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ABSTRACT – Three documents have been produced in an 
attempt to increase the number of organs available for trans-
plant: a National Institute for Health and Clinical Excellence 
(NICE) clinical guideline, a British Medical Association (BMA) 
report and a Welsh Government white paper. All three are 
ethically flawed: NICE and the BMA recommend that when-
ever there is intention to withdraw life-sustaining treatment 
and death is expected, patients should instead be stabilised to 
assess for donation. This is contrary to patients’ best interests, 
the principles of mental capacity legislation and current cri-
teria for accessing intensive care units. Regarding consent, the 
BMA and Welsh Government recommend an ‘opt-out’ policy, 
but consent in law requires information and cannot be ‘pre-
sumed’ or ‘deemed’ on the basis of failure to express or reg-
ister ‘opting out’. The language of all three proposals is 
manipulative, and patient trust may be undermined because 
the doctor’s attention must move from the interests of the 
patient to those of the unknown organ recipients. 

KEY WORDS: end-of-life care, opt out, organ donation, pre-
sumed consent, deemed consent

In an attempt to reduce the shortfall between the number of solid 
organs available for transplant and the number of potential 
recipients, the National Institute for Health and Clinical Excellence 
(NICE) recently issued a clinical guideline1 (based on the Organ 
Donation Taskforce’s report2) with the aim of increasing the 
number of organs available. This guideline and the recent British 
Medical Association (BMA) report on organ donation policy3 give 
recommendations regarding the management of patients who are 
expected to undergo cardiorespiratory arrest following planned 
withdrawal of life-sustaining treatment, with the aim of enabling 
potential retrieval of their organs after death. Furthermore, the 
guideline aims to make organ donation a ‘usual part of end of life 
care’. Contemporaneously, the Welsh Government, via a white 
paper,4 and the BMA report have both proposed a change to an 
‘opt-out’ policy, whereby the patient’s consent to organ retrieval is 
‘presumed’ unless there is evidence to the contrary. 

It is our contention that the NICE guideline1 and the pro-
posed ‘opt-out’ policy3,4 together constitute significant changes 

in medical ethics. The World Medical Association, expressed in 
the Declaration of Geneva,5 states: ‘The health of my patient 
will be my first consideration’, hence the imperative to act in the 
best interests of our patients. However, the new proposals 
encourage the doctor to focus instead on the wider population 
of those who might benefit from an organ retrieved from the 
doctor’s patient. The guideline and proposed policy retain the 
traditional terminology of serving ‘the best interests of the 
patient’ while focusing on the interests of potential organ 
recipients. We point out the several inconsistencies involved in 
this, including its incompatibility with the principles of the 
Mental Capacity Act, with the criteria for accessing intensive 
care units and with current recommendations for good care in 
the last days of life. Furthermore, we note that the guideline is 
written in manipulative language, when we might expect a bal-
anced presentation.

Care of the dying

The NICE guideline promotes organ retrieval from patients after 
cardiac death following the planned withdrawal of life-sustaining 
treatment.1 The BMA in its report on organ donation policy 
describes ‘donation after cardiac death’ or ‘DCD donors’ as 
‘patients in whom treatment has been withdrawn following a 
clinical decision that attempts to prolong life are no longer able 
to achieve any therapeutic goal and are not, therefore, in the 
patient’s best interests’.3 The BMA notes that such donations 
constitute 37% of all deceased donations. 

In this context, many patients will lack mental capacity for 
decisions around treatment withdrawal and end-of-life care, so 
the basis of decisions made on their behalf must be their own 
best interests.6 Contrary to this ethical and legal imperative, the 
NICE guideline’s flowchart advises that:1

Whenever there is intention to withdraw life-sustaining treatment and 

death is expected to follow such withdrawal, discussions should be initi-

ated with the specialist nurse for organ donation; doctors should ‘clini-

cally stabilise the patient in an appropriate critical care setting’ to enable 

‘assessment for donation’ [and then] ‘provided that delay is in the 

patient’s overall best interests life-sustaining treatments should not be 

withdrawn or limited until the patient’s wishes around organ donation 

have been explored and the clinical potential for the patient to donate has 

been assessed in accordance with legal and professional guidance.’ 

In this situation, the patient’s wishes around organ donation 
are a critical element of best interests judgements pertaining to 
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Consent 

When patients retain capacity to make their own decisions, the 
NICE guideline instructs doctors to ‘obtain their views on, and 
consent to, organ donation’.1 Although views and consent may 
be sought, the peremptory language from NICE that both must 
be ‘obtained’ sounds coercive towards patients in a very vulner-
able situation. Moreover, it is disappointing to note that nowhere 
in the NICE guideline1 or BMA report3 is there mention of 
informing patients and the public about the change to their own 
pre-death care that organ retrieval following cardiac death 
would make. Writers of the BMJ’s editorial noted the paucity of 
publicly available information on the processes involved in 
facilitating organ retrieval after cardiac death.7

‘Opt-out’ policies

The BMA and Welsh Government support ‘opt out with safe-
guards’ or ‘soft opt-out’ policies, respectively.3,4 It follows from 
opt-out policies that consent to organ retrieval will be ‘pre-
sumed’ unless the patient signs an opt-out register or the family 
provides evidence of the patient’s prior expression of opposition 
to organ donation. Patient consent is a central tenet of medical 
law and ethics; to be valid it requires adequate detailed informa-
tion to be provided contemporaneously to and understood by 
the individual. However, these conditions are not met by an opt-
out system. Not signing an opt-out register is hardly a valid 
ground for any kind of presumption, especially in the absence of 
a widespread and effective public information initiative 
describing the actual processes involved in organ retrieval. The 
failure of proponents of the ‘opt-out’ system to call for such a 
public information initiative suggests reluctance to inform 
potential donors of the effects on both their own care and the 
experience of their families.

Manipulative language

It is not surprising that the Welsh Government’s white paper4 is 
presented with the enthusiasm of a political initiative, but it is 
surprising to note the all-pervasive manipulative language of the 
NICE guideline,1 in which it would be reasonable to expect a 
more balanced presentation. For example, organ retrieval is con-
sistently referred to as ‘donation’, even where there is no explicit 
knowledge of the patient’s wishes. If you sign the organ donor 
register or carry the donor card you are certainly to be praised as 
a donor, but you are not a ‘donor’ if the state indicates it will 
harvest your organs without your explicit informed agreement 
or manipulates you (or your relatives) into agreeing to the 
procedure. Indeed, the attitudes displayed by NICE,1 the BMA,3 
and the Welsh Government4 may, in fact, discourage genuine 
donation. 

Furthermore, NICE actually recommends the use of manipu-
lative language in trying to gain consent from the relatives, 
advising clinicians to ‘Use positive ways to describe donation’.1 
Surely the doctor seeking ‘consent’ from relatives should be 

end-of-life care, yet before those wishes are explored or known, 
the guideline recommends that the patient’s management is 
significantly altered by stabilisation in a critical care unit and 
continuation of unlimited life-sustaining treatment that itself 
has been judged as no longer in the patient’s best interests. The 
guideline’s priority has become the facilitation of organ retrieval 
for the interests of others. 

The BMA’s report states that mental capacity legislation ‘pro-
vides the legal justification for taking some steps before death to 
facilitate donation, where it is known the individual wished to 
donate organs’.3 However, the BMA report3 and NICE guide-
line1 both promote the taking of ‘minimum steps’ before the 
patient’s wishes are known. They do not provide ethical or legal 
justification for this practice.

Furthermore, transfer to a critical care unit followed by delib-
erate delay in withdrawing treatment judged to be no longer in 
the patient’s interests do not constitute ‘minimum steps’. In an 
editorial in the BMJ, consultants in intensive care note that ‘sta-
bilisation’ would probably involve ‘the insertion of multiple 
cannulae for drug and fluid infusions to maintain circulation, 
tracheal intubation for mechanical ventilation, and sedation to 
allow the patient to tolerate these interventions’.7 These are not 
‘minimum steps’! The BMA wants to open debate on such elec-
tive ventilation, but the position has already been made clear by 
the intensivists, who note that patients with untreatable or rap-
idly lethal conditions are currently not admitted to, or treated 
on, intensive care units because such management prolongs 
dying and may result in harm. Moreover, Fullerton and Perkins 
have also argued that the use of scarce intensive care unit 
resources for speculative organ retrieval is ethically problematic, 
as it conflicts with the prioritisation of patients according to 
likelihood of recovery.8 

The BMA, referring to the Organ Donation Taskforce’s 
report,2 makes it clear that all clinical areas that provide end-
of-life care should be included in these measures, specifically 
naming emergency departments, acute stroke units, medical 
assessment units and general medical wards.3 In contrast, 
national policy on end-of-life care,9 including some pertinent 
NICE guidance from 2004,10 recommends following a care-of-
the-dying pathway and that death (where possible) should 
occur in the patient’s preferred location. Now, however, NICE 
and the BMA stipulate that when there may be potential for 
organ retrieval, patients should be treated in certain ways in 
critical care,1,3 heavily influencing the timing and location of 
their death before their wishes around donation or potential to 
donate are known. These steps are to be taken despite the 
BMA’s acknowledgement that organ usage for transplant will 
probably be impossible in about 43% of potential DCD donors 
because of an extended period between withdrawal of treat-
ment and death. It is not clear how NICE can promote the 
Liverpool Care Pathway for the dying11 and preferred location 
of death while its guideline promotes organ retrieval via inten-
sive treatment unit care and clinical practice that deliberately 
‘prolongs dying’.1 
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organs were retained after autopsy at the Royal Liverpool 
Children’s Hospital.14 Quite apart from inadequacies in the con-
sent process, the parents expressed a desire to have their chil-
dren’s organs returned and buried with them. Respect for the 
body is also seen in the desire for repatriation of the bodies of 
soldiers killed in conflict. This deeply held attitude is universal 
and may partly explain the discrepancy between public profes-
sions of support for the donation of organs for transplant and 
the reluctance of many people to join the organ donor register 
and of their relatives to authorise organ retrieval. In scenarios 
involving cardiac death, relatives refused organ retrieval in 49% 
of cases. In view of these cultural attitudes, guidelines designed 
to improve organ retrieval rates must be honest and sensitive.

Conclusions

Future implementation of the NICE guideline and BMA report,1,3 
possibly including a change to an opt-out policy, would have 
radical implications for patient care. Currently, if life-sustaining 
treatment is withdrawn following a best interests judgement, a 
patient would normally be expected to die peacefully in the ward 
or at home (with family in attendance). However, according to 
the NICE and BMA recommendations,1,3 the patient should be 
moved to the intensive care unit to have (unlimited) treatment 
continued until such time as suitability for organ retrieval and 
willingness to ‘donate’ (including searching an opt-out register) 
had been determined. This scenario would radically alter the way 
a significant number of people die. 

Our main criticism of the NICE and BMA recommenda-
tions1,3 is that they conflict with central principles of ethics: that 
the interests of the patient should be the doctor’s first considera-
tion and that adequate and honest information should be pro-
vided. The recommendations also seem to conflict with legisla-
tion governing decision making for patients who lack capacity, 
with criteria for access to intensive care units and with other 
guidance on end-of-life care. In different ways they shift the 
focus of the doctor’s attention from the overall benefit of their 
identifiable patient to the interests of possible recipients of that 
patient’s organs. No doubt the hope of these organisations is to 
benefit organ recipients, but implementation of their recom-
mendations may undermine the trust that patients have in their 
doctors, and undermining trust ultimately is not conducive to 
increasing organ donation and retrieval.
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evidenced by the outrage felt by the parents of children whose 
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