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ABSTRACT

Organ and tissue donation is a critical step toward survival of persons on a transplant
waiting list. Advances in medicine and technology allow greater numbers of individuals
to choose transplantation and live quality lives. However there is a greater demand for
organ transplantation than there are organs donated. Research shows organ donation
education for individuals increases acceptance of organ donation and improves the
likelihood of becoming a donor. However, a paucity of educational materials exists
which target six-to-eight-year-old children, their parents and health care providers.
Following an exhaustive search of the literature on transplantation, children’s perception
of death, and teaching and learning strategies, a child’s picture storybook was developed
for use with children six-to-eight years of age.
The area of organ donation education for children provides a rich area for further research
and exploration. Further study is needed to learn how discussion of organ donation
impacts children in this age group. Further study of age related educational materials
specific to the topic of organ donation could lead to the creation of better educational
resources.

1
INTRODUCTION

Organ and tissue donation is a critical step toward survival of persons on a
transplant waiting list. According to the United Network for Organ Sharing (UNOS),
more than 6,000 deaths occurred in 1999 while awaiting transplantation. The four
highest number of deaths by organ are kidney (3046), liver (1753), heart (709), and lung
(587) (UNOS, 2001). Medical and technological advances allow greater numbers of
individuals to choose organ transplantation as a treatment option. For those awaiting
organ transplants, these advances are the difference between life and death.
Improvements in transplantation technology and immunosuppressive therapies
have positively affected quality of life and preservation of tissue grafts. However, the
supply of organs has not kept pace with the demand. Donated organs for 1999 totaled
21,692 retrieved from 10,576 donors; 72,824 organs were needed. Fifty-five percent of
organs donated came from cadaveric donors; 45% came from living donors (UNOS,
2001). Cadaveric organ donation is derived from persons who have died from “fatal
neurologic injuries or primary central nervous system events” (Morrissey & Monaco,
1997, p. 182). Living donors consist of persons who donate certain organs to relatives or
friends. Living donor organs include a portion of a lung, the liver, the pancreas or one
kidney (UNOS, 1999). As of March 31, 2001, 75,614 organs were needed. Using 1999
data as a guide (see Figure 1), even when combining cadaveric with living donation, a
discrepancy between the need and the supply of transplant grafts is anticipated.
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Figure 1, Organ Donation for 1999 vs. Organ Need (UNOS, 2001)

Population

Motivation for this project comes from personal experience with cadaveric and living
organ transplantation as well as dinner table family discussions about the personal need
of this author for a kidney and pancreas transplant. Several friends offered one of their
kidneys; one friend tested compatible and this author received a living donor kidney.
Three months after the kidney transplant, this author was placed on the waiting
list for a cadaveric pancreas. During the waiting time, both of this author's children
stated, “if anything happens to me, I want to be an organ donor.” Their exposure to the
topic of organ donation was more than the average 12 and 15 year old might experience,
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They were also in a situation to see first hand the affects of end stage renal disease.
They had never known their mother to not take insulin and continuously monitor blood
sugars due to thirty years of diabetes. After this author’s kidney transplant, they saw her
energy increase and an improved ability to handle activities of daily living. After the
pancreas transplant, although there were complications and eventual rejection, the
children were briefly free of worry of the consequences associated with their mother’s
insulin use.
The comments of the children of this author gave impetus for this project. How
do we educate the general populace of parents about their need to address organ donation
with their children? How do we educate the general populace of children about the need
for and their ability to become organ donors? Where do we begin?

Statement of the Problem

The increased need for organs is a problem jointly addressed by local and regional
Organ Procurement Organizations (OPO) and UNOS. The OPO work at state and
regional levels and have similar mission statements. As non-profit organizations, the
intent is to assist both donor and recipient families with education and support resources
(Regional Organ Bank of Illinois [ROBI], 2000; Life Center Northwest, 2000). The
mission of UNOS is to advance transplantation through developments beneficial to
patients (UNOS, 2001). Both OPO and UNOS use pamphlets, the Internet and videos to
educate the public. The United States Department of Health and Human Services
(DHSS) news release dated April 16, 1999, reported a 5.6% increase of overall organ
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donation occurred between 1997 and 1998. Donation increases coincided with the first
year of the National Organ and Tissue Donation Initiative (NOTDI). A purpose of the
initiative was to educate the public on organ donation and stresses the importance of
letting family members know decisions made regarding organ donation.
Research shows that people are more likely to consent to being organ donors if
they have some level of education on organ donation and tissue transplantation (Sanner,
1994). Education may occur through formal organizations such as local and regional
OPO and UNOS. Education may also occur informally between family members or
friends through discussions of transplantation or a desire to be an organ donor. Not all
education is accurate. Newspaper, magazine and television stories may create confiision
by the manner in which they present facts. Confusion may arise, as a result of complex
definitions of brain death, cardiac death and donor classifications. Myths created
regarding black markets, baby snatching and selling of organs, may lead people to
believe their interests are not the primary medical concern of health care providers when
they agree to be an organ donor (Morrissey & Monaco, 1997; Scheper-Hughes, 1998;
Organ Donation, 2000).
Parents faced with making the decision to donate a child’s organs may find
themselves confused and questioning what their child would have wanted. Parents will
not know their children's wishes unless they discuss organ donation with them. Parents
have stated the decision to donate would have been easier had they known what their
child thought about organ donation and wished they had initiated discussion of organ
donation with their child before a fatal accident (Coalition on Donation, 1997).
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Quality and timely education is the key to decreasing contusion and increasing
awareness of the need for organ donation (Morrissey & Monaco, 1997). David Bosch,
ROBI, Community Relations Director, (personal communication, February 23, 1999),
stated organ donation education for children is a new concept and primarily limited to the
teenage audience. Teenagers are able to comprehend that they no longer need their
organs after death. When educated on the subject, teens may be better prepared to
discuss with family members their decision to be an organ donor. The key to knowing
teenagers' feelings regarding organ donation is to begin education so discussion may
follow. Knowledge of ones’ personal wishes eases the decision and mind of those who
are ultimately making the final choice to donate organs (ROBI, 2000).
Children are capable of being agents for change. After educating children on the
hazards of tobacco use, these same children have become agents for change by educating
younger and older children as well as adults on tobacco hazards (International
Development Research Centre [IDRC], 1999). Classroom discussions during first and
second grade may leave life long impressions on children. The high school aged children
of this author continue to educate peers and family members on conservation and health
promotion tips learned when six-to-eight-years of age, while in the first, second and third
grade.
Children, age six-to-eight-years, are in an impressionable stage of development.
Family and peers greatly influence children in the school-age group. In Piaget's period of
concrete operations (as cited in McCarthy & Hancock, 1994) children age six-to-eightyears begin to look outward from egocentric to cooperative interactions. Erickson (as
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cited in McCarthy & Hancock, 1994) places the school-age child in the industry vs.
inferiority stage of development. The school-age-child works toward understanding self
and developing peer relationships. Children feel a sense of worth, as they are able to
master industry. The school-aged child begins to develop global perspectives (McCarthy
& Hancock, 1994). As children age six-to-eight-years-oId are beginning to understand
and work toward cooperative interactions and develop global perspectives, they may also
begin to have an understanding of the needs of others including the need for organ
donation.
An initial review of the literature revealed no articles on organ donation education
for the six-to-eight-year-old child. Minimal material in book, video, or game format were
found. Issues of grief and loss due to death are covered in multiple forms for children
age six-to-eight-years-old (Geis, Whittlesey, McDonald, Smith, Pfefferbaum, 1998;
Bowden 1993). Children and parents need real life examples to assist them to better
understand, grieve and accept life changes (Goldman, 2000). This author recognized the
lack of age appropriate organ donation education aimed at the six-to-eight-year-old child
as a problem.

Purpose

The purpose of this professional project was to create an educational tool to
increase awareness of six-to-eight-year-old children and their parents about
transplantation and organ donation. An increased awareness of organ transplantation
needs may lead to the desire for expanded education and quality discussions within the
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family regarding organ donation. Discussions, which take place before a fatal event, may
decrease family uncertainty about transplantation and potentially increase organ donation
at the time of a fatality. Specifically the objectives of this project were to increase (a)
awareness of the need for organ donation, (b) awareness of the role of the family in organ
donation, (c) organ donation discussions among parents and children, and (d) knowledge
of the organ donation process.
This professional project was conducted in three phases. Phase I consisted of a
literature review relevant to current issues in organ donation and education of children.
A review of literature to determine education styles appropriate for children in
kindergarten through second grade was conducted in phase II of the project and led to an
age appropriate literary education strategy for use in Phase III. A child's picture
storybook was determined the best method to incorporate organ donation information for
children in kindergarten through second grade. Phase III was the creation of a child's
picture book on organ donation and transplantation (see Figure 2).
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Figure 2, Overview of Professional Project

Project Overview
X Increased awareness of the need for organ donation.

X Increased awareness of the family's role in organ donation.
X Increased organ donation discussion among parents and children.

X

Increased knowledge of organ donation process.

I

Literature review

1

^eHucati
Development of
educational strategies

Development of children's
picture story book

Increased awareness, education, and discussion among
families and increased knowledge of organ donation process
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Conceptual Framework

Health as Expanding Consciousness
Margaret A. Newman's theoretical concept of expanded consciousness was
chosen as the conceptual framework for this project. Dr. Newman's theory recognizes a
holistic pattern of approach to disease and nondisease. Newman's theory of Health as
Expanding Consciousness (as cited in Keffer, Hensley, Kilgore-Keever, Langfitt &
Peterson, 1994) identified individual patterns leading to choices which enable one to
develop "an awareness of self and environment together with the increasing ability to
perceive alternatives and the choice to respond in a variety of ways" (p. 470). Health
therefore, is a "pattern of the whole" (p. 476).
The essential concepts of Dr. Newman's (1997) theory are (a) "mutuality of
interaction between nurse and client, (b) uniqueness and wholeness of pattern in each
client situation and (c) movement of the life process toward higher consciousness"
(p. 35). The nurse becomes a facilitator of expanding consciousness at the time the client
seeks out new rules or new information on which to make choices. Regardless of the
current choices of the client, there is a premise for increasing ability to perceive different
alternatives and respond to new choices. Newman (1997) described client and
environmental patterns of interaction as factors leading to distinct definitions of health for
the individual. The client-centered choice becomes the current health state. As
individuals understand components of disease, they may function within an expanded
consciousness of health. "The expansion of consciousness is unending. We are free from
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all things we have feared-loss, death, dependency. We can let go of fear" (Newman,
1994, p.xxiv).
Individual expansion of consciousness assists self, and the individual may then be
able to affect a community to a deeper understanding of a new concept. Through
expanding our consciousness and better understanding our patterns of living, we are at a
point to process information and make additional choices. Our choices reflect back onto
our body, mind and soul (Burroughs, Hong, Kappel, Freedman, 1998; Switzer, Dew,
Butterworth, Simmons, & Schimmel, 1997). With this in mind, expansion of
consciousness may occur through our understanding of others' disease and non-disease
states. In applying this model to organ donation education, an opportunity exists to affect
the consciousness of individuals currently unaffected by transplantation issues. While
education alone will not expand consciousness, education is an environmental influence.
As knowledge and access to educational resources increase, individuals are better
equipped to make choices that are more meaningful and healthful. Applying this concept
to an individual contemplating signing an organ donation card or donating a kidney to a
friend or family member, transplant education may lead to a confident choice to donate.
Awareness of the need for organ donation, potential donor role, potential
complications, and discussion with family and friends, can lead to a more meaningful and
healthful choice for all individuals. As the potential donors' individual state of awareness
grows, there is potential for a more healthful state among family, friends and the
community at large. Education, along with time for assimilation and discussion, is
helpful in allowing one to come to a personal understanding of organ donation
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(Burroughs et al., 1998). The resulting personalization constitutes the expansion of
consciousness.
Individuals and families need time to learn, assimilate and discuss their feelings
related to organ donation. (Saub, Shipiro, & Radecki, 1998; Coolican & Swanson, 1998).
The Advance Practice Registered Nurse (APRN) has a responsibility to provide
information to patients. Interacting with people of all ages, socio-cultural, and financial
backgrounds, the APRN is in an opportune position to provide organ donor and transplant
information to clients. By providing an environment supportive to open discussion, the
APRN can facilitate discussions of organ donation before a fatal crisis occurs. Newman
(1994) stated.
Organizations don't change; only individuals change, and through individuals, the
pattern of the whole. This process involves knowing who you are, what you care
about, what you love. The power of future pull is in knowing your purpose and
vision and in bringing about circumstances in which everyone can win. (p. 140)
Applying education to the problem of a lack of adequate organ donation and allowing
individuals time to discuss donation may lead to an increased occurrence of donation
(Morrissey & Monaco, 1997; Sanner, 1995).
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LITERATURE REVIEW

The review of literature for this project includes an overview of organ donation as
well as a review of topics related to creating a child picture story book. Children’s
perception of death is included due to the relationship between death and cadaveric organ
donation.

Historical Overview of Organ Donation

Egyptians were the first people to take tissue from one person and place it on
another. During the sixteenth century, Italian Gaspare Tagliacozzi (as sited in Brant,
1997) performed plastic surgery by rebuilding noses, using skin from slaves. His
attempts eventually ended in decay of the tissue. For the next four hundred years,
transplantation from one person to another ended in necrosis of the transplanted tissue.
While not transplantation, the concept of sharing tissue appears in historical
documentation. Successful transplantation did not occur until the 20th century largely as
the result of the increased understanding of immunology.
Although early 20th century researchers were unable to prevent rejection of
transplanted tissue, they laid the foundation for mid 20th century research (Brent, 1997).
In the 1950’s animal research was carried out using new medications called
immunosuppressants. During this same time, the first human leukocyte antigen (HLA)
was discovered (Sigardson-Poor & Haggerty, 1990). With the identification of HLA and
immunosuppressant drugs, transplantation research realized a major break through. The

13

next twenty years showed small, although progressive steps in immunology and
transplantation. With the discovery of the immunosuppressant Cyclosporin A (CSA) in
1976 and Federal Drug Administration (FDA) approval in the 1980’s, along with
improved tissue typing capabilities, excitement in the world of transplant surgery
skyrocketed (Brent, 1997). CSA improved patient and graft survival in multiple areas of
transplantation. Heart, pancreas, liver, intestine and lung transplantation incurred greater
success with the use of CSA (Brent, 1997).
The major advances in the 1970's and 1980's led to a frenzy of continued research
in an effort to find better immunosuppressant agents (Sigardson-Poor & Haggerty, 1990).
During the 1990's immunosuppressant medications were refined to produce fewer side
effects. FK 506, trade name Prograf, revolutionized transplantation in the 1990's. In
combination with low doses of prednisone, Prograf, unlike CSA, is non-nephrotoxic at
therapeutic doses (Brent, 1997). Prograf has not replaced CSA; it has created another
option for patients. New medication options allow transplant recipient choices to better
fit their life needs. Mycophenolate mofetil (MMF), trade name Cellcept, is the newest
FDA approved immunosuppressant drug. Cellcept continues in the tradition of newer
immunosuppressants showing increased positive outcomes and a decrease in drug related
complications (Siconolfi, 1996; Virgilio & Heim-Duthoy, 1999). Monthly cost of
medications vary based on the type of organ transplanted and the immunosuppressant
medication regimen. Cost aside, with the introduction of new and improved
immunosuppressive therapies and improved quality of life for the transplant recipient, the
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demand for organ donation and transplantation has increased. There were 261 organ
transplant programs in the United States as of December 18, 2000 (UNOS, 2001).
Misconceptions of Organ Donation

In most cases, the joy surrounding successful organ donation and transplantation
is offset by the fact that success came as a result of the death of another. The improved
success of organ transplantation survival has led to increased numbers of people seeking
this form of treatment. Without proper organ donation and transplant education, the fear
of death and the unknown, leads to misconceptions and myths (Saub et al., 1998).
In the United States, debates continue on ways to improve organ retrieval and
allocation. One such debate questions whether an organ allocation system based on
market strategies will work better than the system of voluntary donation currently used
by UNOS. UNOS (2001) manages the United States national transplant waiting list,
matching donors to recipients. Allocation is based on matching blood types, HLA tissuetype matching and the severity of the condition of the recipient. Donation is strictly
volunteer with no monetary reimbursement for donors or their families (Coalition on
Donation, 2000). The theory behind market strategy based organ donation is one of
economics and is based on low supply and high demand. In a market of low supply and
high demand, market strategies would suggest offering financial incentives to increase
organ supply (Cohen, 1998). While marketing organs is only an idea at this point, Cohen
states debate on the topic is bound to incite rumors of payment for organs.
Verble and Worth (2000) identified twenty fears and concerns families may
experience about organ donation. The fears and concerns identified correlate with the
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common myths and misconceptions rumored by those uneducated on organ donation and
transplantation (PNTB, 2001; Coalition on Donation, 2000). Some of these
fears/concems and myths/misconceptions include (a) people only have to check the box
on their driver’s license to become an organ donor, (b) people sell their organs or they are
taken and sold on the black market, (c) wealthy and well known people get organs first,
(d) older people can not be donors, (e) you have to pay to be a donor, (f) deceased donors
are disfigured from the procurement surgery, (g) organ donation goes against the belief of
some religions, and (h) people will not receive the same care if the doctor knows they are
organ donors (Coalition on Donation, 2000; Pacific Northwest Transplant Bank, 2001;
Verble & Worth, 2000). Without proper organ donation and transplantation education,
myths and misconceptions will continue to flourish (Saub et al., 1998).
Changes in systems, and debates over the effects of those changes, create
additional rumors. Within the transplant recipient community, many patients worry they
will be over looked. Many feel they will be too ill by the time the system allocates them
an organ (Craven & Farrow, 1997). It remains to be seen if this will occur. In the
meantime, there continues to be greater demand than supply of needed organs. Education
is the key to dispelling misconceptions and myths and generating an informed public. An
informed public is more likely to participate as organ donors (Morrissey & Monaco,
1997; Sanner, 1995; Saub et al., 1998).
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Current Child Centered Organ Donation Education

In 1997, the DHHS created the organ and tissue initiative, encouraging OPO to
increase public awareness of organ donation. This initiative has led in part to the creation
of new organ donation educational materials for the public, including children (DHHS,
1999). Telephone conversations with staff from different state OPO showed awareness
of five age-specific organ donation educational materials (Personal communication. Deb

Doll, February 2000; Jeff Nygard, August 1999; Dave Bosch, October 1999; Ann
Wagner, October 1998). Two videos, a picture storybook, a coloring book and puppet
dolls were identified as organ donation educational materials available for kindergarten
through high school aged children. This information is summarized in Appendix A.
UNOS maintains a listing of organ donation and transplantation education
materials appropriate for children and is available through the UNOS web site (Personal
communication, J.B. Finley, September 2000). The UNOS list is not all-inclusive; some
items identified through OPO staff conversations were not included on the UNOS list. A
search revealed that many of the items on the UNOS list are not readily available through
bookstores. Several items are available only through various OPO or organizations that
published the material. Families searching for child centered educational books on organ
donation and transplantation may have difficulty finding items that are available only
through specific OPO.
Karen Carney author of Precious Gifts: Katie Coolican's Story (2000), was the
only creator of child organ donation education material who used literature review for
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creation of her educational material. Ms. Carney found there to be a lack of organ
donation and transplant educational material available to the six-to-eight-year-old child
and their families (Karen Carney, personal communication, March 2000). As a registered
nurse and licensed clinical social worker she has received awards for her excellence in
grief work. She noted that there is a sufficient amount of grief and grieving literature for
this age group. However, information dealing with organ donation, transplantation and
associated feelings for the six-to-eight-year-old child is missing. As the creator of
Barklay and Eve coloring books for six-to-eight-year-old children, Ms. Carney made
organ donation and transplantation a topic for discussion. Barklay and Eve are water
dogs that she uses in coloring books to address issues of grief due to illness and death for
various age groups (Safe Place to Grieve, 1999). Her most recent book, Precious Gifts:
Katie Coolican's Story (2000), is based on the true story of a young girl who died from a
brain hemorrhage. The story chronicles the decision of Katie's family to donate her
organs.
The need to educate families and create family discussion is paramount to
implementing the DHHS organ and tissue initiative and increase public awareness of
organ donation and transplantation. Research shows that people who have increased
family communication about transplantation are more likely to agree to be organ donors
(Sanner, 1994). Primary health care providers have a responsibility to educate
themselves and create environments where client education on organ donation and
transplantation can take place (Coolican & Swanson, 1998; Saub et al., 1998; Burroughs
et al., 1998). APRN’s may carry out this role and aid in increasing public awareness
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regarding the need for organ donation and the role of families in the organ donation
process. APRN’s can facilitate discussion between children and parents. Having quality
educational resources readily available to them and their clinets is a necessity to carry out
this task.

Children’s Perception of Death

Although the possibility exists that a child will perceive concepts differently than
his or her peers, there are general abilities common to each age group (Geis, et al., 1998).
In children's literature on death, grief and bereavement are recurring concepts for the
five-to-ten-year-old child. (Seibert & Drolet, 1993). Authors often use Piaget’s theory of
cognitive development when writing about the child's perception of grief and loss from
death (Geis et al., 1998; Wass & Corr, 1984; Fettle & Britten, 1995). Children age sixto-eight-years-old, are in between Piaget's preoperational and concrete operational stages
of development. Piaget's theory (1959) postulated children in the preoperational stage are
egocentric. Egocentrism is defined using the concepts magical thinking, animism,
artificialism and participation. Children in the concrete operational stage, begin to have
decreased egocentrism and increased objectivity and logic. Both stages of development
have identifying cognitive concepts influencing a child’s perception of death.
Hostler (1978) explained Piaget’s concept of magical thinking in the preschooler
as the belief an event occurred due to his own thoughts or wishes for something to
happen. Animism is the belief that inanimate objects have life and something that has
died can reverse and become living again. Artificialism is the belief that all things in life
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are done for people's convenience. Participation is the belief that all human and natural
actions interact; the child believes he may have control over natural occurrences (Hostler,
1978; Wass & Corr, 1982). These beliefs influence the preschooler's ability to reason his
or her perception of death. Egocentrism and magical thinking may create the belief that
the child is to blame for a death. At the other end of the spectrum, a child may believe
the dead person will become alive again (Hostler, 1978).
Hostler (1978) described the six-to-ten-year-old child as being in a rapidly
changing phase. A decrease in egocentrism and an increase in ability to view the
perspective of others are achieved during the concrete operational stage. One aspect of
interest about this stage is the child's ability to problem solve only those things that are
directly in front of him or her. Children in this age group may communicate feelings of
death verbally or through play, drawing, stories and daily activities. At this age, the child
is increasing interaction with his or her environment. A child who sees a dying
grandparent on a daily basis may understand loss better than a similar aged child without
similar daily contact. A child who experiences the death of an animal may be better
prepared for the death of a human. Due to rapid conceptual changes, children in this age
vary greatly in their ability to understand death (Hostler, 1978).
Geis and colleagues (1998) identified similar developmental characteristics in the
ability of the preschooler and concrete operational child to understand death. Geis and
colleagues further explained the five-to-seven-year-old as beginning to understand human
vulnerability as they are beginning to develop an understanding of death as irreversible.
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At this age, they are beginning to understand the finality of death, but do not have the
skills necessary to adequately cope (Geis et al., 1998; Wass & Corr, 1984).
A child’s exposure to death occurs in multiple ways: television, literature, family,
friends and pets. Perceptions based on television cartoons reinforce the child's belief that
people and objects are reversibly dead. Action shows have the propensity to create
unrealistic fears in children of death by murder or numb them to the experience of death
(Wass & Corr, 1982). Literature for children regarding death issues present unrealistic
and realistic views of death. Books, which leave out or use vague descriptions of death,
may lead to a more fearful view of death whereas an open honest discussion of death at
the child's level has been seen as beneficial (Seibert & Drolet, 1993). For example, the
loss of a family pet may be beneficial in helping the child to learn coping strategies for
use during the loss of a family member (Wass & Corr, 1984).
Recognition of a child's needs in dealing with death is important for health care
professionals and family members. Reiterated throughout the literature is the importance
of discussion, honesty, understanding and acceptance of children's perceptions of death
(Geis et al., 1998; Hostler, 1978; Fettle & Britten, 1995; Wass & Corr, 1984). A fiveyear-olds' response to hearing of the death of a grandparent may not be what a parent
feels to be appropriate. Five-year-old children may respond with a desire to play, when it
is time to go to the funeral. Children at this age are more concerned with their own
needs. They are willing to discuss death, but generally add on qualifiers such as "I don't
die" (Wass & Corr, 1982, p83).
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Teaching and Learning Strategies for the Six-to-Eight-Year-old Child

Children at each stage of human development demonstrate common responses to
teaching and learning strategies. In order to find, learn and teach appropriate strategies,
educators must understand age related learning needs. Six-to-eight-year-old children are
eager to learn how to make sense of the world and function with peers (Bredekamp &
Copple, 1986/1997).
Use of multiple engaging activities may aid to decrease boredom and increase
interest in learning (Bredekamp & Copple, 1986/1997). Appropriate educational
presentations for six-to- eight-year-old children may vary from interactive computer
games to counting dice for the moves on a board game. Education on death and grief is
most productive through age appropriate honest communication in environments safe for
asking questions regardless of the medium used (Bowden, 1993; Geis et al., 1998;
Goldman, 2000; Fettle & Britten, 1995; Wass & Corr, 1982). With these criteria in mind,
books, games, videos or any medium for the educational presentation may be used. The
teaching and learning strategies lie within the age-appropriate context of the presentation.
Literature is recognized as an appropriate tool for educating children of all ages
and is the most common form used for death education. Many adults find discussing the
topic of death with children difficult. Children's fiction and nonfiction literature on death
has improved parents ability to discuss death with their child (Seibert & Drolet, 1993;
Bowden, 1993).
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Literature for the Five-to-Eight-Year-Old Child

Bowden (1993) identified weaknesses in 25 children's books on death. She found
open honest communication not always present. Death of animals due to accidents was
written in a manner to suggest no pain had occurred. At the same time, details of how
animals died were very descriptive, while details of human deaths were glossed over.
She found only one of the 25 books reviewed to contain aspects of extended grieving.
Seibert and Drolet (1993) reported similar findings following their review of 65
children's books on death. They found a need for more books geared toward six-to-eightyear-old children that described the physical death and dying process. The aspect of
place and cause of death are important to share with children. Seibert and Drolet found
descriptions of death, in the books reviewed, to be realistically and clearly stated,
although the majority of deaths were focused on adult grandfather deaths rather than
death of a child or parent. Three feelings were addressed more than any others in the
books reviewed. These were sadness, loneliness and crying. The authors felt these three
to be the broadest of identifiable feelings. Death ceremonies most often described, were
traditional Christian burials. Bowden (1993) found the traditional burial to be the most
common ritual used to express feelings of sadness followed by pacification of feelings
with food from an adult and ending with discussion on how they thought the burial went.
Seibert and Drolet (1993) stated the inclusion of alternative burial practices would allow
for a broader cultural audience. Lastly, they felt adult beliefs should be clearly detailed
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in the books, giving children understanding of how adults feel and think. Presentation of
differing beliefs allows children to know there are different choices available to them.
Creating educational material that offers a variety of clearly defined viewpoints
and honest and open communication about death, loss and grief, allows children to begin
making choices. As children make choices, they develop a sense of what is and what is
not comfortable for them and their own personal patterns of choice continue into the
future (Goldman, 2000). Through the decision making experience, the child expands his
or her consciousness and may continue to a deeper level of understanding the world in
which he or she lives, creating a stepping stone for future choices and decision making.

Components of Children’s Books

Aaron Shepard (1999), an award winning author of children’s books, published
information on the Internet regarding the components needed when writing children's
books. The intended audience for his web site is child and adult authors. According to
Shepard, the age of the audience determines the balance of pictures to text, the interaction
of pictures to text and the required number of pages. Picture storybooks are meant to be
read to children in kindergarten to third grade, should consist of 32 pages, and have text
that develops a plot. The pictures in the book are there to support the text although text
should be able to develop the plot without pictures.
Shepard (1999) identified six categories necessary to create a good story: theme,
plot, story structure, characters, setting and style. The theme is the insight conveyed
through the telling of the story. It is important to allow the theme to come out of the
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story, not directly state it and allow the character(s) in the story to learn as the theme
unravels. Plot is divided into several steps: conflict begins, success in coping, reversal of
success, back to success at some level, victory and end. Plot involves the main character
of the story. It is important for the main character to come to realizations of his or her
own. Through development of the plot, characters learn the messages of the theme.
Story structure is the third element of a story. The main character is generally the
storyteller. After identifying the storyteller, the story must begin immediately. Getting
right into the story increases a child's attention to what is being told. A mundane
beginning loses the audience. The writer must determine if the story is told in first or
third person and past or present tense. Once the story is complete, it is important to finish
it without lingering.
The characters in a story need to be well known to the author before writing. The
main character is one with which the reader/listener can bond. The reader must find a
commonality between them self and the main character. The main character should be
portrayed with a need to be fulfilled or an aspect needing change. Perfect main
characters are difficult to bond with, as they are not real. If the main character is perfect,
they have no need to learn from the experience portrayed in the book. Shepard (2000)
suggests the setting of the book be one the readers will see as interesting or recognize as
familiar.
The sixth and last category is style. Simple, clear and direct statements make the
story easy to understand. Action and direct speech versus indirect speech let the reader
know what is happening. The language used sets the tone of the story. Shepard (2000)
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believes no one area carries more weight; the best children’s stories are those strong in all
six categories.
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METHODOLOGY

The purpose of this professional project was to create an educational tool to
increase awareness of transplantation and organ donation in six-to-eight-year-old children
and their families. An increased awareness of organ transplantation needs may lead to
the desire for expanded education and quality discussions within the family regarding
organ donation. Discussions, which take place before a fatal event, may decrease family
uncertainty about transplantation and potentially increase organ donation.
A lack of organ donation educational material for the six-to-eight-year-old child
was noted. A review of the literature was completed in the areas of organ donation
education, age specific death conceptualization, childhood teaching and learning
strategies and engaging writing styles for children's picture books. No professional
literature pertaining to organ donation education for six-to-eight-year-old children was
located. Few organ donation educational resources were identified for six-to-eight-yearold children. In order to gain a better understanding of the components necessary for a
child's picture storybook on organ donation, this author reviewed current published
children's literature on organ donation, childhood grieving, and childhood death
experiences. A child's picture book was created based on the review of children's
literature, professional literature and personal experience. The purpose of an organ
donation child's picture book for children six-to-eight-years of age is two-fold. First, to
provide children age six-to-eight-years, an educational tool through which to discover
and learn information about organ donation. Second, to provide parents and health care
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providers an educational tool through which to discover and learn information about
organ donation.
A Gift for Mom is the organ donation children's picture book created by this
author. The book was written in the first person using story and pictures. The written
story expressed the desired concept without the use of pictures. Pictures complemented
the written word. An understanding of learning abilities of six-to-eight-year-old children
guided development of the book. An engaging writing style was used. Terminology in
the book was consistent throughout. Definitions of key terminology were located within
the text of the book. The book was intended to be read by an adult to five through eightyear-old children and alone by seven-to-eight-year-old children. Questions posed in the
book encourage active participation in the learning process. A copy of A Gift for Mom
can be found in Appendix B.

Future Plans

A concern of this author was adequate original distribution of A Gift for Mom. In
an effort to aid in publication and increase the initial distribution with decreased expense,
it was decided to request funding was requested from immunosuppressant pharmaceutical
companies. An application for funding publication and distribution expenses will be
submitted to Novartis Pharmaceuticals Corporation, Roche Pharmaceuticals, Bayer
Pharmaceuticals and Fujisawa Healthcare, Inc. This author will also send a copy of this
project and sample book to Judy Martz, Governor of Montana, requesting funding for
publication and distribution. As Chair of the Governor's Council on Organ and Tissue
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Donor Awareness, and an organ donor, Governor Martz has demonstrated an interest in
increased public awareness..
The ability of any book to assist in increasing knowledge of organ donation is
largely tied to its distribution to a large population base. Potential initial distribution will
be to grade school libraries, public libraries, OPO educators, State Boards of Nursing,
APRN’s and transplant facilities associated with the state of Montana. A complementary
book will be sent to school and public libraries. A sample of A Gift for Mom will be sent
to main OPO and transplant facilities with an order form for additional copies. The
monies available for such an endeavor bind all distribution practices.
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RESULTS

The result of this project was the creation of a child's picture storybook on organ
donation for six-to-eight-year-old children (See Appendix A). The book will serve as a
resource for children, parents, educators and health care providers.

Limitations

Three limitations were noted in the creation of this project. First, the ability to
contact all OPO in the United States was impossible due to the amount of time such an
endeavor would take. An effort was made to contact OPO in urban and rural settings.
Information contained in this project was based upon the OPO contacted.
Secondly, this author found it impossible to find journal articles on the topic of
childhood organ donation education. While there are many advertisements on television
pertaining to parents knowing their child’s choice on organ donation, no journal articles
were found in the literature published through December 2000. The information
compiled by this author was done through assimilation of articles pertaining to death,
grieving, and educational tools for six-to-eight-year-old children.
Lastly, a rather significant limitation was the difficulty this author had in locating
child centered organ donation educational tools. The primary reason for the difficulty
was the lack of shared information about educational tools between the various OPO and
UNOS. Several items this author found for child organ donation education were not
included on the UNOS list. An Internet search of items available for purchase revealed
only three books for children; two were found using the search terms "organ donation".
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One book was for children six-to-eight-years-old and the other was an out of print book
for children age eight-to-ten. The third book located was found only after knowing the
title and searching specifically for the title.

Implications for Further Study

Organ donation beliefs, decisions making, and transplant education for the six-toeight-year-old child provide rich areas for further research and exploration. Further study
is needed to learn how discussion of organ donation impacts children in this age group.
Further study of age related educational materials specific to the topic of organ donation
could lead to the creation of better educational resources. Projects that address ways to
improve communication among transplant organizations is needed, as is exploration of
ways nurse practitioners provide transplant education.
As more information is made available to young children and teens, it is
reasonable to believe there will be increased knowledge of the option of organ donation.
It remains to be seen if increased education of the younger population will increase organ
supply. An adequate increase in organ supply may occur only when the children of
today, educated about organ donation, become adults and feel comfortable to express
their desire to be organ donors.
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APPENDIX A

AGE-SPECIFIC ORGAN DONATION EDUCATIONAL MATERIALS
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Title

Format

Available

Share Your
Decision
Share Your
Decision
His Only Hope: A
Child’s View of
Organ Donation
Kids on the Block

Video

OPO - Illinois

Literature Personally
Based
Based
No
Yes

Video

OPO - Texas

No

Book

Out of Print

Unknown Yes

8-10 years

Puppets

OPO - Texas

No

No

How Will They
Get That Heart
Down Your
Throat?
Precious Gifts:
Katie Coolican’s
Story

Picture
Story
Book

Bookstores,
Internet,

No

Yes

Preschool
and 5-8
years
5-8 years

Coloring
Book

Bookstores,
Internet

Yes

Yes

5-8 years

Unknown

Age
High School
10-12 years
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APPENDIX B

A GIFT FOR MOM
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Page 1: Hi my name is Andrea. (Picture of young girl - about 7-8 y/ o)
Page 2: This is my big sister Stephanie. Stephanie likes to sit on the couch and
read. This is our mom, Angela. (Picture of Steph reading book, sitting on couch, adult in
background)
Page 3 & 4: We like to do a lot of things. My sister and I like to swim. (Picture of
the two girls in pool along with others) All three of us like to camp and hike. (Picture of
all with hiking packs)
Page 5 & 6: This is our friend Stephanie. (Picture of Stephanie2, mom, Andrea
and Stephanie; Stephanie's back to back comparing height on page 6) She has the same
name as my sister, but as you can see, she does not look like my sister. We call her Big
Stephanie because she is older than my sister is.
Page 7: Stephanie gave our mom a special gift. (Picture of Stephanie2 and Mom)
Page 8& 9: Did you ever receive a special present before? Something special you
wanted more than anything in the world. A puppy or a kitten? (1/2 page pictures of
children in different scenes, with puppy/kitten/wrapped boxes/balloons/fish/basket
ball/sports items. Children of various races)
Page 10: Sometimes friends give you a birthday gift. They may give you
something because they know you like it even though it is not your birthday. (Marbles,
ice cream cone, Teddy bear)
Page 11: Our friend Stephanie gave my mom a very special gift. She gave a
kidney to my mom. When a person gives a kidney to someone else, it is called organ
donation. (Picture of Stephanie2 with a bow around her)
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Page 12: We have many different organs in our bodies. Some of the organs you
and I have in are our bodies are the heart, the liver, the stomach, the lungs and our two
kidneys. All of our organs have special jobs. (Picture of the internal body, child style
with these organs showing and labeled)
Page 13: Do you know what these organs do? Your heart pumps blood to
everywhere in your body, (Illustrate heart by highlighting within the above picture)
Page 14: Your lungs breathe in air to put oxygen in your blood. (Illustrate lungs)
Page 15: Your stomach breaks up the food you eat and put nutrients into your
blood. (Illustrate stomach)
Page 16: Your liver and kidneys keep your blood clean. To keep your blood clean
means they filter out waste products your blood does not need. The organs in your body
have important jobs. (Illustrate liver and kidneys)
Page 17: One day, before I was even bom, my mom went to the doctor. The
doctor said, "Your kidneys are not working right. Someday they may stop cleaning your
blood and you will get very sick". We knew for a long time that mom’s kidneys would
stop cleaning her blood. (Picture of female doctor telling mom.)
Page 18: When kidneys do not work right, people get very sick. My mom got
very sick when her kidneys stopped working. It was scary because she could not do
much. She had a hard time breathing in oxygen and was always tired. (Picture of mom
climbing stairs, tired, children watching, concerned)
Before my mom got sick, we use to hike, ride bikes and watch movies together.
She had trouble walking around the house because she was so tired just walking to the
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bathroom wore her out. Mom did not feel like hiking and walking and riding bikes
anymore. She needed to sit a lot and slept a lot. I was scared when she did not feel well.
Page 19:1 worried about my mom, my sister and ME. Mom’s kidneys were sick
and were not able to get better. They were making her sick. I did not know where I
would go if my mom died, [Picture of Andrea (worried face) with several thought
bubbles - her and Stephanie with mom, without mom (sad, contused), mom in bed ill]
Page 20:1 was scared. We all knew my mom needed a kidney to make her feel
better and to help her stay alive. Everyone was concerned, my grandparents, my aunts,
our friends. We all talked about where my mom would get a kidney. (Picture of mom,
two girls, grandparents, and friends - having discussion)
Page 21: Sometimes you can go to the store and buy things you need. You can
not buy kidneys anywhere. There is not a Kidney Store, No one was able to reach in his
or her pocket and pull out a kidney for my mom. Kidneys are inside of people. People
have to give or donate a kidney. (Picture of kidney store with a big red circle and line
through it, mom and two girls standing outside of it.)
Page 22 & 23: Several people offered to donate one of their kidneys to my mom.
Big Stephanie told mom she wanted to donate a kidney. All of us thought about
Stephanie donating a kidney. We all talked about it, thought about it, and talked about it
some more. (Picture of mom, two girls, and Stephanie2, with thought bubbles joined pictures of surgery, death depiction for both, everything going well)
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Page 24; Our friend Stephanie had blood tests done to see if she could donate one
of her kidneys to my mom. The tests said she could! (Picture of Stephanie2 at doctor’s
office with male person drawing blood from her arm)
Page 25: We were all happy and scared at the same time. It was confusing. This
meant Big Stephanie would have to have an operation in order to donate one of her
kidneys to mom. Mom would have to have an operation to have one of Big Stephanie's
kidneys put into her body. (Picture same as on page 23 & 22)
Page 26: Remember when I told you every one has two kidneys? If someone
donates one kidney, they can still live a normal healthy life. Their body can filter blood
and keep them from getting sick with only one kidney. You can not even tell who has
donated a kidney to someone else, unless they tell you. (Picture of people in crowd, with
arrows pointing to some who "donated a kidney to a friend", "donated a kidney to son,
daughter, husband" etc.)
Page 27: My mom and Stephanie had surgery on the same day at the same time.
The doctors took one kidney from Stephanie and put it in my mom. (Picture of mom and
Stephanie2 in hospital beds, surgery type equipment around and physicians of both
gender and multiple races)
Page 28: Now my mom has three kidneys in her. Her two old kidneys do not
work. Her new kidney works perfect. Her new kidney is called a transplanted organ,
(Picture of internal organs showing where transplanted kidney sits in lower right
quadrant)
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Page 29: Stephanie and Mom are both doing well. Stephanie has one kidney that
filters her blood and Mom has one kidney that filters her blood. Mom can not do
everything she did before, but she will get healthier and be able to soon. And both my
mom and her friend that gave a special gift are alive and well. (Picture of all four
smiling, bike riding)

