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On being a good doctor
Peter Steele, SJ

Dr John McEncroe OAM, a general practitioner in Melbourne, is a long time friend of the Plunkett Centre.
No better diagnostician, they say. Peter Steele 5/'s words on the occasion of Dr McEncroe’s seventieth
birthday give a great account of what it means to be a good doctor. :

Pam Ayres, the contemporary English poet, has a little poem which ends with the words, ‘You're my
favourite poet/ And | like your poems, too.” Well, John’s my favourite doctor, and | like his doctoring too.

In the Eighteenth Century, the great poet Alexander Pope wrote a verse letter to his friend and doctor,
John Arbuthnot. The poem is a brilliant piece, part of it high-class whingeing, and part of it hoasting about -
Pope’s own excellence: but it does have the grace to acknowledge how much Arbuthnot had done for him,
which he did indeed need, since he had various ills all his life. | don’t know what Arbuthnot said when he
got the letter, but he might have said to himself, ‘I could still teach Pope a thing or two’, and if he did, he
would have been picking up the original meaning of the word ‘doctor’, which is simply the Latin word for a
teacher.

.Good doctors, especially doctors who have weathered a lot, are often good teachers. They will know a lot
of stuff (as that the knee bone is connected with the thigh bone, as the song says): they had better, or we
wouldn’t want to go near them. We don'’t visit them for anatomy lessons, of course: and the good ones
know that nothing in particular is as important to us as the whole of how we are. Good doctors know that
each of us is a walking drama, a set of processes and hopes and fears and dreams, and they factor that
knowledge in when they deal with us. Without spelling most of this out, they diagnose and envisage and
prescribe in such a way as to at least insinuate how they see our whole affair. Their teaching may be
economical, may be taciturn, but it implies a reading of our situation, and if we care to do so, it invites us
to learn more about ourselves, which in some ways is our favourite subject, and in other ways, our least
favourite.

i have had quite a lot to do with doctors, as a patient, throughout my life, and although | have had a lot of
teacherly treatment from them, in the way | have just been describing, none of them, in my experience,
tops John as a teacher. The word ‘wise’ is a pretty unfashionable one these days, but so much the worse
for fashion. There is more than one way of being wise, and John's pre-eminent way is the medical way.
He's my favourite doctor, and | like his wisdom too.

A second, connected point that I'd like to make is that, as a general practitioner, John has been a presiding
presence at many births and many deaths, at the beginning and end of lives. Perhaps, for some who are
so involved, this is simply a matter of fact: but | think that in John's case it has fortified his sense of himself
as what | would call a ‘mortal comrade’. Every baby newly horn is potentially one of our comrades, a word
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which means essentially ‘someone who shares
the room of the world with us’. Every new
human being appeals to the humane in us,
appeals to our humanity. And, as is signalled to
us as soon as they start to cry, each of them is
bonded with us in mortality, in vulnerability. To
be, deliberately, a mortal comrade is a privilege,

but it is also demanding. The pain of others

pains us, unless we harden ourselves against it:
their being life-worn can take its toll of us. Of
course, no doctor can do much good without
distancing, to a degree, the tidal force of
mortality. But no doctor will be very good,
either, who does not find in each patient, at least
residually, something which speaks to him as a
mortal comrade. If you want a key example of
how the thing is to be done well, you need look
no further than lohn. And [ think that if you
want an example of some of its cost, you need
look no further than John, either.

A third point -- there always has to be a third
point! - is that John is, to a striking degree, an
encourager, an en-courager in the sense of
somebody who puts heart into people. If | had
the unlikely task of giving an agenda to a devil, |
should say, ‘All | want you to do is to break
people’s hearts.” That would be a sufficiently
wicked thing to do, and there is no limit to the
wickedness to which it could lead. By contrast,
probably out of his own nature, but certainly out
of his own Christian belief, and from his love for
Bebe and for his children, John makes the world
better via encouragement. In his enterprise, you
cannot possibly do this merely by saying, ‘there,
there’. You have to be ready to confront, and in
season perhaps to rebuke. And if, like John, you
have for many years not only been in private
practice, but have been a man of public action on
behalf of health and of learning, you have to
wrestle with policies and their-implementation,
which means standing up, again and again.
Standing up does not always put heart into other
people: but not standing up never does --
something which John has long known, and by
which he has long lived.

A few days ago | was reading, of all things, a book
about the history of the oak tree, and ahout its
many uses. It is a book packed with those
beautiful toys, facts. It is also a reflective book.
At one point, when he has been talking about the
now-almost-lost craft of making barrels, the
author says:

Craft is a school of patience. Patience is
what you acquire by working again and
again on resistant materials... Patience is
the mother of joy. 1t is through patience
that we can endure each othet's
company long enough to love, through
patience that we can cooperate in a task,
through patience that we can restrain
ourseives from wasting our lives in anger
and disappointment. The patient person
waits, listens, expects, hopes, nurtures,
cares, remembers, speaks, trusts, and is
courteous. The impatient person
demands, gets angry, hurries, presumes,

" is careless, despairs, forgets, complains,
distrusts, disrupts.

Fortunately perhaps, none of us has to learn to
make a barrel, but each of us, one way or
another, has a stake in patience, whether our
own, or that of other people. | don’t know
whether he thinks of himself as being patient,
but John strikes me as embodying, over the
years, those ten precious qualities: the waiting,
the lisiening, the expecting, the hoping, the
nurturing, the caring, the remembering, the
speaking, the trusting, the being courteous. He's
my favourite doctor, and | like his patience too:
she is indeed ‘the mother of joy'.

What | have said is only a frame or two from the
film that is John. Other frames might feature the
horse, the Scottish wine, addiction to crosswords
rather than cross words, the mysteries of golf,
the lofting of wit and drollery, his unconditional
love in the first place of his family and then of
friends, a relishing of gossip at its most
intelligent, a pronounced sense that the farcical
is readily available, a taste for the foreign which
is almost as strong as his relishing of the familiar,
an attachment (often physical} to dogs, an
expertise with parking spaces, the provision of
superior reading matter in his waiting rooms, a
reliable nose and palate when it comes to Asian
restaurants, a pronounced proclivity for smiling.
But you know all this: and, as they say when
advertising sets of knives on TV at three o'clock
in the morning, ‘but wait, there’s more! © My
simple task is to invite you to join me, glass in
hand, to drink in celebration of John's seventieth
birthday. To John!
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The Need for Ethics Committees, and their Role

and Function

Nicholas Tonti-Filippini

Give me the strength, time and opportunity always to correct what I have acquired, always to extend its
domain; for knowledge is immense, and the spirit of man can extend indefinitely to enrich itself daily
with new requirements. Today he can discover his errors of yesterday, and tomorrow he can obtain a

new light on what he thinks himself sure of today.

This sentiment, contained within the ancient
prayer of Maimonides, a physician’s prayer, is an
expression of commitment to medical research.
It is a commitment, fundamental to science as
the pursuit of knowledge, to submit one's
* conclusions to the evidence. In modern science
this is known as the hypothetico-deductive {or
scientific) method, in which one deduces a
hypothesis from a theory and tries to falsify the
theory by testing the hypothesis against the
gathered evidence.

Maimonides prays that he will always be willing
to correct what he believes on the basis of
further experience. The modern scientist belongs
to a large common enterprise of research in
which theories are constantly being tested.
Significant results that affirm, falsify, or add to
contemporary theories are (or should be)
published for the benefit of other researchers
and, ultimately, the community. Research and
publication are thus most important in the
advancement of human knowledge, for upon
these enterprises depend the practice and
evolution of medicine and the ability to know,
understand, and care for the human condition.

The search for truth on the part of individuals is
not the sole end of science. Science serves
humanity, not humanity science. Science must
never forget that the human being is not a mere
means to scientific ends, but the reason for and
goal of research:

Basic scientific research, as well as applied
research, is a significant expression of man’s
dominion over creation. Science and technoclogy
are precious resources when placed at the service
of man and promote his integral development for
the benefit of all. By themselves however they

cannot disclose the meaning of existence and of
human progress. Science and technology are
ordered to man, from whom they take their origin
and development; hence they find in the person
and in his moral values both evidence of their
purpose and awareness of their limits.

Honesty in one’s work and in the publication of
results, and a commitment to ensuring that
humanity is the goal and not merely the means
of such work, are crucial to the integrity of
medical science and medical scientists.

The prayer of Maimonides is above all an
expression of humility, a willingness to serve
rather than dominate humanity: “The eternal
providence has appointed me to watch over the
life and health of Thy creatures. May the love for
my art actuate me at all times; may neither
avarice nor miserliness, nor thirst for glory or for .
a great reputation engage my mind; for the
enemies of truth and philanthropy could easily
deceive me and make me forgetful of my lofty
aim of doing good to Thy children. May | never
see in the patient anything but a fellow creature
in pain.”

The central function of bioethics committees is
to guide the development of medical science so
that it genuinely seeks knowledge within the
context of recognizing that each human being is
created in God’'s own image and likeness. Each
has inherent human dignity and equal and
inalienable rights.

The Need for Ethics Committees

Historically, ethics committees developed from
peer review. The necessity for them became
apparent in the first half of the last century when
there were many instances of medical research
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that put the interests of research ahead of the
importance of the research subject.

The Oath of Hippocrates was a part of Western
medicine until the early twentieth century, when
it ceased to be regarded as a commitment
required of the medical profession. That period
involved great developments in medical science
and research. However, it alsc saw the
development within medicine of a keen interest
in genetics and the emergence of a strong
eugenics movement. That era spawned some
great evils, such as the compulsory sterilization
of children and adults classified as mentally
subnormal, and harmful experiments on them
and on members of racial groups thought to be
inferior.

We often point to the atrocities, in this respect,
of the Nazi regime, made particularly horrific
with the extension of such discriminatory activity
to include “non-Aryan” groups such as Jews, in
addition to other groups such as homosexuals.
But it should be born in mind that the Nazi
doctors were not the only doctors to lose
awareness of the inherent human dignity and
equal and inalienable rights of all members of
the human family.

In America, the effects of disease during the First

“World War led to significant numbers of people
being used as research subjects between the
wars and during the Second World War:

The effects of this association between the war
and medical research... were to further undermine
any concern for the welfare of research subjects. It
was considered valid to put research subjects at
considerable risk in experiments that had no

possible thergpeutic odvantage to them. The

needs of the war effort predominated. Research
subjects drawn from mental asylums and state
penitentiaries were infected with malaria and
given experimental antidotes to test the
therapeutic effectiveness of the antidote, the
relopse rate and the severity of side effecl“s.2

The Tuskegee Study was an infamous research
project involving poor black men from rural areas
in the southern United States in whom the
progress of untreated syphilis was observed, The
study began in 1932 and continued until the mid
1960s, even though treatments for syphilis,
especially antibiotics, were developed in the

1940s and had become readily available. The
Willowbrook State School case involved mentally
disabled children who were deliberately infected
with hepatitis. Only children whose parents
agreed to their participation in the study gained
admission to the school.®

California’s eugenics law permitted the forcible
sterilization of over twenty thousand mentally
disabled men and women between 1909 and
1870. Similar provisions existed in other states
and in the United Kingdom, where the Mental
Deficiency Act of 1913 provided for the
compulsory sterilization of those in mental
asylums. There are also published reports of both
prisoners and the inmates of asylums being given
X-ray therapy as an experimental treatment for
head lice.

The worst abuses of that tragic era in Western
medicine came to light, however, in the trials of
the Nazi doctors after the Second World War.
Responding to those abuses, Pius Xl set out, in
an address to the First International Congress of
Histopathology (1952), the principle that a
human subject cannot be used as a mere means
to gain medical knowledge for the common
good:

Can the public authority, whose function it is to
care for the common good, give the doctor the
power to make experiments on the individual in the
interests of science and the community, in order to
invent and try out new methods and processes
when these experiments infringe on the right of the
individual to dispose of himself ?

The great postwar trials have brought to light a
frightful quaontity of documents testifying to the
sacrifice of the individual to “medical interests of
the community.” In these acts are found
testimonies and reports which show how, with the
assent, and sometimes even by formal command
of the public authority, certain centers demanded
a regular supply of men from concentration camps

-for their medical experiments. We learn how men

were delivered up to the centers; so many men, so
many women, so many for this experiment, so
many for that. ... :

Insofar as, in the cases mentioned, the moral
justification of the intervention is based on the
mandate of the public authority, and therefore
from the subordination of the individual to the
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community, of the individual good to the social
good, it rests on a mistaken application of the
principle. It must be pointed out that man, as a
persan, in the final reckoning, does not exist for
the use of society, on the contrary, the
community exists for man.*

The principles established to prosecute the Nazi
doctors became known as the Nuremberg Code.”
A major principie in the Nuremherg Code was
that human research subjects had to have the
legal capacity to consent and had to be
adequately informed. Thus, children and the
mentally disabled were excluded. Ensuring that
research subjects were not exploited was the
responsibility of all those involved in the
research. Other conditions for research on
human subjects included necessity, prior animal
experimentation, minimization of harm, effects
not disabling, proportionate risk, protection of
subject, qualified persons to carry out the
research, subject at liberty to end the
experiment, and experiment ended if shown to
be injurious. '

The Nuremberg Code was strict in its provisions
as a reaction of indignation to the atrocities
committed in -medical research during the
Second World War and the period preceding it.
The main aspect of that stricthess was emphasis
placed on the consent of the subject and the
exclusion of those who are too young, or
mentally disabled and unable to consent.

In 1964, after many years of deliberation, the
World Medical Association released its own
statement of principles, the Declaration of
Helsinki.® A major new feature was the allowance
of proxy, or represented consent, for those who
were unable to consent themselves. This addition
was heavily qualified: the research could be
carried cut on these subjects only if it could not he
carried out on normal adults; the research had to
have as its purpose henefit to the population
group that the subjects represented; and the
condition of the subjects that made it impossible
to obtain their consent had to be the condition
that identified the group as needing the research.

The declaration also identified the issues
surrounding therapeutic and nontherapeutic
research. In particular, the dedaration adopted
stringent standards in relation to combining
research with medical care (see section C, clauses

28-33) and potential conflicts of interest between
the goals of research and the goals of medical
care.

A difference between the Declaration of Helsinki
and the Nuremberg Code is that at Helsinki an
effort was made to reclaim the integrity of the
medical profession. Nuremberg made consent of
the subject the priority. Helsinki refained this, but
aliowed socme research on those unable to
consent, while emphasizing the need for medical
integrity in research goals and design and in
treatment of human subjects.

There are significant gaps in the Declaration of
Helsinki, notably the vexed question of conflicts of
interests in view of the receipt of research funds
from companies that have a commercial interest

. in the outcome of the research. Direct or indirect,

explicit or implied restraints on publishing
unfavorable data. or condusions are not
addressed,

Also significant is the failure to address who
qualifies as a human subject. This is especially of
concern now that somatic cell fusion with an
ovum (cloning) and the dismembering of human
embryos to obtain stem cells has become a major
issue. There are also moves to extend the
definition of death so that those who are not
brain dead but are in a permanent state of
unresponsiveness (sometimes misleadingly called
a “vegetative” state) may be treated as though
they were dead and used experimentally or as a
source of tissue. The declaration also fails to deal
with the guestion of the handling and ownership
of tissue taken from human bodies. -

Finally, the declaration is silent about the issues
involved in the commercialization of medical
research and the many issues arising from the
human genome project and genetic research,
including (1) manipulation of the human genome;
{2) ownership or patenting of genomic
information and gene sequences; (3) human-—
animal transgenesis in the formation of human-
animal hybrids; (4) privacy issues, including family
and group privacy issues; (5) reproductive uses of
stored or removed human tissue; (6) ethical
issues in the use of human DNA or gene
sequences, including reproductive uses; (7} the
selling of the genome of whole populations to
commercial interests; (8) the use of genetic
information or of tissue in ways not envisaged by
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the donors; and (9) and the problem of
developing diagnostic or prognostic genetic
information that in the absence of treatment or
. cure greatly increases the scope for unjust
discrimination, especially reproductive
discrimination.

Having begun as a form of peer review, ethics
committees gradually became broader in their
composition as it became apparent that they
needed to be more independent. However, many
are still appointed by the institutions they serve,
even though they are likely to include some
persons who are not from those institutions. They
have an important role in providing independent
review of medical research proposals, and in some
institutions they also have a role in reviewing
clinical practice. On the negative side, they can

" develop a life of their own, privileged by their role,
independent of the community, not accountable
to the community, secretive and identified with
the interests of the institution they serve.

The researchers themselves may dominate an
ethics commitiee. This is often because the
nonmedical members rely on their information
and advice. But by training and expertise the
researchers are committed to research aims, and

those aims may not reflect the interests of the.

research subjects or the interests of the wider
community.” The Declaration of Helsinki states
that an ethical review committee “must be
independent of the investigator, the sponsor or
any other kind of undue influence.”

Consent to Medical Research and Disclosure
Informed Consent

To intervene medically, the health care
professional should have the express or tacit
consent of the patient.® Pope Pius XII expressed
this very clearly in 1957: “The doctor, in fact, has
no separate or independent right where the
patient is concerned. In general he can take
action only if the patient explicitly or implicitly,
directly or indirectly, gives him permission.”®

Without such authorization, the doctor gives
himself an arbitrary power. “The patient cannot
be the object of decisicns which he will not
make, or, if he is not able to do so, which he
could not approve. The ‘person,” principally
responsible for his own life, should be the center
of any assisting intervention: others are there to
help him, not to replace him.”*® Pope John Paul Il

described the patient as “the responsible person,
who should be called upon to share in the
improvement of his health and in becoming
cured. He should be given the opportunity of
personally choosing, and not be made to submit
to the decisions and choices of others.”™

The process of obtaining permission, or consent,
is often complex, as there are several elements
that are considered important, such as whether
the patient possesses all the information that
would be likely to affect his decision to consent
to intervention, whether the patient is free from
any form of coercion that would affect the
decision, and whether the patient comprehends
the information and is able to relate the decision
to the information. Thus, the issue turns on
whether the patient is informed, free, and
competent in relation to the decision to consent.

In North America, the notion of informed consent
is used: a consenting person who lacks relevant
information may be considered to have not
consented at all. In some other jurisdictions, the
notion of informed consent is separated into two
distinct notions: the duty of disclosure, which is
an aspect of the duty of reasonable care (failure
to comply may be considered to ke professional
negligence); and the matter of trespass to the
person if a procedure is carried cut without
consent. John Paul Il asserts that the patient
should be given a precise idea of his illness and
the therapeutic possibilities, with the risks, the
problems, and the consequences that they entalil,
so that he can make a choice with full awareness
and freedom.* '

Duty of Disclosure

Telling the truth is, in the first instance, a matter
of respect for knowledge. Developing in
understanding is a major part of human
flourishing, which can bring us closer to God as
we understand curselves better and thus know
more about God, in whose image and likeness
we were made. Informing a competent patient of
the truth in relation to diagnosis and prognaosis is
not only a matter of respecting the patient’s own
capacity to make decisions for himself; it is a
matter of assisting that person in his own path
toward God. Withholding information or, worse,
deceiving a patient is not only coercive; it
frustrates the patient’s personal development by
creating misunderstanding.
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In medical research, it is particularly important
that patients are adequately informed. This is the
function of having statements in plain language
and ensuring that lay people can fully understand
them. More than that, it is incumbent on the
research team to ensure that research subjects
do actually understand what is involved at each
step of the way.

Informing patients, especially very ill patients, is
a gradual process. The way the doctor gives
information should help a patient understand
the illness, management options, and reasons for
any intervention. It may sometimes be helpful to
convey information in mare than one session.
The doctor should (1) communicate information
and opinions in a form the patient understands;
(2) allow the patient sufficient time to make a
decision—the patient should be encouraged to
reflect on opinions, ask more questions, consult
with the family, a friend, or an advisor, and be
assisted in seeking another medical opinion
when this is requested; (3) repeat key
information to help the patient understand and
remember it; {4} give written information or use
diagrams, where appropriate, in addition to
talking to the patient; {5) pay careful attention to
the patient’s responses to help identify what has
or has not been understood; and (6) use a
competent interpreter when the patient is not
fluent in the doctor’s language.”

Proxy Consent to Therapeutic or Nontherapeutic
Research

At the end of life and at other times when a
patient’s ahility to understand and make his own
decisions may be compromised by disability or
illness, difficult decisions must sometimes be
made about medical intervention. Such difficulty
may be greatly exacerbated when the proposal is
for therapeutic or nontherapeutic research
rather than for general treatment.

It is worth noting that the statement of
commitment for medical researchers proposed
by the Pontifical Academy for Life does not
envisage that those unable to consent will be
subjects of research: “ will treat each person
who submits to an experiment as a free and
responsible subject and never as a mere means
to achieve other ends. | will never let a person be
involved in an experiment unless hefshe has
given his/her free and informed consent.”™

Bioethics Outlook, Vol 20, No 4

The Nuremberg Code is similar:

The voluntary consent of the human subject is
absolutely essential. This means that the person
involved should have legal capacity to give
consent; should be so situated as to be able to
exercise free power of choice, without the
intervention of any element of force, fraud,
deceit, duress, over-reaching, 6r other ufterior
form of constraint or coercion; and should have
sufficient knowledge and comprehension of the
elements of the subject matter involved, as to
enable him to make an understanding and
enlightened decision.”®

But the Declaration of Helsinki allows for proxy
consent for incompetent research subjects: “For
a research subject who is legally incompetent,
physically or mentally incapable of giving consent
or is a legally incompetent minor, the
investigator must obtain informed consent from
the legally authorized representative in
accordance with applicable law.”*®

A strong reason for allowing research on young
children, the mentally ill or mentally disabled,
and those who through senility or iliness are not
competent is that advances in medicine for
people in those categories would otherwise be
very limited, and they would be denied the
benefits of advances in their care which could be
achieved through research. Totally excluding
such people, as a group, from research would not
be in their best interests.

It is important to note, however, that this
argum‘ent justifies research on incompetent
people only if it is in their direct interest, or at
least in the interest of the group to which they
belong. On those grounds the Declaration of
Helsinki limits such research to what is necessary
for the relevant group of persens. The use of
people who cannot consent for research for the
benefit of other groups in the community is thus
excluded. The problem still remains of how to
justify research which is not in the direct interest
of the non-competent person and which carries
some risk of harm."’

Therapeutic research poses a complex range of
problems in the mixing of research and therapy
motives. There is a particular need to disclose
the research interest so that the person making a
consent decision in the interests of a subject can
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take the research interest into account as well,
and to ensure that the integrity of the decision to
treat is not compromised by research or
commercial interests. The making of decisions to
treat on behalf of another person is a complex
responsibility.

- These matters were analyzed in great detail by
Pope Pius Xl In relation to the doctor’s rights
and duties, Pius X|| taught, “The rights and duties
of the doctor are correlative to those of the
patient.””® He addressed the question of the
representation of an incompetent patient in the
following way:

What we have already said is true also of the
legal representative of anyone incapable of
disposing of himself and of his affairs: for
example, children who have not arrived at the
age of reason, the feeble of mind, the insane.
Such legal representatives, appointed by a
private decision or by public authority, do not
possess over the body and the life of their
subordinates any other rights than they
themselves would have, if they were capable of
it, and to the same extent. They cannot then give

. the doctor permission to dispose of them outside
of these limits.”®

In this legal representative, Pius XIl appears to be
envisaging both what we would now call a donee
of an enduring power of ottorney, appointed by
the patient while competent, and what we would
call a guardian or deputy appointed by the state.
In relation to medical treatment, Pius Xll teaches
that the representatives of the patient have the
same rights over the body and life of the patient
that the patient, if competent, would have.
However, the notion of rights that Pius Xll used
was a notion that limited the exercise of
individual rights within the scope of moral
responsibility. The subjective decision about
treatment would be qualified by traditional
moral responsibilities toward one’s own health
and life and the health and life of others. With
regard to proxy consent, it is consent to medical
treatment, as opposed to nontherapeutic
research, that seems to be approved by Pius XII.

In recent times, most Western jurisdictions have
attempted to qualify the powers of a patient’s
representative in  relation to  medical
intervention, inserting patient’s best interest
clauses and reference to the patient’s previously

expressed wishes. The inclusion of such clauses
gives the health professional and other
concerned persons the opportunity to question
the adequacy of the representation and seek to
have the representation reviewed. Where the
representative  seems to be  acting—
inadvertently or otherwise—caontrary to the
patient’s interests, then | would argue that
health professionals have an obligation to seek
that review.

A problem that can occur is tension between a
best interest notion based on the welfare of the
proposed research subject and the patient’s
previously expressed wishes, where the patient
had previously expressed a desire to be involved
in research but the research endangers or
compromises his welfare. There is much
discomfort over a representative affirming the
earlier decision when the individual is no longer
able to make such an altruistic choice. Altruism
cannot be exercised on behalf of someone else.
What is altruism on my part may become
exploitation when someone else makes the
decision for me,

Some jurisdictions in Australia simply exclude all
research on incompetent subjects which is not in
their interests or would significantly endanger
their physical, emotional, and psychological
safety.?®

Professional Integrity and Patient Autonomy

An emergent issue is the extent to which doctors
who uphold traditional values in relation to
human life and dignity may find themselves
confronted by circumstances in which their
employing institutions, colleagues, or patients
request the doctor’s cooperation in activities that
are not consistent with the doctor’s own values.

A gap is emerging in the “culture of death”
between traditional norms -of medical practice
and research and the new notion that a patient’s
autonomous choice validates a procedure that
would otherwise have been considered
unethical. The patient’s informed choice within
the consent process has several facets, reflecting
different  ethical  standards:  permission,
authorization or validation, and demand. In the
first instance, a doctor offers reasonable care
according to traditional ethical standards of the
profession but requires the patient’s permission
before proceeding.

Bigethics Outlook, Vol 20, No 4

Plunkett Centre for Ethics 8



In the second instance, reasonable care applies
only to the competent delivery of a service, and
the consent of the patient gives ethical authority
or validation, and that is all that is needed to
meet ethical standards: there is no recognition of
an objective ethical standard. Often, the defense
of doctors offering new reproductive
technologies or dubious procedures such as
sexual reassignment surgery has been simply
that the patient consented. The patient’s consent
is understood to put aside or override other
moral qualms or  professional ethical
requirements.

In the third instance, the choice of the patient
entitles the patient to expect the service from the
doctor, whatever the doctor’'s ethical
reservations. This is increasingly the case in
relation to postcoital intervention, for instance,
experiments in reproductive technology to treat
infertility or to produce children for relationships
not involving a man and a woman, and
experiments In  the area of sexual
“reassignment.”

There are objective moral limits on free choice.

In this discussion it is important {o recognize the
confrontation between a traditional Hippocratic
ethic and liberal bioethics. This is a confrontation
with a2 new moralism, a moralism that asserts
autonomy as the supreme value. On analysis,
one can identify three main liberal propositions:

e Autonomy provides the basis of human dignity:
You possess dignity by virtue of your present
autonomy, your future autonomy ({infants), or
your past autonomy (senile elderly). Human
heings who never possess autonomy lack human
dignity, although there still may be morally
weighty reasons for protecting and caring for
them. Autonomy is thus the basic moral category.
This position has two variants: one accords equal
dignity to everyone who possesses or has
possessed a threshold level of dignity; the other
says the greater the level of autonomy of an
individual, the greater the human dignity.

sAutonomy is the sole intrinsic good by which
the quality of life {as distinct from the extent to

which we esteem persons, and as distinct from

the intrinsic value of the person’s life) is to be
assessed. Everything else, such as health and

education, is seen as relevant in its effect on
autonomy.

eConsiderations of the autonomy of those
directly involved in an individual case always
morally override all other considerations in
deciding what ought to be done.

The philosopher Gerald Dworkin comments:

There is an inteflectual error that threatens to
orise whenever autonomy has been defended as
cruciol or fundamental: This is that the notion is
elevated to a higher status than it deserves.
Autonomy is important, but so is the capacity for
sympathetic identification with others, or the
capacity to reason prudentially, or the virtue of
integrity. Similarly, although it is important to
respect the autonomy of others, it is also
important to respect their welfare, or their
liberty, or their rationality. Theories that base
everything on any single aspect of hurnan
personality, on any one of a number of values,
always tend toward the intellectually
imperialistic. One way in which this is done is by
assimilating  other concepts to that of
autonomy.*!

in defense of authority {such as medical
authority) Dworkin writes:

We lack time, knowledge, training, skill. In
addition there is necessary and useful division of
labor. it is more efficient for each of us to
specialize in a few areas of competence and be
able to draw, when we need it, upon ‘the
resources and expertise of others. Knowledge is
sociaflly stored, and there are evolutionary
advantages for a species that does not require
each individual member to acquire and retain the
knowledge needed for survival and reproduction.
it moy also be true that our reliance upon
authority assumes that somewhere in the chain
of authority ... someone has engaged in (weak or
strong) checking.”

A crucial matter in this debate is the notion of
professional integrity and the ideal of joining a
profession in order to develop and apply one's
knowledge and skills in a way that serves the
needs of another. Being a health professional
means being committed to goals such-as caring
for those who are sick and preventing ill health.
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Those are objective goals, and they dignify the
profession.

Most theories based on autonomy do not give
validity to choice, regardless of what is chosen.
Many autonomy idealists appeal to various
notions of rotional autonomy. But the more
sophisticated such theories become, the further
removed they are from mere choice, and the
more they import notions of reasoned choice
that apply standards other than choice. In other
words, a kind of natural law develops that
imposes objectively rational criteria.

One issue that is confounding for autonomy
idealists is the fact that people can make
autonomous choices that harm autonomy, such
as committing suicide or taking drugs®® If
autonomy were a moral trump, then to protect
autonomy, one would be required to prevent
voluntary suicide that ends an autonomous life
and prevent the abuse of drugs that diminish
rational function or that are addictive. One must
distinguish between respecting a person because
he is autonomous (has the ontological status of
being a chooser)—or, more particularly, is
rationally autonomous (a rational chooser)—and
respecting a person’s choices in relation to self-
regarding matters as to what is morally right for
him—autonomy as a moral trump.

The first is the position taken by Aristotle and
Aguinas In relation to man as a rational animal
who possesses free will. Because a man is the
kind of being he is, he warrants respect for his
worth and dignity. Precisely because we value
him, we are not prepared to harm him, even if he
wishes it.

Within the Catholic tradition, we recognize that
there are both objective and subjective elements
in the making of a decision about medical
treatment or participation in medical research
which involves risks. In the latter case, the
subject’s personal sensitivities will affect the
decision to be altruistic; however, there are
objective limits to the nature of the harm that he
may he permitted to accept. Significant risks to life
or ta the functional integrity of his body or mind
are not acceptable.

Pope John Paul ll, in a 1980 address to two
congresses of physicians and surgeons, clarified
the way in which an individual may legitimately

contribute to the common good through medical
experimentation:

Except in special cases, the essentiol purpose of
the patient in cooperating with the experiment is
the improvement of his or her heafth. Any such
experiment derives its primary justification from
the way it serves the interests of the individual,
not of the collective.

This does not mean, however, that, provided his or
her own substantial integrity is preserved, the
patient may not legitimately accept a share of risk
as a way of making a personal contribution to the
progress of medicine and thus to the common
good. Medical science exists in the community as a
force that is meant to fiberate human beings from
the infirmities which encumber them and from the
psychic and somatic wegknesses that lay them
fow. Such a gift of oneself, within the limits set by
the mordal law, can, therefore, be a highly
meritorious proof of love and an occasion for
spiritual growth of such magnitude as to offset the
dangers of a possible physical diminution that is
not substantial in kind.**

On the limits of what the patient could consent
to, Pius Xl taught:

As far as the patient is concerned, he is not
absolute master of himself, of his body, or of his
soul. He cannot, therefore, freely dispose of
himself as he pleases. Even the motive for which
he octs is not by itself either sufficient or
determining. The patient is bound by the
immanent purposes fixed by nature. He possesses
the right to use, limited by natural finality, the
faculties and powers of his human nature. Because
he is the beneficiary, and not the proprietor, he
does not possess unlimited power to aflow acts of
destruction or of mutilation of anatomic or
functionaf character. ...

The patient has not the right to involve his physical
and psychic integrity in medical experiments or
researches, when these interventions entaif, either
immediately or subsequently, acts of destruction,
or of mutifation and wounds, or grave dangers.

Furthermore, in exercising his right to dispose of
himself, of his foculties and organs, the individual
must observe the hierarchy of the scale of
values,—and within an identical order of values,
the hierarchy of individugl goods, to the extent
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demanded by the laws of morality. So, for
example, man cannot perform upon himself or
allow medical operations, either physical or
somatic, which beyond doubt do remove serious
defects or physical or psychic weaknesses, but
which entail at the same time permanent
destruction of, or o considerable and lasting
fessening of freedom, that is to say, of the human
personality in its particular and characteristic
function.”

‘Often researchers are inclined to use themselves
as research subjects. It is important to note that
they are not morally free to endanger their own
lives or the functional integrity of their own
bodies and minds.

-1In his 1954 address to the Congress of the World
Medical Association, Pius X/| addressed this
matter:

What pertains to the doctor with regard to his
patient is equally applicable to the doctor with
regard to himself. He is subject to the same
broad moral and juridical principles as govern
other men. He has no right, consequently, to
permit scientific or practical experiments which
entail serious injury or which threaten to impair
his health to be performed on his person; and to
an even lesser extent is he authorized to attempt
an operation' of experimentol noture which,
according to outhoritgtive opinion, could
conceivably result in mutilation or suicide. This
also applies, moreover, to male and female
nurses, and to anyone who feels himself disposed
to offer his person as a subject for therapeutic
research. He cannot expose himself to such
experimentation.’®

Research at the Beginning of Life

New technologies involving the use of embryonic
and fetal tissue in research and the formation of
embryos other than by fusion of sperm and
ovum give rise t0 new questions about who or
what is a human subject of research, worthy of
protection from being treated as mere tissue
rather than as a fully human subject. A crucial
guestion now is, What constitutes an embryo?

Conception and the New Technology

In 1987, the Congregation for the Doctrine of the

Faith wrote:

From the moment of conception, the life of every
human being is to be respected in an absolute
way because man is the only creagture on earth
that God has ‘wished for himself and the
spiritual  soul of each man is ‘immediately
created’ by God, his whole being bears the image
of the Creator. Human life is sacred because from
its beginning it involves ‘the creative action of
God’ and it remains forever in relationship with
the Creator, who is its sole end. God alone is Lord
of life from its beginning until its end: no one can,
in any circumstances, claim for himself the right
to destroy directly an innocent human being.”

“Conception” once had a clear meaning: a
woman conceived a child when, through union
with her husband, sperm and ovum fused to
form one cell and that one-cell embryo began its
development within her toward human
adulthood. But artificial reproduction and cloning
technologies produce human embryos separately
from a woman’s “conceiving,” in the sense of
becoming pregnant. Embryo transfer by which a
woman comes to be with child is a separate
event. In that separation, the child’s natural
inheritance of a strong and unambiguous
relationship to parents through an origin in their
union becomes attenuated, and parenthood
becomes separable into distinct roles: genetic,
gestational, technological, and social. An embryo
may be conceived in a laboratory without
directly involving genetic parents. The embryo
may be conceived without a woman having
conceived it.

Made available in the laboratory, and sometimes
abandoned there, human embryos are in danger
of being treated as a mere source of
experimental tissue.”® We have seen the recent
development of technologies by which human
embryos may be manufactured by processes
other than the fusion of a sperm and an ovum, as
in cloning, for example, where a human somatic
cell is fused with an enucleated human or animal
ovum.

The definition of the embryo based on the
formation of a new cell from the fusion of sperm
and ovum (for example, in Donum vitae) does
not apply to an embryo formed by other means.
This warrants careful thought about a new
definition  that encompasses the new
possibilities. -
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Role of the Genome

Scientifically, we are able to distinguish a human
being from other living beings at the moment the
first cell is formed. We can so distinguish it
because a human zygote has a human genome.
In the natural order, its genome determines that
it is a human being and not an animal. Only in
connection with this genome does God create a
new, ensouled human being. iIn the union of a
man and a woman, we have the perfect way in
which that act of divine creation is preceded by
the couple’s “responsible collaboration with the
fruitful love of God.”* But the biological effect of
the union of a man and a woman in creating a
new life is the formation of a new human
genome, to which each has contributed equally,
and it appears as a matter of evidence that it is
partly through that genome that the offspring is
created as a human being, a being made in the
image and likeness of God, inheriting that human
status.

The new organism with the human genome
directs the cell reproduction process in such a
way that growth does not happen in an
amorphous or undirected way, but a complex
structure forms which, given a favorable
environment and nourishment, will normally
exhibit  those  characteristics that we
acknowledge to be particularly human: the
capacity for love, wonder, and reason and for
forming a relationship with God.

When a scientist creates, or attempts to-create,
an embryo by mixing human and animal
material—for example, by fusing a human
somatic cell with an enucleated animal ovum—
he confuses the identity of what is or is not
human, who is or is not made in the image and
likeness of God, and who does or does not count
as my neighbor. In doing so, and in producing an
embryo by a manufacturing process, the scientist
fails to respect the sacredness of human
procreation and the part the human genome
plays in procreation.*

Research Involving Other Vulnerable Groups

There are other categories of research subjects
who are vulnerable because they have a
dependent relationship which may induce them
to participate in research against their best
interests or inclinations. The question of
inducements to participate in research arises not
only when there is direct payment for

participation, but also when there is fear that
service may otherwise be denied, or when
participation provides access to services that
would not otherwise be available. An
inducement to participate in a procedure that
one would otherwise reject is problematic, in
that it undermines one’s dignity, integrity, and
respect for oneself, one’s mind and body. It puts
a price on the worth of oneself, one’s health and
life, by making them subject to being traded. An
inducement to participate in research also
compromises one’s freedom to choose,
especially if one is poor or has otherwise heen
denied needed services. It is no accident that
analysis of the background and social status of
research subjects shows a disproportionate
number being less educated and less wealthy.
When an inducement is offered, there is also a
danger that the researcher may not feel so
obliged to protect the subject from risks .or
discomfort. The researcher may feel that he has
less of a duty to care, because the research
subject is not a true volunteer and owes
something in return for the payment. The
researcher may feel that the research subject
who is paid should earn his payment.

Prisoners

Prisoners are particularly vulnerable for several
reasons: There may be an attitude that they owe
something to society or that they are somehow
less deserving than others of ordinary protection
and concern. Their circumstances are usually
highly restricted and inhumane by ordinary
standards, and participation in research may
relieve them of boredom or prison duties, allow
them respite from the prison regimen and from
other prisoners, or provide contact with the
research team {“normal people”), which would
otherwise be a very restricted privilege. For
security reasons prisoners are subject to the
management decisions of others in all matters,

-and their participation in research may be not an

entirely free choice but rather more of a
directive. Provision of health services in prisons
is not always optimal, and research participation
may be seen as a way of obtaining better medical
care.

Students

Students who are asked to be research subjects
by a supervisor, lecturer, or someone with
assessment responsibilities are in a relatively
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powerless position and may feel pressured to
“volunteer.”

Employees

Similarly, employees seeking promotion or other
betterment or simply trying to hold onto their
jobs may feel pressured to accept the suggestion
that they participate in research. Employers with
research interests may in fact feel that the
employees owe their employer some sort of
loyalty, should share in the employer’s interests,
and hence should consent to research.

Military Personnel

The military are seen as having given themselves
to the service of their country, surrendering
ordinary freedoms in order to form a security
force where they put themselves in danger for
the sake of the community. It then seems a small
step to have them become research participants
for the sake of the community. They can, in fact,
be ordered to do so and, if their rights are not
well defined, they may feel obliged to obey such
an order. Their freedom to consent or refuse is
thus compromised, and this is a matter that
needs to be taken into account in deciding to
accept their consent to participate.

Children

We have already looked at research on human
embryos (children at the very start of their lives).
Children are not, at any stage, the property of
their parents. 1t is important t¢ ensure that
parental consent is in the child’s interests. Where
a child is more mature, then the child’s consent
may be more important, or both parental
consent and the child’s consent may be required.
It is important to note that a child is usually
influenced by his parents and may comply
because he feels that compliance is what the
parents want.

People with Developmental Disabilities

People with developmental disabilities may need
to be represented. They may be more than
usually open to suggestion, they are often
dependent on others, and they may tend to trust
the authorities in their lives. There is a tragic
history of people with developmental disabilities
being exploited as research subjects in projects
that wouid not have been carried out on more
able persons. The reasons for this appear to be
discriminatory.

People with Mental lliness

People with mental illness are wvulnerable in
similar ways to those who are developmentally
disabled. They may also be vulnerable to new and
relatively untried treatments because so much
mental illness is intractable. In the relationships
they have with psychiatric staff, they are often
reliant on the judgments of others, because their
illness affects their capacity to make decisions.
They are also sometimes certified and forced to
undergo treatment without their consent.
Therapeutic research in such circumstances is
highly problematic. There is a particular need for
careful review to ensure that research is in these
subjects’ interests.

Other Patients

Patients of all kinds are vulnerable to research
suggestions made in the context of a therapeutic
relationship on which they depend. They may
feel that they will be denied treatment or be
classified as difficult patients if they do not
consent to suggestions that they participate in
research.

Bioinformatic Research

Bioinformatics is the application of mathematics,
information technology, and statistics to the
extensive data generated by modern genetics
and biomedicine. It may involve (1) research and
development of tools and techniques for
molecular sequence analysis and estimation of
differences between different genomes using
such  techniques as  phylogenetic  tree
construction; (2} research and development of
methods for the analysis of gene expression
data; (3} research and development for the
analysis of protein expression data (proteomics);
(4) research and development in data mining
technigues to link genetic data with phenotypic
data in populations or in drug-discovery data
libraries; (5) advice and assistance in malecular
sequence analysis and phylogenetics; (6) courses
and training in biological computing and analysis;
(7) establishment of genetic and medical
databases for whole populations and for
population groups; and (8} application of all these
techniques to practical problems of both local and
international significance, such as virology,
epidemiology, genomics, proteomics,
pharmacology, biopharmacology, health resource
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allocation and planning, community health
education, and population policy development.

Bioinformatics is a new and rapidly evolving
discipline. Highly specialized skills have already
developed, and continue to develop, but they
have not really begun to be fully exploited. The
power to analyze huge amounts of data rapidly
and to answer complex guestions in a very short
time (questions that would previously have taken
years of painstaking and very tedious research)
has already had dramatic effects on research and
development in pharmacology,
biopharmacology, diagnostic and prognostic
technology, and the understanding of disease
processes for the purposes of both prevention
and treatment.

The old notions of identified and de-identified
information and tissue have had to be revised in
the face of the reality that much information can
be mined from genetic data or human tissue; and
this, combined with the matching of databases by
computerized analysis using mathematical
techniques for linking and correlating data, mean
that it is often possible to re-identify information
that is particular to an individual.

There are major question about who owns
information and whether ownership of genetic
information is an appropriate  concept.
Custodianship and regulated use seem preferable
to notions of ownership. We have already seen
entrepreneurs being permitted to buy the genetic
information of whole populations for research
purposes.

There is much at stake. The understanding of
disease and the development of new therapies,
particularly pharmaceutical or biopharmaceutical
therapies, is being revolutionized. For instance,
new therapies are being computer-designed to
combat viruses based on modeling of the
molecular structures of the viruses and their
interaction with human cells. Molecular biology
is now a central discipline underpinning virtually
all fields of medical research. '

The downside of greater knowledge about
disease and about propensities for disease is the
greater scope for discrimination, which may take
many forms, . including reproductive
discrimination and loss of freedom and
opportunity. Many of the issues involve the

collection of data or tissue and the presumptions -
involved in permitting data collection; how the

data may be used, including end-uses by third

parties; security and confidentiality; and

maintenance of the information quality. The

significance of the new capacities in terms of

benefits and implications for studied populations

is only just beginning to be realized.

The Operation of Ethics Committees

Common mistakes made in the appointment of
ethics committees compromise their
independence and capacity; they include the
appointment of (1) lawyers who are associated
with the law firm that represents the interests of
the institution rather than lawyers who have in
mind the interests of research subjects; (2) clinical
and research professionals from within the
institution who are likely, directly or indirectly, to
be associated with the research projects of the
institution; {3) lay people and others selected by
and known to the administrators of the
institution, rather than members nominated by
the wider community and selected for their
expertise, experience, and independence; (4)
clerics or other representatives of religion who
have not studied the pertinent specialized areas of
medical or research ethics; (5} no persons who
represent the interests of those who are
vulnerable to research, such as children, the aged,
and those who are chronically ill, developmentally
disabled, physically disabled, or mentally ill; {6} no
person with a formal training in medical or
research ethics.

Conflicts of Interest

Conflicts of interest are often interpreted very
narrowly to include pecuniary interests only. The
Declaration of Helsinki refers to such affiliations.
There is, however, a need to take into account
direct and non-direct pecuniary and non-
pecuniary interests of members of ethics
committees and their families, bearing in mind
career, corporate, and financial connections that
may be particularly affected by decisions on
matters that come before the committee.
Committees need to have methods of dealing
with confticts of interest. Normally the process
should be a committee member’s disclosure and
voluntary exclusion from discussions of the item
representing the conflict, unless the committee
itself sees reason to bring the member back into
the discussion. Many committees simply have
disclosure and not exclusion.
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Accountability

Research ethics committees often deal with
matters containing elements that, if disclosed,
would compromise the commercial viability of a
project by informing competitors. Those interests
often need to be protected simply for the sake of
obtaining funding for research through the
development of findings to a point that they have
a commercial value. However, commercial
interests should not ocuiweigh the interest that
the community has in being informed about the
nature of research. Ethics committees ought to be

prepared to have their decisions, and the reasons

for them, subjected to community scrutiny.
Otherwise there is a danger of a small, informed,
and elite group developing a culture that is
separate from the wider community, and which
sees no need to explain itself to the community. In
such circumstances ethics committees may
become tools for socfal validation rather than
genuine review.

Ethics committees should publish their
proceedings. Matters of great commercial value
might be edited out and published only when the
‘need for withholding information from
competitors has passed. It should never be the
case that information is withheld from the
community because the information might be
disturbing to the community or cause a
community reaction. If that happens, then the
committee has indeed isolated itself from the
community to whom it should be accountable.

Ethics Committee Procedures

With the workload involved, ethics committees
can see themselves as permission-granting bodies,
a hurdle for researchers to jump along the way to
gaining funding or publication. Ethics committees
should in fact be instructive for researchers,
seeking always to improve the ethics of research.
The chairperson of an ethics committee
responsibly ensures that researchers are aware of
the discussion that took place; that members have
an opportunity to express their opinions; and that
reporting reflects the range of views of the
members, including the opportunity for each to
dissent and to have, on request, the raticnale for
the dissent recorded and included in reports.

Ethical Leadership

Ethics committees present a particular challenge
of trying to integrate often very differing points
of view. They tend to work on the basis of

seeking consensus, but often that means that a
majority may overrule minorities. Often there
are very few members who are trained in an
ethical discipline such as moral theology or moral
philosophy. Several different disciplines may be
represented, and there may be problems of
language and culture.

In a secular context, there can be resistance to
what is seen as moralizing. For my own purposes,
| have identified several common moral-
discussion stoppers. They are (1) an appeal to
moral pluralism, the assumption that people
disagree on moral questions; {2} a claim that one
should not judge others; (3) a claim that morality

4is a private matter; and (4) a claim that morality

is culturally determined. The challenge is to
respond in ways that help them see that morality
is an intellectual activity that has a method and
rigor like any other.

The task for a Catholic member of a secular ethics
committee is not to seek to impose a view, but to
seek to iluminate human goodness in such a way
that it is recognized by reason— even by the
reason of the unfaithful—and willingly chosen.

Bioethics Committees in Catholic Institutions
Bioethics committees n Catholic institutions
have a different function. Their role is to
articulate a Christian response to new problems.
There may be discomfort{ about articulating that
mission. It is important to have a clear idea of
what the dynamic is. An obvious first question is,
What is theology?l have tried to answer this by
saying that theology means (1) thought and talk
about God— theology is about ourselves {and
everything else) considered in relation to God,;
{2) reflection upon the sources in which the truth
of faith is articulated; (3) natural theology and
theodicy—philosophical theology—applying the
light of reason; (4) sacred theology—applying the
light of faith; {5} systematic theology, seeking to
determine the relationship between the truths of
faith and other propositions which are not
revealed.* :

Christian ethics, then, is a branch of theology
that studies human acts so as to direct them to a
loving vision of God seen as our true, complete
happiness and our final end. This vision is
attained by means of grace, the virtues, and the
gifts of the Holy Spirit, in the light of revetation
and reason.*”” Often people approach ethics in a
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religious institution with an authoritarian idea
that we simply need to apply commandments
written in stone. But the reality is that Christian
circumstances and to seek truth within the
. shifting reality of the human condition. Above all,
Christian morality respects the voluntariness of
our choices. We are free and not determined.
Our ethics are not just about the morality of
individual acts, but about the individual, his
vocation. We are conscious of the interior as well
as exterior dimensions of acts. Qur morality is
teleological—right moral choices are aimed
toward our ultimate end—happiness in
communion with God.

In Christian teleology we seek communion with
God and to develop in God’s image and likeness.
We are made in the image of God and with
freedom to choose whether to be like God.
Beatitude connotes the fullness of happiness.
The Beatitudes were not a command but an
instruction in what would make us happy—
blessed. We recognize a final end or supreme
goal toward which our whole life and all our
actions are directed. It is important that an ethics
committee acknowledges that human beings are
called to be happy.

An ethics committee in a Catholic institution thus
needs to address the relationship between faith
and reason. John Paul 1l expressed it beautifully
in Fides et ratio: “Faith and reason are like two
wings on which the human spirit rises to the
contemplation of truth; and God has placed in
the human heart a desire to know the truth—in a
word, to know himself—so that, by knowing and
foving God, men and women may also come to
the fullness of truth about themselves.”

In The Sources of Christian FEthics, Servais
Pinckaers poses the question, What is Christian
ethics? A science based exclusively on rational
norms with revelation simply confirming and
providing external inspiration? Or based
" principally and sourced from revelation?

For John Paul [, faith and reason are like the
wings of an eagle—both are necessary. For
Pinckaers, reason is the power of human
intelligence simultaneously open to spiritual
enlightenment (faith) and faithful to rigorous
discipline of thought (reason). Pinckaers poses
the further question, Is morality about moral
chligation? He answers, Morality is the science of

morality is a dynamic, guided by revelation but
needing to understand the  concrete

happiness, not the science of obligation.
Obligation cannot create friendship, but
friendship can create obligations. Giving is the
path to happiness, not because we are rewarded
for giving, but because being a giver is intrinsic to
our happiness. The central point of Christian
morality is to act in a way that expresses our
orientation toward God, because it is in acting in
accord with our natures (imago Dei) that we are
happy. Obligation, then, is an expression of our
vocation to be happy. ’

For Aquinas, our purpose or end as, human
beings is twofold, the goal or end that we seek,
and the attainment or enjoyment of that goal.
Our ultimate end is God, who alone can perfectly
satisfy man’s will. Happiness is our attainment of
enjoyment of that end, and that happiness we
thus create in ourselves. Within the Cathalic
tradition, an ethics committee takes human
dignity as a core notion. Dignity is intrinsic or
inherent. It belongs to a human being simply by
his being a member of the human family and
thus made in the image and likeness of God, and
it means that no member of the human family
may be used, or treated merely as an object of
us.
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Medical Priorities: two views

The Weekend Australian, 14"
September 2009:

At the King Edward Memorial Hospital for
Women in Perth, babies born prematurely at 23
weeks gestation are revived only at their parents’
request. At 25 weeks, according to neonatologist
Noel French, that the decision is taken by the
. hospital.

In a repart in The Weekend Australion Magazine,
Dr French, whose remarkable unit does
breakthrough work on the care of babies who
would not have survived 30 years ago, said: “We
would have difficulty not supporting a 25-weeker
who in all other respects is perfectly well."

‘The ethical and technological dilemmas around
habies born in the medical grey zone of 23-25
weeks are resolved in different ways around the
country. Some hospitals adopt the 25-week rule,
irrespective of the wishes of the parents and the
reservations of some doctors.

One problem lies in the chance of disability
among babies who generally spend months on
the intensive life-support systems, often
undergoing multiple operations. The statistics
are not conclusive, but the risk of disability is
high enough at 23 weeks (between 18 and 33 per
cent) to leave the decision to the parents who
must ultimately care for the children.

As the magazine report demonstrated, many
parents are more than willing to take that risk,
arguing that the gift of life is beyond issues of
disability. For these parents, the technology and
advanced care offered by highly skilled doctors
and nurses is a miracle of modern medicine.

The work in this area in recent years has been
dramatic, and it is now rare for babies born at 27
weeks gestation to die. But the question of
when to resuscitate is contested within the
health profession, and deserves a wider public
debate not just about the quality of life for
babies who are saved but suffer disabilities, but
about the distribution of medical resources.

A similar issue arises at the other end of life as
our medical system adjusts to an aging

Bioethics Outlook, Vol 20, No 4

population. Procedures such as hip and heart
surgery are now increasingly common among
people virtually at the end of their lives, along
with life-prolonging treatments that were not
available a generation ago. The right to such
care is not in question, but the cost implications
are severe, given that bu the middle of the
century the proportion of people over 65 will
almost double to 65 per cent.

The cost of a high-level neonatal hospital bed is
about 51 million a year. It is a cost the health
system absorbs and the public accepts, alheit
without much debate.

Yet public discussion is needed as technology
pushes the edge of life at both ends. It may no
longer be possible to leave the medical
profession to wrestle alone with these issues.
Several factors make the debate necessary.
There has been an increase of about 50 per cent
in the number of premature births in Australia
since the mid-1990’s, as a result of older mothers
and more IVF. As well, abortion is now allowed
later. In Victoria, for example, abortions are
legal up to 24 weeks, making it theoretically
easier to end a life at 23 weeks than to save it.

The question of how our medical expertise and
resources should be allocated is complex and
difficult. Butitis a discussion hard to avoid given
the cost of 21%-century medicine. Issues that
have been largely the responsibility of the
medical profession and individual families will
increasingly become matters of concern for us
all.

Bernadette Tobin:

It is certainly true that technology pushes the
edges of life at both ends. So we need to identify
the censiderations which should inform decisions
about the medical treatment and care of people
at the beginning and at the end of life. We need
to identify who has the responsibility for making
the relevant decisions. And we need to identify

principles for justly allocating our rescurces.
i itiioainas m—
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Medicine’s Hippocratic ethic urges us to focus on
‘the benefit of the patient’. The goal is to heal
the sick, that is to say {depending on
circumstances): to save a life, to maintain a
patient in an ‘all things considered’ satisfactory
condition, to relieve pain and other symptoms of
illness and disability, to look after a person as he
or she dies.

Discerning which specific objective is the
appropriate one to pursue in the care of a
particular patient, whether very young or very
old, requires more than technical skill and
experience: it requires what Aristotle called
‘practical wisdom’, the ability to judge what is
the right thing to do in the particular case
together with the willingness to do it. (Aristotle
himself thought that this quality comes only with
the other virtues of character and intellect.)

So good medicine, like good ethics, is oriented to
the particular. But we can say a few general
things.  For instance, treatment reasonably
thought to be ineffective (in achieving whatever
is its appropriate objective} or overly-
burdensome (in that its hoped-for benefits will
likely be won only at too great a cost, primarily to
the sick person) ought not to be recommended
to, let alone imposed on, patients.

Who has the responsibility for decision-making
about the treatment and care of individual
people, whether young or old? ideally, the
responsibility for decision making about babies is
shared by the child’s parents and her doctors.

Of course, parents must ultimately take
responsibility for the care of their child, but, in
order to make wise decisions about treatment,

they need to be able to rely not only on the:

advice — about appropriate objectives as weill as
about suitable means to ends - but also on the
support of doctors who are knowledgeable and
committed to caring for the patient and to
supporting the family.

In the case of adults who are able to speak for

themselves, the patient is the one to decide .

whether the likely burdens are proportionate to
the prospective benefits.  But, increasingly,
doctors need to rely on others {generally,
members of the family) for help in deciding what
treatments to offer to patients who have lost

decision-making capacity: thus the importance of
advance care planning.

The therapeutic benefits and burdens of complex
medical treatments can be difficult to assess. In
addition, life-sustaining treatment and care can
be expensive. Given that the health care budget
of even an affluent country like Australia has its
limits, sick people [including premature babies)
are unwitting competitors with other sick people
for scarce medical resources. According to what
principle, then, should resources be allocated to
individual patients and categories of patients?

One popular answer says: maximize utility. Since
health care saves lives and reduces pain.and
suffering, we should (according to ‘utilitarians’)
calculate the years of life saved and the guality of
life yielded by various health care interventions,
cost these, rank various interventions according
to the relative value they offer, and provide as
many of them as we can afford.

This ‘quality adjusted life year’ {(QALY) approach
tends to favour prevention over cure, cheaper
therapies over more expensive ones, treatment
for the young over treatment for the old. But
though it is admirably impartial and attentive to
cost-effectiveness and efficiency, this approach is
flawed. It treats two things {lives saved and pain
and suffering reduced) as the only benefits of
health care. [t assumes that they are invarigbly
benefits. And it assumes that they are equally so
for all people. Each of these claims is
controversial. And when this utilitarian approach
is combined, as it often is, with the idea that not

all human beings are ‘persons’, the treatment

and care of a premature baby or of an elderly
person with cognitive impairment may come to
depend largely on the preferences of others.

Another answer, a better one, starts from the
idea that medical treatment should respond to
the healthcare need of every member of the
human community, and goes on to recognize
that there is a variety of ways in which the need
of one person (or category of persons) may
reasonably be judged to take priority over that of
another person {or category of persons): one
person’s need may be more urgent, one person
may be more likely to benefit therapeutically
from available treatment, one person may be
likely to suffer less burden from treatment, one
person may be likely to suffer greater harm
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without treatment, one person may be less at mutandis these criteria should inform decisions

risk of various side-effects of treatment, etc. made at the bedside, in the hospital, by health

authorities, and ultimately by the community.
Such ‘priority criteria’ cannot be captured in a The social challenge we face is to make those
single, ‘maximizing’, algorithm: hence one source decisions with justice and humanity.

of the difficulties of this discussion. But mutatis

o

Erratum:

In the last issue, the Sandra David Oration was mistakenly associated with St Vincent's Private Hospifal
in Sydney. In fact it was sponsored by the St Vincent’s Clinic Foundation.

Mea culpa!

The Editor.
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