an integral part of any health care decision a family
member makes. Public and health professional attitudes
toward organ donation is pertinent since these groups!
exposure to, understanding and perception of the organ
donation process may influence the number of donations that
occur. The Routine Inquiry law mandates that each hospital
in Oregon designate trained requesters to ask each deceased
patient's next of kin to consent to donate all or any part of
the deceased's body.
Informed Consent
The existence of true informed consent has been debated
in the literature (Caplan, 1983; Davis, 1989; Parks, Barber,
& Painvin, 1986; Peele, 1989; Rodgers, 1989; Rose, 1982).
One must consider the psychologically traumatic circumstances
in which families are approached regarding organ donation.
These people may be in a state of shock, grief, and

confusion. Because of these conditions, there is limited
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opportunity for families to make an informed or voluntary
choice. Time for decision making and a suitable environment
for thoughtful consideration of the donation question are
often scarce. It is questionable whether the bereaved family
is able to comprehend the information given them (Caplan,
1983). No research to support this opinion was located.

Attitudes toward Organ Donation

Public attitudes toward organ donation may affect the

number of people who actually give consent to donate a loved
one's organs. In 1990, the Gallup Organization conducted a
telephone survey (sponsored by the Dow Chemical Company) of
1012 randomly selected adults, in an effort to better
understand opinions and perceptions regarding organ donation.
Seventy-three percent of the 1012 reported that they were
likely to very likely to want their own organs donated after
death. Eighty-nine percent of this group indicated they
would likely donate the organs of a loved one if that loved
one had indicated a desire to donate prior to death. Those
who were most likely to donate had more formal education,
higher incomes and were living in the western portion of the
United States. Whites were twice as likely as blacks to
donate their own organs after death, but no difference
between the groups was found when asked if they would be
willing to donate the organs of their loved ones. Since

1985, the number of Americans who have completed their own
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organ donor card has increased 75%. However, only 51% of the
surveyed group were aware that, even with a signed donor
card, family consent must be obtained before organs can be
removed for transplantation.

Several factors may influence refusal to donate.
According to a survey (Robinette, 1985), these include the
following:

a. fear of hastiness in organ removal

b. fear of mutilation

c. fatalism

d. religious reasons

e. age -- too young or too old

f. never considered organ donation
The methodology and data collection techniques for this
survey were not adequately described or referenced. The
research drew from a few unnamed hospitals (patient charts),
hospital death records and a Gallup poll. Unfortunately,
this survey did not identify the demographics of the
population studied. As a result, it is unknown whose
opinions were surveyed. This survey was conducted in Canada
and the results may not be generalizable to the United States
considering the differing health care system that exists in
Canada.

Robinette (1985) also described that professional

attitudes may also play a role in whether or not consent for
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organ donation will be obtained. According to a survey of
intensive care unit (ICU) staff, which included medical
(interns/residents - 55; 1CU physicians - 119; other
physicians - 251) and nursing (1479) - from a transplant and
dialysis center, chaplains (87), and neurosurgeons (33) from
102 of 118 hospitals in Ontario, Canada, some of the main
reasons why permission for organ donation is not obtained are
as follows:

a. a lack of hospital policy regarding organ
donation and recovery causes confusion to
physicians and nurses.

b. the whole process is time consuming and
disruptive to the unit.

€. a lack of an in-hospital team or individual
assigned to the donation process.

d. a lack of specific information regarding
suitability for organ donation and optimal
donor maintenance.

e. a need for further education regarding the
process of donation.

f. a lack of monetary reimbursement for
physicians.

g. personal feelings as barriers, e.g. they
"don't want to bother the grieving family for

consent®.
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One study was located exploring the family's decision
making in organ donation conducted by Bartucci (1987). She
qualitatively described donor families' feelings and
experiences related to organ donation. She mailed a
questionnaire to 41 families directed at determining their
feelings about the donation process. Her research concluded
that most donor families had positive feelings about organ
donation as a result of their desire to help someone else and
make something good come out of a tragedy. What her research
did not address was potential differences related to what
organ(s) were donated and the guestionnaire she used asked
closed-ended questions that did not facilitate detailed
narrative from the study's subjects. Because our study
incorporates open-ended questions, we should obtain a richer
informant description that is more detailed, encompassing the
range of organ donation possibilities.

Soukup (1989) conducted home interviews with 46 legal
next of kin of totally brain dead (TBD) individuals. This
study sought to measure the relationship of six situational
variables on the stressful experience families perceived at
the time of organ donation. The six variables included: 1)
unknown (the family was not aware whether the TBD patient
wanted to donate an organ(s) after death); 2) type of family
decision making (isolated family member decision versus

concensus among family members); 3) time between suspected
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and declared brain death; 4) family participation in
immediate post death bedside customs; 5) heart as a donated
organ; and 6) age of the TBD family member. The investigator
designed tools used in this study were Organ Donation Family
Stress (ODFS) scale, Family Particiption Visual Analogue
(FPVA), and Demographic Data Form. Other tools were F-COPES
and Family APGAR used to evaluate OPFS construct validity.
The findings suggested that ODFS may be increased when
preference of TBD is unknown or when the family participation
is low in the immediate post death bedside customs. 1In
addition, evidence existed that the ODFS and FPVA were useful
self report instruments.

While the sample in this study and Soukup's (1989) study
were similar, Soukup's quantitative study focused on the
stress a donor family might experience, where this study
qualitatively concentrated on the overall experience of organ
donation as described by the next of kin of TBD individuals.
The sample size in both studies was insufficient for
generalization to other similar groups.

Routine Inguiry

Another factor influencing organ donation is whether the
request is made. Not all states require routine inquiry. oOf
the states that do mandate request, there is a great deal of
variability in: 1) legal requirements for routine inquiry, 2)

training required for requesters, 3) evaluation of
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requesters, and 4) audits of reasons for consent or refusal
to donate. Hence, very little research is found in this
arena.

The specific gaps in the literature include the lack of
audit describing the outcomes of the Required Request law, an
absence of an apparent evaluation in the organ donation
process and its impact on families or designated requesters,
and the scarcity of research studies exploring the
recollections of families related to the organ donation
decision making experiences. Because of these gaps in
literature, this study is both necessary and timely.

Research Questions

The research questions of this study were:

1) How do consenters describe the experience of
giving consent for organ donation for
transplantation?

2) What do consenters describe as helpful and
not helpful actions on the part of the health

care providers in making the decision?
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CHAPTER III
Methods
Design

This study used a descriptive qualitative design.
Family members who consented to donate brain-dead members'
organs for transplantation and were present during the
routine inquiry request were interviewed by telephone. These
interviews were tape recorded and were an average of 30 to 45
minutes in length depending on the individual needs and
situation. A total of twelve interviews were conducted, one
of which was with a married couple who were interviewed
simultaneously and counted as one respondent.

Sample

The initial sample was identified by the Pacific
Northwest Transplant Bank (PNTB) as those who consented to
cadaveric organ donation for transplantation from six weeks
to six months prior to the time of the study's start through
the time when data collection was completed.

Initially, 17 cover letters (explaining the purpose,
risk and benefits) and consent forms were sent to the
appropriate family members. Five out of 17 consent forms
were returned. Of the original 17 participants contacted,
one telephoned the Pacific Northwest Transplant Bank (see
subsequent description) and angrily expressed how insulting

it was to receive the cover letter and consent form.
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This sample was originally planned to include those who
had agreed to donate their loved one's organs for
transplantation six weeks to six months prior to the time of
this study. Because the response rate of the first mailing
was less than 30% and yielded only five study participants, a
second mailing was undertaken. In the second mailing,
inclusion criteria were changed from those who donated six
weeks to six months prior to the study to those who donated
six weeks to 12 months prior to the study. The second
mailing yielded a 43% response rate (with 9 out of 21
individuals consenting to be in the study).

The sample included five males (42% of the sample) and
eight females. The consenter age range was 30 - 67 years,
with a mean age of 46.4 years. Six of the study participants
were parents of the donor, four were spouses, and two were
children. Four of the organ donors were male and eight were
females. The donor age range was 17 to 66 years of age, with
a mean age of 36.5 years. In seven cases, the donor's cause
of death was a ruptured brain aneurysm, two donors died in
motor vehicle accidents, one was a bicycle accident victim,
one was involved in a horseback riding accident and one
suffered a gunshot wound to the head. The time interval
between the donation date and the time of the telephone
interview was six weeks to six months for four participants

and greater than six months for the remaining eight study
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participants. Twelve of the participants described
themselves as Caucasian and one reported being of Native
American descent. When asked about religious preference,
four said they were Catholic, three were Protestant, two had
no religious preference, and there was one Baptist, one
Lutheran, and one Methodist. Four of the participants in the
study identified a nurse as the requester, two said the
requester was a stranger, two reported a physician as the
requester, one said a doctor and nurse both made the donation
request, one was approached about donation by a transplant
coordinator, one could only remember it was "a lady that
worked at the hospital" and one consenter asked to donate his
loved one's organs.

Based on the transcribed data, there was a question of
whether or not the donor with the gunshot wound was a
homicide or suicide victim. While either of these instances
would have excluded him from the study, after consultation
with the‘thesis advisor, a decision was made to include him
in the study because the interview provided rich narrative
description vital to this study.

The specific individuals who signed the consent form for
organ donation were used as informants, rather than several
family members, because of the potentially confusing
interpersonal/family dynamics that may be present. This was

a recognized limitation of this study.
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Procedure
Initially, these individuals were contacted by the
department director of the Pacific Northwest Transplant Bank
(PNTB), maintaining informant confidentiality. PNTB is the
organ procurement agency for the state of Oregon. This
agency is affiliated with the OHSU and functions as the
initial contact for all internal organ donations and as a
liaison with other transplant centers in the United States
and Canada.

Potential study participants were selected based on the

following inclusion criteria:

1) The donor population were individuals 15 to 65 years
of age who were diagnosed as brain dead as a result
of primary brain tumor, motor vehicle accident, or
cerebral hemorrhage.

2) The consenter population were the legal next-of-kin
of the donors according to the legal hierarchial
ladder -- spouse, adult offspring (18 years or
older), parent, sibling (18 years or older), or
legal guardian. The consenter was present when the
request of a decision about organ donation was made.

Exclusion criteria included:

1) the families of pediatric donors less than 15 years

of age,

2) 1living related donors,
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3) suicides and homicides.

An introductory letter and consent form (Appendix B, pp.
63-64), prepared by the investigators, were sent by the PNTB,
at least six weeks post donation to the families explaining
the purposes and goals of the study. Also included with the
letter were the study's consent form as approved by the
Oregon Health Sciences University Committee on Human
Research.

If the family member who signed the organ donation form
agreed to participate in the study, they were asked to sign
the consent form and return it to the investigators within
one week. One of the investigators contacted the family
member to arrange a mutually agreeable time to conduct the
telephone interview.

The 12 study informants were interviewed six weeks to
twelve months after donation. We anticipated this time
period would allow the PNTB to inform families of organ
disposition and burial issues would be completed. It was
unknown what phase of grieving the family were in during this
period since grieving is a subjective experience and varies
individually.

A tape recorder was used to record the telephone
interviews (after the consent form was signed). Interviews
occurred at mutually agreeable times. Because the researcher

and the informant agreed on these specifics,
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distractions for both during the conversation were minimal.
Data were transcribed verbatim, coded, and categorized
according to emerging themes. Coding was done independently
by the investigators within one week of data transcription.
This time period was also used for comparing data and
determining the direction subsequent interview questions
should take.
Instrument
The initial interview questions used for the first five
interviews were broad and open ended, and thus allowed for
rich narrative that was essential for the descriptive
phenomenological method. The questions were designed to
probe the memories of consenters pertaining to the organ
donation experience and what actions consenters found helpful
and not helpful on the part of requesters. The interview
questions were further focused based on themes emerging from
the transcribed and coded data. These questions were
designed to further facilitate re-living the experience and
to explore doubts they had related to the diagnosis of brain
death and/or organ donation. Demographic information was
also collected. Family members were asked if they could be
contacted at a later time if the investigators had further
questions.
Initial questions used in the first interviews (see

Appendix A, pp. 61-62) facilitated the informants' narrative
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description of the organ donation process and probed the
informants’ memories and feelings regarding the trained
requestor’s role in the organ donation process. Even though
the questions were standardized, the open-ended nature of the
questions guided the direction of subsequent interview
questions. After the first five interviews were transcribed
and reviewed, subsequent interview questions were revised
with the assistance of the thesis advisor. The revisions
were designed to more effectively probe the participant’s
memory of the donation process. Additionally, the
demographic questions (see Appendix C, pp. 67-68) were asked
at the end of the interview, rather than at the beginning.
Analysis
The three major components of analysis were: 1)
derivation of codes and coding of the transcribed data, 2)
independent and collective examination of the data for
patterns and, 3) an in-depth analysis of the identified
patterns.

Derivation of Codes

When deriving the codes and coding the transcribed data,
the codes were applied independently by the two investigators
to the initial five interviews and subsequently reviewed by
the thesis advisor. The codes were revised and refined as
data collection and analysis continued. All of the study

transcripts were coded with the final set of codes
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independently. Any discrepancies between the investigators
about coding the data was resolved by consensus. The data
were entered on an ethnograph data management system for
later retrieval according to coding category.
att s

The data were examined for patterns among the coded
categories. Theoretical memos were kept throughout data
collection and analysis to assist with this aspect.

Segments of coded data were retrieved for in depth
analysis and were compared across individuals. The
ethnograph computer program was used for data retrieval. The
thesis advisor audited all aspects of analysis.
Trustworthiness of Data

The degree to which data are reliable, valid and bias
free may be referred to as trustworthiness of the data (Guba,
1981) . Trustworthiness ofvdata in this study was enhanced by
triangulation, peer debriefing, referential adequacy,
applicability, dependability and consistency, and
confirmability and neutrality. Two limitations in this
study's design were lack of time and adequate finances for
prolonged engagement and persistent observation. The
approach to these means of enhancing trustworthiness of
qualitative data are further described below.

Data were gathered using open ended style questions

during tape recorded telephone interviews. After each
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telephone interview the investigator jotted notes about her
impressions of the conversation. The investigators compared
their impressions after each interview and proceeded with
subsequent interviews according to the direction and flow of
recurring themes. Investigators avoided overrapport,
premature closure, and inconsistent triangulation methods.
Chance of bias was minimized because of the ongoing analysis
and critique by the thesis advisor and the study's two
investigators. Additionally, no other method or tool
appropriate to our purpose was found.

To reduce the possibility of bias and maintain
investigator focus, the investigators met after each
telephone interview, read the telephone transcripts and
discussed emerging themes. The assistance of the thesis
advisor was sought regularly to validate investigators'
thought processes and interpretations. Written records were
kept of each of these debriefings as part of the study's
audit trail. Data analysis, process, study results,
interpretations and conclusions were defended.

The investigator(s) shared their interpretations of each
subject's description of the organ donation experience
(during the telephone interview) to assure adequacy of
interpretation. These interpretations were later validated
by the thesis advisor when telephone transcripts were

reviewed.
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The study provided thick descriptions that may assist
future research targeting the consenter's description of
helpful and unhelpful characteristics of trained requesters
and/or consenter description of the organ donation
experience. Possible transfer situations for this study may
include future families and/or the edification of trained
requesters. Demographic information about the study subjects
was complied (see Appendix E and F, pp. 74 & 75).

The audit trail of this study consisted of the interview
transcripts, tape recordings, research log and theoretical
notes. The primary auditor (e.g. thesis advisor) was an
individual not involved in the data collection, but
knowledgeable in qualitative methods and the study content

area.
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CHAPTER IV
Results and Discussion

After the first five interviews, five codes were
identified from recurring themes seen in the data.
Subsequently, additional themes emerged as data collection
and analysis continued. Nine additional codes were generated
for a total of 14. The codes appear in Appendix D, pp. 69-71
in order of development and are further described below.
Study data revealed that the experience of consenting to
organ denation was a three step process and was influenced by
various contextual factors (see Figure 1, p. 23).

The way each study participant perceived the process and
contextual factors contributed to their resolved or
unresolved feelings about the organ donation experience.

The study participants who felt resolved about the donation
experience had overall positive feelings of satisfaction and
contribution gained from the organ donation. The study
participants who felt unresolved about the donation
experience had overall negative feelings of dissatisfaction
about the organ donation process, and aften expressed these
feelings in anger. Each aspect of the experience is
described in detail in the next section.

The Experience of Consenting to Organ Donation

Process

Data suggested that the experiences of consenters who
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Actions of requesters
(helpful — unhelpful)

Contextual
Factors

'

Resolved

\

Organ Donation Process

. An awareness of the donor's death
2. Interaction between the consenter

and requester
. Post decision reflection

i

Unresolved

Figure 1.

Organ Donation Process. This process occurs in
three phases, is mediated by contextual factors, is
influenced by actions of requesters and results in
the consenter feeling some degree of resolution with

their decision.
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agreed to organ donation could be described as a process.
This process involved three main phases which included the
following:

1) An awvareness of the donor's death

2) Interaction between the consenter and requester

3) Post decision reflection.

This process, which led to consenting for organ
donation, was influenced by several contextual factors: 1)
consenter's awareness of the deceased's desire to donate
his/her organs, 2) past discussion between the donor and
consenter regarding organ donation, 3) requester
characteristics, 4) previous relationship between the
consenter and a health care provider and, 5) feelings of
beneficence experienced after notification of organ
disposition and/or letters of thanks receieve from the organ
recipients. (Phases one and two above were experienced by
some study participants in interchangable order.) Each of
the above phases and contextual factors is discussed below.

Avareness of the Donor's Death The awareness of death
was common among all participants. Awareness was experienced
in predominantly two different ways: 1) immediate recognition
when the consenter saw their loved one (4 respondents),
typically confirmed verbally by the health care provider, and
2) by being directly informed that brain death occured (8

respondents). Of these eight, four participants did not
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respondents). Of these eight, four participants did not
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explicitly describe being informed of death but used language
in the interview implying that they understood that brain
death had occurred.

An example of immediate recognition that brain death
had occurred was given by the father of a 22 year old student
who suffered severe head injury after being hit by a car
while riding her bicycle. He said, "The minute I saw her I
knew, I just felt she was gone. I just felt that it wasn't
her there ... I don't have any hope."

Another parent recounted her son's death and her
immediate recognition that brain death had occured. Her 23
year old son was involved in a motor vehicle accident.

" ... He was all but dead by the time I got here ... I've
taken care of cancer patients and stuff. My ... step dad
and things and I ... recognized the signs only too well."™

A 33 year old gentleman described his 37 year old wife's
appearance after a ruptured cerebral aneurysm. He had left
the hospital "for a few hours"™ and when he returned " ... she
was just changing; I could see that she was just going
downhill quick."” When asked what he saw, he replied, "well
her, her, color, when I first seen her, that night and felt
her, and held her hand and stuff, she was still warm. But
then her, her eyes look kind of, they were, her eyes looked
like they were sinking in a little bit and ... all her

extremities were cold and they looked completely different".
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The most common way the consenters learned about their
loved ones' death was through verbal communication. Brain
function assessment procedures were performed on the deceased
in order to establish brain death. These test results also
assisted in clarifying the brain death explanation to the
consenter. The following are excerpts that epitomized the
process for these participants.

A 43 year old gentleman relived the process of
discovering that his 42 year wife was brain dead after a fall
from a horse. "The whole time frame, I mean the moment that
we got there I knew there was very little hope because of the
brain damage from the accident. The doctor filled me in on
that ... It was basically if there is at all, it would be a
vegetable. ... he just filled me in. We took three tests
(EEG'sS) ... One of them had a little bit and then the next
day we took one and the next day and they had two back to
back, ... there was none then (brain wave activity). And
they basically all the machines were ... keeping her going.
And Dopamine was keeping the heart in shape and the blood
pressure up."

A husband and wife described the process of
understanding that their 22 year old daughter was brain dead.
"They (the physicians and nurses) talked about brain activity
«+. Whether there was any ... she was on total life support

for her breathing and that her heart strong ... They
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made it clear to us that they were looking for any sign of
life in her brain. And my assumption was, whether they used
brain death or not, if there was no sign of life, then she
was brain dead ... They explained how they would take the
respirator down ... slack off on that and see if there was
any natural instinct ... as her CO2 built up ... she would
start to try to fight for a breath. ... there was none. ...
and the nurse explained to us about that test. Wwhat, and
then to EEG's, those tests."” When asked to recall at what
point a decision about organ donation occurred, they replied,
"I think ... it first began when the nurse came in and said
that, and with the doctor and they said that there was no ...
sign of life at all." In each of these situations the EEG
seemed to provide the confirming evidence the loved one
needed to feel certain that death had occurred.

Four study participants never succinctly said that their
loved one was brain dead, but their language and tone implied
that they recognized that brain death had occured. For
example, a mother described how she was informed of her 23
year old son's death. " ... They were real good about it,
explaining things. ... they said even if he lived, if his
brain kept functioning, he'd of been only a vegetable".

One physician cogently illustrated the concept of brain
death to a 40 year old woman whose 40 year old husband

suffered a ruptured cerebral aneurysm. " ... He (her
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husband) just went to sleep and the next day he ... wouldn't
wake up so we took him to the hospital. And they did tests
and stuff and told me that they didn't think he'd make it.
... they came and asked me if I would consider them (her
husband's organs)."” When asked if the physicians explained
what was wrong with her husband, she answered, " ... he had
an aneurysm in his brain. And it had exploded. And so his
brain was full of blood ... they didn't think surgery would
help him at all. ... when they came and asked me ... I told
them that we had discussed it, not in detail, but kind of
discussed it and that we both felt ... that would be a good
idea.™
In addition to a thorough explanation of the situation,
one 60 year old participant recounted the physician's attempt
to clarify his explanations by showing the participant his
daughter's CAT scan. "(The doctor) came immediately, and he
came and talked to me and he told me that there ... wasn't no
thinking about it. It was, you know, it was just a matter of
a little bit of time. And uh, he explained to me that they
could keep her on that respirator deal and whatever she was
on, that machine. And keep her, probably alive for six hours
or six days or six months or six or sixty years ... Under
those conditions. But that half of her brain was totally
dead. And the other half was sporadic. It wasn't a regular

brain pattern and that they suspected a berry aneurysm in the
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Willis circle. Which I've read a little bit about that and
ses I'm familiar with it. ... I asked him ... what I could
do and he said ... at this stage it would just be a
vegetative state that she would lay in and never be any
different than what she was right there. And I was in there,
standing beside her (his daughter) at that time. My wife was
out in another room out there because she wasn't in too good
a shape. ... he came back, and I left there too, just kind
of think for a second, went back into the room where my wife
was at. And then I asked (the doctor) about the donor
program.” Wwhen asked what specifically facilitated his
understanding of his daughter's condition, he replied, "The
CAT scan. (The doctor) showing me the CAT scan. Showing me
how a normal brain looks inside the human skull and how it
looks when the vessels erupted and caused it to swell to such
tremendous size. ... it was just the pressure of blood
building up in the brain, that killed her ... When (the
doctor) brought the CAT scan into the emergency room there
and put it on the light and explained to me the sizes, he
outlined it with is finger, how a normal brain would be in
there, and then I seen how hers (his daughter's) was in there
and he said that was caused by blood. ... that tremendous
pressure was, was what was killing her. And that's why he
said it would be just a matter of time and he said there was

no way they could go in there, right to the center of the
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brain where the Willis circle is, and do any type of surgery.
As a matter of fact, had she been laying right there in the
hospital, at the time that happened, right at the very onset
of it, and that would have happened right there in that
emergency room, he said, we couldn't of saved her. It was
too severe. That's what he said. It was just a massive
thing. ... the showing me of the CAT scan was probably the
.+. turning point in deciding. Well, it was definitely the
turning point."

The above participant was unique because he was the only
one of the study participants that approached the health care
professionals and asked to donate his daughter's organs. 1In
addition, he was an unusually knowledgable layman with regard
to the need for organ donors.

The similarity in the preceding four excerpts was that
each of them implied (but did not state) that brain death had
occurred. This is in contrast to the first four excerpts
where the study participants specifically stated that brain
death had occurred.

A recurring issue expressed was the participants' doubt
that death had actually occured. Examples of this type of
doubt follow. A 33 year old gentleman described his emotions
as the physicians informed him that his 37 year old wife was
brain dead from a ruptured cerebral aneurysm. " ... the most

difficult part of having to make that decision to me would,
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it would be easier ... this would be selfish. But it would
be easier for me to acknowledge that she's gone. When you
see somebody straight line coded out and they're not
resuscitation, and she's gone. She really is dead. But ...
I got 100% confidence in ... the neurosurgeons and the
doctors and everybody that was working on her. ... still,
you have to take a person's word for it ... you think that
there might be a miracle or something. Cause a person really
is dead, but they're not, because they're kept alive so that
... organs will be of use later on. And that was one of the
things that I had the most difficulty with. I think it would
have been easier for me just to see her expire rather than
just say good-by to her in that way."

A 39 year old woman described some other doubts about
her mother's brain death when she'said," So, I know in my
heart that she wouldn't have woken up. But, once in a while
... when I think about it, I can't help but wonder. You
know, with modern medicine, that way it is. Maybe ... the
wishful thinking."

Another study participant described her doubt about her
son's death when she said "I think that (doubt) happens
naturally. I really do. I don't ... know if anybody could,

«++ because when you're in this grieving period and you're
s0 devastated. I believed them when they told me ... But,

there are ... times when you think, gee, maybe we reacted too
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soon or whatever. But ... that's a ... hard question to
answer because when you're grieving, you're not thinking
straight ... I mean there are so many situations where
you're having a really bad day. And you may think, well,
gee, all these people got a second life but it's only because
my son died. That's a terrific bad, bad day ..."

A rare occurance was the perception of one consenter who
felt she had never been told that her son died. As she
described it " ... it was just such confusion and I couldn't
get any place in that hospital. Finally they put us in a
little room. ... I didn't get a police report, nothing. The
doctor came out and he said, 'Well, often times when there
is a shot to the head ...' The first indication as to what
happened. 'We like to run a brain scan' I had no idea he
was dead. I was never told that." During the interview she
expressed a great deal of anger, resentment, and
dissatisfaction, which may in part have been fueled by
feeling that she had not been adequately told about what had
happened to her son. The same unresolved consenter described
her blurred thoughts when she was speaking of signing the
donor consent form. She said " ... , they have little boxes
on the top that says, 'signed by guardian, by mother, by
father, sister, brother ... ' I could not remember, at this
point, how to spell my name."™ This participant had prior

negative experiences and perceptions (with the same health



Organ Donation

33

care facility) that may have contributed to her anger at the
time of her son's death.

Interaction. The second phase in the experiences of the
consenters involved the interaction between the consenter and
requester, specifically on the topic of donation. The
resolved consenters described their requesters as
compassionate, well-informed, and direct. Those that were
unresolved with the organ donation process described a lack
of compassion and information.

One resolved father recounted his interaction with his
daughter's nurse, "But, it was after that (the brain death
criteria had been met), she (his daughter's nurse) asked us
if ... we had ever discussed this and, and of course there
was no question in our mind. You know, from the very
beginning of this whole process that, that would be the ...
eventuality .... I don't think there could have been anyone
anymore professional or compassionate than she (the nurse
requester) was".

Another participant described compassion when she said
"they (the health care providers) really have the gift. They
just have a soothing way of talking to you .... I considered
her (the nurse requester) my nurse. My son had his nurses
and she took care of me."

The unresolved 42 year old mother described the

interaction with the physician (requester) managing the care
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of her 17 year old son when she said "™ a little compassion
would have helped. A little sit-down and explain, people
know a lot about the organ program, but until they are faced
with it, they know nothing." This consenter also said "well
I think that there needs to be more compassion, there needs
to be more information." When the investigator asked if
communication was a central issue, she responded "Yeh, a lot
of it and just disinformation, my word."

One study participant recalled how her well informed
requester assisted her decision making process to donate.
"(The requester who was also her son's nurse) went through it
(donation process) in detail as to what would happen ... from
the moment (my son) was pronounced dead ... how it would be
handled from the hospital aspect ... how they would go about

contacting other people and how we would find out later ...
what happened with his organs ... (the requester) was so
informed of the program ... because he's (the requester) such
a warm person ... it was just fine."

Thorough explanation of patient options in a direct
manner was a positive factor for the resolved consenter
group. One said, "they were very thorough in their
explanation and you know, very accurate in the fact they did
not try and paint any false hope for us.® Another mentioned
detailed explanation (by three physicians) of hié daughter's

injuries and prognosis and said when asking about organ
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donation the physician "looked at me and very softly, he told
me ... we can use everything."

A mother described her requester's direct approach
(which eventually assisted in her decision to donate her
son's organs). "She (the nurse requester) came out of ICU ...
she met us and took us outside and talked to us for awhile
..+ 80 she could prepare me ... she talked to me ahead of
time to tell me what kind of condition my son was in and
beings how he was thrown out of the car, he was ... road
burned. With scrapes and stuff. She spent quite a long time
with us. In fact, I considered her my nurse ... she
explained ... 'he's hooked up to everything. He's scraped,
he's bruised ... he's not a pretty sight. So I wanted to
prepare you for that ...!' I thought she had done such a
wonderful job ... once she talked to me, I calmed down a
lot."™

Post decision reflection. The third phase experienced
by the consenters involved reflection after the donation
process. The majority of the consenters had recurring doubt
about whether or not their loved one was really dead. One
said, "Anyway, he (doctor) assured me that she was totally
brain dead ... there was no hope. But, ... I still have,
have questions about that ... I was kind of in a state of
shock". when another study participant was asked if he had
post-donation doubts about his daughter's death he said,
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"Yes, I did ..."™ Later he visited one of the physicians that
had confirmed his daughter's diagnosis of brain death.
During that visit he reported, "and so he went through the
whole procedure with me, step-by-step and if I had a
question, he was very nice about it. He answered every
question I asked him. He never used no fancy words ... He
never used any at all. He put it all to me in a layman's
language like I can understand ... I think he probably he
probably sensed that I was having problems ... He spent about
an hour and a half with me, going over the CAT scan and
explaining the, he had gotten a copy of the CAT scan from
(the hospital) ... and he ... went over it with me and told
me that it was his opinion too that there would have been no
hope ... for survival under any conditions. And he was very
helpful to me ... the talk afterwards relieved all thought
(doubt) in my mind whatsoever."

When one study participant was asked if she had doubts
that her son was really brain dead (after she had signed the
organ donation consent form), she responded, " ... I think
that happens naturally ... because when you're in this
grieving period and you're so devastated. I believed them
when they told me (that her son was brain dead) and I ...
still believe it. But there are ... times when you think ...
maybe we reacted too soon ... but that's ... a hard ...

question to answer because when you're grieving, you're not
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thinking straight ... there are so many situations where
you're having a really bad day ... because my son gave up his
life ... these people (organ recipients) have a second chance
on life. And that's what he wanted... that's what
happened... you get that satisfaction out of it."

Another consenter conveyed a similar experience when the
question of doubt regarding brain death after the donation
process was asked, " ... Yeah ... I think everybody would. I
think you don't get over it (feeling of doubt) ... Because
the doctor told us and gave us all the proof ... the only
thing he might have done differently ... is bring in that
piece of paper that showed the flat line (EEG) ... that would
have been proof on paper, but still in my mind ... I don't
think they can prove a person's dead ... Because people like
me don't understand ... medical science ... are still going
to have doubt and still wonder ... it happens to people ...
the doubts ... it's not unusual."” The study participants
who had discussed organ donation with the deceased prior to
their death or possessed previous knowledge or experience
with organ donation, generally had resolved feelings about
the organ donation process. The minority of the study
participants who were not well informed about brain death,
patient prognosis and organ removal procedure exhibited
unresolved feelings about the same process.

Positive requester characteristics (compassionate, well
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informed, and direct) seemed to contribute to resolved
feelings about the donation process. The study participants
who expressed unresolved feelings about the donation process
recounted lack of communication, explanation, and compassion.
Contextual Factors

Contextual factors in the experiences of the consenters
influenced resolution or nonresolution prior to the donor's
death, during the donor's hospitalization and the request
process, and the period after the consent for donation was
given. Contextual factors included: consenter's prior
knowledge and past discussion of the deceased's desire to
donate organs, positive requester characteristics, previous
relationship between the consenter and requester, and/or
feelings of beneficence.

Prior knowledge and past discussion. One major factor
that influenced the degree of resolution the consenters felt
with the organ donation experience was prior knowledge and
past discussion of the deceased's desire to donate their
organs after their death. One father said, "When she first
got her drivers license, when she was sixteen, almost
seventeen... I mean, she put that on her drivers license and
told us in no uncertain terms that that's what she wanted ...

And I'm sure that when she first heard about the option,
that there was no question in her mind that ... she wanted to

do that ... she (requester) said that had we given any
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thought to the option of ... organ donation and ... we said,
not only had we given thought to it ... it's something that
(our daughter) wanted. And so, I said there's no question
that ... if that is the eventuality, then that's ... what we
will do. And so ... there was never a question. It was
nothing that we had to sit and discuss, it was nothing that,
where we said we'll get back to you, it was just an automatic
yes. That, that was her wish and that's our wish."

One participant told of her prior knowledge and past
discussion of her son's desire to donate his organs in the
event of his death. " ... My son and I talked about this
(organ donation). We used to watch ... Rescue 911 and seen
how other people were traumatized ... and he said, 'Hey,
anything ever happens to me like that. And ... I'm going to
be on life supports or ... brain dead ... don't you dare keep
me alive ... Whatever I've got that somebody else can use,
they can have it."

One father remembered a discussion with his daughter
concerning death and organ donation, " ... I read something
in Reader's Digest and was talking to her about it and ...
she let me know that she believed in it too ... I kind of
took it from her tone of voice that ... she'd always help
anybody ... at anytime. Do something for them or give
whatever she had or anything and I thought maybe she felt

that way just about life in general."™
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eques c a sticg. During the donor's
hospitalization, another description of the experience of
giving consent for organ donation was the commonality of
positive requestor characteristics. These positive
characteristics were described by one as "She was an
incredible lady. And extremely caring and extremely
professional. She was really outstanding. 1In fact I told
her I was in awe at her ability to handle this situation
which I know was real difficult for her ... she just did a
tremendous job."

Another study participant described the requester/care-
provider as "he's such a warm person that it was just fine"
(referring to the organ donation process).

One unresolved study respondent characterized her
requester's lack of support and compassion when she said,
"After I signed it (donation form) they gave it to my pastor
to witness, the doctor took his little clipboard, stood up,
looked me in the eye and said 'You no longer have control of
the machines' and that is the last thing I ever heard from
that doctor".

The other unresolved study participant related the lack
of support when she said, " ... If they would just sit there
and explain everything to families and what they can use and
all this stuff and like I said, I suppose the only other

thing is just to really understand that piece of paper
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(donation request form), and to let you see it ... we need
things really explained, you know, verbalized and then, then
if we semi-understand what he was saying, then we can say,
'well, what does that mean?' or 'where in the body is that?
that you are talking about' ... And there, the biggest thing
that I suppose, regarding not treat you like you're stupid,
you can say 'what's a cornea?' Maybe you don't know what
cornea is ... "

Previous relationship. In one case, the previous
relationship of the consenter and requester played a
significant role in the study participant's decision. When
asked if he knew the physicians involved in his daughter's
care, he said, "Yeah, yes ... " When asked if he had rapport
with them and if that helped in his decision making he said,
"Certainly, absolutely. Yeah. "Later he added, "And I told

them, when I left the hospital about five. I told Dr.

C ¢ +++ When Dr. I 's gets here, if he concurs and

agrees with you, you go ahead and do what's necessary."
Beneficence. Beneficence, or the feeling that others
would benefit, was another contextual factor that affected
the process of organ donation. Factors that contributed to
resolution or nonresolution after consent for donation
included a feeling of fulfillmeht or beneficence that others
benefitted despite the loss of a loved one and peace of mind.

One consenter described getting letters from the Lion's Eye



Organ Donation
42
Bank and the Kidney Foundation like this "It just tickled me
to death. ... getting that letter made things kind of fall
into place ... I thought 'My God, something good came of
this.' Someone still has their daddy even if I don't have my
mom. And it just kind of put things into perspective for me.
And I've really been able to deal with it alot better.
Knowing that there are two little children out there that
probably would have had a real hard time adjusting to losing
their father, in comparison to me, an older person, losing
their mother, you know? ... And, it gives me a feeling in my
mind and in my heart that, there's still a piece of my mother
out there. She's still fighting for someone's life. She
can't fight for her own, but there's still a piece of her out
there that, that's fighting for someone. ... it has made for
me, the grieving process, alot easier."
Another consenter spoke of a letter he received from the
woman who received one of his daughter's kidneys. He said,
" ... She wrote me a letter of thanks and it's really quite a
letter ... she named her kidney 'Dawn' because it was the
dawning of a new life for her. And I thought that was quite
nice ... that she wrote to me. That's the only one I've got,
actually from a recipient". When asked if this letter was
helpful, he responded, "That helped a lot. I think if ...
you never know the name of the person. If you get some

follow-up. That somebody has got some good out of it".
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The husband and wife interviewed in this study conveyed
a unique experience when they recounted, " ... we received a
letter from one of the nurses who was in the operating room
when they removed the organs. And it was probably one of the
most touching things that I had ever read. And just
explaining how she was touched, haVinq read about (our
daughter) in the newspaper and, and the atmosphere in the
room when ... this took place ... the reverence that was
there and that they did say a prayer and it just really was a
tremendous contribution to us and our peace of mind."

One study participant reflected that receiving
notification of her son's organ disposition helped to
validate her decision to donate. "It makes you feel so good
when you get that report back ... a man with two children can
now enjoy his life because he has my son's heart. Another
man with his liver and another man and woman with each
kidney. And two blind people can see because each one got a
cornea ... burn victims got his skin tissue, osteopathic
people got his bone tissue ... it does help. It really does
help ... it does (validate my decision to donate) ... when
you get this letter ... you can identify with a person ...
that they did have children and now their children can enjoy
their father or their mother ... you appreciate having these
things afterwards."

One unresolved consenter recalled receiving a letter
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about the disposition of her son's pancreas and kidney. She
said, " ... these recipients need to be encouraged to get in
touch with the family. ... I understand ... the privacy
business, the ... anonymous business, but they need, nothing
would be more comforting to me than to get a thank you from
each of them. And I would think that after someone has given
them life, that wouldn't be too much to ask. We received one
card. From ... the one that got his pancreas and one kidney.
It was very impersonal, but it was caring ... I wish the
family (the donor's) could be a little more involved (with
the recipients) ... %

The experience of organ donation appeared to occur in
three phases: 1) an awareness of the donor's death, 2)
interaction betweeen the consenter and requester and, 3) post
decision reflection. These three phases were affected by
four contextual factors: 1) consenter's prior knowledge and
past discussion of the deceased's desire to donate organs, 2)
positive requester characteristics, 3) previous relationship
between the consenter and requester and, 4) feelings of
beneficence. Once the consenter was made aware of the
occurrence of brain death the decision to consent for organ
donation was facilitated by the consenter's awareness of the
deceased's desiré to donate organs and past discussion about
donation between the deceased and consenter.

Positive requester characteristics (compassionate, well
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informed, direct) were important contextual factors that
contributed to resolution. In one instance, a prior
relationship with the requester was a facilitating factor in
a consenter's decision to donate his daughter's organs. The
tone and language in his interview implied that this
consenter had developed a rapport and respect for this
physician before the donation request. Because of this prior
relationship, the consenter expressed a level of trust and
confidence in the physician caring for his daughter. This
trusting relationship was instrumental in his consent to
donate his daughter's organs.

Post decision reflection was the third phase in the
process experienced by the consenters in donating their loved
one's organs. In this phase, some consenters had recurring
doubts about whether or not brain death had actually
occurred. However, the contextual factor that seemed to
alleviate this doubt was the feeling of beneficence after
receiving letters from the organ recipients.

These findings concur with those of Soukup (1989). She
investigated variables associated with family stress related
to organ donation from a totally brain dead family member.
In general, this study and Soukup's are similar since both
are focused on the experiences of the legal next of kin
consenter in the organ donation process. However, Soukup

specifically investigated variables associated with family
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stress related to organ donation. This study explored the
overall experience of the legal next of kin (consenter) from
the time of the donor's injury/illness until the time this
study's telephone interview was conducted. Although the
concept of stress might be involved in the current study, it
was not specifically addressed. Soukup found that Organ
Donation Family Stress increased when preference (donor's
organ donation preference) was unknown. This particular
finding might be similar to the current study's findings that
previous consenter knowledge of the deceased's desire to
donate facilitated the consenter's decision to donate the
deceased's organs.
Helpful and Unhelpful Actions of the Requesters
During the interviews, informants were asked their
responses regarding helpful actions of the requesters. These
fell into the following categories:
1) actions that reflected the requester's concern for
the consenter (e.g. compassion, caring, kindness);
2) actions that provided information pertaining to the
donation process (e.g. answering questions,
explaining the process of organ donation):;
3) actions that treated the consenter with respect.
Conversely, those actions believed to be unhelpful by
the study participant's included:

1) actions that conveyed a lack of concern for the
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consenter (e.g. not compassionate, uncaring):

2) actions that did not provide information regarding
the donation process (e.g. requester not answering
gquestions or providing information about organ
donation);

3) actions that were discourteous to the consenter.

Helpful actions
Actions reflecting concern. Helpful actions on the part

of the requesters were described by a majority of the
participants as concern for the consenter (e.g. compassion,
caring, kindness). The following excerpts were examples of
this concept. A husband and wife described their requester
as "... an incredible lady. And extremely professional ...
she was really professional ... she was really outstanding.
In fact, I told her I was in awe at her ability to handle
this situation which I know was real difficult for her ...
She just did a tremendous job ... I don't think there could
have been anyone more professional or compassionate than she
was."

Another study participant recounted her experiences with
the requester who was her son's nurse, " ... (the nurse was)
... so well informed of the (donor) program ... I think
that's the most important thing ... he (the nurse) is such a
warm person that it was just fine ... it was helpful to have

these people (health care providers) there ... (the nurse)
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has cared for (my son) the whole time and... it was just
really obvious... it was really helpful to know that all
these people (health care providers) were there."

A 46 year old mother described her experiences with her
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