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PROFESSOR GYULA GAIZLER

Professor Gyula Gaizler

Professor Gyula Gaizler, the President of the Hungarian
Bioethics Society and a Corresponding Member of the
Board of Ethics and Medicine, died on 22 November
1996. Professor Gaizler, who was well-known among
bioethicists all over Europe, will be long remembered
for his warm smile and charming Central European
manners as well as for his ecumenism and efforts to
promote dialogue between East and West. His Society
was among the first from Central Europe to join the
European Association of Centres of Medical Ethics.
Deeply religious and trained as a Roman Catholic
theologian as well as a medical doctor, Professor
Gaizler was especially keen to cooperate with other
Christian bioethicists in promoting Christian values
and mores in European bioethics. In 1993 he helped
organise a conference jointly sponsored by the Hungar-
ian Bioethics Society and the London-based Centre for

Bioethics and Public Policy (CBPP). Two years later the

CBPP returned to cooperate with Professor Gaizler and
hold another conference in Budapest, focusing on
Christian and Hippocratic values in medicine. The date
of this conference and that of a conference organised
by the Hungarian Bioethics Society were coordinated,

so as to give the participants of either conference an
opportunity to attend both events and to exchange
ideas.

One of his last public speeches was that given at the
conference organised by the Institute for Medical Ethics
and Bioethics in Bratislava last summer. The theme of
this conference, 'sponsored by the CBPP, the Dutch
Lindeboom Instituut and the American Centre for Bio-
ethics and Human Dignity, was health care resource
allocation and the problem of maintaining integrity in
the face of scarce resources. As always, Professor Gai-
zler’s speech was most moving and thought-provoking.
Talking of the changes and the difficulties encountered
in his own country—as well as in other eastern and cen-
tral European states—since the fall of socialism, and
using the analogy of the good Samaritan, he raised the
delicate question of to what extent western European

countries have a responsibility to respond to the needs
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of their neighbours in eastern and central Europe. (The
text of this address appears below).

Professor Gaizler, who was a Member of the Pontifical
Academy for Life, is survived by his wife, Judit, and
their daughter and two sons.

The Transition from a Social to a
Competition-based Health Care System

Professor Gyula Gaizler, President of the Hungarian

Bioethics Society

Bioethics is an interdisciplinary subject, involving
doctors, philosophers, theologians and many other pro-
fessions. But if any one of us tries to speak in an inter-
disciplinary manner, he exposes himself to the danger
of being accused by the experts of not being, for exam-
ple, scientific or theological enough.

I spoke once in Nitra about ecumenism—another sub-
ject that might be described as interdisciplinary. I
spoke about ‘ecumenism’ not only in relation to Chris-
tian denominations but also in relation to nationalities.
With some hesitation I mentioned the Slovak, Czeck and
Hungarian nationalities. Today, I would mention also
those of the Croatia, Bosnia and Serbia, and the people
in Northern Ireland as well as those in Burundi. Why?
Because calling to mind ethnic and religious and other

differences is a way of calling to mind the well-known
parable of the good Samaritan.

This parable raises the question of care and for whom
we should care. Bioethics might be interdisciplinary,
but I think that all of us are firmly convinced that this
question is central to bioethics, and that bioethics must
be founded on what we might call an ‘ideology’.

The transition from a social to a competition-based
health care system may be analysed at different levels.
I shall proceed to describe what has happened before
discussing certain theological aspects of the events.
The principles of ‘the planned economy’ have not pro-
duced the anticipated results. The rapid progress in
medicine has not necessarily been matched by
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improved health care in most countries. Allocation of
resources is a world-wide problem. But few countries
deal with the question of allocation on the basis of
equality. No, competition is the name of the game. This,
of course, increases the differences, the inequalities,
between one person and another.

On the other hand, while promoting a feeling of social
security, the ‘nanny-state’ discourages self-
determination or private initiative. In this situation
those who are willing and able to help themselves are
numbered. Everyone is expecting help from the author-
ities, from the ‘Uncle State’—to use an expression that is
well-known in former socialist countries. The inclina-
tion to take any initiative is diminished, and ‘paternal-
ism’ is not only accepted but expected.

Indeed, this is true not only in the former socialist
countries but also in capitalist ones! Bearing witness to
this is the indignation everywhere felt at the shrinking
of state-funding health care services. This is true even
in capitalist welfare states such as Germany and
Sweden.

In the former socialist countries, people are slow to
forget that medical services and medicines used to be
free of charge. ‘But in reality’, as we read in the World
Development Report of 1993, entitled Investing in
Health, the ‘better-off consumers’ used to ‘make infor-
mal out-of-pocket payments to get beiter care’. Thus
about 25 percent of health costs in Romania and 20 per-
cent in Hungary, for example, were under-the-table pay-
ments for pharmaceuticals and gratuities to health care
providers. It is noteworthy that the official salary of
medical doctors was very low under the socialist sys-

tem. Indeed, the salary of a medical doctor was much
the same as that of a shop-assistant.

Inefficiency was widespread, as the report explains,
because the government run health system was highly
centralised, bureaucratic and unresponsive to citizens.
Governments were slow to regulate work-place safety
and environmental pollution and failed to mount effec-
tive campaigns against unhealthy habits—especially
alcohol abuse and smoking. Then with the transition in
recent years to a more market-oriented approach, the
public sector has suffered a shortage of drugs and
equipment as well as of skilled labour. Of course, the
drain on resources is linked to social and personal
habits. In many cases people go to the doctor instead of
looking after themselves by means of a proper diet and
a healthy lifestyle. Bad habits are costly for the health
services and affect the state budget. This is true in rich
as well as in poor countries. This raises the question of
what the state should or should not pay for. Should
alcoholism and other addictions be classified as illness;
and should the treatment for these ‘ills’ be paid by the
community?

In socialist countries especially, sickness benefit has
sometimes been abused. As I once said, under the old
socialist rule, a doctor can tell whether a health care
system works well or not by counting the number of
patients on sickness benefit and the number of weeks
they remain ill. The more patients on sickness benefit
and the longer they stay on it, the worse the system.
Effectively, what this meant was that the so-called
patients could earn more if they worked in the black
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market and received sickness benefit as a bonus, than if
they continued to work in the factory. Indeed, even
today this state of affairs remains true.

Another factor of note in the former socialist coun-

tries is the fact that the standard of living has fallen;

and this has had an impact on health. Poverty itself is a
cause of disease. Together with the collapse of the
social or socialist welfare system, this has led to social
disquiet. It is widely recognised in Hungary—and prob-
ably also in other former socialist states—that many
sick people feel that society has forsaken them. And
our social conscience tells us that the state cannot with-
draw all support from the healthcare services.

In Hungary, as in other former socialist states, we
have to find ways out of this general pessimism. The
old, enthusiastic slogans have gone out of fashion. We
no longer hear. ‘Workers of the world unite” But where
do we go now? Should we adopt monetarist policies?
Are we to opt for a humanitarian system? Should we
choose an egalitarian system? We have seen the sys-
tems come and go. Years ago, in rolled the Soviet tanks;
today it’s the turn of the banks. The new slogan is:
‘Tanks out, banks in’

After the fall of the socialist system many people
hoped that the church would come forward with prac-
tical ideas. But, as Pope John Paul II said in his Encycli-
cal Letter Soilicitudo Rei Socialis: ‘The Church does not
have the technical solutions to offer for the problem of
underdevelopment as such, as Pope Paul VI already
affirmed in his Encyclical Letter Popularum Progressio
(n.87). For the Church does not propose economic and
political systems of programs, nor does she show pref-
erence for one or the other, provided that human dig
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she herself is allowed the room she needs to exercise
her ministry in the world’ (n.41).

According to the so-called voice of reason, the num-
ber of hospital beds in Hungary should be reduced to
10,000 in the coming year. We are told that there are too
many hospital beds and that they are too expensive.
This reasoning is another attempt at ‘Planned Econ-
omy’. Theoretically, it may be true that there are super-
fluous hospital beds. We have presently some 93,000
beds in hospitals and clinics. And it is true that some-
times patients are kept longer than necessary. But in
many cases they are kept in hospital because they can-
not cope at home, especially if they live alone. Of
course, home care might be cheaper than hospital care.
But that kind of care is not widely available; and devel-
oping such a service would mean extra costs initially.
There is also the fear of inefficiency.

Theoretically, many new ideas concerning Hungarian
health care may be good. The difficulty is that nobody
knows how to realise new ideas in practice. We have to
decide what kind of health care model we should adopt
in Hungary. Should we follow the German, the American
or the British example? Which system is most compat-
ible with our needs and values? For more than forty
years we have been under socialist rule. Anyone who
broke ranks would be thrown into prison. Now a
socialist-liberal coalition is in power. Nobody is thrown
into prison for breaking ranks, but anyone who does so
could lose his job. Everyone fears unemployment—a
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new phenomenon in the former socialist states! We live
in the age of ‘Wild Capitalism’. Perhaps The Economist’s
suggestion is to the point. Analysing the situation in
Eastern Europe, it asked the question: ‘Is Capitalism

Lethal?’ As the paper nointed out, life expectancy in
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eastern and central Europe has fallen and healthcare
funding has decreased with the fall of communism. Yes,
the paper is right; this is indeed lethal, not least in the
sense that it kills all hope and idealism. People are sick
and tired of ideas!

So what can we doctors do? The answer is: we can be
patient advocates. We can be the first advocates of the
poor. We have been told that a ‘two-level’ system will be
introduced: one for those who are really poor and
cannot pay for their heaithcare; and one for the rest.
However, I cannot really understand what can be meant
by the introduction of a two-level system. In reality,
there was always a multi-level system. Some had access
to better care because they were in positions of power,
others because they had money. The poorest always
had to make do with less. But they too need their fair
share. The poor man is our neighbour. He who suffers is
our neighbour irrespective of race, age or faith. And
one need not be Christian to recognise this truth.

Yet, to quote again from Sollicitudo Rei Socialis (first
translated by the Communist Party):

But the Church is an expert in humanity, and this
leads her necessarily to extend her religious mission
to the various fields in which men and women expend
their efforts in search of the always relative happi-
ness which is possible in this world, in line with dig-
nity as persons.

Following the example of my predecessors, I must
repeat that whatever affects the dignity of individual
peoples, such as authentic development, cannot be
reduced to a “technical” problem. If reduced in this
way, development would be emptied of its true con-
tent, and this would be an act of betrayal of the indi-
viduals and peoples whom development is meant to
serve (n.70).

Yes, the betrayal of the individuals and peoples leads to
pessimism and disillusionment, as witness the situa-
tion in most former socialist countries. The réle of psy-
chological factors in suicide is well known. When
people lose the will to live they turn to drugs, alcohol
and other poisons. People who do not wish to live on
through their children turn to abortion and sometimes

to infanticide. Birth rates are decreasing. The Encyclical
Letter Evangelium Vitae was clearly to the point. We can
now speak of the ‘structures of sin’.

What can we do about the situation? The church’s

social doctrine is not a ‘third umu’ hatwaoan liharal cani-
ocial aoctrin e 1s not a 'talrgd vetween llberai cap!

talism and Marxist collectxvnsm it constitutes a cate-
gory of its own. In today’s world there are many forms
of poverty. The denial of human rights (for example,
the right to religious freedom or the right to share in
the building of society) impoverish people as much as
deprivation of material goods.

In the old socialist times we taught the slogan: ‘The
highest value is man’. Every one of us knew that in our
countries the reverse was the reality. Trust turned into
distrust, but in the years between 1956 and 1968, faith
and hope returned.

In a recent issue of the Journal of the World Medical
Association we read:

While western European countries are presently
facing exploding costs in their health care systems,
the countries of the former Eastern Bloc are con-
fronted with the restructuring of the former central-
ised system into a decentralised, efficient and
cost-containing healthcare system.

In general, Eastern European healthcare systems
are characterised by strongly hospitalised specialisa-
tion of doctors, weakness of management, discred-
ited healthcare expenditure and the emergence of an
unregulated private healthcare sector . . . Reform tar-
gets include personalised healthcare, strengthening
of the primary care system and reduction of in-
patient care.
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But we are insiders! And so we ask, how can we help
ourselves? Or do we need the help of neighbouring
countries?

Has modern man forgotten the second command-
ment ‘You shall love your neighbour as yourself? Has he
forgotten the Golden Rule?

Who now remembers the parable of the good Samar-
itan? Unless we remember, we Christians cannot fulfil
the expectations of our fellow-men. We so often speak
in scientific terms using neutral words. Let us not for-
get that it is impossible to fulfil the second command-
ment if we do not fulfil the first. Let us try and try again
to return to Our Lord.

For Publication July 1997

Horizons in Bioethics, No. 3

The ethical issues raised by the revolution in genetics form
the subject matter of this important symposium.

The book begins with an honest look at the life situations
in which tough genetic questions arise. The main body of
the book then addresses three dimensions of the genetic
challenge: genetic perspective, information and interven-
tion, whilst the final three chapters develop the theme of

Genetic Ethics: Do the Ends Justify the Genes?
Eds. John Kilner, Rebecca D. Pentz & Frank E. Young

engagement in complementary ways, facing the responsibil- .

ity of Christian involvement on an individual and church
level, and discussing the practicalities of a ministry among
those with genetic challenges.

ISBN: 0 85364 814 X / pb / 320pp app. / 229x145mm /
£19.99 app.
PATERNOSTER PRESS

PO Box 300 Carlisle

’ Cumbria CA3 0QS UK
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Anencephalic Neonates as Organ Donors
Revisited: A Response to the Council on
Ethical and Judicial Affairs of the American
Medical Association

Gregory W. Rutecki, M.D.

The May, 1995 issue of the Journal of the American Med-
ical Association (JAMA) contains the most recent report
from the Council on Ethical and Judicial Affairs of the
AMA regarding the utilization of anencephalic neonates
as organ donors.! In 1988, the same Council concluded
that it is acceptable to retrieve organs from anencepha-
lic neonates only after they die—that is, after they sus-
tain whole brain death or cardiac complete arrest.? The
updated report—the result of more than a year of fur-
ther deliberation—proposes a diametrically opposed
position. Retrieval of organs from anencephalic neo-
nates is now favoured, ‘even before the neonates die, as
long as there is parental consent and certain other safe-
guards are followed’.3 The radical change in philosophy
necessitates a response from a Christian-Hippocratic
perspective and such a response is the raison d’etre of
thxs paper. It is disconcerting that the revision pub-
lished by the Council in 1995 affecting the status of
anencephalic neonates as potential transplant donors
represents a serious challenge to the ‘dead-donor
rule’—another attempt to bend if not break a golden
rule of transplantation ethics.4 There is also here a sub-
stantive revision of the definition of personhood—a
revision in which sentient behaviour becomes the con-
dition for full membership in the human race.

Definition of Terms and Ethical
Issues

‘Anencephaly is a congenital absence of a major por-
tion of the brain, skull, and scalp with its genesis in the
first month of gestation. The primary abnormality is
failure of cranial neurulation, the embryologic process
that separates the precursors of the forebrain from
amniotic fluid.’

The Medical Task Force on anencephaly.’

Contained within the convoluted vernacular of medi-
cine is the descriptive term anencephaly—a fatal afflic-
tion defined by a total or nearly total, congenital
absence of functioning cerebral cortex, cranium and
scalp. Subcortical neural tissue (i.e. the brain stem),
however, varies significantly in its degree of develop-
ment and function. As a result of the profound central
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nervous system deficiency, neonates with this abnor-
mality who survive gestation are at best already physio-
logically dying at birth. In the context of this hopeless
situation, could not another child benefit from the
donation of the anencephalic neonate’s organs? The
degree of brain stem dysfunction is the key to the dras-
tically abbreviated survival of anencephalics while at
the same time germane to ethical issues impacting the
anencephalic neonate as a potential organ donor. Utili-
zation of the whole brain definition for death requires a
functional absence of the entire brain—cerebral cortex
as well as brain stem. The brain stem is indeed ‘the rub’
of the anencephalic neonate’s candidacy as an organ
donor: the presence of even minimal brain stem func-

tion means that despite the absence of cerebrum,
anencenhalics do not mmhfv for the nrncnnrlv accented
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‘whole brain’ defmmon of death Furthermore if a car-
diopulmonary definition is substituted, anencephalic
organs are damaged irreparably. As this will demon-
strate, the fact of these anencephalic neonates has led
to the attempts to replace the whole brain definition of
death with a neocortical definition or in essence to
redefine death as the absence of cerebral cortical func-
tion despite a functioning brain stem.®

The natural history of anencephaly is associated with
a dramatically shortened survival, with life expectan-
cies measured in hours to at most weeks. The cause of
an anencephalic neonate’s death is often the gradual or
accelerated deterioration of respiratory and cardiovas-
cular function, due to the severe degree of central nerv-
ous system injury and deteriorating brain stem
function. These lead to progressive hypoxia, further
ischemic organ dysfunction and death. Furthermore,
1/3 to 1/2 of anencephalic children have also associ-
ated gross malformations of at least one other organ
system, further precluding their ability to donate solid
organs, regardless of which definition of death is util-
ized.”

Inclusion of anencephalics into the transplant donor
equation is fraught with serious ethical and logistical
dilemmas. If these children deteriorate relatively
quickly and without ventilator support, as is typical,
their ischemic organs are unsuitable for donation.
Thus, by the time their brain stem fails and qualifies
them for whole brain death, their organs have become
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irreversibly injured and unusable for transplantation.
As a result, selected anencephalic infants may receive
vigorous care after birth, by ventilator support, in the
expectation that whole brain death will eventually
supervene, but only in circumstances controlled by
the health care team and designed solely to protect the
anencephalic organs from hypoxia. In this way, the
process of dying for anencephalic neonates is aitered
invasively in order to preserve their organs for some-
one else. Ventilator support is not indicated in the
medical care of anencephalic neonates, but is
interposed—preserving donor organ viability—within
the boundaries of the dead-donor rule (the so called
organ prolongation technique).® The result from the
perspective of the anencephalic child is a prolongation
of the dying process contrary to comfort or medical
benefit for the donor child.

Another controversy in the discussion of neocortical
and whole brain deaths in anencephaly arises from the
well established fact that whole brain death is more dif-
ficult to diagnose in infants than adults.® Even an EEG—
a valuable tool for establishing brain death in adults—is
an unachievable test because of the severe central nerv-
ous system deficiency of anencephaly and is not as
informative in non-anencephalic infants as it is in
adults. Thus, neurological examination and carefully
conducted apnea tests (at least two) consistent with
loss of brain stem function must be relied upon for a
definitive diagnosis of death in neonates. Reliance on
clinical criteria for the diagnosis of brain death in
infants does not imply inferiority of such examinations,
but this information is necessary to the understanding
of the complexity of death determination in neonates.

To summarize, the severe neurological injury in
anencephalics leads to a shortened survival with deteri-
orating brain stem function and resultant multi-organ
ischemic failure. The expeditious retrieval of viable
organs from these infants to benefit others would
necessitate any one of the following: (1) changing the
whole brain definition of death to a neocortical one,
thus equating personhood with cerebral function; (2)
placing such children on ventilators for organ support,
in the expectation that brain stem function will even-
tually cease, permitting a whole brain definition of
death within a convenient time frame for organ
retrieval; or (3) placing these neonates in a unique cate-
gory outside the accepted rules of transplant donation
which is, in essence, an outright denial of their per-
sonhood.

History of the Question:
Anencephalic Neonates and Organ
Donation

‘Widespread public interest in organ procurement
from anencephalic infants is a recent phenomenon
(1986). It was prompted by the first successful heart
transplant from an anencephalic newborn Canadian
baby, Gabrielle, to Paul Holc, a newborn afflicted with
hypoplastic left heart syndrome.’°

A historical review of the question has been provided in
detail elsewhere.!! Selected aspects of that review

require closer scrutiny. Three eras of anencephalic neo-
nates and transplantation may then be discerned: an
early one (1960s - 1980s); the so-called Loma Linda
period (+/— 1986 - 1994) which was followed by a
moratorium on anencephalic neonate candidacy; and a
revisit or green light to their candidacy with the most
recent JAMA report.

First, a number of the early clinical reports regarding
the utilization of anencephalic infants as donors are
available for review. These have variously described
organ retrieval from a live and not still-born anence-
phalic neonate (37 weeks gestation) without any
attempt at resuscitation or a determination of death!?;
novel, ad hoc definitions of death determined uniquely
for anencephalic neonates as donors and at the same
time involving substantive deviations from usual and
wherein the criteria for donor death were not even men-
tioned in the publications.!4. 15

In the first reports, the neonate was defined as dead if
there was need for a ventilator—a definition not accept-
able in potential non-anencephalic donors; in the sec-
ond, death was actively contrived through cooling the
anencephalic child’s body while the child was still alive
(naturally, the child sustained a cessation of heart beat
and conveniently experienced minimal ischemic injury
to potential transplantable organs since they were
‘cold’ preserved before death). Reports from the early
narind nftan
period often
dead’, without elaborating further on how the determi-
nation itself was made.!® Fairness demands, however,
that one observe and credit the rare initial report that
not only defined death carefully as well as legally, but
also utilized previously agreed upon criteria for the
definition. In one anencephalic child, after respiratory
assistance was discontinued, spontaneous respiration
and heart beat ceased, and five minutes transpired
prior to removal of organs—consistent with an
accepted determination of death.!”

These wide variations in the determination of death—
in contradistinction to the carefully prescribed criteria
inherent in the dead-donor rule—are at best disturbing.
The transition of dying to dead for early (1960s -
1980s) anencephalic donors seems to have been ‘titra-
ted’ solely to procure viable transplantable organs for
someone else—a recipient-driven consequentialism.!8

Two organized but unsuccessful attempts were made
to legalize the donation of organs from anencephalic
children prior to the Loma Linda protocol.!® The first
was New Jersey Bill 3367 (1986) (rationale: inevitable
rapid demise of anencephalic neonates); the second, SB
California 2018 (brain absent = brain dead).

More consistent attempts to utilize anencephalic chil-
dren as donors began in earnest with the Loma Linda
experiment alluded to by Walters and Ashwal in the
quotation at the beginning of this section (1986). Prior
to the Loma Linda experience, anencephalic neonatal
organ donation was ad hoc, sporadic, and clearly unre-
strained by ethical guidelines. Further review of the
Loma Linda process—the first organized and coherent
policy in this specific area—gives one necessary histor-
ical insight.2°

. .
state, ‘after the infant was proncunced
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The requests of parents to utilize their anencephalic
children as organ donors prior to 1986 were refused on
ethical grounds at Loma Linda University, but stimu-
lated the formation of an ad hoc committee to study
respiratory support for anencephalic neonates prior to
donation. With ventilator support initiated soon after
birth—limited initially to the first 48-72 hours after
birth and later extended to 7 days—organ hypoxia
might be obviated and whole brain death could take
place with viable organs maintained for donation. Rou-
tine ventilatory support for anencephalic newborns
was not accepted medical practice at that time and
would be limited to potential anencephalic donors.

The well publicized Baby Gabrielle was an anencepha-
lic newborn in Canada who was attached to a ventilator
immediately after birth specifically for organ prolonga-
tion. She was then declared brain-dead three days later
(by clinical criteria). Though the recipient of Gabrielle’s
heart—Paul Holc—fared marvellously, his happy story
became an exception rather than a rule. Most positive
media coverage revolved around this single case. The
downside of the protocol was less publicized. The pro-
tocol in this specific instance was followed carefully,
but had not been formally approved.

Formal adoption of a policy outlining time-limited
ventilatory support of potential anencephalic neonate
donors at Loma Linda occurred in Decemher 1987.
Problems with the new protocol did not take long to
surface. Four months later, six infants had entered the
protocol but only one met the criteria of brain death.
The provision of respiratory support and ICU care (as
expected) altered ‘the natural course of dying, resulting
in a prolongation of the dying process’! (in the words
of the protocol addendum itself). Anencephalic chil-
dren who might have died hours or days after birth
with supportive or comfort care only, lingered for up to
7 days and even then without the advent of brain
death.?? Fears surfaced that early and prolonged ven-
tilatory support of anencephalic neonates would create
an ‘organ farm’. Attempts to limit the time on ventila-
tors included withholding intubation until severe res-
piratory distress was noted. More specifically, out of 13
infants maintained within the parameters of this spe-
cific protocol, only 1 heart was retrieved for transplant
(Gabrielle’s heart) and only 3 anencephalic neonates
were determined brain dead within the specified seven-
day limit.

The result of this historical evolution in titrating the
death of anencephalic neonates became apparent:
anencephalic neonates are viable candidates for organ
donation rarely and only if agreed upon definitions of
death or terminal care are altered in some way to sat-
isfy neo-cortical criteria. Alternatively, if such children
are placed on a ventilator (up to one week) solely to
protect their organs through an artificially lengthened
dying process, a minimum number of organs may be
retrieved. The yield of both methods is questionable—
especially when considering the prohibitive human
cost for the anencephalic infant.

The principle author of the protocol agreed that valid
criticism had been levelled against the protocol by out-
siders. The programme was temporarily suspended (in
July 1988) and the entire subject shelved until recently.
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The first of the AMA Council’s reports on anencepha-
lics as donors reflected this phase of transplant history.
What precipitated the diametrically opposed position
apparent in JAMA 1995? One reason seems readily
apparent, the other possibly more arguable but worth
reviewing nonetheless.

First, the success of transplantation as well as other
aspects of contemporary medical care have created a
great need in the arena of pediatric transplantation.
Approximately 1500 children need heart, liver, or kid-
ney transplants per year in the U.S.A.23 There is a pro-
hibitive 50% mortality in children under 2 years of age
on the transplant list and 80% of children overall may
die while waiting for donated organs.24 Anencephalic

Tas#i tn tha chantasa
necnates appear to offer one sclution to the shor tage of

organs—albeit not a quantitatively significant one (vide
infra: conclusion).

The second rationale for the change in philosophy
requires some discernment and reflects a change in cul-
tural ethos as it impacts medicine in general and trans-
plantation more specifically. Stated trenchantly by
Cameron, ‘its (the ‘60s ethos) settled presupposition
has come to take the form of a paradigmatic repudia-
tion of the Christian-Hippocratic tradition as a context
for discussion. For that reason, its project is nothing
less than re-construction of our culture’s idea of what it

125 4
is to be human.’?5 In the context of transplantation and

organ donation, a new definition of what it is to be
human has excluded a number of individuals who have
somehow come to represent post-consensus culture’s
‘life-not-worth-living’ criterion. These individuals are
often terminal, not qualified for a ‘whole brain’ defini-
tion of death and, like the anencephalic neonates, are
considered less than human because of severe altera-
tions in consciousness. Their essential ontology—that
of human beings who are dying—is altered to suit the
consequences of a donor in great need. One way of
determining whether this second rationale and accom-
panying appraisal are accurate is to study the AMA’s
1995 statement on anencephalic neonates in closer
detail.

The AMA'’S Policy Reversal in Context

‘Our obligation is not to achieve all the good we can, as
if our responsibility were god-like, it is, rather to affect
what good we can within the limits morality places
upon us. Not only what we can accomplish but what
we do counts. 26

A number of arguments buttress the AMA's change in
policy towards anencephalic neonates as organ donors
(Table 1). The arguments extracted and placed in the
table were chosen by this author for rebuttal and repre-
sent the majority of the arguments in the JAMA policy
as well as other reports which are favourable towards
the idea of using anencephalic neonates for organ
donation. Arguments 1, 2, and 3 will be rebutted first,
and then 4 and 5 are discussed in a theological section
which follows. The reliance on donor need has already
been mentioned, and points 7 and 8 will not be pursued
in this particular paper.
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TABLE 1 THE ELIGIBILITY OF ANENCEPHALIC CHILDREN

AS ORGAN DONORS REEVALUATED (AMA 1995)

1. Two-thirds of ‘leading medical ethicists’ and ‘experts in

anencephaly’ polled agree with the utilization of

anencephalic children as donors, thus a change in pol-
icy is democratic.

Argument by sophistry.

Fear of a slippery slope (i.e. specifically that a persis-

tent vegetative state—another group with candidacy

for neocortical death—might be considered as having a

‘life not worth living’ if anencephalic infants undergo

an alteration in status) is no longer reasonable.

4. No capacity for consciousness (such as anencephalic
children without a cerebrum) is equivalent to no inter-
est in life. One is essentially saying anencephalic neo-
nates are not living persons.

5. Such donation is ethical and important for the benefit
of the parents of anencephalic infants in order to
redeem some meaning or purpose from such a tragic
and short life.

w N

6. The staggering number of children in need of organs
(vide supra).
7. Previous ethical criticism of anencephalics as potential

donors relied on the possibility of incorrect diagnoses
(so-called false-positive diagnoses for anencephaly).
Present diagnosis is more accurate.

8. This change in policy will not undermine society’s trust
in the transplantation process.

Majority Ethics as Argument

The 2/3 majority argument may be dispensed with at
the outset. How does one define ‘leading medical
experts in anencephaly and . . . ethics’? The majority of
AMA council members are M.D.s and as such are surely
aware that statements of this sort presuppose some
attempt at randomness and the exclusion of selection
bias in the audience surveyed. Was every effort made to
include conservative ethicists from religious back-
grounds in the survey? And exactly how were the
experts in anencephaly selected? Michael R. Harrison
has written previously in the Case Studies section of
The Hastings Center Report and has discussed the argu-
ments in favour of anencephalic newborns as organ
donors.?? In his discussion, he suggested that anence-
phalic children be placed in their own ‘unique’ category
as non-persons. Yes, and all the better to use them for
transplantation! This ‘un-biased’ expert who desires
that a novel definition of death be applied sui generis to
anencephalic children is the director of a fetal trans-
plant programme. If other experts were chosen from his
worldview perspective, the ‘democratic’ approach of a
carefully selected majority is close to meaningless.
Ethics by majority has also resulted in committee
selection bias by the NIH in a number of controversial
areas and has offered a green light to some dubious
practices. Such has been the case in the arena of
embryo cloning.28 In fact, the AMA Council responsible
for the recent opinion on anencephalic neonate donors
came under attack from its own constituency, leading
one to question the Council’s representation of rank
and file AMA membership. Louisiana AMA delegate
Donald Palmisano, M.D., J.D. commented; ‘Repeatedly
we have pronouncements of the Council that upset rank
and file physicians, and the consternation has brought
us to this point.’?? In fact, despite the Council’s conven-
ient application of democracy whenever expedient, it

actually functions like a supreme court in autonomous
fashion. The fallout from the response is predictable.

Argumentation by Sophistry

Next, the accusation of sophistry must be defended. A
specific quote from the Council will be studied.

‘Similarly, because the anencephalic infant is incapa-
ble of having an interest in staying alive, respect for
the essential worth of the infant does not necessarily
entail a prohibition on parental donation of the
anencephalic neonate’s organs before the neonate’s
death. Instead, society should show its respect for the
anencephalic neonate by treating the neonate as it
does persons whose organs are removed for trans-
plantation after their death.’
(This Author’s emphasis) p. 1616. JAMA Report

How exactly does society show respect for these neo-
nates by retrieving organs before their death? Accord-
ing to the council—by not desecrating the corpse and
by giving a ‘proper burial’ (p. 1616). Removing the
child’s organs before the child dies is defacto not treat-
ing the child like a donor who is legally dead! As alluded
to earlier in the review of early anencephalic neonatal
donations, taking organs from a child apparently still
alive or cooling a live body to induce cardiac stand-
still is in no way tantamount to ‘respect’ for a living
being. Interestingly enough, these references from the
early period of anencephalic neonate donors—
demonstrating the corrosive effect of a loss of respect
for anencephalic life—were not contained in the coun-
cil’s report.

Almost unnoticed, one other sleight of hand was
accomplished by the Council. Benjamin Freedman is
quoted in the report as saying, ‘organ transplantation is
not simply an ethical enterprise but one that is, in its
current stage of development, a moral imperative’
(p.1615), seemingly buttressing support for the Coun-
cil's position. Freedman has unequivocally gone on
record against anencephalic neonates as potential
organ donors.3° The utilization of his quote in this con-
text is inappropriate, especially in light of the Council’s
eventual conclusion which is contrary to Freedman’s
own belief.

The Potential Slippery Slope: is
Neocortical Death ‘Life Not Worth
Living’?

People, it is believed, are valuable; and the quality
which distinguishes people—from each other, as well
as from other species—is mentation. It does not follow
that all human worth is owing to mentation. That
which distinguishes a species need not characterize
the individual. In the case of humans incapable of
mentation, other sources of value come to the
forefront—factors which, for those of normal capaci-
ties, are obscured in the blinding light of menta-
tion.3!

If an act is unequivocally wrong, it appears unnecessary
and quite possibly an overkill to condemn it on the
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TABLE 2 JUXTAPOSITION OF PERTINENT NEUROLOGIC
FUNCTIONS IN ANENCEPHALY AND PERSISTENT VEGETA-
TIVE STATE (PVS)

ANENCEPHALY | PVS
Permanent eyes-open unconsciousness + +
Cycles of sleep-wakening + +
Reflexive response to pain presumably + +
(vide infra) without the experience of
suffering
Prolonged survival* - +
Preceding history of consciousness - +
Respiratory function normai + /- +
Brain-stem function +/- +
Qualify for a neocortical definition of + +
death
Qualify for whole-brain definition of - -
death

* One may not ignore the recent impact of the unfortunate Baby K
on the question of prolonged survival in anencephalic children. By
court order and at the mother’s behest, Baby K was repeatedly intu-
bated and ventilated despite physician protest against the futility
of ventilating an anencephalic child. Baby K thus survived for
approximately 2 years—the longest ‘survival’ of an anencephalic
child and a new paradigm for futility. Hopefully such prolongation
of futility will be an exception to the story of anencephalic chil-
dren.

basis of a slippery slope which may eventuate. Certain
disconcerting similarities between anencephalic neo-
nates and other permanently unconscious groups, how-
ever, must be engaged; especially since the Council
does not express an appropriate degree of fear towards
a slippery slope.

Persistent vegetative state (PVS) may be defined as
the condition of patients who have sustained severe
brain damage with coma that has progressed to wake-
fulness without detectable awareness.32 The reference
provided describes no less than thirty-eight separate
‘common disorders’ responsible for PVS under the
rubric of three more general categories—acute brain
injuries (e.g. motor vehicle accidents); degenerative
and metabolic disorders (e.g. Alzheimer’s disease); and
developmental malformations (e.g. hydrencephaly).
PVS has come to national prominence since a number of
publicized court cases involved persons with PVS. The
national debate surrounding Karen Ann Quinlan33 dem-
onstrates the intensity of the contemporary dialogue
on this subject.

Recent work with PVS—in fact through actual study of
Karen Ann Quinlan’s preserved brain34—suggests that
disproportionately severe injury to the thalamus may
be the most important factor in the development of
PVS. Most importantly, with intact brainstems, PVS
patients do not qualify for whole brain criteria for
death and in this regard are similar to anencephalic
neonates (Table 2). The Council’s report minimized sim-
ilarities between anencephaly and PVS.
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Anencephalic neonates are unique among persons
because they have no history of consciousness and no
possibility of ever being conscious. . . . while patients
who are in a persistent vegetative state no longer are
conscious, they once were conscious and have there-
fore previously established an identity and a set of
interests. . .. there is little force to the analogy
between organ removal from anencephalic neonates
to organ removal from other persons with severely dis-
abling conditions.
The Council (p. 1616-1617)

Despite a ledger sheet that evinces remarkable similar-
ities between PVS and anencephaly—in fact more than
the dissimilarities—the Council itself does not foresee a
slippery siope. While not denying substantive differ-
ences between PVS and anencephaly, relying on a ‘no
history of consciousness’ vs a ‘previously established’
history to serve as protection of other unconscious
groups seems more than hopeful. With ever increasing
pressures to utilize a neo-cortical definition of death,
particularly coupled with a level of comfort in the dis-
continuing support of patients with unconscious states
(Cruzan, Jobes), one must be circumspect and cautious
about a change in status for anencephalics. This is
especially true when the change is essentially tanta-
mount to tampering with a revision in the definition of
death. There does not seem to be any guarantee that
the redefinition of personhood for anencephalics will
not affect similar marginalized groups with impaired
and irreversible loss of consciousness. In fact, in this
specific context, it is certainly worth noting that PVS
per se may be a justification for euthanasia in the
Netherlands.35
Concerning those with more intact brain stems, it sim-
ply begs the question to state categorically that they
lack conscious awareness because they lack cerebral
hemispheres, much less is there any logical or physio-
logical basis for the claim of some that an anencepha-
lic infant can neither feel nor experience pain ‘by
definition.” For practical purposes, one should pre-
sume, at the very least that anencephalic infants are
no less aware or capable of suffering than some labo-
ratory animals with even smaller brains which every-
one feels obliged to treat humanly.?3

Prior to departing from the discussion involving brain
injury, surviving function, and perception in states of
altered consciousness, one further observation should
be examined. Dr. Shewmon discusses two commonly
and almost unanimously held neurologic considera-
tions. First, consciousness in the mature adult brain
resides solely in the cerebral cortex. As a result, bilat-
eral destruction of the cortex leads to permanent ‘eyes-
open’ unconsciousness. Second, it has been
traditionally assumed that infants’ relative lack of corti-
cal function therefore translates into an unconscious
state. For example, an infant crying would not reflect
subjective or cortical experiences, but mere reflexive
activity. It is already apparent from the preceding dis-
cussion that the thalamus, at least in part, contributes
to consciousness and may be more important than pre-
viously believed—adding to a change in traditional
thought about PVS.
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Shewmon further observes, however, that for these
two observations to be true, neonatal or infant brains
must be functionally equivalent to adult brains or what
he describes essentially as ‘miniature adult brains’.37
This equivalency may not be the case. First of all,
decerebrate newborns resemble normal newborns
much more than decerebrate adults. Secondly, func-
tional deficits in newborn brains may not be equal to
the same loss of function in a fully developed brain. It
appears that the earlier the injury, the greater the
capacity for other parts of the brain to compensate.
Though anencephalics may have enough plasticity to
allow some higher function to be compensated for by
lower centres, it would be extreme to claim such plas-
ticy would replace function to a significant degree.
Shewmon’s point, however, is that some severely com-
promised newborns may have primitive awareness—
including awareness of pain. Suffering and pain
perception cannot be completely ruled out in anence-
phalic or decerebrate newborns. Some of the commonly
held assumptions about anencephalic neonates may
indeed beg the question. How little sentient behaviour
must there be to disqualify personhood?

Theologic Evaluation of
Anencephalic Neonates as Persons

This theme o ion of the weak and innocent is a
common one throughout the Bible. Compassion was to
be shown for the fatherless, the widows, and the
sojourners, and practical steps taken to help them.
(Deut. 10:18; Ps. 12:5; Isa. 1:17; Lk. 14:21; 1 John
3:17). God is concerned about the weak and innocent
because he loves every one of them. Each person, as an
image of God, has the opportunity to practically reveal
this caring God by protecting and helping the
weak. 38

The aforementioned controversy surrounding the
application of unique categories to anencephalic chil-
dren may be reduced to an essential question of per-
sonhood. If a case can be made for excluding
individuals from the human race for significant defi-
ciencies in higher brain function, the dead-donor rule
would not hold in the instance of anencephaly.
Approaching the question of anencephalic personhood
from a theological perspective must confront the con-
cept of the ‘image of God’ and its presence or absence in
anencephaly. Donal O’Mathtina has researched this
question previously in connection with persistent vege-
tative state, so his scholarship will be reviewed
here.39

Despite a historical review explicating the four cat-
egories utilized to understand the image of God and
humankind (1. substantive, e.g. rationality or freedom;
2. functional, e.g. dominion; 3. relational, ability to
relate to God; 4. physical), there is ample evidence that
the term ‘image of God’ is more holistic than any of the
single categories suggest.4® Gen. 1:26-27 is not a dis-
covery of what makes humans distinct, but rather, tells
us the purpose in God’s creation of humans. Imago Dei
does not portray a conceptual idea of what it means to

be human—it tells us that we, the bearers of the image,
are created to be God’s representatives on earth. Imag-
ers of God act as he would act, ‘filled with love and jus-
tice and live(ing) in truth’.4!

O’Mathuna’s application of this theology to abortion
revolves around the question, ‘When does a fetus
become a person?’ The Bible, in Allen Verhey's words,
‘does not provide a moral Esperanto’? but rather pro-
vides information on how the unborn are regarded by
God (Job 10:3,7,8; Ps. 139:13; Isa. 44:2,21,24).43 Rather
than specifically address the issue of personhood in
Enlightenment terms, the Bible tells us how God treats
the unborn and thus how those made in his image
should also treat them.

The implication is then drawn that since these patients
(PVS patients) are no longer able to image God there is
no moral obligation to keep them alive by any means.
In spite of their desires to develop a Biblical ethic,
Emmett and Davis have fallen in the same trap as all
those who seek to determine moral obligations by first
determining who is entitled to care. But the Bible does
not use the phrase “image of God” with the purpose of
defining human personhood . . . . we can once again
see if the idea of treating humans of uncertain person-
hood as persons leads to a better understanding of
their nature.
D. O’Mathtina

Might there be some inferences drawn from Mathuna’s
line of biblical exposition? The Bible does not explicitly
address the issue of personhood vis-a-vis the absence
of cerebral cortical function either. But at best, anence-
phalic neonates—as well as live patients with PVS—are
not explicitly disqualified from personhood based
solely on a lack of sentience. If either a functional or
substantive category for imago Dei is inadequate, the
ethical construct utilized to disqualify these infants is
reduced to a Cartesian dualism. Since no interpretation
of imago Dei will permit us to say with certainty that
anencephalics newborns are not images of God, they
must be treated with the justice, love, and mercy of
God—essentially as we would treat persons. Placing
anencephalics outside the realm of humankind is arbi-
trary when judged from a theological context.

No one faults the desire of parents to ‘redeem’ the
death of their anencephalic baby. But, it is a profound
misreading of what it is that gives life meaning, no
matter how brief that life may be, to say that the only
way an anencephalic child’s life can have significance
is if his (her) organs can be transplanted. The perspec-
tive underlying much of the public clamor is an appli-
cation of this raw utilitarianism, reducing persons to a
function.
Wilke and Andrusko*4

Arguments permitting a green light to organ donation
from anencephalic neonates in order to ‘redeem’ their
tragic lives can no longer be avoided. If, as contended
in the last section, anencephalic neonates image God—
they need no other purpose to be added to their life for
ultimate meaning. Though in this present age we see
only a poor reflection (1 Cor. 13:12), thus we are unable
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organ(s). Such a therapeutic and consequential ethic
cannot be sustained theologically. It is forced in sus-
taining its validity to ignore the child’s personhood and
imago Dei.

Conclusion

It’s taken decades to publicly adopt the new definition
of death to include brain death. We are still trying to
educate family members to donate organs of those
who have literally died. Are we now going to ask soci-
ety to approve the scything of organs from those who
are soon-to-be dead, virtually dead, as good as dead?
It is simply asking too much.
Ellen Goodman*6

The yearly number of patients in the country actually
benefitting from anencephalic kidneys, hearts, livers
optimistically projects to zero, nine, and two respec-
tively . ... (and) ten years from now projects to at
most 25, 12, and 7 . . . . Such present and future pro-
jections ought to be borne in mind ... before we
expend great effort in modifying diagnostic criteria
for brain death, changing statutory definitions of
death, or relaxing fundamental principles of trans-
plantation ethics in order to obtain anencephalic
organs.*”

It is wrong to utilize anencephalic neonates as organ
donors. The whole brain definition of death—or a valid
cardiac definition—is essential to the ethical conduct of
transplant donation. A loss of respect for anencephalic
life—a life tragic as it is—will effect others living in a
neocortical existence. To allow these children to die
peacefully is the only way in which we can reverence
their tragic existence and respect their threatened
personhood.
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