Plunkeit Cenire for Ethics in Health Care

Volume 11 Number 1 March 2000

issue Act

[ October last year, the NSW Health Department released a discussion paper, entitled Organ
and Tissue Donation and Use and Post Mortem Examination, as part of its current review of the
NSW Human Tissue Act 1983. The Paper explains the current legal framework for a series of
practices related to the use of human tissue and then raises questions about the desirability of
changing the law with respect to them. In summary, the issues canvassed are: donation of
tissue by living persons, donation of tissue by deceased persons; the liability of medical
institutions and staff in the case of the transmission of an infectious disease through tissue
transplant; the use of human tissue other than in the donation setting (for therapeutic or
research purposes and in the case of foetal tissue); the removal of tissue in the course of post
mortern examination and its use for other purposes without consent; and exemptions to the
prohibition on trade in human tissue.

In this issue of Bivethics Outlook, we present a series of papers on these issues. Deborah
Frew explains the purpose and scope of the current review of the Human Tissue Act. Gerald
Gleeson considers whether it is legitimate to take regenerative tissue from young healthy
children for the treatment of their siblings. Mary Byrne explains how two key ideas influence
our thinking about the significance of the family’s feelings about organ donation after death.

Ray Raper then argues that it would be legitimate to remove organs, before the determination
of death, from someone who has made it known that he or she wishes to donate organs (so
long as a diagnosis of irreversible coma and irreversible loss of all brain stem function had
been made). Nicholas Tonti-Filippini argues that it would not, :

Next, Robert O’'Neill considers the vexed question of whether the state should facilitate
contact between the families of donors who have deceased and the recipierits of their organs.
Finally, Helen McKelvie and Stephen Cordner explain the newly-agreed Victorian practice
of requiring consent, from the next-of-kin of the person who has died, before tissue removed
at post-morten examination may be used for purposes other than that examination.

We hope that the papers presented here will not only inform our readers but also deepen
their understanding of the cthical issucs at stake in the resolution of these issues.
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exXdl
Deborah J. Frew

The Department of Health is currently
conducting a review of the Human Tissue Act
1983. This Act deals with a number of matters
pertaining to the law surrounding the human
body, including the removal of organs and
tissue from the bodies of both living and
deceased persons for the purposes of donation
or other therapeutic or scientific purposes,
post mortem examinations of deceased
persons and the statutory definition of death.

The Act was based upon model legislation
recommended by the Australian Law Reform
Commission in 1977.% It is consisteni with
similar legislation in other Australian States
and Territories, although there are some
Lmportant differences.

The Department is reviewing the Act in
three parts. One part consists of a review of
those sections of the Act dealing with organ
and tissue donation, post mortem
examinations and the use of other kinds of
human tissue. The other two parts of the
review deal with Assisted Reproductive
Technologies and Blood Donation and
Supply.

The Department has conducted all three
sections of the Review in a similar way, which
is aimed at achieving a high level of
community input into the review process. A
discussion paper has been issued in relation
to each of the three areas described above,
and distributed to a wide range of
community, medical, consumer, religious and
government bodies. In addition, the

Department has encouraged and
participated in consultation in various public
forums.

The discussion.paper relating to organ
donation and post mortem examinations was
issued in October 1999, It considers aspects
of the Human Tissue Act which have been in
operation since 1983 and examines whether
those provisions are still appropriate for
application in New South Wales today. The
discussion paper also considers some issues
which are not currently dealt with in the
Human Tissue Act, such as the basis upon
which foetal tissue may be used 1o treat the
illnesses of living people, and to what extent
surgically removed tissue can be used for
purposes which may not have been
contemplated by the person from whom the
tissue was removed. In respect of these
matters, it is questioned whether the Human
Tissue Act should be amended to provide a
legislative framework for dealing with these
kinds of uses of human tissue.

These are questions which affect not only the
health professionals involved in organ
donation but the community generally. The
role of the law with respect to the human body
is a matter which is of interest to all
individuals in society. It must reflect
communily values and be based upon sound
ethical principles. It is for this reason that the
Department seeks to obtain the widest
possible community perspective, prior to
considering possible legislative reform.
Individuals and groups are therefore
encouraged to participate in the review
process by making a written submission upon
the issues raised in the discussion paper.
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An aspect of the review: the role of
family members jn the current system
of post-mortem organ donation

One issue which is considered in the
discussion paper is the role of family members
in objecting fo the removal of organs from a
deceased relative when organ donation is
contemplated.

The current system of donating organs after
death which is set out in the Human Tissue Act
was termed “consensual giving” by the
Australian Law Reform Commission. It
allows a person specifically appointed by a
hospital to authorise the removal of organs or
tissue from a deceased person’s body,
provided that a number of rules are complied
with.  That person is known as the
“designated officer”.

The designated officer may authorise
removal of organs and tissues if, after making
such inquiries as are reasonable in the
circumstances, it appears to him or her that:

° the deceased, whilst alive, expressed a
wish, or consented, to become an organ or
tissue donor after death; and

¢ the deceased had not subsequently
withdrawn the wish or revoked the consent.

In this situation, the Act does not go on to
state that an objection by a next of kin will
prevent authorisation from taking place.

Where a deceased person had not expressed
a wish or a consent, the designated officer
may authorise removal of organs and tissue
if there is no objection by the senior available
next of kin.

The use of the word “may” in the Human
Tissue Act confers upon the designated officer
a discretion as to whether or not to authorise
removal of organs and tissues, even where all
the pre-conditions in the Jegislation are met.
Where the donor has consented to organ
donation during his or her lifetime, the
designated officer must still exercise his or her
discretion as to whether to authorise that
removal.

One reason for this is clear. It would not be
appropriate for the designated officer to
authorise removal of the organs and tissue if
they could not be used, for example, because

the donor does not fit the relevant clinical
criteria.

But the existence of the discretion has also
led to a fear amongst some that designated
officers will be persuaded not to authorise
removal of organs and tissue, even where the
consent of the deceased is clear, because of the
objections of relatives. That is, even thou gh
the Act does not state that the objection of
relatives will prevent donation, the designated
officer may, none the less, decide to give
precedence to the objection of relatives over
the clearly expressed views of the deceased,
and determine not to authorise removal, This
is often expressed in terms of relatives
“overriding” the decision of the deceased.

The Australian Law Reform Commission,
when making its recommendations upon
which the above provisions are based, stated
that:

5.

" & competent adult should have the right
to give his body or any part of it for the
purpose of transplantation or other
therapy or for medical or scientific
purposes. His wish should be
paramount. No person (except the
Coroner in a case falling within his
Jurisdiction) should have the power to
overrule the decision.” !

Many are of the view that, if the designated
officer decides to follow the wishes of relatives
when they are contrary to the wishes of the
deceased, then the above principle expressed
by the Australian Law Reform Commission
is being contravened. The autonomy of the
deceased person is not being respected.

A legislative amendment could be made
which prevented designated officers from

considering the views of relatives in

circumstances in which the donor had clearly
indicated a wish to become an organ donor
and had not withdrawn that wish. That is,
the discretion of the designated officer could
be limited,

The following possible consequences of such
an amendment should be considered,

First, such an amendment could cause
immense stress (o a grieving family, especially
if they have a strong ethical, religious or
cultural objection to organ donation. New
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South Wales is a multi-cultural society, and
many cultures value the burial of the body as
a whole, and object to the dissection of a
deceased body. It is to be remembered that
death preceding organ donation often occurs
in very tragic and unexpected circumstances.
Families are often in shock and have difficulty
comprehending the death, as well as suffering
grief and distress.

Secondly, such an amendment could place
stress on hospital staff, donor coordinators
and designated officers in dealing with
distressed families who feel that their wishes
are being ignored. Whilst the autonomy of the
deceased is a principle deserving of
consideration, how is to be weighed up
against the obligation these staff owe to living
relatives, who are seeking their help and
guidance? The difficulties this situation may
present to hospital staff could lead to a
reticence on their part to identify potential
donors or to approach their families.

Thirdly, should a failure to take account of
the wishes of relatives become a well known
practice, it is possible that families will learn
ways of overcoming this barrier. For example,
families may state that the donor definitely
withdrew consent to organ donation, even if
this were not the case. This would remove the
ability of the designated officer to authorise
removal of organs and tissue without
consulting the senior available next of kin.
This leads to the possibility of families feeling
that they cannot trust hospital staff and that
they must be less than completely honest and
open with the health professionals with
whom they are engaging as a result of their
relative’s death.

Finally, a combination of the above factors,
teading to the dissatisfaction of health
professionals, families, as well as particular
cultural and religious groups, may lead to a
loss of confidence in the system of organ
donation, and a fall in support for organ
donation programs.

It warrants consideration whether the
problem lies not in the law, but in the
communication between individuals and
their families. Perhaps, if individuals were
encouraged to discuss donation with their
families, explain their reasons, and make their
wishes known in advance in a positive way,
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family members would feel better equipped
to respect that decision in the event that it was
ever to be relied upon. Generally, the
Australian Red Cross is of the view that
where this is the case, surviving relatives very
rarely make a decision which is not in
accordance with the deceased’s wishes. If this
is s0, then the solution may lie not in a
legislative response, but in promotion of public
debate and discussion regarding organ
donation.

To be weighed against this is the view of the
Australian Law Reform Comumission that the
autonomy of individuals is to be respected,
both during their lifetime and after their death.
It must be asked what right any individual
has to prevent the altruistic wishes of the
deceased from being followed, and hence to
deprive the potential recipients of the benefits
which transplantation can bring. Where an
individual makes a decision to assist another
person after his or her own death, should
family members have the ability to prevent
this from occurring?

Careful consideration must be given to the
above points when making decisions upon
this matter. Those with an interest in this issue
are urged to consider both sides of the
argument before reaching their conclusions.?

Deborah Frew is the Legal Officer in the Legal
Branch of the NSW Departinent of Health

1 Australian Law Reform Commission, Report No 7,
Human Tissue Transplants, AGPS, Canberra, 1977,
para 144,

2 Interested readers may obtain a copy of the
Discussion Paper from the Legal and Legislative
Services Branch of the NSW Health Department. The
closing date for submissions from: the public fo this
review is 30th April 2000.
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(rerald Gleeson

Organ and tissue fransplantation is one of
the wonders of modern medicine. In time, of
course, it may be possible to grow new organs
and tissues from human cells, but for the
present most organ and tissue replacement
depends on the generosity of living donors, or
on the removal of tissues and organs after a
person has died. The ethical issues raised by
“donation” after death are somewhat
different from those concerning donation by
a living person: the latter should remain the
paradigm case for ethical reflection. An
understanding of the ethics of living donation
will help us consider the vexed question
whether the law in NSW should be changed
to allow the removal of tissue for
transplantation from very young children
who are not yet able to understand what is
being done.

There are three main ethical considerations
with respect fo living donation. The first
concerns the rationale for the transplant
procedure itself — the extent of the expected
benefit to the recipient, and the likelihood of
success. The second concerns the burdens on
the donor — the discomforts involved, and the
potential harm to the donor (which depends
on both the gravity of an expected harm and
its likelihood of occurring). For denation and
transplantation to be ethically justified, the
expected benefits to the recipient must clearly
outweigh the likely risks to the donor. The
third consideration is the donor’s decision-
that the donor both understands what is
involved and freely agrees to the procedure.

By reflecting on these considerations we are
able to clarify two fundamental issues:

To what is the donor consenting? Is it
reasonable for a person to consent to this? The
second issue is crucial, for consent alone is
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clearly not sufficient to justify donation (just
as consent alone would not be sufficient to
justify participation in an experimental trial
which is not scientifically warranted).

Gretiing the issues in perspecitve

The most interesting ethical question
surrounding donation concerns the way In
which these three considerations are related
to each other, and this will depend on the
fundamental perspective taken on the ethics
of human action.

The first perspective one might take — and
this is the perspective most often taken in our
culture — is “the external perspective”, the
view of an outsider looking on. From this
external perspective, a decision about
donation  and  {transplantiation  is
fundamentally a calculation of benefits and
harms to all affected. The focus is on benefils
to recipients {and perhaps indirectly to
donors), on the availability of resources
{organs and tissues), and on the harms to the
donor (as well as side-effects for the recipient}.
From this perspective, the “consent” of the
donor becomes a relatively secondary matter,
a “side~constraint” — something we need {o
get, or “tick off”, before the procedure may
o ahead. From this perspective, for example,
it seems obvicus that it would e good to use
very young children as a source of bone
marrow, provided we can deal with, or get
araund, the consent issue (when the children
are too young o understand and agree to the
“donation”).

The second perspective one might take — 1
believe this is the perspective one should take
~1s the “first person” perspective of the
person as agent, i.e, of the person as the one
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responsible for his or her action, as giving
meaning to an action which is chosen as a
means o a goal judged to be good and worthy
of pursuit. From the perspective of the person
as agent, organ donation is a case of “love of
neighbour”, an act of solidarity with another
in need, an act of mercy or “rescue”, From
this perspective, granted that a person wants
to come to the aid of another in need, the
assessment of the benefits and harms of the
procedure becomes the secondary issue of
prudence or practical wisdom. The person
asks, “To what discomfort and risk of harm
may [ rightly expose myself in coming to the
aid of another?” (As will be seen, in the case
of the very young child, the crucial question
for parents is, “What may I as a parent
legitimately ask of one child for the sake of
another?”)

The purpose of contrasting these two
perspectives is to highlight the different ways
in which they relate consent to the evaluation
of the overall procedure. On the first
perspective (the “utilitarian” perspective), the
primary agents are the medical staff ~ they
may be keen to undertake a procedure, and
they need to obtain consent to do it. It is easy
to see how this perspective makes consent
relatively less important, and at times a
potential nuisance.’

The second perspective, by conlrast, places
the act of the donor — an act of generosity
and gsolidarity, which goes beyond merely
“consenting” to a procedure ~-at the very
heart of ethical understanding., Only this
perspective brings out the essential moral
meaning of an act of donation as a human
action, and not simply as a utilitarian
transaction. The primary agent here is the
donor, and the medical staff are assisting the
donor to come to the aid of another. Within
this perspective, emphasis is placed the
person’s self~understanding and motivation,
on what he or she is doing and why, and on
how the act of donation fits into the wider
context or “narrative” of that life. It is for
these reasons that we can speak of persons
are properly the “authors” of their actions.

(The contrast between these two
perspectives is relevant to the issue of how to
increase donation rates. Australia has one of
the lowest rates of donation in the developed

world. From a utilitarian perspective this is
an obvious wrong that needs to be put right,
hence the various suggestions about how to
increase donation rates by altering the
consent requirements (from “opting-in” to
“opting-out”, by allowing the wishes of
relatives to be overruled, ete.). From the
perspective of the donor, by contrast,
strategies like these will never get to the heart
of the issue, namely to the motives and
intentions of donors and to the practical
wisdom of an act of donation. Although our
low donation rates could simply reflect a lack
of generosity on the part of Australians, it
could also be that these rates reflect instinctive
and legitimate concerns on the part of
Australians about the gap between the
technological aspects of transplantation and
the many “human aspects” which provide the
context for these procedures.)

If we apply the donor’s perspective to the
problematic issue of the use of very young
children as tissue “donors”, what comes into
focus are the questions that parents (and/or
guardians) must ask themselves, rather than
the questions which concern medical staff.
Because the child is unable to give consent,
strictly speaking the child cannot be a donor.
Rather the child is being “used” as a source
of tissue. So the ethical question here
concerns the extent to which parents may
“use” one child in order to help another child.
Precisely because our question is about what
parenis may do, rather than what “strangers”
{e.g. medical staff) may do, reflection on this
question directs us to an understanding of
why transplantation from young children
may be justified, as well as to the ethical
safeguards required by respect for the very
young child.

Parental Responsibilifies

There are two parental responsibilities
which, I believe, provide a framewark for
considering the use of very young children as
a source of tissue,

Firstly, and fundamentally, parents must
respect their child as an “end in him or
herself”, i.e. truly as “a person” equal to
themselves in dignity and value, and so never
te be used merely as a means to an end,
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however good that end may be. The word
“merely” is important: there are numerous
ways in which we “use” others (e.g. parents
may “use” an older child to mind a younger
child). Ethical problems asise when the “use”
fails to respect the other as a person in his or
her own right, and as someone whose
freedom and capacity for understanding the
reasons for what he or she is doing is also
respected. Hence, e.g. parents should not ask
an older child to mind a younger child if this
involves the risk of harm to the older child,
or conflicts with the older child’s reasonable
needs and wishes.

Secondly, parents have a general
responsibility for the moral formation and
education of their child, so that, for example,
he or she grows up, not as a isolated
individual, but as a family member, as a
generous person who understands and
appreciates his or her solidarity with others.
This solidarity is modelled, in the first place,
by family life itself. The child is thus
intreduced to the importance of what “we”
do as a family, and of what we do for one
another. This aspect of family life is especially
evident when the family as a whole is affected
by the special needs of one member, e.g. a
disabled child or an ill parent. At times,
therefore, parents will rightly make demands
on their children, demands the children do
not (yet) understand, for the sake of other
family members and/or of the family as a
whole.

Removal of tissue from a young
child

In the case of organ and tissue donation, the
critical question concerns what parents may
legitimately ask of one child for the sake of
another, where what is asked will impact on
the donor child’s health and well-being.
Clearly, the removal of a non-regenerative
organ would be unethical since this could not
but harm the child or jeopardise the child’s
future health. In the case of regenerative
tissue such as bone marrow the issue is more
complex. While the tissue will regenerate, the
method of removal - that is, one which
involves a general anaesthetic — may pose a
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remote risk of a life-threatening outcome.
Would it be reasonable for a parent to expose
a child to such a risk in order o obtain tssue
for another child?

There are three major views among ethicists
about the degree of risk that may be tolerated
in these cases. For some, there must be no risk
atall; for others (as for the Jaw in Queensland)
the risk must be “minimal”; others again say
a justified risk must be “less than minimal”,
A "less than minimal” risk is like a purely
theoretical risk, so small that it counts for
nothing, Of these views, the “no risk at all”
position is unhelpful, since it sets an
unrealisable standard of absotutely no risk in
principle. The real alternatives are “minimal”
and “less than minimal”, and the Jatter is the
safer measure to follow, though there is, of
course, no mathematical way of determining
the line between minimal and less than
minimal. We are dealing with prudential
judgments, judgments of practical wisdom,
and it will be for parents to determine
whether a risk of serious harm is so remote
that they would be warranted in exposing
their child to it

Does the risk posed by a general anaesthetic
constitute a “minimal” or a “less than
minimal” risk? The answer cannot be black
and white, since it will depend on the health
of the patient, and on the medical resources
and skills available. Crucially, however, the
notion of minimal risk combines fwe distinct
ideas: that of the gravity of a harm, and that
of its likelihood. While deathisa grave harm
that could result from a general anaesthetic,
in our country it is unlikely in the case of
healthy patients. Parents are thus being asked
to evaluate two factors in determining
whether it would be right to use a child as a
source of tissue. Their aim should be to
tmpose only a less than minimal risk on the
child, but they may judge that the sheer
unlikelihood of an adverse ouicome is
sufficient to make an otherwise significant
risk less than minimal

Parents will also bear in mind the adverse
effects on the child if an older sibling dies
because no transplantation is undertaken. In

L
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this way, the well being of each child is linked
to that of the others, and so the risk a child is
being asked to bear finds some of its
justification in a concern for the child’s own
welfare.

Conclusions

L have argued that our perspective on issues
of donation and transplantation should be
that of the donor who must make prudential
judgments about the extent to which it would
be right to expose himself or herself to harm
in coming to the aid of another. In the case
of parents using their children as “donors”,
this same question must be answered in the
light of the solidarity and mufual concern
wlich is essential to life as a family, along
with the recognition that there is a qualitative
difference between the risks one may take on
oneself, and the rigsks one may impose on
others. Children should never be treated
merely as resources or as commodities, but
should always be respected as persons of
equal dignity and value to both parents and
siblings. Judgments of practical moral
wisdom are required to determine whether
small visks are consistent with respect for the
independent dignity of the donor child and
justified in the interests of the well being of
family members. Such judgments in turn
presuppose that parents possess the moral
virtues, above all the virtue of prudence, as
they seek to do whatis right for all concerned.

Dy Gerald Gleeson is a staff member of the
Plunkett Centre.

1 In the same way, volunfary euthanasia inevitably
slides into non-volunfary euthanasia, because if
euthanasia can be a good thing for those who want it,
it is easy to conclude that i can also be a good thing
for some whao haven’t said they want it. For
development of this argoment, see John Quilter’s
‘Against Legal Proteciion of Voluntary Active
Euthanasia® in Euthanasic edited by Bernadet{c Tobin,
Plunkett Centre for Kihics, 1994
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Mary Byrne

While there have been great advances in the
treatment of certain conditions, and while the
range of tissues that can be donated by living
donors is widening, certain organs and tissues
can only be donated after death. The issues
raised by donation of tissue and organs after
death are discussed in Chapter Three of the
discussion paper: Organ and Tissue Donation
Use and Post Mortem Examinations prepared
by the New South Wales Department of
Health and relate to Part 4 of the NSW Hunan
Tissue Act 1983.

The chapter begins with a discussion of the
fact that, while there is a high level of
acceptance in the community of organ
donation and transplantation in principle, the
rate of actual donation is very low. Although
actual figures vary, there is a significant
number of potential donors who do not
become actual donors.

The overall focus of the chapter is on finding
ways to increase the rate of organ donation.
Two specific questions, pointing towards
several potential changes to the current
system, are presented for discussion:

s s there a need to change the provisions
of the Human Tissue Aci 1983 fo
prevent a designated officer front
considering the wishes of a deceased’s
Saomily wihere the deceased has consented
to tissue donation during his or her life?

o Should there be alterations fo ithe present
legal framework in the Human Tissue
Act 1983 for donation of tissue after
death? '
Unfortunately the empirical evidence for the
low rate of organ donation, and for the
success of any one solution, is not conclusive,
However, even if there were conclusive
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evidence the ethical aspects still need to be
considered. Two basic ethical concepts may
enlighten our response to these questions and
proposals, How we view our bodies and how
we understand organ ‘donation’, In this
discussion I will consider each of these
concepts and then use them to assess the
proposals for increasing rates of organ
donation.

The Significance of the Body

There is a range of views about our
relationship with our bodies. Some people
would argue that each person has full
ownership of the body in the same way that
a person owns possessions. This means that
a person could sell parts of her or his body and
has full control over the provisions for disposal
of the body. In contrast, another view
considers that the body, as the abode of the
soul, is an essential clement of the person.t We
are embodied beings. Both our own
perceptions of our identity and other people’s
perceptions of our identity are tied up with
our bodies. It is through our bodies that we
act, and intevact with others, especially with
the people to whom we are close. This is not
a claim that a person’s body is the totality of
her or his identity. Rather it is simply an
acknowledgement of the significant meaning
our bodies have.

Both these views could lead fo an
acknowledgement that each person will have
an interest in, and should be able to determine
and control, what is done to her or his body.
However, the idea of ownership does not
enable a full understanding of the significance
of the body of a person once that person has
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died. As a possession or instrument that is no
longer functional, the body could be simply
discarded. In contrast, if we understand
ourselves as embodied beings, then the body

of a person after death is the ongoing form in -

which that person existed and interacted with
others. This explains why respect is shown {o
the body of a person after death, and why
certain actions are marked as appropriaie or
inappropriate treatment of a person’s body.
It also explains why the body has a significant
meaning to others, particularly people who
were close to the person who died.

While each of these views wiil explain some
of the challenges of organ donation, in my
view the notion of embodiment rather than
ownership allows a deeper understanding of
the significance of the body at death and the
interest that both the person and others may
have in the treatment of the body.

Organ Donation as ‘Gift’ or ‘Societal
Claim’

There are two very different ways in which
we might conceive of organ denation. The first
is that of organ donation as a gift. (Some of
the possible changes proposed in the
discussion paper could challenge and
threaten this aspect of organ donation.) It is
well described by two sociclogists who have
spent many years looking at the issues
surrounding crgan transplants and artificial
organs.

The donor who offers « part of his [or
her] body for transplantation is making
an inestimably precios gift. The acutely
ill patient who receives the organ accepis
a priceless gift. The giving and recetving
of a gift of enormous value, we belicve,
is the most significant meaning of
human organ transplantation.’

Contrast this way of thinking of organ
donation with that found in the Report of the
Australian Law Reform Commission:

The principle issue for lawmaking on
cadaveric tissue donation is whether the
commmunity has sufficient interest, or
‘right” in dead bodies to support a claim
fo human tissues wiich can be used for
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the public benefit, and if so, in what
circumsiances and with what
restrictions.’?

The difference between these two views can
be summarised as the difference between the
notion of organ donation as a gift and the
notion that the community has a claim on any
possible organs that may be available. On the
latter view the public benefit that could be
gained through ensuring access to as many
organs as possible is of such significance that
the community, through its agents, may assert
this claim regardless of individual wishes,
This is pressing strongly on the point made by
the Australian Law Reform Commission, but
I have done so to iluminate the difference
between such an understanding and the
notion that organ donation is just that, a
donation, a freely given gift.

The challenge, then, is whether we should
support a move from understanding organ
donation as gift to understanding it in terms
of a legitimate claim society may make on an
individual. This links in with how we conceive
of the significance of the body. As was stated
above, as embodied beings we have an interest
in what happens to our bodies until the point
of final closure of our lives. This suggested
move would override that legitimate interest.
Therefore, it is important that organ donation
remain a freely given gift.

Implications for Organ Donation

These two basic concepts (our view of the
significance of the body and an understanding
of organ donation) can be used to assess the
suggested changes to the Human Tissue Act
1983.

The first suggested change is to prevent the
designated officer from considering the
family’s wishes when it is known that the
deceased person has consented to lissue
donation. In addition to the pragmatic reasons
for not requiring this, there is a basic ethical
reason for continuing to take into
consideration the thoughts of the family as
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well as the wishes of the deceased person. The
body of a person who has died continues to
have special significasice to the close relatives
of that person, and how that body is treated
is of importance for such relatives. The
pragmatic reasons, such as not wishing to add
to the trauma that relatives are already
suffering from the cireumstances of the death,
add further weight to the argument for not
disregarding the wishes of the family. This is
not to say that we should not spend time
working with such relatives, seeking to
understand why they wish to ignore the
known wishes of the deceased person and
maybe helping the relatives come to an
acceptance of the potential donor’'s wishes.
However, there is a good ethical reason for
not implementing an enforced overriding of
family feelings and wishes.

The second suggested change relates to the
possible model of obtaining consent for organ
donation. The four proposed models are:
“opting out” rather than “opting in”,
mandatory reporting, ma ndatory requesting,
and seeking operational efficiencies. Bach of
these models could be implemented while still
engaging the relatives at the time a person
becomes a potential donor.

The current system in New South Wales is
one of “opting in” in which a person signs a
form indicating a willingness to donate.
“Opting out” would reverse this: it would be
assumed that a person is willing to donate
uniess she or he has signed a form indicating
an objection, “Opting out” could be thought
to derive from and to reinforce the idea that
society has a legitimate claim on a person’s
organs unless a protest is registered. The
organs should be available unless someone
expressly objects. On a practical note, it
cannot be shown that everyone who has ot
registered a protfest has agreed to donate,
Often people may simply have not registered
a protest. This practical problem strengthens
the idea that the assumption behind such a
proposed change would be the view that
society has a legitimate claim on organs.

A system of mandatory reporting would
require everyone to consider the issue and
indicate an acceptance or objection to possible

- organ donation. Mandatory requesting would
require physicians to approach the family of
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every potential donoz. In both cases there
would still be a freedom to give. The challenge
with mandatory reporting is to ensure that
people understand the choices and what is
involved and do not fear receiving less
treatment if it is known that they have agreed
to be a donor,

seeking operational efficiencies would not
require any legislative change. Rather the onus
would be on the organ donation co-ordinators
and health care professionals o seek ways of
increasing awareness, understanding and
acceptance of organ donation. This would be
based in the current premise that organ
donation is a gift and would have a strong
focus on supporting the families of organ
donors.

The last three proposed models are
consistent with the notion that organ
donation is a gift. The ethical challenges with
each of them lie in the way such proposals are
implemented and the impact that any
proposal will have on health professionals,
families and recipients.

In conclusion, while it is a good aim to seek
to increase the availability of organs for
transplantation into people who are seriously
ill, it is important to retain the basic ethical
concepts of the significance of the body of a
person, even at death, and the importance of
understanding organ donation as a gift rather
than as something that society may claim of
us. These notions should shape the way organ
and tissue donation after death is
implemented.

Sr Mary Byrne vsc is a staff member of the
Plunkeit Centre.
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Ray Raper

Several changes to the Human Tissue Act
1983 have been proposed, This paper is an
attempt to provide a personal view of the
possible impact of some of these changes on
intensive care medical practice. It is neither
comprehensive nor exhaustive.

It should first be recognised that any
changes in legislation may take quite a long
time to impact on clinical practice. Cadaveric
organ donation was successfully undertaken
before the establishment of any legislative
framework, Further, technical breaches of the
strict Jetler of the Act have been reasonably
commonplace even up to current times.

Several of the proposed legislative changes
relate to consent by patients and families, In
this regard, it is important to understand that
intensive care practice functions under a
paradigm of primary responsibility for the
interests of the patient with a secondary
responsibility for the broader interests of the
family and of society. While the secondary
interests become more paramount as the
patient’s life ebbs, it is nevertheless an
important part of intensive care practice to
respect the interests and wishes of the patient
even after death, In this context all requests
for consent to organ donation should focus on
the known or projected wishes of the patient.
This reflects a respect for the basic dignity and
autonomy of the individual.

This paradigm will have an influence onany
consideration of ‘opting in’ versus ‘opting out’
legislation. Whatever the legal framework, it
will always be necessary to discuss potential
organ donation with the family of deceased
patients, primarily in an attempt best to
respect the wishes of the patient, but also to
assist families dealing with the death of a close
relative,

ERSY
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Out of consideration for the autonomy of
patients, discussion of organ and tissue
donation where medically appropriate should
be as routine as, for instance, discussion of
funeral arrangements. Failure to do so denies
patients and their families the opportunity of
participating in organ and tissue donation
even when this was the wish of the patient
while he or she were alive, However,
legislation to mandate request for organ
donation could be more harmful than helpful.
It is clear that the nature of the request {or
organ donation is a very important factor in
the success of the process. Insensitive or
poorly framed requests may not only create
a good deal of stress for families: they may
lead to a good deal of negative public
sentiment toward organ donation and
transplantation in general, It is far better if this
is managed at the level of education, training
and audit. Providing patients with the
opportunity for participation in crgan and
tissue donation for transplantation should be
considered a ‘quality assurance’ issue in the
management of dying patients.

It has been suggested that famnilies cught not
be able to overrule the advance directive of
patients with regards to organ and tissue
donation. Legislation to achieve this, while
clearly feasible, would be potentially harmiul,
There is a significant possibility of
considerable harm to both families and the
organ and tissue donation process if post
mortes organ and tissue donation proceeds
in the face of strong objection from patients’
families. Moreover, this potential harm needs
to be weighed against the minimal benefit
which might accrue as, at least for solid
organs, it is most unusual for families not to
respect the previously stated and/or known
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wishes of patients with regard to organ and
tissue donation.

There remains considerable controversy
with regard to the certification of death based
on a brain function criterion. In recent times
there have been calls for a change from the
cuirent whole brain function criterion to either
a brain stem or a higher centre criterion. This
is a complex issue, but I do not believe there
is sufficient support for a change in this
regard at the present time. Legislation of the
specific medical criteria used (or establishing
the universal loss of all brain function which
the current definition requires would be
difficult if not impossible. Not only would the
legislation be unwieldy: it would not be able
to reflect any temporal changes in medical
practice and technology which may be
applicable o this issue.

The current legislation mainlains a direct
link between the certification of death and the
donation for transplantation of non-
regenerative organs and tissues. If this link
were removed, then at least some of the
controversy which has surrounded the
concept of ‘brain death’ in relation to organ
donation would be resolved. This is a complex
issue which has been discussed more fully
elsewhere.! It has been argued that ‘brain
death’ is a definition of convenience,
essentially designed to facilitate organ

donation, It has also been argued that current.

clinical practice does not establish the
statutory requirement of “irreversible loss of
ail function of the brain’. While current
practice withstands both philosophical and
practical criticism?, it nevertheless remains
problematic,

Fundamental to the controversy
surrounding ‘brain death’ is the ambiguity
surrounding the conception of death itsell,
Death is perceived in different ways by
different people and, indeed, by the same
individual at different times. At lcast a
significant minority of donor families do not
believe that their refalive was dead af the time
of organ donation. From personal experience,
it is clear that a number of intensive care
specialists are also not completely reconciled
to a brain function criterion for the
certification of death. This does not preclude
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participation in organ donation either for the

donor families or for intensive care specialists.

The curvent criteria for certification of death
should be considered the prerequisite for
proceeding to organ donation, Itis important
that families understand the irreversible and
absolute nature of the profound brain injury
which has occurred and which has resulted
in the clinically documented loss of brain
function. The issue then becomes respect for
the wishes of the patient. The two potential
courses of action are discontinuation of
venlilation and other support measures (with
inevitable cardiac standstill) or organ
donation prior to termination of treatment if
this was the kaown or projected wish of the
patient. [t seemns not to be critically important
that the family believe that the patient has
indeed died at this time. Even if "brain death’
is fully understood and accepted, there is a
clear discrepancy between the appearance of
the patient at this stage and when viewed later
{following the termination of treatment when
respiration and circulation have ceased).

These observations would support a change
in the legislative framework to enable organ
donation to proceed in the presence of
irreversible coma and irreversible loss of all
clinically detectable brain stem function. Such
an approach would be more honest and less
ambiguous than the cuyrent situation. It
would certainly be more practical. Ultimalely,
if accepted, it could also be less controversial
as it does not require the philosophical
underpinning of a brain function criterion. It
is unlikely that such a legislative change
wounld have any significant imnpact on the rate
of organ donation for transplantation. It

would however bring legislation more into
line with currenily accepted practices.
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ancilliary testing

Nicholas Tonti-Filippini

In 1968 a report entitled “A Definition of
Irreversible Coma” prepared by an Ad Hoc
Committee of the Harvard Medical School to
Examine the Definition of Death, was
published?. The Committee listed the
following purely clinical criteria for the
diagnosis of death: unreceptivity and
unresponsivity, no movements or breathing
(or absence of spontaneous breathing after
turning the respirator off for three minutes),
and no reflexes, and the non-clinical criterion
of a flat electroencephalogram. However the
Comumittee held that it was not necessary to
do the latter. Though it recognized that an
EEG offered confirmatory data, the
Committee found that the abolition of
{function at cerebral, brain stem and often
spinal levels should be evident in all cases from
clinical examination alone, They added that
the neurological assessment gains in reliability
if the aforementioned neurclogical signs
persist over time and there is no
accompanying hypothermia or evidence of
drug intoxication. The clinical criteria
specified became known as “the Harvard
Criteria”,

In 1976, the Conference of Medical Royal
Colleges and their Facultics in the United
Kingdom published a statement entitled
“Diagnosis of Death”™ The Royal Colleges
were a little more specific about excluding
hypothermia, metabolic and endecrine
disturbances, depressant drugs or relaxants.
They also required certainty of irremediable
structural brain damage and an established
diagnosis of a disorder which can lead to
brain death. The clinical criteria then listed
are more or less the same as the Harvard
Criteria, although the Colleges are more
confident that an EEG is not necessary. They
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ction criterion

also held that other investigations such as
cerebral angiography or cerebral blood flow
measurements are not required for diagnosing
brain death. In 1979 the Royal Colleges added
a memorandum entitled “Diagnosis of
Death” in which they proclaimed that brain
death represents that stage at which a patient
becomes truly dead.” Medical practice, in
English speaking countries since then, has
been to diagnosis brain death by employing
the Royal Colleges or Harvard criteria alone.

In recent times, however, it has become
more and more evident that meeting those
clinical criteria alone often does not satisfy the
commonly accepted legal definition of
irreversible cessation of all function of the
brain: many studies now show continued
function of a variety of parts of the brain after
diagnosis of brain death?.

How significant is this? Robert Veatch
claims that the legal definition of whole brain
death does not in fact refer to the death of the
whole brain any longer®, and he is froubled
by the fact that individual neurclogists,
philosophers, theclogians and public
commentators seem to be determining just
which brain functions are significant and
which not. There is a lack of consistency in
clinical practice and a failure to refer the
matter to the community and to elicit
informed community opinion about the de
Sacto adoption of new and variable standards
for what constitutes death, According to
Veatch, higher brain functions are the only
significant functions, and he wishes to have
the irreversible lack of higher brain functions
adopted as the universal standard. Veatch
suggests that applying a higher brain
definition of death is consistent with a Judeo-
Chuistian concept of mind-bedy integration:
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only when theve is capacity for organic and
tnental function present together in a single
living entity is there a living human being. e
supports a higher brain definition with the
possibility of conscientious objectionin which
those who wanted a mere rigorous standard
could object to organ donation.

Peter Singer argues similarly to the effect that
the medical concept of brain death was more
or less a fabrication, accepted to be so by the
President’s Convmission®, never supported by
the medical facts and adopted pragmatically
as an arbitrary cut-off point. He would like
to see it replaced by the criteria by which
capacity for consciousness is the cut-off
point’. Daniel Wikler attacks the notion of
whole brain death itself contending that the
central argument, the integralion thesis®,
which supporls whole brain death, is
incoherent and is likely to fall as soon as
neurologists are able to diagnose persistent
vegetative state (PVS) with certainty.’ John
Catherwood goes one step further and argues
that organ harvesting is permissible from the
“irremediably dying” and hence that the
discussion over the definition of death is
irrelevant™. He would thus be satisfied with
a prognosis rather than a diagnosis of death.

However, a major problem with adopting
the looser determination, using death of the
higher brain alone, is that cadaveric organ
donation is not a one-to-one gift from donor
or donor family to recipient which can be
treated as a private matter subject only to the
moral acceptance of those immediately
engaged. First, the State has a responsibility
to protect the right fo life of members of the
human family"”. Second, there are regional,
state or national schemes or registers (and
even international registers for some {issues)
by which organs from a single donor are
allocated to multiple recipients throughout a
region. Therecipients need to have confidence
that the organs are, in fact, taken from people
who are really dead according to the
recipients’ own understanding of death. For
this reason, Vealch's proposal for a
combination of higher brain death and
provision for conscientious objection is an
inadequate solution.

With the bureaucratically imposed secrecy
about identifying the particular link between
an organ donor and the recipients of his or
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her organs, the recipients must trust the
general national standards for diagnosing
death. These having collapsed, though not to
any great extent yet publicly, the situation of
informed conscientious potential recipients
whose moral beliefs equate with the common
legal standard of whole brain death, is
unenviable. If one adopts the contemporary,
legally accepted, view that death has not
occurred until there is ixreversible cessation of
all functions of the brain and yet knows the
truth of the matter in regard to the practical
collapse of its clinical application in recent
times, then one may feel obliged to refuse
organ donation and suffer the consequences.
The proposition that one accept an organ
taken from a person while still alive, in a
process which may be such as o violate his
or her bodily integrity and even to have
caused his or her death, would be at least
troubling by ordinary standards®® .

Fave we no alternative but to adopt one or
other of the radical solutions mentioned above
which would involve a significant change in
thinking about what constitutes death? There
are two medical responses which would leave
the legal status quo® intact and not challenge
the apparent community acceptance of whole
brain death as the appropriate definition.

I The French Practice

The first approach would be to follow the
established French practice of requiring
ancillary testing such as angiography which
can now be supplemented by the range of
newer diagnostic techniques in order to
achieve greater certainty of the determination
that complete cessation of all brain function
has occurred. Laboratory assays establishing
the presence of hormones originating from
that part of the brain known as the
hypothalamic-pituitary axis would also be
significant. Wiile some activities of the brain
continue and it communicates with the rest of the
body hormonadly, 1t is not true to say that the
body has lost the integrating function of the brain.

There does, however, seem to be resistance
to this approach which may be partly a result
both ofa concern about limiting the availability
of organs even further by excluding some
donors who are now diagnosed as dead by
the clinical criteria but would be shown
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have some brain function if ancillary tests
were done, and of the belief of many that
some existing brain function in a person who
will never regain consciousness Is
insignificant. The latter line is supported by
Catherwood, Wikler, Veatch and Singer
{above) amongst others, but it does involve a
complete change in the accepted
understanding either of death or of the legal
status of those who suffer persistent coma.
Whether such a change would be acceptable
to the broader lay comununity is a matter that
ought to be pursued.

The reality of the circumstances of oxgan
procurement and recipierice is that a conscience
clause could not function to permit
individuals to choose their own definitions of
death based on their religious and
philosophical convictions as Veatch suggests
it would,

2 ‘Cardio-Respiratory Death’

A second medical alternative being pursued
by some is the exploration of organ
transplantation after cardio-respiratory
death™. This would have the practical
problems of reducing the number of potential
donors and hence organs and of requiring
that steps have to be taken immediately after
cardiac death to preserve the organs. Brain
death is a relatively unstable state (generally
not a state that lasts more than twenty-four
hours when properly diagnosed®™) but does
allow greater time between diagnosis and
harvesting organs.

Interestingly, the Danish Ethics Council has
rejected the brain death definition altogether
and insisted onirreversible cessation of cardiac
function as the end of the death process. Their
argument is based upon what the Council
claimed is the “ordinary everyday definition
of death”. The Council argues that relatives
still relate to a brain dead person and thatsuch
a person should be treated as dying but not
yet dead because of that relationship.
However the Council believes that

transplantation from the brain dead may
occur (because such people are in the process
of dying) and that the transplantation
procedure should be taken as the end of the
death process. However there remains both
the problem of accepting organ harvesting
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from a person judged to be still alive and the
problem that, if the comununity consensus is
that death has not occurred until cessation of
cardiac activity, it would seem unlikely that
the community would accept “beating-heart”
donation?'*

The Danish Ethics Council’s argument that
death has not occurred until cessation of
cardiac activity would seem to be valid. But
their overall approach would be sound only
if the premise that the general communily
does not understand whole brain death to be
death turned out to be true. It would indeed
be quite wicked in practice to impose on the
families of organ denors, and on transplant
recipients, a concept of death determined by
the brain death criteria, if their celtural belief
was that the life continued until circalation
had irreversibly ceased. A religious or cultural
judgement that life continues while blood
circulation continues even though there may
be permanent loss of consciousness, need not
be based upon a misunderstanding of the
medical facts. In fact it may reflect belief in
the sacredness of human beings in which the
capacities which depend on consciousness
constitute part of the reason for regarding
human beings as sacred but that the reasons
for holding each individual of human
generation to be sacred may not be reduced
to just consciousness or higher brain
functions. The reductionism involved in
seizing upon consciousness as a necessary
feature for the many and complex aspects of
the way in which we hold other human beings
in high regard is by no means universally
acceptable. I suspect that the Danish Council
was wreng in the assumption that whele brain
death is not accepied by the general conumunity.
But it would be a mistake Yo go one step further
and cluim that permanent loss of consciousiess
with some brain activity continuing would be as
acceptable as whole brafn death. The solution 15
to require ancilliary testing so as to uphold the
legal status quo.

My Nicholas Tonti-Filippini is an independent
ethicist who lves in Melbourne.
VJTAMA, Aug 5, Vol 205, No. 6 pp. 337-341

1 British Medical Journal 13 Wovember 1976, 2, pp. 1187-
1188,

3 British Medical Journel 3 February 1979, 1, 1. 332
Continued p.23, Column 2
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The vexed issue of co)

nilies of orga
sociological
Robert D. O’Neill

The NSW Human Tissue Act 1983 does not
specifically prohibit communication between
organ donor families and recipients. However,
Section 37 of the Act makes it an offence for
hospital and medical staff involved (directly
or indirectly) in donation and transplantation
to reveal, or cause to be revealed, the identity
of an organ donor or that of a recipient.! This
regulation  effectively  limits  any
commurnication between organ donor
families and recipients to written
correspondence mediated by transplant co-
ordinators or others involved in donation and
transplantation who act to ensure the
anonymity of both parties.

The real issue is not communication per se
but whether the confidentiality requirements
in the current legislation should be removed,
thus enabling face-to-face contact between
organ donor families and recipients.

Philosophically, the argument is one of the
right of individuals to establish and pursue
social relationships without interference or
prohibition against the perceived duty of the
State to protect its citizens from real and
potential harm. Those advocating face-to-face
contact tend to support the former
proposition,

It should not be assumed, however, that all
organ donor families and all recipients want
to meet. A 1999 survey of 113 organ donox
families in NSW conducted by the NSW Red
Cross found that only 43% of families wanted
to meet the recipient.? Jt appears that the
‘push’ for face-to-face contact is coming from
a minority of donor families and from
particular donor family orpanisations, In stark
confrast, anecdotal evidence suggests that

Bioethics Quilook, Vol. 11, No. 1, March 2000

yunication

onors: a

erspective

recipients are very rarely the prime instigators
of face-to-face contact but tend, when asked,
to accept the idea and acquiesce to
suggestions that meeting the donor family
would be appropriate.

The commonly suggested mechanism to
facilitate meetings between organ donor
families and recipients is that of a registry
similar to that already in existence for adopted
persons and their biological pavents. This
model appears appropriate and would not be
difficult to implement. The transplant registry
would operate on an “opt-in’ basis with organ
donor families and recipients registering their
willingness (or otherwise) to meet with the
other party. However, some consideration
would need to be given to when it would be
appropriate for the respective parties to
register. Possibly a ‘time-lag’ between the
actual date of donation or transplaniation
and the time of registering would be beneficial
to allow the parties to give {ull and informed
congent to their decision. If a register were to
be established, it would need to be a national
register. Given that donated organs are
allocated on a national basis, it would be
pointless for New South Wales to ‘go it alone’
in extending contact between the relevant
parties. For the registry to operate at any
practical level, all Australian states and
territories would need to amend the existing
confidentiality clauses in theilr respective
legislation on organ donation and
transplantation to allow contact between
organ donor families and recipients. Failure
of any slate or territory to do so could lead 1o
some very interesting constitutional
arguments about freedom of trade between
states. However, before New South Wales (or
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any state) proceeds too far down the track in
allowing contact between organ donor
families and reciptents, there are two
questions - two important questions - that
need to be answered. "Why do the parties
want to meet?’. ‘Assuming the parties do
meet, what kind of relationship do they
expecl to have?. The answers to these
guestions are not simple.

Why do the parties want to meet?

Organ donation is invariably described and
promoted as ‘gift-giving’. A cursory
examination of the academic literature and
promotional material associated with organ
donation reveals the widespread use of the
phrase “the gift of life” and of the concept of
the gift. “The gift of life’ is an emotive
expression which has become part of the
lexicon of transplantation. It is often used
conveniently to symbolise the complexity of
the process of organ donation and
transplantation. In most societies, including
contemporary Australian society, the giving
and receiving of gifts embodies a complex set
of social relationships and obligations
including the obligation to give a gift, the
obligation to receive a gift, and, most
importantly, the obligation to reciprocate
with a gift of equal or greater value? Anyone
who gives a gift needs to know that the gift
was well receive, that it was wanted and
appreciated. It is only natural, in the context
of gift-giving, that an organ donor family
wants to know that the organ was well
received, that the transplant was successful
and that the recipient is doing well. At present
this need is met by the anonymous
correspondence between recipients and
donor farnilies mediated by those in the organ
donation/ transplant community. If the
motive for amending the current legislation
is merely to satisfy the donor family’s need to
know that the recipient is doing well, T do not
helieve it is a sufficient reason to change the
existing confidentiality requirements.

For recipients, the ideology of the gift leaves
them with a social, moral and psychological
obligation to reciprocate, in some way, the gift
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given, This is very difficult for them when the
party who gave the gift is unknown to them
and when the gift is ‘life” - a gift that cannot
be reciprocated with any item of comparable
value. Whilst I acknowledge the obligation to
reciprocate the gift does place a burden upon
recipients, if the purpose of meeting the donor
family face-to face is to offer an opportunity
for the recipient to reciprocate the gift, it is,
again, not a sufficient reason to amend the
current legislation. On the other hand, if
meeting assists the grieving process and
improves the recovery of recipients then a
stronger argument can readily be made for
allowing contact between the parties and for
removing the existing confidentiality
requirements from the legislation, However,
there is evidence that face-to-face conlact
between organ donor families and recipients
does not necessarily contribute positively to
the grieving process and may even be counter-
productive to the psychological well-being of
the parties involved.!

What kind of relationship do the
parties expect to have?

This is a very vexed issue. I suggest that,
whatever the relationship, it can never be
equal due to the obligation to reciprocate .
placed upon the recipient arising from the gift-
giving ideology employed in crgan donation.
The recipient is socially, psychologically and
morally obligated to the family that donated
the organ.

In the Red Cross Donor Family Survey
mentioned above, 34% of respondents stated
that part of the reason they donated their
loved one’s organs was so that ‘the loved one
would live on’.% It was not clear from the
findings whether they meant lived on literally
or lived on symbolically. Either way, this
concept of ‘living on” has serious ramifications
in relation to face-to-face contact between
organ donor families and recipients. Consider
these, not necessarily hypothetical, situations.
A donor family believes their loved one “lives
on'. Upon meeling the recipient, they find that
the recipient is poor, unemployed, unable
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{due to his/her financial situation) to follow
a satisfactory diet and living in conditions
which the donor family consider
unsatisfactory and unworthy of their loved
one. Does the family feel an obligation (or
pressure) to improve the economic and social
situation of the recipient? Conversely, a
recipient, upon meeting the donor family,
discovers the family is poor. The recipient is
financially well off. Does the recipient,
grateful for the 'gift of life’ given by the family,
offer the family money or other material
benefit? To do so would breach the existing
law relating to trade in organs and payment
for organs,®

There is a further aspect to donor family/
recipient relationships which warrants
consideration. It is what I term the theory of
equivalency - the assumption that donated
organs are allocated to recipients bearing
similar socio-demographic characteristics to
those of the donor. Many donor families state
that one reason they donated their loved one’s
organs - particularly where the donor was a
child or a teenager - was so ‘other parents
would not have to experience a loss such as
ours {or words o that effect). This is a noble
sentiment and should not be undervalued.
However, implicit in such a statement is the
expectation that the donated organs will go
to someone ‘equivalent’ (in age) to the donor.
This is not necessarily the case. In America,
for example, 75% of donated hearts come
frommales aged 18-27 years old. The majority
of heart recipients are males aged in their
50’s.” The assumption that donated organs
are allocated (o a recipient ‘equivalent’ to the
donor raises the real possibility that recipients
will not meet the expectations of donor
families, This is in no way the fault of the
recipients.

The idea of equivalency is not limited to
equivalent age and may extend to equivalent
sex, social class, race, ethnicity, social values,
religion, etc. At present, the allocation of
donated organs is based solely upon the
criteria of medical need and biological
compatibility between the recipient and the
donated organ. It is not only possible but also
probable that the liver of a teetotalling donor
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may be transplanted into an alcoholic, Or the
heart of a donor from a deeply religious family
may be transplanted into an atheist. Or an
organ {rom an avowed racist may be
transplanted into a recipient from another
race. Or an organ from a donor may be
transplanted into an avowed political or
histarical enemy of the donor and his or her
family.

If any of the above scenarios did oceur, in
an environment in which face-to-face contact
between organ doner families and recipients
was allowed, what type of relationship would
possibly ensue? 1t would require only one or
two donor families (or recipients) to be
unhappy with the allocation of their loved
one’s organs for there to be long-lasting and
detrimental effects on organ donation
generally. The media would most certainly
‘pounce’ upon these cases and sensationalise
them with the moral or social worth of the
recipient being called into question. Such was
the case with the first hand transplant
operation. The recipient was a middle-aged,
New Zealand man. The media not only
reported the transplant operation but also the
fact that the recipient had a criminal record
and was facing further charges for fraud,
What relevance does this man’s personal
situation have to his selection as a transplant
recipient? I would argue no relevance at all -
except to question his moral suitability as a
recipient and, by implication, question
whether such resources should be expended
on that type of person.

If donor families knew that they could meet
the recipient and that some type of
relationship could ensue, they may, in all
likelihood, imagine the recipient as having
physical attributes, social standing, or moral
and political values similar to their own or to
those of the donor. Would the family be
disappointed if the recipient were not as it
imagined? What if the family voiced its
disappointment publicly? Iixpectations as to
who are appropriate and worthy recipients
leads ultimately to directed donation - donation
contingent upon the organs being allocated
according to the preferences of those making

Continued on p.23, column 1
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1an tissue
nations

Helen McKelvie and Stephen Cordner

The Victorian Institute of Forensic Medicine
(VIFM) and its Human Research Ethics
Committee (HREC) has recently deliberated
about, and changed its policies in relation to,
some matters raised in the NSW Discussion
Paper ‘Organ and Tissue Donation, Use and
Post-Mortem Examinations’.

Taking without asking

The major concern raised in the Discussion
Paper relating to post-mortem examinations
relates to tissue being removed for purposes
other than diagnosis of the cause of death
(and directly related maftters such as
understanding the circumstances of the
death), without the consent of the deceased,
while alive, or the deceased’s next-of-kin. As
in NSW, the law in Victoria carrently allows
for tissue removed for the purposes of the
post-mortem examination to be retained and
used for therapeutic, medical and scientific
purposes'. This legislative position is based
on the reasoning of the Australian Law
Reform Commission {(ALRC) in its 1977
report on Human Tissue Transplants. In 1977
the Commission was of the view that
departure from the principle of consensual
giving was justified in relafion to tissue
removed for post-mortem examination
purposes, on the basis of the considerable
public benefit flowing from the proper
conduct of medical and scientific research.

Accordingly, with the approval of the
HREC, it was the VIFM's practice to rely on
the provisions of the Humen Tissue Act and
retain tissue for research projects that had
obtained HREC approval without specifically
enquiring as to whether the deceased had
expressed a view about tissue donation,
whilst alive, or otherwise consulting next-of-
kin. In recent years it has become increasingly
clear that, since the ALRC report, there have
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been significant changes relevant to this
practice - for example: a shift away from
dualistic understandings of the human body
as separate from mind or spirit; the consumer
movement’s challenge to medical
paternalism; a newly vocal multi-cultural
population with different understandings and
traditions arcund death; and increased
commercialisation of the bio-technology
industry. In acknowledgment of these
factors, and in the face of concern expressed
by VIEM staff and feedback from families of
deccased people, the VIFM HREC called for
a moratorium on retention of tissue for
research purposes from July 1998. After
nearly 18 months to consider the situation and
develop a clear policy position, a new program
is niow operating.

A new approach

The new program involves increased
availability of information about the coronial
process and direct approaches to next-of-kin
regarding an opportunity to donate tissue for
research purposes. With respect to
information provision, a comprehensive and
user-friendly booklet about the coronial
process is now made available to families of
deceased people who die in circumstances
requiring involvement in the coronial system?.
There is, of course, no guarantee that
information delivered at a time of great stress
will be taken in or understood. Nevertheless,
the information is available at the time of the
death and may be kept for later reference.
The booklet clearly sets out the processes
involved in a coronial investigation, including
post-mortem examination, and the
requirement that tissues (and in some cases,
whole organs) are retained for diagnostic
and/or related coronial purposes. An
example of where a whole organ may be
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retained is in the case of the sudden death of
a young adult, where careful autopsy and
histological (i.e. microscopic) examination of
samples routinely retained fails to reveal a
cause. Retention of the heart for closer
exandnation may be the key to understanding
the cause of death, and assisting the family
to come to terms with their sudden loss.

In terms of tissue required for rescarch
purposes, a program has been implemented
in which next-of-kin of deceased persons who
meet set criteria are approached by trained
staff of the the Donor Tissue Bank of Victoria,
(which is incorporated within the VIFM)
about an opportunity to donate specified
tissue for use in medical/scientific research
projects that have been approved by the VIFM
HREC. The Coroner’s approval is also sought
before tissue is removed for these purposes.
In this way the family is given information
about the specific project to which their
family member’s tissue could contribute, and
an opportunity for altruism is offered.

Does seeking next-of-kin consent
reduce tissue availability for research?
One issue raised in the Discussion Paper
relates to the argument that the availability
of tissue for medical and scientific research
may be unnecessarily impaired by the process
of seeking the consent of next-of-kin. This has
1ot been our experience so far at the VIFM.
The Donor Tissue Bank coordinators have
been approaching next-of-kin {or specified
tissue for approved research since October
1999, In that time 67 families have been
approached about donations for specified
approved research projects. From the 67
approaches, there have been 42 families
which have taken up the opportunity to
donate tissue for research (or to allow tissue
to be used for educational purposes), which
represents a 62.6% ‘consent rale’,

At this early stage, we consider that,
contrary {o the idea that gaining consent
impairs the availability of tissue, there is
significant benefit in the process, being
undertaken. The involvement of researchers
m writing a plain language statement about
their research project suitable for lay people
to comprehend, and in liasing with VIFM
staff about the next-of-kin consultation
process, has given them a greater appreciation
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of the source of their research material and
the generosity of bereaved families. It has also
provided families, in circumstances that they
are experiencing as overwhelmingly negative,
with an opportunity for altruism, by
contributing to research that aims to benefit
others. While not all families have chosen to
donate, we are confident that the care and
professionalism of the transplant coordinators
responsible for the approaches is such that
next-of-kin will not have been offended or
upset.

Attempting to define “post-mortem
examination”

The Discussion Paper puts forward one
other option for dealing with concern about
“the wide powers” of medical practitioners
to “remove body Hssue and use it for other
purposes not related to the post-mortem” - (o
define “post-mortern” in the Act and restrict
the scope of the examination to ascertaining
the cause of death, in accordance with “the
ordinary person’s understanding of a post-
mortem”.* During the development of the
new policy and procedures at VIFM, it
became clear thal defining the scope of
coronial and hospital autopsies is extremely
difficult, due to the wider context in which
the derived knowledge operates. Post-mortern
examination information is valuable in a
variety of related contexts: hospitals and
clinicians are provided with accurate
characterisations of the pathology present
and the identification of the medical cause of
deaths, contributing to poorly understood
diseases and the evaluation of new medical
therapies and surgical techniques; families of
deceased may benefit from identification of
diseases with genetic and acquired
components, allowing for informed
reproductive and lifestyle decisions; there is
also a factual basis for counselling family
members in relation to anxiety over
perceptions of them having somehow
contributed to the death; and the community
generally benefits from the information’s
contribution to public health policy, in the
form of mortality statistics, and the potential
for early warning of public health and safety
risks.

The concept of Quality Assurance is also
relevant here. In this context pathologists are
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obliged to keep their working knowledge and
experience current and up-to-date, which
may entail retention and testing of tissue
samples that may not be strictly referable to
the cause of death in the immediate case. An
example would be where a claim is made in
a medical journal about infants dying of SIDS
having certain characteristics in a particular
part of the brain. In order to have the
knowledge to counter or confirm that claim
and add to a useful debate about the cause
of SIDS generally, a pathologist may take and
analyse a small sample of the relevant part of
the brain in the next 20 suspected 5IDS cases,
even though it may not necessarily directly
relate to the causes of death in those cases. In
this way the pathologist fulfils the expectation
of the "ordinary person” and his or her
understanding  of the post-mortem
examination being about the cause of death,
as well as the “ordinary person’s” less easily
understood or articulated expectation that
pathologists take a professionally enquiring
approach to their work and acquire relevant
medical knowledge that is intended to benefit
the community as a whole.

Understandably the community is
concerned about gratuitous or unethical tissue
retention and use. An awareness of this
concern was a significant motivating factor
in the internal review conducted at VIFM. In
developing our internal policy, we did not
attempt stvictly to define the scope of the post-
mortem examination, but instead, for the
purposes of HREC approval of fissue use,
made the distinction between tissue being
used for ‘a research or related project’ and that
which is used for investigating the cause of
death and relevant continuous learning for
the pathologists routinely engaged in
performing autopsies. This distinction places
reliance on VIFM pathologists to exercise their
expertise and use appropriate discretion to
conclude what tissue to retain for the proper
investigation and assessment of the death, or
to contribute to relevant continuous learning.
Tt was decided that, in doing so, itis right and
proper that they, as far as is reasonably
possible, (1) take account of general
community and specific next-of-kin concerns
about gratuitous or unethical tissue retention
and use, and so retain the minimum amount
of tissue required for the particalar purpose;

and (2) have regard to current knowledge and
literature in deciding which tissues are
required, without necessarily being
constrained by historical practice.

The VIFM and its HREC considered the
combination of increased information and
decision-making role for families, and self-
regulation within prescribed boundaries, to be
adequate to protect both the interests of
families of deceased, and those of the
community as a whole, which benefits from
the information derived from autopsies. All
aspects of the research tissue program will be
monitored and evaluated over the next two
years.

It remains to be seen what conclusions will
be drawn by the NSW Health Department in
its review of post-mortem examination
provisions of the Human Tissue Act 1983, It
isto be hoped that a balance may be struck
between concern for proper consultation with
next-of-kin, the interests of medical and
scientific researchers, and the direct and
indirect beneficiaries of their work.
Hopefully, also, the NSW review will prompt
consideration of the desirability of
maintaining a substantially consistent
approach to these matters, as was the case
when States and Territories adopted the
model legislation based on the ALRC's 1977
Report.s

Dy Helen McKelvie fs Manager, Program
Developiment, Victorian Institute of Forensic
Medicine. Professor Stephen Cordner is Professor,
Department of Forensic Medicine, Monash Uiversity
and Director, Victorian Institute of Forensic
Medicine.

1 Under 5.30 of the Human Tissue Act 1982, authority
to conduct an autopsy is “authority for the use, for
therapeutic, medical or scientific purposes, of tissue
removed from the body of the deceased person for the
purpose of pest-mortem examination”,

2 “When a person dies - The coronex’s process ~
Information for family and friends’ State Coroner’s
Office and Victorian Instifute of Forensic Medicine,
published by the Victorian Law Foundation, 1999,

3 See p.50-51 of the Piscussion Paper

4 'The authors would like fo scknowledge the followiitg
people for their contribution in enabling this article
to be written: Dr Douglas Fullerton; The VIFM Hunvan
Research Ethies Commitiee; VIFM pathologists and
moriaary staff, the staff of hte Donor Tissue Bank of
Victoria and the Victorian State Coroner, Mr Graeme
Johnstone
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the donation. If organ donor families are
allowed to place conditions upon their
donation, equity in allocation is lost and
particular recipients will be excluded from
transplantation on very subjective and
dubious grounds.

I have purposely taken a critical, and
somewhat negative, position on organ donor
family and recipient contact. I have done so
to highlight the dilenmumas that may arise from
suggested amendments to Section 37 of the
INSW Flieman Tissue Act 1983. T believe we need
to spend much more time and involve
ourselves in much more discussion before we
create a situation from which there is no
refurn.

v Robert O'Neill is Lecturer in Medical
Sociology, Depariment of Sociology and
Social Anthropology, Universily of Western
Sydney

1 The confidentialifty requivements of the NSW Human
Tissue Act 1983 do not apply to persons other than
clinical and hospital staff involved in the removal and
transplantation of tissue and organs, Free exchange
of information about recipients, donor families and
the media is not prohibited, Consequently, sone donor
famsilies and some recipienis have beeome aware of
the identify of the ofher party bavolved in specific cases
of donation or transpiantation.

2 Coordination Centre for Orpan and Tissue Donation
NEW/ACT, ‘NSW Donor Family Survey 1999, New
South Wales Red Cross Blood Service, Sydney.
Unpublished paper.

3 Robert D, O'Neill, ‘The Gift Relationship: A
Consideration of its Interpretation and Applcation in
the Area of Organ Bonation’, European Transplant
Coordinators’ Orpanisation (KTCO) Newsletter 14.2
(1006) 16-14

4 Mal McKissock, ‘Donor Family and Recipient
Communication - A Bereavement Pevspective’. Paper
presented at the NSW Human Tissue Act Review
Forum, Australian Bed Cross Blood Sexvice,, Syduney.
Febypary 24th, 2000.

5 opeit
& WNSW Hreman Tissue Act 1983, Part 6, Scetion 32.
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SHermeren-G “The new debate on brain death is a
storm in cup of water” Lakertidningen. 1993 May 26
GH21): 2067-8

% Ventch is mistaken in this, There has been no
change to the law, Xt still refers to the cessation of all
function of the brain, What has happened is 2 de facto
departure fron the legal definition by those in the
medical profession who still depend on the Harvard
or Royal Colleges criteria alone,

¢ President’s Comumission for the Study of Kthical
Problems in Medicine, Defining Death: A Report on
the Medical, Legal and Ethical Isswes in the
Determination of Death, US Government Printing
Office, Waghington DC 1981

7 Peter Singer Rethinking Life and Death The Text
Publishing Compury 1994 Chapter 2, pp. 20-35 *How
Death Was Re-defined”

& The view that functions of the various organs ina
camatose patient are morally significant onldy if they
are co-orgingted and thus functionally related fo one
another as funciioning parts of a Hving whole. The
integration of the body parts inte one functioning living
hody is thought fo depend on the integrating functions
of the brain,

¢ Wikler, Daniel “Brain Death: A Durable
Consensus?” Journa! of Bivethics Vol 7 Nunmiber 2/3
1993, p. 238-246

1 Catherwood, John ¥, “Rosencrantz and
Guildenstern are “dead™” Journal of Medical Ethics
1992 18, 34-39

1 “Jniversal Declavation of Human Rights” (1948)
Article 3, in Unifed Nations A Compilation of
International Instruments Vol 1 (Part 1) Universal
Instruments, United Nations, New York and Geneva,
1994, p. 1, and the “Ynternational Covenant on Civil
and Political Righis” (1966) Article 6, ibid. p. 22

2 A wtilitarvian might bave no moral difficuliy with
this in principle, but, even for g utilitavian, to accept
the practice as a vule would raise serious social doubts
abowst the securify of one’s own person ence admitted
to hospital in 2 brain damaged stafe,

1 The legal status quo, as distincet from the clinical
status quo, is that death is defined as having ocevrred
when there is irveversible cessation of al function of
the brain.

H Youngner-81; Arnold-BM “Ethical, psychosocial,
and public policy implications of procuring organs
from non-heari-beating cadaver donors™ JAMA. 1993
Jun 25 26921 2769-74; Fackler-JC; Truog-RD “Life,
death, and solid organ transplantation without brain
death® Crif-Care-Med. 1993 Sep; 219 Supply: 8356-7

5 Advice given fo me in a personal communication
by a senfor neurclogist Dr ¥. Byrne, St Vincent's
Hospital Melbourne and published in Fonti-Filippini,
NMicholas “Determining When Death Has Occurred”
Linacre Quarterly, 58 Yebruary 1991 pp, 25-49,

¥ Rix, B, A. “Danish ethics council rejects brain
death as the criterion of death Jonrnal of Medical
Bthies 1990, 16, 5-7
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