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Inadequacy in the supply of organs and tissues has been a constant and frustrating
reality in the field of transplantation for more than a decade. ‘While no reliable
statistics existed as to the number of Americans waiting for solid organs until
1987, and no precise.numbers exist now as to how many Americans are waiting
for tissues, scarcity has long been a fact of life for those in need of transplants.

At the end of 1987, the United Network for Organ Sharing (UNOS) waiting list for
solid organs showed 13,396 names. In 1989 there were 19,173 names. At the
end of 1990, there were 22,008 names on the list, an increase of more than 40
percent from the previous year. The list has been growing despite the fact that a
record number of solid organ transplants, 15,162, were performed in 1990, a
significant increase over the 13,176 organ transplants done in 1989.

Two thousand new patients are added to the list of those waiting for organs each
month. Between a third to a half of all Americans on transplant waiting lists for
hearts, livers, lungs, and heart and lungs die before a transplantable organ is found.
Some experts estimate that a new name is added to the list of those waiting for
organ transplants every 30 minutes. '

As of Mafch 11, 1991 the number of persons on the UNOS waiting list were:

Kidney 18,205 Heart/lung 181
Lung 410 Pancreas 524
Liver 1,311 Heart 1,899
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Between 2,500 and 4,000 Americans are on waiting lists for cornea t'fanspla_nts
during any given month. Tens of thousands more await transplants of skin, bone,
ligament, joints, dural matter, heart valves, and bone marrow.

The shortage of organs for newborns and very young children is especially acute.
Twenty five percent of those waiting for liver transplants are children less than 10
years of age. In 1990, nearly 400 infants born with congenital defects of the
heart died because there were no donor hearts available for them.

There are many reasons to believe that the demand for organs and tissues will
continue to increase at a rapid rate. There have been major improvements in the
efficacy rates associated with all forms of transplantation. The shift in the
demographics of our nation’s citizenry toward an older population means that more
individuals are likely to need transplants. Improvements in immunosuppressive
drugs combined with a better understanding of the genetics of the immune system,
provided by knowledge acquired through the human genome project, hold out the
promise of continuing improvements in efficacy rates and for increasing the '
number of potential recipients of transplants. And, there are more and more
centers capable of perfarming transplants.

In the past two decades there has been an explosion in the number of medical
centers performing both tissue and organ transplants (Russell, 1986). Whereas
only a decade ago a mere handful of medical centers were capable of even
attempting bone marrow transplants, today dozens of centers have done so. In
1985 one center had done pediatric heart transplants. 1n"1990, 35 medical
centers reported experience with at least one pediatric heart transplant. In 1991,
20 more medical centers had indicated to the International Heart Transplant
Registry that they intended to perform pediatric heart transplants (personal
communication, 1991). Rapid increases in the number of centers capable of
performing liver, lung, pancreas, intestinal, and heart transplants means that there
will be increased demand for these solid organs. Similarly, the number of medical
centers willing to undertake non-related bone marrow transplants has been growing
at a very rapid pace. B -

As transplant surgeons begin to fully master the techniques of transplantation and
as newer forms of immunosuppressive drugs become available, the eligibility
standards for potential recipients are expanding. Broader standards of candidacy
promise to fuel a continued demand for organs and tissues (Caplan, 1989). Age
limits of 55 for heart and liver transplants that prevailed in the 1970s have long
since been broken. Diabetes is no longer an absolute contraindication for kidney
transplantation. Persons suffering liver failure resulting from alcohol abuse have
been. successfully transplanted. Fetus to fetus bone marrow transplantation has
been attempted for various metabolic disorders.
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All of these factors contribute to what will be an inevitable increase in the demand
for organs and tissues. Improvements in techniques for ’‘bridging’ those in need of
transplants, new forms of cellular transplantation such as myoblast transplants for
those with muscular disorders, and the modification of the immune system of
donor and recipient through genetic engineering will only add to the demand. -
Scarcity is the single greatest challenge facing those.in need of transplants and
those who wish to help them and will be so for the foreseeable future. The
challenge facing our nation is to understand the organizational, legal, moral,
regulatory, educational, and financial factors that currently underpin organ and
tissue procurement in order to see whether there are any changes that can be
made which will help bridge the gap between. supply and demand in '
transplantation.

The History of Public Policy and Ethics Regarding Procuremen

Organs and tissues have historically been obtained almost. exclusively from human
sources. The primary source of organs and tissues in the United States has been
cadavers. While living donors have been used to obtain kidneys, bone marrow,
and, in recent years, segments of pancreas, lobes of lung and liver, cadaver
donation is the single most important source of transplantable organs and tissues.
Yet, because of the particular way in which transplantation techniques have
evolved over the past four decades, public policy, law, and morality regarding
cadaver donation has been strongly influenced by policies that were formulated
primarily in response to the practice of using living donors.

Voluntary Choice

The first organ transplants were attempted in the early 1950s. These early efforts
involved kidneys from living donors. Since there were no reliable methods for
overcoming immunological differences between donors and recipients, no
techniques for preserving organs outside the body, or for artificially maintaining
bodily functions in cadavers, the only possible donors and recipients of kidneys
were twins or biological siblings. '

Law, religion, and public policy viewed the early days of transplantation with
apprehension. Kidney transplants were seen as highly experimental. Some
religious leaders worried that organ donation involved the mutilation of the body
solely for the benefit of another and, as such, constituted an immoral act (Vatican,
1960, Meyers, 1990). Still other religious groups were concerned that God’s gift
of stewardship over one’s body might not permit organ donation (May, 1985).

Those asked to provide donor kidneys were seen as requiring the protection of the
state and the legal system so that neither coercion or ignorance were allowed to
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play roles in efforts to secure organs. Since the outcome of kidney transplantation
was not known, American. courts would only permit the use of living sources if
organs were voluntarily donated. Donors had to give informed consent knowing
that their sacrifice might not eventuate in success. Courts held surgeons
responsible for making sure that no one served as. a donor as a result of coercive
pressure from the potential recipient or other family members. ' -

American courts and State legislatures generally heid that incompetent persons
such as children or persons who were either severely menitally ill or retarded could
only donate organs if surrogate consent was provided by family members or
guardians. The imposition of risk on incompetent persons was only allowed under
the presupposition that the decision to donate is one that the incompetent person
would have made were they to suddenly become competent {substituted
judgement) or that the prospective donor could be harmed by the knowledge that a
sibling had died because an organ was not available (best interest) (Meyers, 1990).
The norm of voluntary choice is amply reflected in a long series of state court
decisions to allow incompetents to donate based upon the doctrine of substituted
judgement (Scott, 1982). ' -

The emphasis on voluntary choice as the moral basis for permitting donors to
assume risks in the face of uncertain benefits was carried over to cadaver
donation. The concern about informed consent grew when it was discovered that
during the 1960s some physicians had surreptitiously removed pituitary glands
from cadavers in order to obtain growth hormone to help children born with
congenital dwarfism (Caplan, 1984). Public and Congressional outrage over the
removal of tissues from bodies without consent was SO overwhelming that it
resulted in an effort by health care professionals, government officials, and lawyers
to create a means wherein voluntary choice could be guaranteed as a condition of
cadaver organ or tissue procurement (Sadlier and Sadler, 1984). '

In the 1960s a flood of new technologies including respirators, heart-lung bypass
machines, and artificial feeding tubes swept into medicine. These technologies
allow physicians and nurses 10 keep organs functioning in individuals in whom no
brain functions can be detected. This led physicians to call for a modification in’
the definition of death to include not only the traditional definition of the cessation
of cardiac and respiratory function but also the complete and irreversible cessation
of all brain function. Various model statutes were advanced proposing a brain '
“death standard in the late 1960s (Capron and Kass, 1972) and had been adopted
by more than 30 State legislatures by 1975.

As the concept of brain death gained acceptance in medical and nursing circles, it
became clear that a mechanism was needed to allow individuals who wanted to

donate organs or tissues upon their deaths to do so. The concern about the need
for voluntary consent and the deeply held conviction that removing organs or -
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tissues from a cadaver without consent was manifestly immoral and repugnant led
to the idea of an advance written directive for donation--the donor card (Sadler, .
Sadler and Stason, 1968).

Altruism

By the late 1960s transplantation had made great progress. Kidney transplantation
could be successfully accomplished using cadaver sources. Techniques had
emerged for preserving and shipping kidneys and other solid organs. Surgeons
were experimenting with transplantation of the liver and heart. Cornea
transplantation had become a well-established therapy. o

This progress led to a good deal of public debate about whether public policy
should be changed with respect to organ and tissue procurement. Some analysts
argued that the success of transplantation justified abandoning the prerequisite of
informed consent in favor of laws and public policies which would permit the
routine salvaging of cadaver organs (Dukeminier and Sanders, 1968, Columbia Law
Review, 1969). Others argued that, rather than abandon informed consent, the
time had come to consider permitting financial rewards to those willing to make
organs and tissues available after their deaths (Michigan Law Review, 1974).

Neither of these proposals to change the moral and legal foundation of organ and
tissue procurement was successful. Critics of presumed consent and routine
salvaging argued that it was unfair to imperil the rights of those opposed to organ
and tissue donation on religious grounds (Ramsey, 1970). Others were concerned
that public policies which allowed either the routine removal of organs and tissues
from cadavers or financial incentives to encourage making organs available would
corrode social attitudes toward the dignity of the body and the sanctity and worth
of the individual (May, 1973). The argument that prevailed was that public policy
and law should favor both voluntary choice and altruism because these moral
values were consistent with the desire of Americans to respect individual
autonomy and liberty and that public policies based on these values might permit
an adequate supply of organs and tissues to be obtained from cadaver sources if
adequate efforts were made to encourage public altruism (Caplan and Bayer,
1985) ' :

These moral values, informed choice and altruism, still constitute the ethical
foundations of organ and tissue procurement in the United States today. One
option that exists to increase the supply of organs and tissues from either cadaver |
or living sources is 10 institute laws and public policies that are not grounded by
these values. Any assessment of the desirability of pursuing such strategies
requires some understanding of the nature of existing State and Federal laws.
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nd F L Pertainin Donation

The concern that the donation of organs and tissues be voluntary and altruistic
was reflected in the earliest national legislation dealing with donation. In 1968,
the National Conference of Commissioners on Uniform State Laws adopted the
Uniform Anatomical Gift Act (UAGA). By 1972, versions of this law had been
passed in all 50 States. The Act specifies-who may execute an anatomical gift
and how individuals mzy do so--by signing a donor card. State laws recognized a
signed card as, in and of itself, completely sufficient for donation. "There was and
remains no need for next-of-kin to be approached or to consent when a donor card
exists. Health care professionals who make a goaod faith effort to locate
next-of-kin prior to relying on a donor card to remove organs and tissues are
immune from legal action. To ensure that decisions to donate were autonomously
and altruistically made, subsequent State and Federal legislation, the National
Organ Transplant Act of 1984, explicitly prohibited the sale of organs.

If a deceased person has.not completed a donor card then the UAGA permits
donation based on the consent of relatives or guardians. In such circumstances
family members are given the right to veto a donation. The law clearly recognizes
that family members have a legitimate interest.in the fate of the cadaver, but does
not recognize a property interest.

Initial efforts to increase organ and tissue procurement were tied to this legislation.
Public education campaigns encouraged persons to sign organ donor cards. These
early campaigns appealed to altruistic motivations to encourage donation. People
were encouraged to "Make the Gift of Life". Many States enacted laws allowing a
modification of their driver’s license applications to permit the indication of a
‘willingness to serve as an organ or tissue donor.

In the 1980s two major legislative changes were introduced in an effort to increase
procurement. One set of changes aimed at increasing the efficiency and
proficiency of organ procurement organizations. The other aimed at encouraging
greater awareness of the option of donation and more opportunities for donation to
occur.

The National Organ Transplant Act of 1984 established a grant program whereby
the Secretary of the Department of Health and Human Services could make grants
for the establishment, initial operation, and expansion of qualified organ
procurement organizations. These organizations were to establish procurement
agreements with hospitals and health care professionals regarding donations. Later
legislation, including the Omnibus Budget Reconciliation Act of 1986 and the
Health Omnibus Act of 1988, attempted to further increase OPO efficiency and
power by setting minimal standards for procurement performance. Tissue
procurement organizations were not affected by these laws.
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Legislation was also enacted requiring that request for donations be ‘made of family
members at the time of death. Initially, required request laws were enacted by -
States. Both Oregon and New York passed such legislation in 1985. By 1988, 44
States and the District of Columbi'a had enacted some form of "required request”
legislation governing both organs and tissues from cadaver sources.

Two types of required request laws were passed. Twenty-six states and the
District of Columbia have "strong" required request laws. These laws require
health care professionals to document in writing on the death certificate that a
request was made and the outcome of the request. The remaining States have
nweak" laws which simply require that hospitals develop protocols to ensure that
family members are made aware of the options of organ and tissue donations.

In 1986, the United States Congress enacted legislation requiring hospitals to
institute weak required request policies. The Health Care Financing Administration
issued regulations on July 31, 1987 and made. the existence of protocols for
informing families of the option of donations a prerequisite for Medicare _
reimbursement eligibility. These regulations went into effect on March 31, 1988.
Shortly thereafter, the Joint Commission on Accreditation of Health Care
Organizations established a policy of weak required request for hospital
accreditation. It is important to note that the National Organ Transplant Act
explicitly affirmed the prohibition on the sale of organs and some tissues. The Act
was modified in 1988 to include a ban on the sale of fetal organs. Numerous
States have also acted to ban the sale of organs and some tissues. Exceptions to
these policies have been made for certain types of replenishable tissues such as
plasma and sperm. ' '

It is interesting (and an exception to the general voluntarism and altruism of
procurement policy) that 10 States and a small number of cities have enacted
legislation granting authority t0 medical examiners and coroners’ offices to procure
organs and tissues from unclaimed bodies undergoing autopsy. For example,
Louisiana, Florida, Ohio, San Francisco, and Denver permit procurement from
bodies under the control of medical examiners when no family members can be

found and there is no reason to assume any prior objection to procurement.

Public Support for Organ and Tissue Donation: Surveys, Polls and Studies

There are a variety of ways of measuring public opinion on organ and tissue
donation. One strategy is to see how well informed members of the general public
are about various aspects of donation and transplantation. Another indicator is
determining how willing individuals say they are to donate their own organs, of
assessing the reported willingness of the public to donate the organs of their family
members. In addition to prospective attitudinal studies, actual donation rates can

205



pe determined as can the percentage of people carrying organ donor cards. These

indicators offer somewhat inconsistent findings about public support for organ and
tissue donation. ' ' .

According to numerous public opinion surveys and polls_conducted over more than
10 years, public education campaigns undertaken by various organ and tissue
procurement organizations, community groups, governmen’t agencies, and private
foundations have been quite effective in increasing public awareness regarding
transplantation (American Council on Transplantation, 1985: Caplan and Bayer,
1985; Task Force on Organ Transplantation, 1986). Recent polls show that 98.7
percent of Americans are aware of transplantation (Evans and Manninen, 1988).
Over 78 percent of adults say their overall feeling about being an organ donor is
favorable. A majority accept the idea that being an organ donor helps other people
and is the "right thing to do." ‘

Various public opinion polis have indicated that between one-half and
three-quarters of those polled would want to donate their own organs after death
(Caplan and Bayer, 1985). People are more likely to report being willing to donate
their loved ones organs than their own (62.5 percent VS. 49.3 percent in Evans
and Manninen, 1988) - '

Some studies in the early 1980s showed consent to donation rates as high as 80
percent being obtained by some OPOs (Prottas, 1984). But more recent studies
indicate that there may be a serious gap between hypothetical responses and real
world behavior. Health care profess_ionals report that roughly three-quarters of all
families they approach are very‘likely or likely to refuse (Caplan and Virnig, 1990).
Some States report consent rates.at 15 percent or less (Edwards, Ohio Department
of Health, 1991). . '

The disparities reflect inaccuracies inherent in asking questions about hypothetical .
behavior. For example, a frequently cited reason for the disparity between
willingness to donate their loved ones’ organs and their own is based on the fear
that their families will allow their organs to be removed before they are 'really '
dead’ (Caplan, 1992).

Some of the disparity between the small proportion of people who report carrying'
donor cards and the larger proportion who report being willing to donate their
organs can be attributed to uncertainty about the donation process (Manninen and
Evans, 1988). Some people, while sympathetic to transplantation, appear not to
have actually thought about the donation process (Nolan, 1989).

- Among families who have actually donated a relative’s organs surveys reveal that

they overwhelmingly did so from the belief that something positive would come
out of a tragedy. They also felt that donating helped them in their grieving process
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and they were motivated by the hope that someone else might live. Of the
families who have donated, 89 percent report they would do so again (Prottas and
gatten, 1986). .

Questions of allocation are important 10 the public--black and white alike. Evans
and Manninen (1988) report that over 88 percent of those surveyed were 7
concerned that ‘organs be distributed fairly and equally,’ and over 81 percent
reported that 'medical need, not social or economic factors should be the only
criterion used to select transplant recipients.’ Likewise, Watts (1991) reports that
participation in organ donation programs is inhibited by doubts about fairness in
the allocation of organs and tissues. : : :

Public opinion polls support the hypothesis that blacks are less supportive of
donation than whites (Callender, 1989; Watts, 1991). There are several possible
explanations for this cultural difference. One study suggests that there may be a
tendency for white health care professionals to be less willing to ask black families
to donate (Maximus, Inc., 1985). Callender (1989) suggests that blacks are less
likely to donate because of a lack of awareness about transplantation, religious
fears, distrust of the medical community, fear that donors will be declared dead
prematurely, racism (blacks do not want to give their organs 10 non-blacks).
Interestingly, similar reasons are cited in explaining low donation rates generally
(Basu, 1989, Watts, 1991). Among the reasons cited for a lack of willingness to
donate are: religious objections (Watts, 1991), a fear that they will be allowed to
die prematurely, (Nolan, 1989; Watts, 1991), a desire t0 bury the body intact
(Nolan, 1989) and uncertainty about whether anyone will really benefit from
donation or that everyone has a fair chance of benefitting (Watts, 1991).

In recent years, social scientists have studied the factors influencing people’s
views regarding organ donation and their decisions to sign (or not sign) an organ
donor card. These studies show that:

1. Persons of color are somewhat less enthusiastic about transplantation
and are less likely to sign donor cards than are whites. In a recent
survey (Gallup, 1991 for Partnership for Organ Donation) 76 percent

- of whites and 45 percent of blacks say they would be likely to
donate.

2. Favorable attitudes toward donation are also more common among
women, persons with a higher socio-economic status, greater
education, and serious heaith problems. A variety of psychometric
studies show that people who are more materialistic view their organs
as more central to their sense of self. Interestingly, some studies
suggest that patients are more likely to donate when told about the
benefits to themselves rather than emphasizing the benefits to others.
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3. Despite the generally positive public opinion,tbward‘ transplantation
and donation, at most only a quarter of the public has signed an organ
donor card. This rate is especially low among teenagers and young
adults. A variety of explanations for this relatively low percentage
have been offered including:

a) People do not fill out orQan donor cards because to do so would
make them aware of their oWn mortality (Watts, 1991).

b) People’s positive views regarding donation are outweighed by
their fears concerning organ donation. The most common
concerns are being declared dead prematurely so that organs
may be procured for others and the fear of mutilation. One
study found that two facts about death - the attitude toward
death and the fear of being declared dead too soon - are
predictive of organ donation behavior with respect to carrying a
donor card.

c) There is growing evidence that people’s concern regarding the
fairness of organ distribution adversely affects the decision to
sign donor cards (Watts, 1991). :

d) Donor cards are not where the public wants them. A recent
public opinion poll found that a substantial minority did not
know where to obtain donor cards; they are not available in
health care facilities where the public expects to find them
(Watts, 1991).

Empirical inquiry via polls, surveys, and studies reveals high levels of public
understanding about transplantation and relatively high levels of general support for
transplantation. On the other hand, respondents to surveys are more likely to say
they would be willing to consent 10 the donation of an organ by a relative than
they would be to donating their own organs or tissues. There are many fears and
doubts about the process of donation which seem to trouble large numbers of
Americans. Most importantly, the hypothetical levels of support are not born out
in practice either with respect to the number of Americans who have donor cards
or with respect to the number of families who actually give their consent to
donation when a death occurs.

Qrgan Donor Cards
Forty-five States allow people to indicate organ donor status on their drivers

licenses (Overcast, 1984). The proportion of persons reported in the literature as
carrying a donor card varies, ranging from less than 8 percent (Bermel, 1984) to
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over 37 percent (Basu, 1989). Data consistently indicate that more highly
educated people are likely to report carrying a donor card (Simmons, Bruce,
Bienvenue and Fulton, 1974; Mannienen and Evans, 1985; Basu, 1989). Some
studies have also found that younger people and women are more likely to carry
donor cards (Simmons, 1974; Lewis, 1986).

The actual value of organ donor cards in obtaining organs is unclear. Some
suggest that their primary value is encouraging discussion with families, rather
than as an indicator of patient’s wishes at the time of death (Prottas, 1983;
Caplan, 1984). Others have noted that physicians and nurses very rarely look for
donor cards prior to making requests of families, and that the presence or absence
of a donor card is not overly influential to health care professionals: (Caplan, 1984;
Overcast, 1987). ‘

There are other important limitations to donor cards’ ability to increase donation.
The most important limitation is that most organ procurement agencies will not
procure organs without family consent, regardless of the presence of a donor card.
Overcast et al;, (1984) surveyed OPO and district attorney offices in all 50 States
and the District of Columbia to determine the extent to which donor cards were
effective in obtaining organs. Few donors were known by hospital personnel to be
carrying cards at the time of death. Caplan informally polled groups of OPO and
tissue bank personnel in 1984 and 1985 and found no reported instance in which
an organ or tissue had been procured solely on the basis of a donor card. Despite
the legal sufficiency of donor cards, misunderstanding of existing State laws plus
the fear of adverse publicity has led hospitals to de facto require family consent
prior to donation. : :

Cards do not seem to be effectivé as a means to facilitate donation. However,
they may play a pivotal role in influencing the attitudes of family members if they
are approached about donation.

The Performance of the Current System for Obtaining Qrgans and Tissues
There are many steps in the process of procuring organs. These include:

1.  a traumatic injury or accident OCCUrs

2 resuscitation efforts are made

3 transfer to hospital

4. treatment attempts

5. recognition of the inevitability of death

6 recognition of potential donor status

7 decision to cease treatment efforts

8 discussion with family of imminence of death
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9. diagnosis and declaration of death

10. discussion with family concerning donation

11. request to family for donation

12. consent ' o

13. establishment of donor suitability

14. notification of OPO for procurement
(adapted from Waltzer, 1983)

All of these steps must occur in the order described for procurement to happen
under the laws, regulations, and practices that currently control cadaver organ
procurement. Tissues differ in that the sequence begins with the pronouncement
of death. Modifications can be attempted at any one of a number of points in this
sequence in the attempt 10 elicit increases in organ and tissue procurement. We
will only focus on four especially crucial stages in the sequence: identification of
donors, discussion of donation with donor families, obtaining consent, and the
procurement of organs concurrent with OPO identification.

Identification of donors

The donation of internal organs such as liver, heart, kidney, and lung is restricted
largely to brain dead, heart beating cadavers. Thus, most organ donors are found
in hospital Intensive Care Units (ICUs), having suffered an acute catastrophe such
as. a car or gunshot accident, a drug overdose, or a cardiac arrest. Tissues, such
as cornea, bone, and skin, can be obtained within 6-24 -hours of a cardiac arrest.
In many cases those who could not donate organs may be eligible to donate -
tissues since organs are currently taken only from those pronounced brain dead.

There is some disagreement about the frequency with which organ donors are
distributed in acute care hospitals. Some studies indicate that the majority of
prospective organ donors cluster in hospitals which handle high volumes of trauma
(Partnership for Organ Donation, 1990; Garrison, et. al. in press). Other studies
indicate a much broader distribution of prospective organ donors (Nathan, et. al.,
1991) throughout various sizes and types of hospitals. Potential tissue donors are
generally thought to be widely distributed throughout the acute care hospital
_system. :

A recent study of the size of the potential donor pool in a large eastern State
showed that the number of donors was between 38 and 55 per million population
(Nathan, et. al., 1991). This was estimated to be about three times the rate
currently procured nationwide. Other research suggests that patients admitted
because of traumatic intracranial injury were identified as possible donors most
frequently while patients suffering vascular or anoxic catastrophes were identified
less frequently. Unidentified donors had been admitted to three major services
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(neurosurgery, neurology, and internal medicine). Thg percentage of v’r_nissed'
potential donors was highest among internists. -

Unrecognized donors tended to be older and had longer hospital stays.
Interestingly, there was no clear influence of hospital size, trauma center
designation, or the number of ICU beds on the number of missed potential donors.

Health care professionals fail to identify medically suitable donors for a variety of
reasons (Toole, 1983). Failure may result from the lack of a comprehensible
hospital policy clearly designating the health care professionals responsible for
assessing patient’s medical suitability. Some hospitals require that attending
physicians or their designees carry out this task, but make little effort to educate
physicians. :

Health care professionals’ lack of knowledge may decrease their ability to identify
eligible donors. Some doctors and nurses have trouble understanding or accepting
the concept of brain death. In one study only 35 percent of 195 physicians likely
to be involved in procurement correctly identified the legal and medical criteria for
brain death (Youngner, 1989). Some ICU nurses and physicians are uncertain
about the validity of brain death (Martyn, Wright and Clark, 1988). OPO directors
claim that in roughly 12 percent of cases, brain death is either unrecognized or
recognized but not declared. '

Other studies have documented a more general lack of knowledge regarding
procurement criteria (Diamond, Campion and Mussoline, 1987). In one study
roughly one-half of ICU nurses said that doctors were unaware of donor eligibility

criteria and one-third said that-nurses were unsure (Prottas and Batten, 1988).

Problems of donor identification may relate less to a lack of knowledge or
responsibility than to lack of time or interest. Other responsibilities may be more
salient to health care professionals than determining donor eligibility (Robinette,
1985). Nurses are especially likely to feel too overburdened with other
responsibilities to spend a great deal of time identifying potential organ donors
(Caplan and Virnig, 1990). :

Discussion of donation with families

Numerous studies over the past decade show that a relatively small percentage of
hospitals were responsible for supplying a large percentage of organs and tissues.
For example, one small study found out that one-third of 105 hospital patient
deaths were eligible to donate corneas, but that families were approached in only
- 16 percent of cases. In a recent survey of neurosurgeons, over two-thirds were
hesitant to cooperate with organ procurement because they feared speaking with
families. ‘
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A study of organ procurement ina trauma population in Vanderbilt Hospital from
1984 through 1987 revealed that 23 percent of eligible donors were not asked to
donate. Why is there such resistance to approaching family members to discuss
donation? . S '

First, in many hOSbitals no person or group of persons is clearly responsible for
talking with families about organ and tissue donation (Caplan and Virnig, 1990).
Consequently, families may never be approached about donation.

Second, health care professionals who do discuss procurement with families may
be uneasy about performing this task or lack training as to how to do so.. One
study found that 50 percent of health professionals reported that their fear of
upsetting a grieving family inhibited their initiating discussions. Other health
professionals were concerned about the amount of time such discussions require
(Robinette, 1985). Another study found that 20 percent of ICU nurses had
strongly ambivalent feelings about the organ procurement process which may
interfere with their ability to discuss donation (Sophie, 1983). In some instances
physicians and nurses are reluctant to approach families when they feel a sense of
guilt or responsibility for the death of their patient. This is especially so in the case
of children and newborns. Finally, concern regarding legal liability is common
among physicians and may also affect discussions regarding donation (Prottas and
Batten, 1988).

Consent

Although, as noted earlier, numerous public opinion polls report that families are
‘willing to donate their relatives’ organs, these polls and surveys do not provide
accurate predictions of actual behavior.. As Manninen and Evans (1985) note,
people are likely to want to respond positively to a hypothetical question about
donation because of the high value our society places on voluntarism and altruism.

In fact, family refusal to donate is a key reason procurement efforts failure.
Nathan, et al. (1991) found that between 29 and 39 percent of the unrealized
potential donors were attributable to family refusal. Studies which have directly
examined potential donor tamilies’ willingness to donate find that between 23
percent and 63 percent of families consented to donation. According to a 1989
survey of OPO Directors, 38 percent of donors are lost due to family’s refusal to
consent--the most frequent barrier to procurement.

Fewer studies have examined the situational factors affecting the procurement of
tissue and organs. These include the surroundings in which the request takes
place and the attitudes of hospital personnel approaching the family. Anecdotal
accounts claim that a brusque approach or one that consists of nothing more than
the mere invocation of a State or Federal requirement are unsuccessful in obtaining
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consent (Perkins, 1987). Others feel that confusion and equivocation regarding
the declaration of death is likely to result in confusion regarding the patient’s
condition, decreasing the likelihood that the family will donate (Caplan, 1988;
Wikler and Weisbard, 1990). Asking in the presence of family and friends or in an
informal, quiet, private setting also appear to be associated with higher rates of
family consent (Simmons, 1987). ' S

Recent data suggest that an especially critical determinant of consent is the timing
of a request relative to the pronouncement of death. There is reason to think that
there is a real need to delay requests for donation until after the family has '
acknowledged the death of their loved one. Ina retrospective study, University of
Kentucky researchers found that 53 of 93 families agreed to donate if they had
clearly understood that their loved one was dead before they were asked. When
the request for donation accompanied the notification of death only 11 of 62
families consented to donation (Garrison, et. al., forthcoming).

The identity of the person who interacts with the family may also be important.
Researchers at Vanderbilt Medical Center found that families were more receptive
to donation requests when they were asked by health care professionals with
whom they had a good rapport. Pre-existing factors such as the requestor’s
professional'background'}and training, race, and personal characteristics may also
influence the effectiveness of requests for donation.

Some have argued that organ procurement agency personnel, because of their
greater expertise and interest, are more likely to obtain family consent (Prottas,
1990). Others feel that the most important determinants of consent are social.
demographic factors or the circumstances surrounding the patient’s death.
Unfortunately, there is no systematic data concerning the factors associated with
family consent. :

Little is known about why families refuse to donate. Their refusal may reflect a
conscious rejection of altruism and voluntarism. On the other hand, families’
refusal may be the result of inadequate communication and misunderstanding.
There is some evidence that many tamilies who refused, when approached long
after the patient’s death, had changed their minds and wish they had donated.

Procurement of organs and OPO contacts

After the family consents to donation, care must be taken to support the heart

beating cadaver until solid organs can be retrieved. A recent British study revealed
that a significant percentage of organs were lost because the patient’s heart

~ stopped before organs could be procured. It is not clear what factors, financial or

otherwise, influence a hospital’s decision to institute a brain death protocol.
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There are currently 69 HCFA-certified organ procurement organiza_tions in the
United States. Individual OPO rates of cadaver organ procurement range from a
low of 5.6 donors per million to a high of 32.5 per million. There is little o
explanation for these differences in OPO performance (Nathan and Jarrell, 1991).

There is some evidence available that hospital personnel.historically have been
uncertain about exactly which OPO to contact regarding procurement. As the
number of OPOs has consolidated, this problem is decreasing at least in some parts
of the country. However, hospital personnel.still report confusion in deciding who
to contact among organ, cornea, skin, and other kinds of tissue banks. Moreover,
their confusion is increased by variations in the eligibility standards used by these
agencies. In some parts of the United States agencies do not do a good job of
referring potential donors among themselves: -

Another source of complaint by hospital personnel and some donor families is that
OPOs and tissue banks do not always do a good job of follow-up to report on what
happened to donated organs and tissues. While many OPOs and tissue banks
insist that letters and other contacts are made to let those involved in donor
identification and maintenance know the results of their efforts there is at least a
groundswell of anecdotal reporting that says these attempts are not effective.

Clearly, each of the steps in the donation sequence can be impeded or derailed by
many different factors. While the opportunities for change are numerous, the risk
of unintentionally harming or compromising the requisite sequence of events is
high. ' ' '

The Impact of Required Request/Routine Inquiry Legislation

One of the most significant attempts to modify public policy on organ and tissue
donation during the past 10 years has been the creation of State and Federal laws
mandating hospital personnel to make requests. This policy, while respectful of.
the value base of donation, decreases the autonomy and freedom afforded health
care professionals in the hope that by asking for organs and tissue more :
voluntarism and altruism will be forthcoming.

Unfortunately, little data exist documenting the effect of this public policy on the
procurement process. In part this is @ function of the fact that organ and tissue
procurement do not exist in a vacuum. A variety of other changes including shifts
in the organization and number of organ procurement agencies, changes in laws
governing drinking and seatbelt use, gun control measures, the proliferation of
emergency services, and the rise of the AIDS epidemic makes it difficult to analyze
the specific impact of a required request policy. In part, the lack of study is a
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