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ABSTRACT 

An exploratory-descriptive design was used to explore and describe knowledge 

and perceptions about the organ donation process of persons who had consented for 

their relatives organs to be donated. A 19 question mailed survey was administered 

to 110 people who met study criteria. Descriptive methods were used to analyze the 

data. 

Less than half of the respondents had discussed organ donation previously or 

knew if their relative carried a donor card, they indicated that they understood the 

concept of brain death and its cause. 

These families were positive about their decision to donate and perceived 

altruism as the most positive aspect of the process. The most difficult aspect of the 

donation process emerged as "reality of death." 

Nurses are a critical link in the organ donation process. Results of this study 

are useful for nursing assessment, diagnosis, and formulation of care plans for 

families in the position to donate organs. 
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CHAPTER I 

INTRODUCTION 

The field of organ transplantation has grown dramatically since the first 

successful kidney transplants were performed in 1954. With recent scientific advances 

in pharmacologic and medical modalities, cadaver organ transplantation has moved 

from an experimental stage to an acceptable form of treatment that lengthens the 

lives of many persons with end stage organ disease. Since the release of the Report 

of the Task Force on Organ Transplantation (TFOT) in 1986, there have been over 

63,000 cadaveric organ transplants performed in the United States. Still, from 1987 -

1992 the list of people waiting for organ transplants has increased 118% (UNOS 

1992). Unfortunately, during this same time period the number of organ donors 

procured throughout the United States has remained relatively static, increasing by 

only 14% (UNOS,1992). The United Network for Organ Sharing (UNOS) estimates 

that approximately seven people die every day waiting for an organ transplant. 

In this chapter, an overview of the problem, purpose of the study, and 

significance of the problem are presented. The research questions guiding the study 

and definitions are also presented. 

Overview of The Problem 

Between 20,000 and 25,000 persons are declared brain dead in the United 

States each year, however, organs are obtained from only 10% to 15% of that pool 

(AACN, 1987, Merz, 1985). When families are approached by trained transplant 
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coordinators the consent rate for organ donation can be as high as 88% (OTAC, 

1992). Thus, the problem of organ shortage is not only limited to an inadequate 

supply of donors but also includes the failure of health care professionals to identify 

potential donors and to initiate the organ donation process. 

With the ever increasing need for transplantable organs and an obvious 

identification and referral problem on behalf of the medical community, the National 

Organ Transplant Act, Public Law 98-507 was introduced and passed in 1984. 

Among other things, this law required that by 1987 all hospitals participating in 

Medicare and Medicaid must establish written protocols for encouraging organ and 

tissue donations, identifying potential donors, and notifying the organ procurement 

network agency when a potential donor was identified. The majority of state laws 

now require hospital personnel to make a "routine inquiry" with the next of kin 

regarding organ donation and to report all potential organ donors to the nearest 

national organ procurement organization. These laws and regulations are enforced 

through the Joint Commission on the Accreditation of Health Organizations 

(JCAHO). Enactment of this required request legislation has placed health care 

professionals, especially nurses, under increasing pressure to approach the patient's 

family regarding organ and tissue donation. Although the request may be a shared 

responsibility of the physician, nurse, and other health professionals, the nursing 

professional serves as a vital link in the process. Nurses provide care to trauma 

victims and their families and are in a position to identify patients who may meet the 
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brain death criteria and thus become potential organ donors. Nurses consider organ 

procurement to be a part of their professional responsibility (AACN, 1987). 

Unfortunately, like many health care professionals, nurses hesitate to become actively 

involved in identifying organ donors because they fear contacting the families of the 

potential donor (Prottas & Batten, 1988). A commonly held perception among 

health care professionals is that requesting organ donation causes additional stress 

to families at an already difficult time (Crosby, 1972, Prottas & Batten, 1988, Sophie 

et al., 1983, Stark, 1984). In fact, Wakeford and Stepney (1988) found that the single 

most important factor restricting organ procurement reported by Intensive Care Staff 

was their perception of adding to relatives' distress by asking for organ donation. 

This fear of adding stress often prevents health professionals, who are a critical link 

in identifying donors, from giving potential donor families the opportunity to donate. 

Thus, a serious gap between need for organs and supply of donors continues to 

increase. Unfortunately, while there is a plethora of research regarding transplant 

recipients, health professionals' attitudes and the attitudes of the public regarding 

organ donation, there is very little published research available to professional nurses 

regarding the experience of the donor family. The research available reports small 

samples of caucasian subjects, limiting the genralizability to larger and more diverse 

populations. Additionally, because every organ procurement agency (OPO) pursues 

organ donation using an independently developed methodology to approaching 

families, it is important to survey donor families in many OPO areas to develop more 
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consistent methods. Without a foundation of research, nurses cannot be expected to 

change their views or develop interventions when the opportunity arises for organ 

donation to take place. 

Purpose of the Study 

The purpose of this study was to explore and describe the knowledge and 

perceptions about the organ donation process of persons who had donated their brain 

dead relative's organs. In evaluating the next of kin's knowledge and perceived 

experience, health care professionals can use the information to guide and support 

donor families who may be offered the opportunity to donate organs of their family 

member. If the donation experience can be made less stressful to health care 

professionals through education, perhaps there can be an increase in the availability 

of organs for transplantation. 

Research Questions 

The research questions guiding this study addressed the next of kin's 

knowledge and perception of the donation process. The research questions were: 

1. What is the knowledge of the next of kin regarding: 

a. The donors wishes about organ donation? 

b. The reasons the donor met the criteria of brain death? 

2. What is the perception by the next of kin regarding: 

a. The time at which they were given the option of organ 

donation? 
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b. Additional emotional stress when given the option of organ 

donation? 

c. Their reasons for consenting to donation of organs? 

d. Their satisfaction regarding their decision to donate? 

e. The most difficult and most positive aspects of the organ 

donation process? 

Definition of Terms 

The operational definition of terms used for this study follow. 

Brain Death 

Irreversible cessation of all functions of the entire brain, including the 

brain stem. A determination of death must be made in accordance 

with accepted medical standards (Uniform Determination of Death 

Act, 1978). 

Consent 

Voluntary permission from the legal next of kin to donate organs from 

a brain dead family member who is being maintained with artificial 

support therapies to preserve organ function. 

Donor 

The person who has been medically identified as brain dead, is being 

artificially supported and from whom organs could be removed to be 

transplanted into another person. 
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Emotional Stress 

The family's subjective definition of the stress event or meaning and 

perceptions the family give to the stress event, the accompanying 

hardships, and their effect on the family (McCubbin & McCubbin, 

1987). In this study, stress will be defined by their yes or no response 

to a survey question. 

Next of Kin 

The person identified by the Uniform Anatomical Gift Act as legally 

responsible for decisions related to organ donation. This includes the 

legal next of kin's perception of the family unit in relation to the organ 

donor. In this study, the next of kin will be identified as the person 

who responded to the questionnaire. 

Organ Donation Process 

The entire set of events surrounding organ donation, including 

diagnosis of brain death, request for consent, and procurement of the 

organs. In this study, the organ donation process will be those events 

surrounding the process within the boundries of the Organ and Tissue 

Acquisition Center of Southern California. 

Significance of the Study 

A goal of this study was to provide information to health professionals directed 

towards supporting families experiencing the death of a relative when given the 
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option of organ donation. Because of increasing societal needs for organs, associated 

legislation, and multifaceted ethical issues, there is an urgent need for health 

professionals to have clinically relevant data related to organ donation, and to the 

perceptions of families perceive when given the option to donate organs from a brain 

dead family member. Such data will support and guide the application of knowledge 

to the clinical setting for incorporation into nursing practice, education, and research. 

Specifically, the significance of this study was to help nurses gain a greater awareness 

of the procurement process and the donor family experience, enabling them to more 

comfortably approach families of potential organ donors. The significance of this 

study is related to the potential of providing more opportunities for donation and a 

greater availability of organs for transplant. 

Summary 

Organ donation and transplantation are multifaceted. Through recent 

advances in sustaining chronically ill patients and technological and pharmacologic 

advances in transplantation, the societal need for transplantable organs has grown 

tremendously. Unfortunately, very little research has been conducted to advance the 

understanding by health professionals of the donor family experience. Therefore, the 

donation/consent experience continues to be stressful to health care professionals and 

perhaps to the donor family. 

The purpose of this study was to explore and describe the knowledge and 

perceptions about the organ donation process of persons donating organs from their 
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brain dead relatives. The significance of this study was to guide health professionals 

in creating supportive interventions for the donor family, and modify previously held 

ideas regarding the donor family experience. 



17 

CHAPTER II 

CONCEPTUAL MODEL AND LITERATURE REVIEW 

In this chapter, the conceptual model and the literature review are presented. 

Each concept in the model is defined and relationships are suggested. Visual 

representation of the conceptual model is also included. 

Conceptual Model 

The conceptual model used to guide this study was developed by the 

investigator. Development of a unique conceptual model was required due to the 

lack of research available about the donor family experience. The basic premise of 

the model is that organ donation is affected by the knowledge and perceptions of the 

donor family. The focus of this study was to explore and describe the knowledge and 

perceptions of the donor family about the organ donation process. One of the keys 

to understanding organ donation is to determine what factors influence the donor 

family experience and to determine how these factors are related. 

Construct Level 

Organ Donation 

The construct in this model is "organ donation" (Figure 1). Organ donation 

is defined as consent by a person to transfer human organs from one person to 

another person (UNOS, 1992). This is the only means by which organ 

transplantation can be successful. Modern organ donation began when the first 

successful kidney transplants were accomplished in 1954. These first donations came 
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from living relatives of the recipient. This procedure required healthy persons to give 

one of their kidneys to their relative in need. The original justification for using living 

donors was that kidney transplants obtained from closely matched relatives had a 

greater chance of success than from random cadaver donors. With the advent of 

tissue typing and advances in immunosuppressive therapies, the ability to successfully 

transplant other organs became a reality. This advancement in science also created 

its own problems. With increased graft survival, the number of people seeking 

transplants increased tremendously. The need for a cadaver based organ pool was 

created. But, obtaining viable transplantable organs from cadavers was not feasible 

without the ability to declare death prior to cessation of cardiac and circulatory 

function. Beginning in 1969, the diagnosis of brain death was recognized effectively 

creating the multi-organ transplantation system as is known today. 

Concept Level 

Knowledge 

Knowledge is defined as the sum or range of what has been perceived 

discovered or learned. There is familiarity, awareness or understanding gained 

through experience or study (Berube, 1982). Knowledge is comprised of two 

components: 1) knowledge that the donor family comes to the organ donation 

process with 2) Knowledge they gain through the experience. If the family has 

previous knowledge of the decedent's wishes regarding organ donation, those wishes 

will far outweigh their own (Fox & Swazey, 1990). If the decedent's wishes are not 
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known then people try to infer them using information such as their religious belief, 

previous donation knowledge or knowledge gained through the process. Knowledge 

and understanding of brain death also affect the donation process. If the family is 

given correct and consistent information about brain death, the organ donation 

process will be more successful (Batten & Prottas, 1987). 

Perceptions 

For the purpose of this study, perception was defined as: the process of 

becoming aware of something in one's mind, to achieve understanding (Berube, 

1982). This relates to how the donor family perceives certain aspects of organ 

donation. 

Advances in transplantation became a catalyst for the formal recognition of 

death as the irreversible death of the brain. Traditionally, death of a human being 

has been declared when cessation of heart and respiration function occurred. With 

the acceptance of brain death as death by the medical and legal professions, it 

became possible to remove organs from a heart beating, artificially ventilated, brain 

dead person. This diagnosis created many perceptions, positive and negative, in the 

medical and lay communities. The brain dead person looks and is medically managed 

as a critically ill "live" patient in the intensive care unit. This gives the perception 

that organs will be taken out of a living person. Many people, professionals as well 

as lay persons, have been unclear as to whether people in irreversible coma or 

persistent vegetative states are alive or brain dead. Younger et al. (1989) reported 
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that health-care personnel do not consistently use coherent descriptions of death and 

they demonstrate confusion about death criteria. 

Manninen and Evens (1985) reported results of a public survey showing that 

while 75% of those polled were aware of brain death, only 55% approved of its use 

as the legal definition of death. In a study of perceptions of donation terminology, 

Jasper et al. (1991) reported that only 30% of the 1000 psychology students studied 

understood that "brain death" meant death. The other 70% stated that brain death 

meant serious illness or a vegetative state. The media have also added to the 

perceptions about brain death and organ donation. In addition to creating movies 

depicting "donor farms" where people are killed to take their organs or donors 

becoming alive after organs have been taken, news correspondents often describe 

someone as "partially brain dead for three days" before later regaining consciousness. 

This gives the public the impression that brain death is a state from which a person 

can recover. Families in the position to experience the donation process may be 

more reluctant to consent due to guilt feelings about being the one to decide to "pull 

the plug" on a loved one whom they still perceive as living. They may even perceive 

organ procurement as the actual "cause" of death (Jasper et al., 1991). 

Donor family perceptions of reasons they agreed to donation also affect the 

donation process. Bartucci's 1987 study of 41 donor families reported that the two 

most common reasons for donation were that the loved one would have wanted to 

help someone and it seemed to be a way of having something positive come from the 
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loss. In another study of donor families, Christopherson and Lunde (1987), found 

donation of vital organs to be a meaningful part of the normal grief process. 

Perceptions by the donor family of timing of the approach for donation by health 

professionals can also affect the donation process. If the family has not accepted that 

their relative has died, the request for organ donation could adversely affect the 

family's experience. These perceptions can affect, and are affected by organ donation 

(Cutler et al., 1993). Perceptions about the donation process can also be affected by 

knowledge. 

Organ donation outcomes and process are affected by the donor family's 

knowledge and perceptions of and about organ donation. Donor family knowledge 

about brain death, the decedent's preference and any previous donation experience 

or exposure affect their perceptions, in turn affecting the organ donation. By 

identifying the knowledge and perceptions of the donor family we can gain a greater 

understanding of the organ donation process from their perspective. 

Operational Level 

Donor Family Survey 

The concepts defined in this model were explored and described with the use 

of a 19 question survey developed by this investigator. Donor family knowledge of 

previous discussions about organ donation, their relatives' donation preference, and 

brain death were explored. Additionally, perceptions of the donor family about 

reasons they chose to donate, satisfaction with the decision, the most positive and 
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most negative aspects of the donation process, timing of the request, and the 

possibility of added stress were explored and described through the use of this survey 

containing open ended questions and questions requiring a yes/no response. 

Literature Review 

Donor Family Experiences 

Few studies are available regarding the donor family experience with the organ 

donation process. Most of the literature and media focus on the medical advances, 

the transplant team, and the recipient of the donated organs. Unfortunately, after 

making the decision to donate, no further information is obtained from organ donor 

families by the transplant community. In the past, the policy at many organ 

procurement agencies was that research in the midst of tragedy was inappropriate, 

thus, contacting donor families regarding their experience was not performed (J. A. 

Cutler, personal communication, March 1993). Consequently, there is limited 

information available to guide nurses in planning and providing care to the organ 

donor family members. The literature available usually involves small numbers of 

participants the majority of whom are caucasian. 

Research conducted during the onset of heart beating cadaver organ donation 

(1970-1980) consisted of open ended interviews and case studies. Christopherson and 

Lunde (1971) studied the motivating factors of 20 families who donated the heart of 

their deceased relative. They reported that these families fell into four categories of 

motivation: 1) family history of heart disease, 2) perceived benefit to science, 3) 
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previously expressed wishes of the deceased, and 4) giving some meaning to the 

death. Fulton et al. (1972) reported results of donor family perceptions of the 

decision making process. Twelve families were interviewed using an unstructured 

open ended interview. Reported reasons to donate were, prior knowledge of the 

deceased's wishes, altruistic intentions, and feelings of creating immortality for the 

deceased. In another early study of organ donor families by Morton and Leonard 

(1979), 32 relatives of cadaver kidney donors were interviewed six months or longer 

after the donor's death. Data collection consisted of an interview with the family by 

the transplant surgeon in which initial knowledge of kidney transplants, understanding 

of donor prognosis, memories of consent interview, motivating factors, attitudes of 

the caring team, and effect of donation on relative's grieving were discussed. The 

investigators reported that the consent request came as a shock to the family as they 

did not understand the grave prognosis, but that many gained some solace in their 

grieving from knowing that the donor's death may not have been entirely in vain. 

Results of these studies cannot be readily generalized to today's donor family 

population because of the extreme changes in the process of organ donation. Organ 

donation in the 1970s was still considered experimental and the process of donating 

organs often took days. Brain death declaration was still being investigated and in 

all three of these studies the families were asked to donate prior to brain death 

declaration. Additionally, the body was always moved to another hospital in hope of 

finding recipients. 
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In one of the first systematic studies involving organ donor families, Batten 

and Prottas (1987) compared characteristics and opinions of donor families surveyed 

by mail with responses of a national, random sample, telephone survey of members 

of the public. Surveys were mailed to 455 donor families who had given permission 

for their relatives' kidneys to be donated, with 242 (61%) returned completed. These 

answers were compared to responses of a random telephone survey of 750 members 

of the public. They reported that members of both groups believed that the act of 

organ donation is beneficial to the family of the deceased person, and that an 

important reason for donation is the belief that the gift of an organ could help 

someone else live. This study also investigated events surrounding the donation and 

reported that donor families had difficulty understanding the concept of brain death 

and reported problems with the timing of the request. 

In a study by Bartucci (1987), 34 respondents of a convenience sample of 41 

families, all caucasian, who had donated loved one's organs, completed an 11 item 

survey by mail. Bartucci concluded that families had good feelings about the organ 

donation experience, and that the family's decision to donate was influenced most by 

the attitude of the health professionals and their hospital experience. Savaria, 

Rovelli, and Schweizer (1992) surveyed donor families by mail between 1983 and 

1989 regarding their experience with the organ donation process. The sample 

consisted of 196 families with 51% (n=99) surveys returned completed. Ninety-seven 

percent of the sample was caucasian. The families were asked to respond to 
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questions related to previous discussions of donation, knowledge of brain death, 

identification of stressors surrounding the consent request, perceived reasons to 

donate, and the need for support groups. 

Stocks et al. (1992) reported results of a similar study of 51 donor families. 

They reported that most families (68%) indicated that no added stress was placed 

upon them by being asked to donate and 98% indicated that donation was a positive 

decision for their family. Pelletier (1992) described the donor family members' 

appraisal of the most stressful situations during the organ/tissue donation process. 

The sample represented nine individual family members related to seven organ/tissue 

donors. Of this sample, only four families donated organs from a brain dead relative; 

the other three families donated corneas from a cardiac dead relative. The most 

frequently reported stressful situations centered around the threat of losing a loved 

one, confirmation of brain death, failure of the health professionals to identify the 

loved one as a potential donor, and adjusting to the many changes associated with the 

loss. In a related study, Pelletier (1993) reported the needs of donor families through 

a secondary analysis of data of the interview transcripts from the 1992 stress study. 

Results indicated that the seven families studied showed the same needs as other 

families experiencing a critical illness phase. The investigator concluded that donor 

families needed to consent to donation. A study by La Spina et al. (1993) from the 

transplant community in Italy, compared answers to informal interviews of 20 donor 

families by a psychiatrist with results of a questionnaire completed by one of the 
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physicians of the ICU medical staff at the end of the clinical event, either in case of 

consent to donate or refusal. They reported that in addition to the altruistic reasons 

to donate, families showed an explicit longing to keep the deceased relative alive by 

identifying him or her with the patients into whom the organs were transplanted. In 

another study from outside the United States, Buckley (1989) from England reported 

results of a survey of 53 donor families. Results showed that 21 % of families stated 

that the approach for organ donation came too soon. 

Summary 

The loss of a loved one has been described as the most stressful and disruptive 

event in the lives of most individuals (Murphy, 1988). The organ donor family 

members constitute one population at risk for such a disruptive experience. These 

families usually have had little time to prepare themselves emotionally for the 

tragedy. This is a time of acute and profound grief for most. 

In this chapter the conceptual model guiding the study and the literature 

review was presented. The literature review demonstrated a lack of research related 

to the organ donation process and a need for additional investigations related to the 

donor family experience. 
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CHAPTER III 

METHODOLOGY 

The design of the study, setting and sample, data collection instrument, 

protection of human rights, and method of data analysis are described in this chapter. 

The purpose of this study was to explore and describe the knowledge and perceptions 

of the organ donation process by persons who had donated their brain dead relative's 

organs. 

Research Design 

An exploratory descriptive design was used for this study. Very little research 

has been published regarding donor family experiences. The research that is 

available consists of small numbers of participants who were mostly caucasian. This 

descriptive study was designed to elicit answers to the following research questions. 

1. What is the knowledge of the next of kin regarding: 

a. The donors wishes about organ donation? 

b. The reasons the donor met the criteria of brain death? 

2. What is the perception by the next of kin regarding: 

a. The time at which they were given the option of organ 

donation? 

b. Additional emotional stress when given the option of organ 

donation? 

c. Their reasons for consenting to donation of organs? 
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d. Their satisfaction regarding their decision to donate? 

e. The most difficult and most positive aspects of the organ 

donation process? 

Setting 

Participant names and addresses were obtained through a record review at the 

Organ and Tissue Acquisition Center of Southern California (OTAC). The Organ 

and Tissue Acquisition Center is the federally designated organ procurement agency 

for San Diego and Imperial Counties. The population base for OTAC is 

approximately 2.6 million persons (OTAC), 1992). This procurement agency services 

29 hospitals, six of which are Level 1 trauma centers. Between January 1, 1990 and 

June 30, 1991, 162 families were approached by a registered nurse transplant 

coordinator regarding their option of organ donation. One hundred and five families 

agreed to donation of organs from their relative. 

Sample 

The subject population consisted of those persons consenting to donate organs 

from their brain dead next of kin between January 1, 1990 and June 30, 1991. Each 

subject was given the option to donate by a registered nurse procurement coordinator 

from the Organ and Tissue Acquisition Center of Southern California. Participants 

were at least 18 years of age, both male and female, and represented a variety of 

ethnic backgrounds. Their relationships to the donor as legal next of kin included 

those of spouse, adult child, parent, adult brother or sister, grandparent or guardian. 
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One criterion for participation in the study was the ability dents to read and write 

English, or find someone who could translate, translation services were unavailable 

to the investigator during this survey period. 

A 19 question survey with a cover letter was sent to 110 participants. The 

next of kin of five donors consisted of both legally divorced parents, thus the 

discrepancy between consenting families (105) and number of surveys mailed (110). 

Four surveys were returned by the postal service because of incorrect addresses and 

51 surveys were returned completed. 

Protection of Human Subjects 

Several methods were used to assure the protection of the rights of the 

subjects involved in this study. Subject participation was strictly voluntary. Subjects 

were fully informed of the nature and purpose of the study in the cover letter 

accompanying the survey (Appendix A). Confidentiality of the subjects' responses 

was maintained throughout the study as the questionnaires contained no identification 

of the individual or donor. Enclosed with each survey was an Experimental Subjects 

Bill of Rights (Appendix B) required by the University of California. This Bill of 

Rights assured that participants fully understood their rights regarding this research. 

Approval to commence this research protocol was obtained from the Committee on 

Investigation Involving Human Subjects, University of California, San Diego 

(Appendix C) and the Ethical Review Committee of the University of Arizona 

College of Nursing (Appendix D). 
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Instrumentation 

The survey instrument for this exploratory-descriptive study required three 

types of responses: 1) yes/no, 2) multiple forced choice, and 3) open ended 

(Appendix E). The 19 item questionnaire, originally developed by New York 

Regional Transplant Program Inc., was modified by a panel of experts and used to 

elicit responses related to the families' organ donation experiences. Each survey 

included a request for demographic information related to age, race, gender, and 

occupation of the respondent, and questions related to family knowledge and 

perceptions of brain death, previous donation discussions, consent process, motivating 

factors, donation bills, and post donation feelings. 

The first question requested the respondent's relationship to the donor. 

Questions two and three related to knowledge by the family of the donors organ 

donation preference. These yes/no questions asked if the donor had a signed donor 

card and if the donor had discussed organ donation with the family prior to the 

hospitalization. Question four inquired about the donor's cause of death. Items five 

through seven addressed the families' understanding of the cause of death and brain 

death with a yes or no response format. These questions also included a section for 

comments if the respondent marked "no". 

Questions eight, nine and 13, were added to the original survey to meet the 

Organ and Tissue Acquisition Center's quality assurance needs. These questions 

addressed donation bills, who initially approached the respondent about the option 
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of organ donation, and if the procurement coordinator was respectful and 

professional towards the family. The timing of the approach was addressed in 

question 10 with a yes/no response and with space to respond with suggestions about 

a more acceptable time. Question 11, again a yes/no option, asked if being 

approached about organ donation added more emotional stress to the family and if 

it did, space was available for the explanation. Item 12 stated "Your family agreed 

to the donation because". The respondent was asked to circle all applicable answers 

from seven choices and/or fill in the "other" category. These choices were derived 

through a literature search and interviews with three donor families. Question 14 

asked if previous knowledge or awareness made a difference in their decision. 

Items 15 to 19 asked an open ended question and provided space for the 

answer. Questions 15 and 16 inquired about the most difficult and most positive 

parts of the donation process. Questions 17 and 18 gave the family an opportunity 

to ask any questions about the transplants or events surrounding the organ donation. 

The final item inquired if the family felt good about their decision to donate, and left 

spaces for yes or no explanations. 

The survey was reviewed for face validity by a panel of experts including four 

registered nurse procurement coordinators, the OTAC executive director, two OTAC 

hospital development managers, and three donor families not included in this study. 

These experts evaluated the questions and were asked to add any pertinent questions, 

suggest deletions or semantic changes. This assured that the content of the tool 
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would elicit the desired data. As a result of the review, the following changes were 

made: The original survey referred to the donor as a "loved one". Each of the 

experts evaluating the survey suggested a change in wording to either family member 

or he/she. The expert panel deleted two questions: One that asked the family if they 

should receive financial compensation for donating organs and, a second that asked 

if they would be interested in joining an organ donor support group. The reason they 

were deleted is the inability of the investigators to provide follow-up. An "other" 

category was added to the section asking why the family agreed to donation. 

Question 14 originally asked if any media attention about organ donation gave any 

input on the family decision. The expert panel agreed to change the question to read 

"Did any previous experience or knowledge make a difference in your decision to 

donate". Thus, based upon the expert panels' review, the survey was modified and 

the final instrument contained 19 questions. 

Data Collection Procedure 

The procedure used in data collection consisted of mailing each donor family 

the 19 question survey addressed to the legal next-of-kin. Each survey was 

accompanied by a cover letter explaining the purpose of the study and assuring 

anonymity. A self addressed stamped envelope was provided for return of the survey. 

Also included was a "Experimental Subjects Bill of Rights" which was required by the 

Human Subjects Committee at University of California, San Diego. Each respondent 

was asked to complete the survey and return it in the self addressed stamped 
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envelope provided with the survey. Respondents were encouraged to phone the 

investigator or complete a separate tear-off portion of the survey if they had any 

questions about the procurement process or the research. Subjects were not 

contacted verbally or in writing at any point unless they requested information. 

When a completed survey was returned by mail, each was date stamped, and 

immediately evaluated for any follow up requests from the family by the investigator. 

The surveys were then placed in a locked fire proof file cabinet for further data 

analysis. 

Data Analysis 

Responses to the questionnaire were described in frequency distributions and 

through content analysis. Demographic data as well as information about the donor 

were used to describe the sample. Responses to the open-ended questions were 

subjected to content analysis by two independent experts. Appropriate categories 

were established with a predetermined 90% of agreement of categories. Each 

research question is restated below with the specific data analysis used. 

1. What is the knowledge of the next of kin regarding: 

a. The donors wishes about organ donation? 

b. The reasons the donor met the criteria of brain death? 

Survey questions numbers two, three, five, six, and seven address this study question 

using a yes/no response format. Frequency distributions of the responses were 

calculated. 
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2. What is the perception by the next of kin regarding: 

a. The time at which they were given the option of organ 

donation? 

b. Additional emotional stress when given the option of organ 

donation? 

c. Their reasons for consenting to donation of organs? 

d. Their satisfaction regarding their decision to donate? 

e. The most difficult and most positive aspects of the organ 

donation process? 

Survey questions numbers 10, 11, 12, 15, 16, and 19 address this study question with 

a yes/no, multiple choice, or open-ended response format. Survey question 12 asked 

respondents to circle all applicable reasons for donation. Frequency distributions 

were used to present the data. Suggestions for more appropriate timing and 

additional reasons to donate were categorized into like groups and listed. Responses 

to survey questions 15 and 16 were subject to content analysis and appropriate 

categories were established by the investigator and independently confirmed by 

another investigator with 90% agreement. 

Summary 

An exploratory descriptive design was used in this study. The sample consisted 

of the legal next of kin consenting to donate organs from their brain dead relative, 

through the Organ and Tissue Acquisition Center of Southern California. Each 
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participant had been approached by a registered nurse procurement coordinator 

regarding the option to donate organs from their relative between January 1, 1990 

and June 30, 1991 . The subjects' names and addresses were obtained from Organ 

and Tissue Acquisition Center of Southern California. Of the 110 surveys sent, 51 

completed responses were returned. The Family Survey used in this study was based 

on an established survey provided by another procurement agency and modified by 

the investigator and a panel of experts. Calculation of frequencies and content 

analysis of the open-ended questions were used to analyze the data. 



CHAPTER IV 

RESULTS OF ANALYSIS OF THE DATA 

The purpose of this study was to explore and describe the knowledge and 

perceptions about the organ donation process of person who had donated their brain 

dead relative's organs. In this chapter the demographic characteristics of the sample 

are described. The statistical analysis of the data and the results of the study are also 

presented. 

Demographic Characteristics of Sample 

Surveys were sent to 110 families who consented to the donation of organs 

from their relative. Fifty-one (48%) of the surveys were returned completed; four 

were returned undeliverable by the post office. Presented in Table 1 are the 

characteristics of the sample related to respondent gender and ethnicity, relationship 

to donor, and donor cause of death. Of those responding, 64.7% (n=33) were 

female, 25.5% (n=13) were male, and 9.8% (n=5) did not indicate their gender. The 

ages of the respondents ranged between 21 and 73 years, with a mean age of 47 

years. Seventy-fi"e percent (n=38) were Caucasian, 5.8% (n=3) Hispanic, 4% (n=2) 

African American, and 2% (n=l) Asian; the remaining 13.7% (n=7) did not indicate 

racial identity. The relationship to the donor of the respondents was mother 37.2% 

(n=19), father 17.6% (n=9), wife 17.6% (n=9), adult child 10% (n=5), husband 

7.8% (n=4), sibling 7.8% (n=4), and one respondent 2% was a great uncle. Closed 

head injury was the most frequently cited cause of death, constituting 41.1% (n=21), 
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Table 1. Characteristics of Sample: Gender, Ethnicity, Relationship to Donor, 
and Donor Cause of Death ~ (N=51) 

Characteristics Frequency Percent 

Respondent Gender: 
Female 33 64.7 
Male 13 25.5 
Did not indicate _5 9.8 
Total 51 100.0 

Respondent Ethnicity: 
Caucasian 38 74.5 
Hispanic 3 5.8 
African American 2 4.0 
Asian 1 2.0 
Did not indicate _7 13.7 
Total 51 100.0 

Relationship to Donor: 
Mother 19 37.2 
Father 9 17.6 
Wife 9 17.6 
Adult Child 5 10.0 
Husband 4 7.8 
Sibling 4 7.8 
Other J, 2J) 
Total 51 100.0 

Cause of Death: 
Closed head injury 21 41.1 
Intracranial bleed 13 25.5 
Gun shot wound 7 13.7 
Brain tumor _2 4.1 
Other 8 15.6 
Total 51 100.0 
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followed by intracranial bleed 25.5% (n=13), gun shot wound to head 13.7% (n=7), 

brain tumor 4.1% (n=2), and other 15.6% (n=8). 

Findings Related to Study Questions 

The findings in relation to the study questions which were analyzed using 

frequency distributions are presented in Table 2. 

Specifically, the research questions were: 

1. What is the knowledge of the next of kin regarding: 

a. The donors wishes about organ donation? 

b. The reasons the donor met the criteria of brain death? 

Survey questions numbers two, three, five, six, and seven address this study question. 

Forty-one percent (n=21) of the respondents answered that they had discussed the 

idea of organ donation with the donor prior to the hospitalization; 59% (n=30) 

answered they had not. Thirty-one percent (n=16) of the respondents answered that 

the donor carried a signed donor card. Questions five, six, and seven asked the 

respondent if the cause of death was explained satisfactorily, and if they understood 

the cause of death and the diagnosis of brain death. Ninety-six percent (n=49) 

answered that they thought that the cause of death was explained satisfactorily. 

Responses to questions six and seven were exactly the same. Almost all of the 

respondents 92% (n=47), marked "yes" and eight percent (n=4) marked "no" to each 

question. 
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Table 2. Frequency Distribution of Responses to Donor Family Survey. — 
(N=51). 

Yes No 
Survey Question: Frequency Percent Frequency Percent 

Knowledge 

Pre-discussion of 
donation with donor 21 

Signed donor card 16 

Cause of death explained 49 
satisfactorily 

Understand diagnosis/cause 
of brain death 47 

Perception 

Timing appropriate 46 

Added emotional stress 16 

41% 30 59% 

31% 35 69% 

96% 2 4% 

92% 4 8% 

90% 4 8% 

32% 35 68% 
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2. What is the perception by the next of kin regarding: 

a. The time at which they were given the option of organ 

donation? 

b. Additional emotional stress when given the option of organ 

donation? 

c. Their reasons for consenting to donation of organs? 

d. Their satisfaction regarding their decision to donate? 

e. The most difficult and most positive aspects of the organ 

donation process? 

Survey questions numbers 10, 11, 12, 15, 16, and 19 address this study question 

Respondents were asked to mark "yes" or "no" about their feelings related to 

appropriate timing when the subject of organ donation was raised. Ninety percent 

(n=46) answered that the timing was appropriate when the subject was raised; eight 

percent (n=4) of the respondents marked "no" it was not an appropriate time. Two 

of the respondents marking "no" noted on the survey that they would have liked more 

time. One subject did not respond to this question. 

Survey question 11 asked the respondent if they felt that being approached 

about organ donation added more emotional stress to themselves or their family. 

Sixty-eight percent (n=34) of the respondents indicated that no added stress was 

placed upon them as a result of being asked to donate the decedent's organs. Of the 



32% (n=16) indicating added stress, over half (n=9) noted that it was due to the 

need to deal with the reality of the death or to make a decision. 

The donor family survey included a question (#12) asking for the specific 

reason and motivations behind their decision to donate. Respondents were asked to 

choose all applicable answers from a list of eight. An optional "other" category was 

provided for additional reasons. A complete listing of all reasons is shown in Table 

3. The two most frequently chosen answers were; "It would help someone else to 

have a better quality of life" (73%), and "It would make something positive out of the 

death" (71%). Sixty-three percent of the respondents stated that donation was 

consistent with the decedent's belief in helping others, and 51% marked that they 

made the decision because "the decedent would live on in someone else". The 

additional comments provided by the respondents are listed on Table 3. 

Survey question 19 asked if the respondent felt good about their decision to 

donate. The decision to donate their loved one's organs was viewed as a positive 

decision by all but one of the study participants (98%). The one negative response 

indicated that had monetary compensation been received it would have been a 

positive experience. 

Survey questions 15 and 16 asked each respondent what the most positive 

aspect of the organ donation process was as well as what the most difficult aspect 

was. The written answers were coded by two experts in the field of organ 
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procurement for like themes. Interrater reliability for the categories was 0.90. The 

categories were then validated by a third expert in the field of organ procurement 



Table 3. Reasons For Decisions to Donate ~ (n=51) 
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Reason Frequency Percent 

Better quality of life for someone else 37 73% 
Make something positive out of death 36 71% 
Consistent with decedent's beliefs 32 63% 
Decedent would live on in someone else 26 51% 
Decedent expressed desire to donate 20 39% 
Memorial to decedent 17 33% 
Decedent had a signed donor card 9 18% 
Decedent would be taken of respirator 3 6% 

Additional Responses 

"We wanted to save other parents the loss of their child, by giving the gift of life." 

"My son wrote a poem saying he wanted to help others" 

"Matthew always wanted to help other people" 

"It made his life a complete circle" 

"It felt good and it still does" 

"Another mother would have the chance for her child to call her Mommy." 

"We thought we could see who received her organs." 

"She touched many lives when alive and more in death." 
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and a social worker expert in the field of death and dying. The resulting themes and 

corresponding frequencies are listed in Table 4. 

Three themes were identified from the responses of the most positive aspect 

of the organ donation process. Overwhelmingly, the most positive aspect of the 

organ donation process was identified as helping someone else. Eighty-eight (n=43) 

percent of those responding to this question wrote that helping someone else (67%) 

or receiving acknowledgement of helping someone else (21%) was the most positive 

aspect of the organ donation process. Creating immortality (7%) and donor's life not 

in vain (5%) were the two other themes identified by content analysis. Thirty-seven 

participants completed the section about the most difficult aspect of the organ 

donation process. Five themes were identified by the investigators. Thirty-seven 

percent of the respondents (n=14) perceived that dealing with the reality of the 

death was the most difficult aspect of the donation process. The next three themes 

to emerge from the data show very similar frequencies. These most difficult aspects 

emerged as, 21% (n=8) indicating that mechanical support of the donor after death 

was the most difficult, 18% (n=7) indicated mutilation of the body, and 16% (n=6) 

indicated that making the decision was the most difficult part of the donation process. 

Eight percent (n=3) indicated that waiting for the donation to take place was the 

most difficult part. 
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Table 4. Themes of Content Analysis of Perceptions of Most Positive and Most 
Difficult Aspects of the Organ Donation Process. 

MOST POSITIVE ASPECT (n=43) 
Frequency Percent 

Altruistic Motivation 
"Helping someone else" 
"Receiving acknowledgement of helping" 

Immortality 
"He lives on in other people" 

Life not in vain 
"His life was not in vain" 

38 
29 
9 

3 

2 

88% 
67% 
21% 

7% 

5% 

MOST DIFFICULT ASPECT (n=37) 
Frequency Percent 

Reality of the death 
"Knowing that this was the end" 

Mechanical support of the donor after death 
"Keeping him on the machines" 

Mutilation of the body 
"His body being taken apart" 

Decision 
"Just making the decision" 

Waiting 

14 

8 

"Waiting for it to end" 

37% 

21% 

18% 

16% 

8% 
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Summary 

The demographic characteristics of the sample and data analysis related to the 

research questions were described. This information was obtained from responses 

to the donor family surveys mailed to 110 persons who donated organs from their 

relative; 48 percent (n=51) of the surveys were returned completed. 

The majority of respondents were female (65%) and 75% of the subjects 

reported their ethnicity as Caucasian. The leading causes of death for the donor 

were closed-head injury (41%) and spontaneous intra-cranial bleed (25%). Nearly 

half (41%) of the respondents had discussed organ donation prior to the donor's 

hospitalization. Only 31% had knowledge of whether the decedent carried a signed 

donor card. Almost all of the respondents (92%) stated that they understood the 

concept of brain death and its cause. Ninety percent of the respondents perceived 

that the timing was appropriate when asked to donate. Additional stress was 

perceived by 32% of the respondents, but half of these respondents (n=9) indicated 

that the stress came, not from being asked to donate, but from the reality of the 

death. The two most frequently perceived reasons to donate were "It would help 

someone else have a better quality of life" (73%) , and "It would make something 

positive out of the death" (71%). 

Content analysis of the respondents' perceptions of the most positive and most 

difficult aspects of the organ donation process revealed several themes. The primary 

theme of the most positive aspect emerged as "Altruism". These families thought that 
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helping someone else was the most positive aspect of the process. The primary 

theme of the respondents' perception of the most difficult portion of the organ 

donation process emerged as "Reality of Death". Three other themes emerged with 

nearly equal frequency. These respondents perceived the "mechanical support of the 

donor after death' (21%), mutilation of the body (18%), and making the donation 

decision (17%) were the most difficult aspects of the donation process. 
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CHAPTER V 

DISCUSSION OF FINDINGS, THE IMPLICATIONS AND 

RECOMMENDATIONS 

In this chapter, the findings of the study are presented in relation to the 

conceptual framework. The limitations of the study are outlined. The implications 

for nursing practice and recommendations for further research are also discussed. 

Findings in Relation to the Conceptual Model 

In this study, donor family knowledge and perceptions about the organ 

donation process were explored and described through descriptive data analysis and 

content analysis of responses to a self administered written survey. 

Knowledge 

The donor families indicated that they understood the concept of brain death 

and its cause at the time consent was given, but a prevalent theme of the most 

difficult aspect of the organ donation process was "keeping the patient on the 

machines" (18%). Possibly, these families understood intellectually the concept of 

brain death but found it difficult to say goodbye with the appearance of life still 

within their relative. This finding supports the relationship shown in the conceptual 

model that knowledge about brain death can modify families' perceptions of brain 

death and affect their organ donation experience. In fact, Batten and Prottas (1987) 

concluded that many times, families are willing to donate a relative's organs based on 

the intellectual knowledge of the death without its emotional acceptance. 
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The results of the study closely reflect the general population in percent of 

people who carry a donor card. Zavala et al. (1990) reported that 33% of the 

general population carried signed donor cards. Thirty-one percent of this study's 

respondents indicated that their relative carried a donor card. Nearly half (39%, 

n=20) of the respondents indicated that they donated the organs of their relative 

because of the expressed desire of the donor prior to death. This response is 

augmented by the percent of respondents (41%, n-21) who indicated that they had 

discussed organ donation with the donor prior to the hospitalization. Studies of the 

general population report that 36 to 52% of the population has discussed organ 

donation with their family (Batten, 1987, The Gallup Organization, 1993). 

Unfortunately, even though the donor pool reflected the general population 

in ethnic diversity, the sample population did not. The census figures for the area 

covered by this organ procurement organization during the time of the study showed 

the percent of population by race as: Caucasian 65.4%, Hispanic 20.4%, Asian 7.4% 

and African American 6% (U.S. Bureau of Census, 1990). The donor population 

emerged ethnically as: Caucasian 64.5%, Hispanic 23.4%, Asian 3.7%, and African 

American 7.5% (OTAC, 1992). The only significant discrepancy between the donor 

pool and respondent pool was the very low response rate from the Hispanic 

population of 6%. This low response rate could be due to a language barrier since 

the family survey was written in English. 
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Perceptions 

The findings of this study reinforce findings from previous studies that indicate 

that donor families feel positive about their decision to donate the organs of their 

next of kin (Bartucci, 1987, Batten, 1987, Pelletier, 1993). The families felt positive 

about donation because they perceived that they were helping someone in need. In 

fact, nearly three quarters (73%) of the subjects indicated that helping someone have 

a better life or making something positive out of the death (71%) was one of the 

reasons they donated. More than half of the respondents indicated that donation was 

consistent with their relatives' beliefs about helping others. Content analysis of the 

survey responses showed clearly that the prevailing theme of the positive perception 

about the organ donation process was "helping another person". 

Of particular interest are the other reasons that families gave for donating 

organs. Even though only three of the respondents indicated that creating 

immortality for their relative was the most positive aspect of the donation process, 

26 (51%) of the respondents indicated that it was one of their reasons to donate their 

relatives' organs. Obviously, a significant portion of this population believe that the 

opportunity to have some aspect of their relative live on in someone else is an 

important aspect of the donation process. 

Interestingly, all additional comments of reasons to donate were made by 

parents of children under the age of 18 and are of a very personal nature. This 

finding and the fact that nearly half (n=28) of the respondents to the survey were 
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parents could indicate that donation from young children has a special meaning. 

Obviously, further research must be conducted in the area of relationship to the 

donor, age of the donor and donation perceptions. 

The dominant theme of "reality of death " as the most difficult aspect of the 

donation process was an expected outcome of the study. It is congruent with 

information from current literature (Pelletier, 1992) and from professional experience 

of this investigator. The death of a loved one can be one of the most disruptive 

events in person's a life. Three additional themes emerged as the most difficult 

aspect of the donation process. The perceptions of continuation of mechanical 

support, mutilation of the body, and difficulty making the decision must certainly be 

addressed with donor families. Despite these difficult aspects of the process, the 

families were willing to donate organs for what appears to be purely altruistic 

motives. 

Most families (90%) perceived that the timing of the discussion of the subject 

of donation was appropriate. Unlike many other organ procurement organizations, 

the administrative and teaching policies of the Organ and Tissue Acquisition Center 

dictate that families are approached about the option of organ donation only after 

brain death has been declared and explained to the family by the physician. 

Unfortunately, data concerning actual timing of approach were not tracked during the 

time period that this study was conducted; therefore comparisons cannot be made. 

However, the fact that the consent rate when families were approached by an OTAC 
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procurement coordinator about their option of organ donation was approximately 

88% (OTAC, 1992) during this time period versus a 50 to 65% consent rate 

nationally (UNOS, 1992) could indicate a possible comparison. 

The perception by health professionals that asking for organ donation adds 

stress to donor families was not supported by the findings of this study. With rare 

exception, these families did not feel added stress by being given the option of organ 

donation. Pelletier (1992) reported that donor families indicated additional stress by 

not being given the opportunity to donate organs from their brain dead relatives. 

More extensive studies must be conducted in the area of donor family stress before 

generalizations can be made. 

Limitations 

The limitations of the study include the following. 

1. The generalizability of this study is limited by the fact that all data 

were collected in a single geographic region controlled by a single 

organ procurement agency, a small sample size, and a sample 

composed of mostly Caucasians. Therefore, generalizations to other 

populations cannot be made. 

2. The survey was newly developed and has limited reliability and validity. 

3. Because the sample consisted of only families who returned the survey, 

conclusions cannot be generalized to families who did not complete the 

survey. 
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Nursing Implications 

The results of this study offer additional information that contributes to the 

knowledge base related to family's knowledge and perceptions of organ donation. 

This information has the potential to be useful in nursing assessment, nursing 

diagnoses, formulation of a family plan of care, selecting interventions, and measuring 

the effectiveness of interventions for families who choose to donate organs of a 

relative. Nurses and other health professionals are a critical link in the organ 

donation process. In addition to being the primary source of identification and 

referral of potential organ donors, nurses are the health care professionals who are 

in a primary position to support the donor family through the organ donation process. 

This study sought to explore and describe the knowledge and perceptions of 

persons donating organs from their brain dead relative. The finding of primary 

importance from this study to health professionals is the perception by donor families 

that the organ donation process was a positive experience. A common myth among 

health professionals is that asking for organ donation is an added stress to the 

potential donor family (Prottas & Batten, 1988, Sophie et al., 1983, Stark et al., 1984, 

Wakeford & Stephney, 1988). In reality, if timed appropriately, presenting the option 

of organ donation to families is not perceived as an additional stress by the family. 

On the contrary, if nurses hesitate to initiate the donation process due to fear of 

approaching the family, they could be adding stress to the family. Health 

professionals assume that people who want to donate their organs carry a donor card 
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or have discussed their preferences with their family (Prottas & Batten, 1988). This 

assumption was not supported by findings of this study. Nurses must be aware that 

less than half of the families in the position to donate organs have ever discussed the 

concept of organ donation and even fewer people carry donor cards. Health 

professionals must be able to initiate the process of organ donation and allow families 

this positive option. 

Individual family education during the organ donation process is another area 

where nurses must intervene therapeutically. In the case of cadaver organ donors, 

a person must die to donate organs to another person. The reality of this death is 

by far the most difficult aspect of the process to the family. However, the 

perceptions by the donor family of possible mutilation of their relative's body and the 

perception of continued "life support" when mechanical support is needed to perfuse 

the organs needs to be addressed. By assuring the family that their relative is dead 

and the body will be treated with respect, nurses can change the families' negative 

perceptions through providing knowledge that can positively affect the families' organ 

donation experience. 

Recommendations for Further Study 

More study of the knowledge and perceptions of the donor family is needed. 

Expanding this study to include regional variations and ethnically diverse populations 

is important as well as differences in the donation process associated with age 

variation of the donor and relationship of the next of kin. 
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There is a need for correlational studies that identify related variables in the 

areas of donor family stress, decision making, and donor family needs. Of primary 

importance though, is the need to study the knowledge and perceptions of families 

who choose not to donate organs from their brain dead relative and to compare the 

findings with those who do choose to donate organs of their brain dead relative. 

Summary 

An exploratory-descriptive design was used to explore and describe the 

knowledge and perceptions of persons donating organs from their brain dead relative 

for transplant into another person. A 19 question survey was mailed to 110 next of 

kin who donated organs from their relative, 51 surveys were returned completed. 

Frequency distributions and content analysis of the survey responses were the 

methods of data analysis. 

Similar to the general population, fewer than half of the respondents (41%) 

had discussed organ donation within their family prior to the decedent's 

hospitalization or knew if their relative carried a donor card (31%). The donor 

families indicated that they understood the concept of brain death and its cause, and 

thought the timing was appropriate when they were given the option of donation. 

These families were positive about their decision to donate. They perceived that 

"helping someone else" was the most positive aspect of the organ donation process. 

The most difficult aspect was perceived as the reality of death. Other prevalent 
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themes of the most difficult aspect emerged as keeping the patient on the machines, 

mutilation of the body and making the decision. 

Findings suggest that families did not perceive added stress as a result of being 

presented with the option of donation. Results of this study are useful to nurses in 

assisting families who are given the option of organ donation. Nurses must be able 

to guide and support families through the organ donation process. 
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Dear : 

On behalf of myself and the Organ and Tissue Acquisition Center team I would like 
to thank you for the gift of organ donation. The unfortunate aspect of organ 
donation is that someone has suffered a tragic and normally unexpected death. Your 
ability to think of the needs of others at such a stressful time is to be commended. 

Because organ donation only occurs at what is a difficult time, we at the Organ and 
Tissue Acquisition Center would like to make the process as easy as possible. To 
enable us to do this we would welcome your opinion regarding your experience with 
the donation process. 

Enclosed is a short survey that you may complete. This survey is a research study of 
donor families and participation is completely voluntary. The survey can be 
completed anonymously and your answers will be kept confidential. You will not be 
contacted again unless you request information. Your consent for participation in 
this study will be assumed by completing the survey and returning it in the enclosed 
self addressed stamped envelope. Additionally, if you are interested in becoming part 
of our Family Speakers Bureau in which families are given the opportunity to share 
with medical professionals and the lay community their experience with the organ 
donation process please complete and return the final portion of this survey. 

If you have any questions or concerns, please call Lisa Stocks at the Organ & Tissue 
Acquisition Center at (619) 294-6263. 

Sincerely, 

Lisa Stocks, R.N. 
Transplant Coordinator 

Enclosures 
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UNIVERSITY OF CALIFORNIA, SAN DIEGO 

BERKELEY • DAVIS • IRVINE • LOS ANCELES • RIVERSIDE • SAN DIECO • SAN FRANCISCO SANTA BARBARA • SANTA CRUZ 

VICE CHANCELLOR FOR HEALTH SCIENCES 
DEAN, SCHOOL OF MEDICINE 

LA JOLLA, CALIFORNIA 92093 -06 02 
0602 

EXPERIMENTAL SUBJECT'S BILL OF RIGHTS 

The faculty and staff of the University of California, San Diego wish 
you to know: 

Any person who is requested to consent to participate as a subject in 
a research study involving a medical experiment, or who is requested 
to consent on behalf of another, has the right to: 

1. Be informed of the nature and purpose of the experiment. 

2. Be given an explanation of the procedures to be followed in the 
medical experiment, and any drug or device to be used. 

3. Be given a description of any attendant discomforts and risks 
reasonably to be expected from the experiment. 

4. Be given an explanation of any benefits to the subject reasonably 
to be expected from the experiment, if applicable. 

5. Be given a disclosure of any appropriate alternative procedures, 
drugs, or devices that might be advantageous to the subject, and 
their relative risks and benefits. 

6. Be informed of the avenues of medical treatment, if any, available 
to the subject after the experiment if complications should arise. 

7. Be given an opportunity to ask any questions concerning the 
experiment or the procedures involved. 

8. Be instructed that consent to participate in the medical experiment 
may be withdrawn at any time, and the subject may discontinue parti
cipation in the medical experiment without prejudice. 

9. Be given a copy of a signed and dated written consent form when one 
is required. 

10. Be given the opportunity to decide to consent or not to consent to a 
medical experiment without the intervention of any element of force, 
fraud, deceit, duress, coercion, or undue influence on the subject's 
decision. 

If you have questions regarding a research study, the researcher or 
his/her assistant will be glad.to answer them. You may seek information 
from the Human Subjects Committee - established for the protection of 
volunteers in research projects - by calling (619) 534-4520 from 8 am 
to 5 pm, Monday through Friday, or by writing to the above address. 
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UNIVERSITY OF CALIFORNIA 
SAN DIEGO 



COMMITTEE ON INVESTIGATIONS INVOLVING HUMAN SUBJECTS 
UNIVERSITY OF CALIFORNIA - SAN DIEGO 

92-

TO: Lisa Stocks, R.N. 

RE: Donor 78111117 Survey 

The above-referenced project was reviewed and approved by one of 
this institution's Institutional Review Boards in accordance with 
the requirements of the Code of Federal Regulations oh the 
Protection of Human Subjects (45 CFR 46), including its relevant. 
Subparts. 

January 17, 1992 Date of IRB review and approval 

Human Subjects Program 
UCSD 0602 
La Jolla, CA 92093-0602 

(619) 534-4520 

Notes: 
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COMMITTEE ON INVESTIGATIONS INVOLVING HUMAN SUBJECTS 92-53X 
UNIVERSITY OF CALIFORNIA - SAN DIEGO 

TO: Lisa Stocks, R.N. 

RE: Donor Family Survey 

The above-referenced project was reviewed and approved by one of 
this institution's Institutional Review Boards in accordance with 
the requirements of the Code of Federal Regulations on the 
Protection of Human Subjects (45 CFR 46), including its relevant 
Subparts. 

January 7, 1993 Date of IRB review and approval 

R E C E I V E D  

JAN 2 0 1993 
ORGAN & TISSUE 

ACQUISITION CENTER 

(619) 534-4520 

"Lucille Pearson, Director 
Human Subjects Program 
UCSD 0602 
La Jolla, CA 92093-0602 

Notes: 
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ARIZONA 
THE UNIVERSITY OF 

Human Subjects Committee 
HEALTH SCIENCES CENTER 

1690 N. Warren (Bldg.5268) 
Tucson, Arizona 85724 
(602) 626-6721 or 626-7575 

August 24, 1993 

Lisa M. Stocks, B.S.N. 
c/o Leanna Crosby, D.N.Sc. 
College of Nursing 
Arizona Health Sciences Center 

RE: SURVEY OF DONOR FAMILY EXPERIENCE WITH ORGAN DONATION 

Dear Ms. Stocks: 

We received your above referenced research proposal and related 
material. As we understand it, all participants are recruited 
through the Organ & Tissue Acquisition Center of Southern 
California; also, the project received prior IRB approval from the 
University of California - San Diego. Further, since there is no 
relevant data analysis being performed at this institution, this 
study is exempt from review by the UA Institutional Review Board. 

Thank you for informing us of your work. If you have any questions 
concerning the above, please contact this office. 

Sincerely yours, 

William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 

cc: Departmental/College Review Committee 

•<h 
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DONOR FAMILY SURVEY 

What was your relationship to the person who became an organ donor: 

Had he or she discussed the idea of organ donation with family members prior 
to admission to the hospital? Yes No 

Did the he/she have a signed organ donor card? Yes No 

What was his/her cause of death? 

Was the cause of death explained satisfactorily? Yes No 

Did you understand the cause of death? Yes No 

Did you understand the diagnosis of brain death? Yes No 

If no please explain: 

Who initially approached you concerning the idea of organ donation? (Circle 
only one answer): 

a. Nurse 
b. Physician 
c. Family initiated 
d. Organ Transplant Coordinator 
e. Other 

If you spoke to an organ transplant coordinator: 

a) Was the Organ Transplant Coordinator respectful to you and 
your decision? Yes No 

b) Was the Organ Transplant Coordinator professional in their 
interaction with you? Yes No 

Please explain: 
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Do you think the time was appropriate when the subject of organ donation 
was raised? Yes No 

If not, what time do you think would have been more acceptable? 

Did being approached about organ donation add more emotional stress to you 
or your family? Yes No 

If yes,why? 

Your family agreed to the donation because: (Please circle any applicable 
answers): 

a. The decedent had a signed donor card. 
b The decedent had previously expressed a desire to donate. 
c. It was consistent with the decedent's beliefs of helping others. 
d. It would help someone else have a better quality of life. 
e. It would make something positive out of the death. 
f. It would be a memorial to the decedent. 
g. The decedent would live on in someone else. 
h. The decedent would no longer be kept on the respirator. 
i. Other 

Did you receive any bills you felt should be paid by the organ donation 
program? 

Yes No 

Did any previous knowledge or awareness about organ donation make a 
difference in your decision? Yes No 



What was the most difficult part of the donation process? 
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What was the most positive part of the donation process? 

Do you have any questions about the transplants performed, or any events 
surrounding the organ donation? Yes No 

Do you and your family feel good about your decision to donate? 
If yes, why? 

If no, why? 

Please make any comments you think might be helpful to us in approaching 
families for permission for organ donation. (Include anything we could have 
done differently in your situation.) 



OPTIONAL: 

Age Race Sex Occupation 
Of person completing form 

DETACH HERE 

If you have any questions or would like to become involved in the Family Speakers 
Bureau, please complete the information below and mail separately to: 

Organ & Tissue Acquisition Center 
3500 Fifth Avenue, Suite 203 
San Diego, CA 92103 

NAME 

ADDRESS 

PHONE NUMBER 
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