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Executive Summary

While the history of organ and tissue donation in Colorado and Wyoming has been one
of admirable success, there is still a large unmet need. As our local transplant community
looks for ways to meet this continuing need, the Donor Awareness Council (DAC) and its
partners are developing strategies to help increase the number of people who say “yes” to

becoming organ and tissue donors.

To that end, the Donor Awareness Council reviewed several research studies that identified

four myths that prevent people from becoming donors. These are:

1) The mistaken notion that they are not allowed to donate

2) Distrust of the medical system in general, and the donation process in particular
3) The idea that being a donor prevents one from having a “regular” funeral

4)  The belief that donation is forbidden on religious grounds

This report explores these myths and brings together a range of statistical information that
hasn’t been conveniently available in one place before, so that everyone—DAC partners,

community leaders, and the public at large—can better understand the challenges.

The Donor Awareness Council and its partners are motivated in this initiative—as in all
their efforts—by a vision of living in a community where organ and tissue donation is the
community standard, so that every potential transplant recipient has the opportunity for

an increased quality of life.
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Introduction

Making the decision to be an organ and tissue donor is complex. It is influenced

by traditions, family ideals and the level of knowledge one has on the

issue. That’s why educating the public about donation can be such a “The transplant

challenge. The Donor Awareness Council is a coalition of 14 regional
organizations that strives to fill the knowledge gap and has worked to need continues to
meet this challenge with increasing success for over a decade. Each outstrip donations.”

would feel satisfied with the resulting incremental achievement if not

for the fact that the transplant need continues to outstrip donations. This unmet challenge

is what this report will reflect.

But first, a brief history in order to better understand future challenges.

The Donor Awareness Council and its Mission

The Donor Awareness Council mission and the way it approaches it are the result of

numerous organizational and legislative initiatives. That history includes:

* In 1989, a nonprofit coalition called the Transplant Council of the Rockies (TCOR)

was founded to promote organ and tissue donation in Colorado and Wyoming.

* In 1996, Colorado HB 96-1138 created the Organ and Tissue Donation Awareness
Fund (OTDAF), whose purpose was to support the TCOR by allowing members of
the public to make a voluntary contribution of $1.00 or more when renewing or

obtaining a Colorado driver license or state ID card.

* In 1998, the TCOR created a Driver License Office (DLO) Program to help promote
organ and tissue donation as well as contributions to the Donation Awareness Fund.
The program—which includes employee training, on-site information and brochures at
all driver license offices, and quarterly tracking of donor sign-ups as well as
contributions to the Donation Awareness Fund—has achieved national recognition for

its effectiveness.
* Also in 1998, the OTDAF and the TCOR’s coalition partners worked with the
Colorado legislature to pass a bill updating the Uniform Anatomical Gift Act. The bill

authorized the Colorado Organ and Tissue Donor Registry, which was signed into law



in 2000. The Registry enabled the storage and protection of information from the
Department of Motor Vehicles so that an accurate record of an individual’s donation
wishes could be accessed at the time of death. As a legally-binding form of advance
directive, the registry empowers people to make their decision known to family

members, health care providers, and donation professionals.
* In 1999, the TCOR assumed the business name of Donor Awareness Council (DAC),
which the organization felt would make its mission clearer to the public.

The name change in 1999 coincided with a flurry of activity. DAC adopted its first
marketing plan, and then commissioned the first Colorado Organ and Tissue Donation

Public Opinion and Perception Survey, which was published

“Each of the Council’s in 2000. Based on the survey’s findings, DAC, in partnership

. with Donor Alliance, the region’s federally-designated organ
14 member organizations & s &

procurement organization, launched its groundbreaking “Say

seeks to increase Yes” campaign at driver license offices in 2001. DAC also

donations of all kinds.” . csted the first locally-produced TV and print advertising

campaign to raise awareness about donation. That same year,

DAC went live with the Donor Awareness Web site at www.donor-awareness.org.

Today, each of the council’s 14 member organizations seeks to increase donations of all
kinds — organ, eye, tissue, blood and bone marrow — through a variety of public education

and awareness programs.

A Record of Success—with Much More to Accomplish

When the DLO program was launched in 1998, about 33 percent of Coloradoans said
“yes” to donation when applying for or renewing their driver’s license. Thanks in part to
DAC’s efforts, the percentage saying yes has increased by over four-fifths, so that today
over 60 percent say yes to donation at Colorado DLOs. And there’s much to be proud of
in joint efforts with partners in Wyoming, where 85 percent of licensed drivers have said

yes to organ and tissue donation.

Unfortunately, surveys continue to show a significant disconnect between the belief that

transplantation saves lives and individuals who take action by signing up to be donors.



In compiling this report, the Donor Awareness Council reviewed a series of research
studies conducted between 1998 and 2005. Some of the studies were conducted locally,
some nationally. A pattern emerged from the study results that reveals four common
conclusions, or myths, that keep people from taking the step to make themselves eye,
organ and tissue donors. Having identified these barriers to donation, the DAC can now

set its sights on empowering those held back by these myths to save lives.

Reality vs. Myth in Organ
and Tissue Donation

Empowering People to Say “Yes”

The Donor Awareness Council and its partners are rightfully proud of their record. The

statistical section details the accomplishments, and here are some highlights:

* 2005 saw a record number of Colorado residents who said “yes” to donation—
678,329—when obtaining or renewing a driver’s license. This represents 60 percent of

all drivers obtaining a license in 2005.

* A record number of organ and tissue donors were managed by Donor Alliance in
2005. There were 125 total organ donors versus 100 organ donors in 2004, a 25
percent increase, and 722 total tissue donors, up 17 percent from 2004’s total of 601

donors.

* Rocky Mountain Lions Eye Bank continued to rank as one of the largest eye banks in
the country, measured by number of donors—an especially impressive fact given that

the population base of Colorado and Wyoming is just 4.46 million residents.

* The pattern of altruistic giving can also be seen in blood and bone marrow donations
in 2005. Over two-hundred thousand people gave blood in Colorado alone, with

another 3,375 adding their names to the national bone marrow registry.

The Organ and Tissue Donor Registry, which began accepting registrants in the fourth



quarter of 2000, has clearly had a huge impact by allowing individuals to make their
donation wishes known. In 2005, for example, half of all donors to the eye bank came
via the registry—and every one of them represented a family that wasn’t burdened with
saying “yes” on behalf of their loved one. Of the 125 total organ donors in 2005, 34
percent were listed in the donor registry while 51 percent of the 722 tissue donors in 2005

were registered.

The Challenge of Those Who Don’t Say “Yes”

While the registry has simplified the documentation of donation decisions, there has
been a disturbing trend among families whose loved ones were not enrolled in the registry
at the time of their death. In the absence of a listing in the registry, only 37 percent of

families gave consent to donate a loved one’s eyes, organs or tissues when given the option

in 2005.

What’s more, while the number of registered donors continues to rise, there remains a

discrepancy between those who say they support and believe
“91 percent of the in it and those who actually sign up. A 2005 national study

participants supported found that 91 percent of the participants supported donation,

donation, yet only 56 yet only 56 percent said “yes” to becoming donors.
’

percent said ‘yes’” Attempting to understand these trends, the Donor Awareness

Council reviewed a body of research reaching back to 1998.

Each of these studies reported four common myths that keep people from saying “yes”:

Myth #1: The mistaken notion that they are not allowed to donate.

Many people believe they are too old or too “unhealthy” to donate. Those afflicted with
chronic diseases like diabetes or hepatitis, or who have a history of cancer or other serious
diseases, commonly think their health bars them from donation. In the case of eye
donation, there is a perception that you must have good eyesight to donate. There is a

common belief that only young, healthy individuals make “good” donors.

Fact: Age and health shouldn’t be a consideration when deciding whether or not to join

the donor registry. People of all ages and medical histories should consider



themselves potential donors. A person’s medical condition at the time of death will

determine what organs and tissues can be donated.

Myth #2: Distrust of the medical system in general, and the
donation process in particular.

Popular culture, sometimes driven by the Internet, leads some people to fear that
becoming a donor will result in some kind of foul play in their medical care. Chief among
the fears is the belief that if you’ve declared yourself a donor, doctors will not try to save
your life; there is an even more visceral fear that organs will be removed prematurely.
Among Hispanics and African-Americans, the distribution system is seen as unfair, on the

assumption that wealthy people are moved to the top of the transplant waiting list.
Facts:

* If a person is sick or injured and admitted to the hospital, the first priority is to save

their life. Organ and tissue donation can only be considered after death occurs.

* None of the doctors or nurses involved in a person’s care before death are involved in

the recovery or transplantation of donated organs and tissues.
* A person’s ability to be a donor is not determined until after death has been declared.

* A person’s wish to donate as expressed in the Colorado and Wyoming donor registries

1s not verified or carried out until death has occurred.

* Organs are placed with recipients according to strict medical standards. Organ
recovery agencies adhere to an equitable system set in place by the United Network
for Organ Sharing. When someone is on the transplant waiting list for a donor organ,
what really counts is the severity of their illness, time spent waiting, blood type and

other important medical information.

Myth #3: The idea that being a donor prevents one from having a
“regular” funeral.

Many people mistakenly believe that organ and tissue recovery will disfigure them, so that
it won’t be possible to have a funeral with a viewing or an open casket. Others fear that the

process of donation will delay or otherwise interfere with funeral plans.



Fact: Donation does not usually delay or change the kind of funeral a person can have.

An open casket and a viewing are still possible.

Myth #4: The belief that donation is forbidden on religious grounds.

Fact: The vast majority of religions do support donation and transplantation. In fact,

most of the organized religions in the United States openly encourage donation as an
act of altruism. If concerns about a person’s own religious beliefs cause difficulty in
making the decision to donate, they should speak with their spiritual advisor or call
the Donor Awareness Council, where the Religious Advisory Committee can provide

additional information.

Survey of Research

The Donor Awareness Council and its partners can succeed in overcoming the four myths

discussed above, of course, but doing so will require new and freshly focused initiatives

that will address the knowledge deficits highlighted by extensive research.

The following studies were reviewed by the Donor Awareness Council in establishing these

myths as common barriers to donation.

1.

Stjernholm, Marlene, Market Research Project of the Transplant Council of the Rockies,

Donor Awareness Council, November 1998.

This study interviewed driver license office employees and garnered anecdotal
evidence based on questions and comments put forth by the public when asked the

donation question.

HealthCare Research, Inc., Colorado Perception ¢ Attitude Survey, Donor Awareness

Council, January 2000.

This telephone survey of Colorado residents found that, among non-donors, 73
percent said they were not opposed to donation. Thirty-two percent cited religion as
a blocker to donation; 25 percent cited disfigurement fears; 24 percent cited mistrust
that they would have organs removed prematurely; 8 percent ruled themselves out

due to age or medical history.

































