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Introduction
The Anscombe Bioethics Centre is the oldest national bioethics centre in the
United Kingdom, established in 1977 by the Roman Catholic Archbishops of
England and Wales. It was originally known as The Linacre Centre for Healthcare
Ethics and was situated in London before moving to Oxford. The Centre engages
with the moral questions arising in clinical practice and biomedical research. It
brings to bear on those questions principles of natural law, virtue ethics, and the
teaching of the Catholic Church, and seeks to develop the implications of that
teaching for emerging fields of practice. The Centre engages in scholarly
dialogue with academics and practitioners of other traditions. It contributes to
public policy debates as well as to debates and consultations within the Church.
The Centre welcomes the opportunity to respond to the Nuffield Council
Consultation Report Give and take?: Human bodies in medicine and research,
recognizing that this covers important ethical issues of wide concern. This
response generally does not rely on premises held by Catholics only, except
where this is explicitly stated. On the contrary, for the most part, the arguments
presented are potentially acceptable to those of other faiths, and of no faith.
Furthermore, much of this response goes beyond the current teaching of the
Church, both because it concerns scientific questions outside the Church's
competence (for example, the diagnosis, as opposed to the definition of death),
and because this is an area in which Church teaching is still in the process of
formation.
Before addressing the consultation questions in detail it is helpful to set out the
key orientation of Roman Catholic teaching in relation to the use of human tissue
after death.
The use of the human body after death
The Catholic Church does not oppose, and has never opposed, the ethical use of
the human body for medical or research purposes. On the contrary, when the
possibility of solid organ transplantation was first explored this was welcomed by
Pope Pius XII. “It also follows from this that a person may will to dispose of his
body and destine it to ends that are useful, morally irreproachable and even

noble (among them the desire to aid the sick and suffering).”1 The value of
donation was forcefully reiterated by Pope John Paul II; “We should rejoice that
medicine, in its service to life, has found in organ transplantation a new way of
serving the human family, precisely by safeguarding that fundamental good of
the person.”2
The Catholic Church is thus of one mind with men and women of good will, who
see in organ donation the possibility of great human benefit. Much of the
remainder of this submission concerns the essential ethical prerequisites for the
donation and use of human tissue. Nevertheless, these ethical considerations
should not be seen as a rejection, or even a discouragement of organ and tissue
donation in principle. Rather, the Catholic Church emphasizes the importance of
ethical safeguards, precisely because donation can be a beneficial human
activity, which the Church wishes to encourage: “Organ donation after death is a
noble and meritorious act and is to be encouraged as an expression of generous
solidarity.”3
Ethical prerequisites
For organ donation to be pursued in an ethical manner, it is essential that no one
is unjustly harmed by the procedure. In donation from living donors the welfare of
the donor must take precedence over the welfare of people who might be helped
by the donation. People can and do take risks with their lives but medical
professionals should never deliberately harm one patient for the sake of another.
This means, for example, that whole unpaired vital organs must never be
removed from a living donor. In relation to donation after death, organs such as
the heart and liver can be donated, but in this case it is essential to establish that
death has occurred and to do so by the use of clear, agreed, objective criteria. In
both live and post mortem donation the informed consent of the donor is another
important ethical requirement. This is clearly the case in live donation where
there is risk to health, but it is also true for donation after death. For the
foundation of the idea of „organ donation‟ is of a gift, i.e. something provided
voluntarily.
In addition to avoiding harm and obtaining consent there are other considerations
in relation to specific kinds or uses of tissue. One specific area that should be
distinguished from others is that of human procreation. Parenthood is not
reducible to human biology. Nevertheless, the biological aspect of parenthood
involves the fusion of cells – sperm and egg cells – and people trace their
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ancestry through their genetic inheritance which is passed on by these cells.
Interventions that affect the process of human reproduction therefore raise a
different kind of concern.4
This is shown, for example, by the right of information, that is now given to
people, who were conceived using donated gametes. The ethical considerations
also relate to the donor, as the use of sperm or eggs to conceive a child clearly
requires the consent of those who will become genetic parents. It is noteworthy
that in the United Kingdom the Human Tissue Authority (HTA) is not regarded as
a suitable body to oversee these practices but they require their own specialized
regulator, the Human Fertilisation and Embryology Authority (HFEA). While the
Catholic Church does not endorse the decisions of the HFEA, many of which it
regards as excessively libertarian and unduly influenced by the fertility industry,
the Church endorses the need for a separate and specicialised oversight of
fertility treatment. Use of reproductive tissue raises issues not raised by other
somatic tissue transplantation.
These and other ethical considerations are address below in more detail through
addressing the questions provided by the Nuffield Councils.
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Questions
1. Are there any additional types of human bodily material that could
raise ethical concerns?
The consultation is wide in scope but has not considered the donation, storage
and use of human tissues in non-medical contexts – for example in criminal
investigations, in the storage and display of anthropological specimens, or the
use of bodies for education or for entertainment (which are not always easily
distinguished).
Such uses raise a different set of questions about, for example, the storage of
human tissue for the purposes of DNA identification, especially in those not
convicted of any offence. This is related to the wider question of consent for
storage of material in tissue banks, but has the added dimension of potential use
of this tissue in criminal proceedings. The samples may well have been taken
under duress or in circumstances where the „donor‟ had little choice. It is a very
specific area and clearly requires is own consideration.
Very different arguments concern the return of human remains in museums to
the people who claim common ancestry. This raises the significance not only of
individual consent but also of the consent of a wider group to which the person
belongs – an issue in population genetics. Retention of specimens for
anthropological reasons also raises the issue of reverent disposal of human
remains and whether human remains should be used for display or public
entertainment (when this is deemed educational). A variant on this issue was
evident in the use of human remains in the Body Worlds exhibition. Had these
bodies all been obtained with prior consent of the donors? Even with consent,
are there limits on what kinds of display of human remains are appropriate?
A further type of human bodily material which raises problems is material derived
from a controversial or unethical procedure, such as donation or foetal tissue
after termination of pregnancy, organ donation (whether voluntary or involuntary)
after state execution and, as recently reported in Belgium, organ donation after
euthanasia. In all cases the request for consent seems to make the recipient
complicit in the original procedure. The issue is less whether subsequent
donation might encourage such procedures (abortion, state execution or
euthanasia), but more whether it implicitly condones the practice, by agreeing to
benefit from an ongoing pattern of behaviour.
Some of these issues were considered in the 2002 Department of Health
consultation Human Bodies Human Choices. The present consultation might
consider examining not only that report, but also the submissions made to that
consultation, including the submission of the Linacre Centre of Healthcare Ethics.

2. Should any particular type(s) of human bodily material be singled
out as ‘special’ in some way?
As argued above, the use of reproductive tissue is a different category from other
somatic tissue taken for research purposes. A greater degree of informed
consent is necessary, if tissue is used for reproductive purposes. Whereas some
secondary use of human tissue may be ethically acceptable without explicit
consent, it can never be ethical to generate new human life without the consent
of both parents. This should be evident in cases where a child is born and will
wish to know about his or her ancestry. It is, furthermore, already the case that
the generation of a human embryo is an action that absolutely requires the
consent of both parents.
It is not only the Catholic Church that recognizes that human gametes and
human embryos must be distinguishes in ethics, law and public policy from other
types of human tissue. The Joint report on the draft Human Tissues and
Embryos Bill took evidence from a wide variety of interested parties and there
was strong and near universal opposition to the governments proposal to
amalgamate the Human Tissue Authority with the Human Fertilization and
Embryology Authority. These kinds of human bodily material…
The Nuffield Council should give explicit consideration to somatic cell nuclear
transfer, by which a human embryo or human admixed embryo might be
generated. This is not a major area of current research, but is significant, as it
could lead to non-reproductive somatic tissue (blood or skin cells) being used in
a reproductive way (i.e. to generate an embryo).
Another area that is controversial is that of the transplantation of neurological
material. While it seems pure science fiction to affect personality, or transfer
mental traits by transplanting brain tissue, experiments in animals have shown
the transfer of behavioural traits in this way. 5 Such psychological side-effects
would not necessarily rule out this kind of procedure absolutely, but they would
mark this kind of tissue out as a special category for the purposes of consent and
justification.
The association with identity and personality also relates to very recognizable
human features, such as the face or the eyes. It is not unusual for people to
consent to organ donation after death with respect to their internal organs, but to
make an exception of the eyes. This public human significance of certain body
parts does not rule out donation, but emphasizes the need for explicit specific
consent.
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3. Are there significant differences between providing human bodily
material during life and after death?
In relation to live donation there may be a serious question of risk to life or health,
for example in giving a kidney. This is an unnecessary medical procedure not for
the benefit of the patient but for the benefit of another. It can be justified as an
expression of altruism but only then if the harm is not inevitable and the risks are
not excessive. People may wish to sacrifice themselves, by donating an unpaired
vital organ, but it is not the proper role of medicine to harm the patient, even at
the patient‟s request.
In relation to donation after death there is an important issue of establishing the
death of the donor. The Roman Catholic Church has accepted neurological
criteria for death in principle, but not necessarily as they are applied in practice. 6
There is an ongoing controversy among Catholic scholars, as to whether the
criteria for „brain death‟ fulfill the Catholic understanding of death, as the loss of
integration of the organism as a living whole.7 The Church has not spoken
definitively on the criteria for diagnosing death.8
Similar concerns emerge from the re-introduction of donation after cardiac death,
with some people anxious that this is less secure than brain death and the
suspicion that new criteria for death have been introduced only to increase the
supply of organs. The diagnosis of death is an issue that the Council certainly
should consider. It is a key ethical issue. If the patient were not dead when his or
her heart was donated then the „organ harvesting‟ operation would amount to
killing one patient for the sake of another.
4. What do you consider the costs, risks or benefits (to the individual
concerned, their relatives or others close to them) of providing bodily
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material? Please distinguish between different kinds of bodily material if
appropriate.
There are many costs and risks of donating human tissue, if this is done badly. In
live donors it may bring excessive risk, or be due to coercion. Financial
inducements could easily lead to exploitation of the poor, especially in
combination with healthcare tourism. Taking organs after death with insufficient
sensitivity to the feelings of relatives could exacerbate their grief and lead to
significant ongoing psychological harm. It could also be a violation of the person
if organs were taken against someone‟s will, even after death. In such
circumstances organ transplantation “would no longer correspond to an act of
donation but would amount to the dispossession or plundering of the body.” 9
If done well, organ donation could benefit not only the recipient, but also the
donor and the relatives. It allows the donor to express solidarity with others. It
may help assuage the grief of relatives if they can think some good has come out
of the human tragedy, especially if this is seen as an expression of the person‟s
own generousity.
For foetal and embryonic tissue the providing of material is typically the
concomitant of the destruction of their lives. There are circumstances where
material might be obtained from a spontaneous miscarriage, but the more
obvious context is termination of pregnancy. The use of this material is ethically
problematic, as it involves cooperation with, and perhaps complicity with the
deliberate destruction of a human embryo or a foetus.10 This is incompatible with
the ethical principle of the inviolability of all human lives, from conception and is
not justified by benefits it might bring to the parents, or to the born siblings of the
unborn child.
5. What do you consider the costs, risks or benefits (to the individual
concerned, their relatives, or others close to them) of participating in a
first-in-human clinical trial?
The issues or first-in-human trails are somewhat analogical to donation by living
patients, but in other ways they are dissimilar and more similar to the much wider
question of experimentation on human subjects. While it is true that the first-inhuman volunteer risks and uses his body, the same could be said of many kinds
of human activity – from the test pilot to the mountaineer. The question of
remuneration in human trials should not be limited to first-in-human and would be
better treated in a separate inquiry, where justice could be done to the issues.
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6. Are there any additional purposes for which human bodily material
may be provided that raise ethical concerns for the person providing the
material?
Yes, see 1 above.
7. Would you be willing to provide bodily material for some purposes
but not for others? How would you prioritise purposes?*
As discussed above, donation is to be encouraged when this is for medical
treatment or research, though not for unethical purposes, such as destructive
embryo experimentation.
8. Would your willingness to participate in a first-in-human trial be
affected by the purpose of the medicine being tested? How would you
prioritise purposes?*
In principle it is a good and noble thing to participate in such research, where
they are necessary and conducted in a way to mitigate the risks. Nevertheless,
the use of human subjects in scientific experiments or research raises many
issues and is difficult to treat adequately, when the primary focus of discussion is
the use of human tissue. This response primarily confines itself to the ethics of
obtaining, storing and using human tissue.
9. Are there any other values you think should be taken into
consideration?
Of the list of values presented, Altruism, Dignity, Justice and Solidarity are
key values, that are widely recognized and are emphasized within the social
teaching of the Catholic Church. There is more dispute as to how the values of
Autonomy, Maximising health and welfare and Reciprocity should be
understood.
While the dignity of free human choice is acknowledged by Catholic and other
religious traditions, there is perhaps more awareness within these traditions of
the dangers of autonomy, in the sense of self-assertion or unwillingness to
acknowledge the claims of others. Similarly, the exercise of power is generally
evaluated relative to the goods it serves, rather than as a good in itself. In
particular, it is a mistake to regard the human body as property as though it had
no inherent dignity, or connection with the human person.
It is true that each person is the steward of his or her own life, and that it is unjust
for others to dispose of the body, in a way the person would have opposed.
Nevertheless, this rightful say in the disposal of the body is not to be understood
as a property right. From a theological perspective, it is often said that the human
body is owned by God (for example “Do you not know that your body is a temple

of the Holy Spirit within you, which you have from God? You are not your own” 1
Corinthians 6.19). This should be understood as implying that no, the human
body is not owned by any human person or political authority. It is rather, that the
person and then, after death, others, exercises stewardship in relation to the
body.
Many traditions, including the Catholic moral tradition, give weight to the common
good (and not only individual goods). However, the common good is not to be
understood as Maximising health and welfare in the sense of a mere
aggregation of health, or other such benefits. Rather, the common good includes
respect for each and every person, within the context of the whole. The attempt
to maximize „overall‟ benefit can easily be harmful to minorities, if it is not
combined with justice and a respect for the human person.
Lastly reciprocity is a positive concept if it connotes active cooperation among
individuals and includes relationships of gratitude and just recompense.
However, from a Catholic perspective the relationships of exchange, whether of
property, services, payment or gratitude, are secondary to a common destination
of goods and a common human solidarity. It is important also to distinguish
different kinds of reciprocity so that, for example, the relationships of gift,
acknowledgement and gratitude are not reduced to relationships of payment and
obligation.
In addition to these values, explicit attention should be given to the principle of
non-maleficence, both in the sense of avoiding undue physical harms and in the
more important sense of avoiding injury (unjust harm). The principle of the
inviolability of human life should be understood, as a particular case of
avoiding unjust harms.
Under the heading of dignity should be included not only the dignity of the body
but also the dignity of the person. This is the basis of a robust doctrine of
human equality and non-discrimination. Discrimination could occur in relation to
those who are in danger of being exploited for their organs, whether because of
poverty or because of severe ill-health, especially those who are not able to
consent.
Another corollary of human dignity is the dignity of human procreation. This
principle acknowledges the human significance of biological aspects of
reproduction, such as genetic identity, parenthood and inheritance. It has a
particular impact on the need for specific consent before tissues are used.
10. How should these values be prioritised, or balanced against each
other? Is there one value that should always take precedence over the
others?

The metaphor of prioritizing or „balancing‟ values is not helpful here. In the first
place it is important to clarify what is meant by a „value‟. Valuable human goods
(such as health or security) should be distinguished from moral principles (such
as the golden rule) and from virtues (like honesty). Goods (and harms) can be
balanced and part of individual prudence and public policy is weighing up the
advantages and disadvantages of different proposals. However, moral principles
are not to be weighed up or traded, they are to be combined in a principled way.
Similarly virtues are not to be balanced, but are to be integrated into a coherent
virtuous character. Indeed the virtues do not make sense except as aspects of
this unified personality.
In different ways Hippocrates, Aristotle, Thomas Aquinas and Kant each bore
witness to the need simultaneously to pursue each of the virtues (or principles).
The virtues embody balance, but are not to be „balanced‟ in the sense of
compromising one out of desire for another. It was the philosophy of utilitarianism
in the nineteenth century that promoted the idea, that ethical principles could be
balanced or traded. While the twentieth century has seen a variety of approaches
to moral philosophy, a number of them share this weakness with utilitarianism.
The philosopher Elizabeth Anscombe termed this flaw “consequentialism”.11 She
understood by this term, the doctrine that there is no ethical prohibition, that
cannot be set aside, if the consequences demand it.
It is not difficult to think of examples, where consequentialism (in Anscombe‟s
sense) runs deeply counter to common moral intuitions. In the area of organ
donation there would clearly be some consequential value, measured in health
terms, in killing some people against their will, in order to treat others. Happily,
there are few who would be willing to entertain this proposal, as a serious
solution to the demand for human organs. This example shows that there must
be some ethical limits to what is „balanced‟ or traded in pursuit of maximizing
overall health benefit. There are at least some principles and virtues that are not
„balanced‟ against benefit.
11. Do you think that it is in any way better, morally speaking, to
provide human bodily material or volunteer for a first-in-human trial for
free, rather than for some form of compensation? Does the type or purpose
of bodily material or medicine being tested make a difference?
Yes, it is better to provide tissue for free, than to receive compensation. Indeed
any compensation, which amounted to selling tissue, would be not only be „less
good‟, but would be inherently wrong.
12. Can there be a moral duty to provide human bodily material,
either during life or after death? If so, could you give examples of when
such a duty might arise?
11

Anscombe, GEM, 1958. ‘On Modern Moral Philosophy’ in GME Anscombe 1981. Collected Philosophical
Papers Volume III: Ethics, Religion and Politics Oxford: Basil Blackwell.

In general donation of tissue is not a duty and it is certainly not a duty in justice.
No one else can have a better claim to my blood or my kidney than me! Donation
after death is also not a duty in justice, as the body neither belongs to the state
nor to any other person. However there is a virtue in solidarity (which Christians
would express as the theological virtue of charity), in donating organs and in
times of necessity (such as war or national emergency) there may be a duty on
people to donate replaceable tissue such as blood. It also would seem ungrateful
where someone has benefited from donation, or someone close to the person
has benefited, not to express a willingness to donate after death.
Nevertheless, even were there to be a duty on someone to donate, this would not
justify coercion or confiscation by the state. This would undermine the principle of
free donation and demean the body. It would also be likely to have a negative
impact on public support to donation.
13. Can there be a moral duty to participate in first-in-human trials? If
so, could you give examples of when such a duty might arise?
As stated above, this subject requires attention in own right. In brief, there does
not seem to be a duty on someone to participate in first-in-human trails. It is not
like military service, or even like blood donation. It is participation in scientific
experimentation, as a research subject.
14. Is it right always to try to meet demand? Are some ‘needs’ or
‘demands’ more pressing than others?
The essence of moral or ethical action is to act in a way that is good, principled
and virtuous, within a particular situation. This is not compatible with seeking to
pursue every possible good, or meet every possible demand. Indeed with or
without consideration to ethical principles, it is impossible simultaneously to
pursue every possible good and meet every possible demand. Within modern
healthcare there is an ever increasing number and variety of interventions, that
could supply some benefit and which could be desired or demanded. Given that
it is never possible to supply all demands, it seems doubly foolish to subordinate
ethical principle for demands that are insatiable. In general to prioritise any one
particular good over and against the common good of society and the
requirements of virtue, is morally corrosive.
Among the needs and demands of people some are more pressing than others.
Emergency medicine is more pressing, just because it is intolerable to abandon
someone in severe need. Basic care (including adequate nutrition and hydration)
and comfort are more pressing than cure. Some needs are greater than others.
Nevertheless, the identification of need is complex and need is not to be
conflated with ability to benefit.

John Harris has argued that “the need for health care cannot legitimately be
equated exclusively with one measure of the degree to which health care can
benefit the individual”.12 Going further, Anthony Fisher and Luke Gormally
mention ten measures of need: (1) greater urgency, (2) greater likelihood to
benefit, (3) likelihood of greater benefit, (4) likelihood of lesser burden from
treatment, (5) lesser likelihood of harm from treatment, (6) likelihood of greater
harm without treatment, (7) likelihood to gain the same benefit from less
treatment, (8) likelihood to need less treatment, (9) lack of alternative methods to
satisfy need, and (10) greater likelihood to infect others if untreated.13
15. Should different forms of incentive, compensation or recognition
be used to encourage people to provide different forms of bodily material
or to participate in a first-in-human trial?
In general incentives are dangerous in this area, whether financial incentives or
compensation in kind. There is a great danger of exploitation of the poor, which
has been a concern of Catholic teaching on organ donation, at least from the
time of Pius XII. Recognition of generousity should be placed in a different
category if it is recognition after the event and is not used as an incentive. It is
the attempt to use compensation or recognition as an incentive, that threatens to
corrupt these practices.
If your answers to any of Questions 16-19 below would depend on the
nature or purpose of the bodily material or the medicine being tested in the
trial, please say so and explain why.
16. Are there forms of incentive that are unethical in themselves,
even if they are effective? Does it make any difference if the incentive is
offered by family or friends, rather than on an ‘official’ basis?
Financial compensation can be reasonable if it reflects actual expense and is not
abused as a system of incentives. Incentives are more dangerous in some
contexts than in others. It is no better if offered by family or friends, and indeed
the scope for coercion in these contexts may be greater.
17. Is there any kind of incentive that would make you less likely to
agree to provide material or participate in a trial? Why?*
It has been argued convincingly, that the supply of bodies for the training of
doctors has been improved immeasurably, since the growth of the idea of
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voluntary donation.14 Deprived of a culture of donation the use of the human
body can easily appear inhuman and degrading and this is something people
have in the past strongly resisted. The reaction to the retention of children‟s
remains in Alder Hey shows that such resistance can easily be re-ignited. Any
moves towards commercialization, trade or coercion and any undermining of
voluntary donation and consent, threaten to reduce public support for tissue
donation.
This reaction would not come only or primarily from the Catholic community, but
it is likely that there would be a reaction within the Catholic community, among
others, to resist the undermining of the ethos of free donation. If practices were
introduced, which commodified the human body, or which placed undue pressure
on people to permit organs to be taken, then these practices should be opposed.
Such practices may also fuel suspicion of the medical profession, especially in
the context of end of life decisions.
18. Is there a difference between indirect compensation (such as free
treatment or funeral expenses) and direct financial compensation?
There is a difference in legislation and in practice. Giving money directly is
symbolically more overt. Nevertheless, indirect compensation can be worse,
because it can expose people to greater pressures. A case in point is
incentivizing egg „sharing‟ for treatment or for research. While the law does not
allow overt financial payment, payment in kind equivalent to a four figure sum is
not against the letter of the law.
For women who are seeking to have a child, however, the offer of free or
reduced cost fertility treatment is far greater incentive than money. For the
chance of fertility treatment, women have allowed the use of their eggs to create
embryos, that will be used in destructive experimentation. From a perspective
that accords a special moral status to the human embryo this inducement is
scandalous. A rather different problem emerges when „egg sharing‟ schemes link
fertility treatment with gamete donation. This practice strongly incentivizes
women to become genetic parents to children they will not have any role in
rearing. There is a significant chance that they will not conceive, while some
other women will give birth to a child, who is their genetic child, but who they will
not have any role in rearing. This is ethically unacceptable.
19. Is there a difference between compensation for economic losses
(such as travelling expenses and actual lost earnings) and
compensation/payment for other factors such as time, discomfort or
inconvenience?
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Compensation for expenses is less open to exploitation and corruption than
compensation for inconvenience. Nevertheless, the expenses scandal that has
engulfed Parliament shows that expenses against actual costs can also be
abused. It is essential that compensation should be modest in scale and should
not represent a covert incentive scheme.
20. Are you aware of any developments (scientific or policy) which
may replace or significantly reduce the current demand for any particular
form of bodily material or for first-in-human volunteers? How effective do
you think they will be?
There will be developments, such as artificial organs, adult stem cell therapy, and
other emerging cell technologies, which may reduce demand for organs and
tissues. However, at the same time as these are developed, there may well be
novel uses for human tissue, that increase demand. Furthermore, progress in the
success of organ transplantation will itself lead to a widening of patients, who
could benefit and hence to greater demand. Hence there is little reason to think
that technology of itself will lead to a reduction of demand.
An improvement in infrastructure and spending in intensive care beds would
probably alleviate demand. On the other hand a move to an „opt out‟ system may
well be counter-productive. A „soft opt-out‟ system involving consent from families
would be very unlikely to increase the number of donations. Currently the rate of
consent from the family is around 60%, but it is 90% where the family knows their
relative is on the Organ Donation Register.15 It is clear that families are much
more likely to consent when they know that this was their relative‟s wish stated
wish. The effect of an „opt-out‟ system is to discourage people from signing the
Organ Donation Register and hence families would no longer know whether it
was the wish of their relative to donate his or her organs. Mandated choice may
be helpful, but only if the choice is properly informed and genuinely free (not, for
example, facilitated by a doctor, who is involved in the treatment or care of that
person).
What would help in this area is a great level of knowledge of people‟s wishes and
evidence of their informed decisions. This not only helps the relatives, but also
could facilitate treatment before death (such as elective ventilation), which could
help in the transplant process, but which could not be done without consent. A
major set-back in the accumulation of good quality of evidence of consent to
donate, was the recent admission that the data on the register had been
corrupted, so it no longer shows where people object to specific tissue or organs
being taken (such as eyes).16 The extent of this problem requires investigation.
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If your answers to Questions 21 or 22 below would depend on the nature
or purpose of the bodily material or of the drug being tested in the trial,
please say so and explain why.
21. In your opinion are there any forms of encouragement or
incentive to provide bodily material or participate in first-in-human
research that could invalidate a person’s consent?
Yes, potentially. The potential for undermining consent will depend on the
circumstances of the person donating (income, strong desire for a child etc.) and
also the nature of the decision being taken. A small incentive for a blood donation
might be innocuous, but if giving the organ posed serious risk then the need for
consent would be stronger.
Furthermore, not only the fact of influence, but the appearance of influence can
also be problematic. For this reason it is illegal to give financial or other
inducements to vote. Similarly, the appearance of inducements can reduce the
value of a „confession‟. In a recent case in the United States, a criminal argued
that he made a false confession to the police to obtain a fast food meal. 17 This
appeal may well be unsuccessful, but if the police offered „compensation‟ worth a
four figure sum (or if they offered to pay for a woman‟s fertility treatment), then
this would certainly undermine the value of a criminal confession. The
appearance of large financial incentives (or equivalents in kind) undermines the
confidence people can place on the voluntariness of the donation.
22. How can coercion within the family be distinguished from the
voluntary acceptance of some form of duty to help another family member?
This is a very difficult question and one that needs to be taken very seriously.
Public policy should not depend on an unrealistic and rosy view of domestic and
family relationships, but should be aware of the extent of manipulation, pressure
and even violence within families.
23. Are there circumstances in which it is ethically acceptable to use
human bodily material for additional purposes for which explicit consent
was not given?
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When material has already been given for a different purpose and where the
secondary use is noncontroversial and relevantly similar to the original consent,
and where the research is well thought through and likely to be beneficial, but it is
impractical to re-contact donors for a new consent, then it may be ethically
permissible to use material without explicit consent. Nevertheless, each of these
conditions is important and most of all, the condition that the additional purpose
is noncontroversial. For example, if the original research was for a particular
disease, it cannot be assumed that the donor would be happy to use the material
to study ethnicity or population movements. If eggs were given for research into
fertility, it cannot be assumed that the consent would cover the cloning of
embryos for stem cell research. If tissue was retained as a biopsy on a particular
patient, it cannot be assumed that it could be used to investigate the genetic
origins of disease.
Some kinds of research should always require explicit consent, because of their
character and this is especially true of any research involving human or human
admixed embryos. The Church regards all destructive experimentation on human
embryos as unjust. It is a further injustice if the embryos are generated without
even the consent of the (genetic) parents.
24. Is there a difference between making a decision on behalf of
yourself and making a decision on behalf of somebody else: for example
for your child, or for an adult who lacks the capacity to make the decision
for themselves?
There is a clear difference between what someone can agree to for himself or
herself, and what he or she can agree to for another. It is a virtue to be altruistic,
but taking risks with someone else‟s health is not altruistic. Thus research using
subjects who cannot consent must either be for the sake of that person, or must
be of minimal risk.
In relation to a child, parents have to make many decisions on their behalf and
can reasonably make some choices for the sake of others, if these choices to not
adversely affect the child. So, for example, it is for the parent to decide whether
organs should be taken from a dead child. This is not because they own the body
but because this kind of decision is appropriate for parents.
In relation to a living child, the parents have a right to decide only because they
have a responsibility to the child to act in his or her best interests. This may be
compromised if, for example, organs from one child might help a sibling. In such
cases extreme care must be taken, that any intervention is in the best interest of
the donor child. If the child expressed a wish to donate to help a sibling, then this
should be taken into consideration, especially if the child is „Gillick competent‟.
Nevertheless, doctors should not operate on a child, unless they are sure that the
risks are justified, in the best interest of that child.

25. What part should family members play in deciding whether bodily
material may be used after death (a) where the deceased person’s wishes
are known and (b) where they are unknown? Should family members have
any right of veto?
Where the deceased person‟s wishes are not known independently (i.e. where
he or she is not on the Donor Register), the family may be able to provide
evidence of his or her wishes. It may be that some member of the family can
recall a conversation, where the person expressed a wish to donate or expressed
opposition to donating. If more people had such conversations then this would be
a great help to relatives and to doctors after the person died. Relatives are
strongly inclined to facilitate donation, if they know this is what the person
wanted.
If the wishes of the deceased are known, either independently or via the
relatives, then the relatives have a prima facie moral duty to respect the person‟s
wishes. Nevertheless, the wishes of the deceased person are not the only
consideration and where it would add to the grief of relatives (for example if
traditional rites of death could not be observed), then this may be a reason not to
force the issue. It may not be clear, for example, that the person would have
wanted to force the issue, or cause distress to his or her relatives. For this
reason it is important to consider not only what is done, but how it is done, and
how the grief of the relatives be treated with sensitivity, at the same time as the
wishes of the deceased are respected.
If the person who died was a child, or someone who lacked capacity, then the
parent or carer may decide on his or her behalf. This is an appropriate role and is
no disrespect to the person. If the person had capacity before death, but at no
time expressed a wish either to donate or not to donate, then it is difficult to know
how to proceed. It seems that a next of kin or someone who was close to the
person may give consent on the person‟s behalf, on the basis of his or her
character and attitudes. However, in the face of opposition from relatives then
organs should certainly not be taken.
If your answers to Questions 27 or 28 below would depend on the nature or
purpose of the bodily material or medicine being tested, please say so and
explain why.
26. To whom, if anyone, should a dead body or its parts belong?
To regard the body as property, which is owned and might be bought, sold, or
traded, is to disregard the dignity of the human body. In the words of Pope John
Paul II: “the human body is always a personal body, the body of a person. The
body cannot be treated as a merely physical or biological entity, nor can its
organs and tissues ever be used as items for sale or exchange. Such a reductive

materialist conception would lead to a merely instrumental use of the body, and
therefore of the person.”18
This tradition of respect for the dignity of the body has long been enshrined in
law, in the doctrine that the human body is not property. This legal principle is
currently under considerable pressure. Nevertheless, it reflects a deep human
truth. Efforts should thus be made to address the legal problems of appropriate
and inappropriate use of the body, and who has right and responsibility to make
decisions in relation to human tissue, without recourse to the idea that the body
is property.
27. Should the laws in the UK permit a person to sell their bodily
material for all or any purposes?
The buying and selling of human bodily material directly contradicts the dignity of
the body. It not only threatens the vulnerable (who might be tempted to sell their
organs), but more fundamentally it threatens the respect for the human body.
28. Should companies who benefit commercially from others’
willingness to donate human bodily material or volunteer in a trial share the
proceeds of those gains in any way? If so, how?
Those who profit financially from the ethos of donation, for example
biotechnology companies, should acknowledge their indebtedness to human
generosity, for example by supporting specific charities. This is something many
companies do simply to show their awareness of their responsibility to society
(and of course for the sake of their reputation).
It may be that this show of gratitude is directed at support to the specific
community, from which the donors come, whether this is defined by location, by
health characteristics, or in some other way. The extent of this charitable support
should realistically reflect the extent of the profit and the role of voluntary
donation in securing that profit.
In contrast, any direct financial remuneration to „donors‟ would undermine the
ethos of voluntary donation and would be detrimental to the common good of
society.
29. What degree of control should a person providing bodily material
(either during life or after death) have over its future use? If your answer
would depend on the nature or purpose of the bodily material, please say
so and explain why.
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To give something is to give away control of that thing. There are sometimes
problems with attaching conditions to a gift. This is common in charitable giving
(there are charities for people in very specific circumstances), but with something
as basic as organ donation the virtue of human solidarity strongly argues against
setting conditions. For example, a small financial charity might be set up for the
education of young women from the South West of England, but people who
donate organs cannot restrict the sex, age or location of the donor in this way.
Restrictions would limit the usefulness of the gift, but more fundamentally it would
adversely affect the ethos of caring for the sick according to need. It is for this
reason that conditional organ donation is not to be encouraged.
In donation of tissue for research the ethos of donation is related not directly to
medicine, but directly to science and to the pursuit of knowledge. In this context
the attaching of conditions is the norm rather than the exception. Consent for use
of tissues in research should specify the purposes for which the tissues are
given. It is reasonable for tissue banks to develop broad generic terms of
consent, but the consent is not real if the practices that are not in fact generically
alike ethically and politically. If research raises specific ethical questions, or
generates specific political controversy then these need specific explicit consent.
Another aspect of control is the wish to be involved as a stakeholder in decisions
about the sharing of the results of research. Donors may wish to see a different
balance between commercial interest and public good, for example wishing to
see more sharing of knowledge in the public domain, free of the restriction of
patents. Even here, where there is a strong case for involvement, giving direct
control of decision-making to individuals, who donated tissue would undermine
the ethos of donation. Nevertheless, it is good practice for companies to listen to
groups and individuals, who have been involved in the development of medical
products through donation. They are stakeholders.
30. Are there any other issues, connected with our Terms of
Reference, that you would like to draw to our attention?

The terms of reference of this consultation are too broad to cover all the issues
adequately. The protection of human experimental subjects, the need for consent for
cadaveric organ donation and the use of tissues in assisted reproduction are diverse
ethical areas, each with their own complexities. The Nuffield Council report will be most
useful if eschews the temptation to comment on every possible ethical aspect of these
issues and instead narrows its focus upon a more limited set of questions that emerges
from the consultation.
Dr David Albert Jones
The Anscombe Bioethics Centre, Oxford
13 July 2010

