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Introduction 
 
i. This document, developed by the UK Donation Ethics Committee 

(UKDEC), discusses the key ethical issues that arise in considering donation 

after brain stem death.  It is presented in a similar format to the UKDEC 

Ethical Framework for controlled donation after circulatory death.  Although 

the two documents can be read independently, they consider similar issues 

and readers may find it beneficial to consider both. 

ii. This ethical framework is presented in two parts: 

Part One discusses the principal ethical issues that are relevant to donation 

after brain stem death. 

Part Two sets the principal ethical issues in the context of the patient 

pathway. 

iii. This is a working document, aimed primarily at doctors and other 

healthcare professionals who are responsible for the various aspects of organ 

donation and transplantation, rather than the lay public.  Therefore it has been 

structured along the patient pathway in such a way as to provide logical and 

sequential advice to those involved in the clinical care of donors and 

recipients.  Nevertheless UKDEC acknowledges that it will be more widely 

read, and has therefore tried to write the document in a readable and 

understandable form for those less familiar with some of the clinical concepts 

discussed. 

 

iv. UKDEC was established in 2010 following a recommendation of the Organ 

Donation Taskforce (ODTF).  It is independent, hosted by the Academy of 

Medical Royal Colleges (with funding from the UK Health Departments).  Its 

purpose is to address the ethical questions that arise in organ donation, in 

order to remove barriers to effective decision-making in donation and 

transplantation.  It promotes ethical practice and does not seek to increase 
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the number of donations per se.  Membership includes clinicians, ethicists and 

lay members. 

 

Guiding Principles 

v. There are two guiding principles underpinning the ethical frameworks 

developed by UKDEC.  These are:  

Principle 1:  Where donation is likely to be a possibility, full consideration 

should be given to the matter when caring for a dying patient; and 

Principle 2:  If it has been established that further life-sustaining treatment 

is not of overall benefit to the patient, and it has been further established 

that donation would be consistent with the patient’s wishes, values and 

beliefs, consideration of donation should become an integral part of that 

patient’s care around the time of death (both pre- and post-mortem). 

vi. There are many other ethical, legal and practical considerations that come 

into play in determining the right course of action for any particular patient at 

any particular time.  This is true for all patients with life-threatening conditions 

who are receiving critical care, and not just for potential donors. UKDEC 

supports as fundamental the principle that all patients entering end of life care 

should be offered the opportunity to donate where there are no medical 

contra-indications, and that, within the hospital setting, this should happen 

irrespective of where that end of life care takes place.  For example, patients 

in the Emergency Department should be offered the same opportunity to 

donate as those in an Intensive Care or High Dependency Unit.  In developing 

local policies and protocols for organ donation, institutions should consider 

how to ensure that these principles can be followed, particularly across 

specialty boundaries.  This will require flexible policies and protocols, 

implemented with the commitment and leadership necessary to maximise 

opportunities for organ donation.  

 

Definitions and terminology 

Donation after brain stem death (DBD) 
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vii. Organ donation following brain stem death (BSD) takes place following a 

diagnosis and confirmation of death using neurological criteria, as laid down in 

the 2008 Academy of Medical Royal Colleges Code of Practice for the 

Diagnosis and Confirmation of Death (hereafter known as the Code of 

Practice) 1. It is also sometimes known as heart beating donation.  This 

guidance has been developed for donation after BSD. 

Donation after circulatory death (DCD) 

viii. Donation after circulatory death is organ donation that takes place 

following diagnosis of death by cardio-respiratory criteria, as laid down in the 

Code of Practice.  This form of donation has been known as non-heartbeating 

donation (NHBD) and donation after cardiac death (DCD) in recent times.  

UKDEC has published an Ethical Framework for DCD (“An ethical framework 

for controlled donation after circulatory death”: AOMRC, December 2011.  

www.aomrc.og.uk/donation-ethics-committee.html) 

Overall benefit 

ix. In this guidance we have used the term ‘overall benefit’ when describing 

the course of action most appropriate to a particular patient at a particular 

time.  This follows the approach taken in recent GMC guidance on end of life 

care2, and is intended to ensure that the points discussed are applicable to 

the legal frameworks throughout the UK.  Other terms, such as ‘best 

interests’, are only used in the context of specific legislation.  

Background 

Diagnosis and confirmation of death using neurological criteria 

x. Life support systems in modern intensive care units are able to provide 

artificial ventilation for comatose patients unable to breathe for themselves. 

Providing ventilation continues, even when the brain has lost all function, the 

heart can continue beating for some time.  Diagnosis of death using 

neurological criteria was developed in order to be able to cease interventions 

that are no longer of benefit to the patient.  This practice developed prior to, 
                                                 
1 A Code of Practice for the diagnosis and confirmation of death, Academy of Medical Royal Colleges, 
2008. 
2 GMC(July 2010): Treatment and care towards the end of life: good practice in decision-making. 
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and independently from, transplantation3. The first UK Code of Practice was 

published in 19764, which detailed criteria for making the diagnosis. This was 

amended in 19795 to recognise explicitly that a diagnosis of brain death was 

equivalent to death. The 1998 Code of Practice6 formally adopted brain stem 

death as the UK standard for brain death.  The latest 2008 Code of Practice is 

the first Code of Practice both to consider the diagnosis of death independent 

of organ donation, and to give criteria for the diagnosis and confirmation of 

death after cardio-respiratory arrest. The actual criteria for how to diagnose 

death using neurological criteria have altered very little since 1976.  

Donation after brain stem death 

xi. Donors who have been diagnosed as brain stem dead have provided the 

majority of the organs used for transplantation since transplantation became a 

possible treatment option in the 1950s. The Belgian surgeon Guy Alexandre 

carried out the first DBD in 1963.  In recent years donation after circulatory 

death has grown rapidly, increasing from 200 donors in 2007-08 to 507 in 

2012-13.  Donation after brain stem death has also grown from 609 to 705 in 

the same period. 

xii. The balance between DBD and DCD donation rates varies widely between 

different countries. In the UK 58% of deceased donors are from DBD, 

compared to around 87% in the USA and more than 90% in Spain. It is not 

immediately clear why these differences exist between countries. Relevant 

factors may include:  

• variance in end of life practice, such that a patient whose condition is 

known to be not survivable is supported until brain death evolves, 

                                                 
3 Gardiner, Danbury & Manara : Confirming death using neurological criteria: are two sets of tests 
better than one? (Journal of Intensive Care Society, 14(1):6-7)  
4 Diagnosis of brain death. Statement issued by the honorary secretary of the Conference of Medical 
Royal Colleges and their Faculties in the UK on 11 October 1976. (BMJ 1976;2:1187-88:) 
5 Diagnosis of death. Memorandum issued by the honorary secretary of the Conference of Medical 
Royal Colleges and their Faculties in the UK on 15 January 1979 (BMJ 1979;1-332) 
6 Academy of Medical Royal Colleges. A Code of practice for the diagnosis of brain stem death 
including guidelines for the identification and management of potential organ and tissue donors. 
London : Academy of Medical Royal Colleges, 1998. 
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rather than treatment being withdrawn, as is more likely to be the case 

in the UK7.    

• variance in admission policies for intensive care 

• variance in the perception of the importance of establishing a diagnosis 

of brain death 

• differing levels of intensive care education and familiarity with carrying 

out BSD testing 

xiii. Even with the development of DCD, organ donation is still extremely rare.  

Only about 1 in 500 people who die in the UK become donors. 

The current clinical, legal and ethical frameworks for donation after brain stem 

death 

xiv. In this document UKDEC has sought to provide an ethical commentary to 

complement other relevant legislation and guidance documents: 

• Human Tissue Act 2004, which applies to England, Wales and Northern 

Ireland and the associated Codes of Practice. In Scotland, the Human 

Tissue (Scotland) Act 2006 applies.  

• Mental Capacity Act 2005, which applies in England and Wales, and the 

associated Code of Practice. In Scotland, the Adults with Incapacity 

(Scotland) 2000 Act applies.   

• The 2008 Academy of Medical Royal Colleges Code of Practice on the 

Diagnosis and Confirmation of Death.  

• The 2011 NICE Guideline CG135:  Organ Donation. This clinical guideline 

offers evidence-based advice on identifying potential organ donors as a 

result of brain stem death or circulatory death. It also gives advice on 

obtaining consent for deceased organ donation for transplantation, 

including the optimum timing for approaching families about consent. 

• The 2011 UKDEC ‘An Ethical Framework for Controlled Donation After 

Circulatory Death’ published by the Academy of Medical Royal Colleges. 
                                                 
7 Sprung et al. End-of life practices in European intensive care units: the Ethicus Study. Department of 
Anaesthesiology and Critical Care Medicine, Hadassah Hebrew University Medical Centre. (JAMA. 
2003 Aug 13; 290(6):790-7) 
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Donation after Brain Stem Death vs Donation after Circulatory Death 

 

xv. Donation after circulatory death brings with it considerable uncertainties.  

Once a decision is made that further life-sustaining treatment will not be of 

overall benefit to the patient, it then needs to be decided whether organ 

donation would fit with their known wishes, feelings, beliefs and values.  If it 

does, then the donation process is initiated.  It is only once the retrieval team 

is in place that treatment can be withdrawn.  The time taken from withdrawal 

of treatment to confirmation of death can vary widely, and if the timeframe is 

too long then the organs will no longer be suitable for transplant.  In 40% of 

cases, retrieval does not take place because of prolonged time to asystole. 

These uncertainties may not only be difficult for families, but also the process 

is complicated and resource intensive both for the donor hospital and the 

retrieval teams, with a significant chance that the donation does not take 

place at all.  

xvi. In cases of donation after brain stem death, the donor will already have 

been confirmed deceased before the retrieval team are assembled. Although 

there may be some cases where donation will not proceed (9%), it is far more 

certain that a planned DBD will take place.  Timing is also far more certain for 

DBD, which is helpful in planning use of theatre time, and preparing in ICU for 

admission of new patients.  In contrast to DCD, as the donor has already 

been confirmed deceased, interventions to optimise organ quality prior to 

donation can be commenced. Additionally, outcomes for the individual organs 

vary according to whether they originate from a DBD or a DCD donor 

(although experience leads to improvements all the time).  Lungs and kidneys 

from DCD donors have similar long term outcomes, while livers from DBD 

donors tend to fare better in comparison with those from DCD donors.  At 

present, hearts are only retrieved from DBD donors.   

xvii. Thus the evidence demonstrates that a DBD pathway is more likely to 

result in successful donation and transplantation than a DCD pathway.  
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PART ONE:  ETHICAL CONSIDERATIONS 
 
1.1 The diagnosis of death 

 

1.1.1. A clear and common understanding of the definition, diagnosis and 

confirmation of death is essential if clinicians, patients and the public 

are to have confidence in donation and transplantation programmes.   

This is true for both donation after brain stem death (DBD) and 

donation after circulatory death (DCD) 

1.1.2. Death is a highly significant event, triggering legal, ethical, emotional 

and social consequences.  Declaring death in an intensive care unit or 

similarly highly medicalised setting is not necessarily straightforward, 

but it is nevertheless important that death is diagnosed in a timely 

manner in order that:  

• It is known with certainty a) that someone is alive or dead; b) 

when they died 

• Interventions that were supportive in life but which are no longer 

of overall benefit can be discontinued.   

• Relatives and friends are able to begin the process of coming to 

terms with the loss of a loved one. 

• Resources can be redeployed in a timely manner, enabling 

other patients to receive appropriate care. 

1.1.3. Although the Code of Practice details two methods for diagnosing 

death, the state of death is the same in all cases. Death is regarded as 

the irreversible loss of the capacity for consciousness combined with 

the irreversible loss of the capacity to breathe, both of which are 

functions of the brain stem and which are lost rapidly after cardiac 

arrest. The circumstances in which a doctor is called to diagnose and 

confirm death will determine which is the most appropriate method to 

use. For a patient supported on a ventilator, the brain stem may have 

been destroyed, rendering the patient irreversibly unconscious and 

irreversibly unable to breathe but circulation and respiration may 

continue, as at this time the heart is simply an organ which is capable 
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of continuing to function without stimulus from the brain, providing 

respiration (from the ventilator) continues.  The diagnosis of death in 

such a patient is therefore the result of a neurological assessment of 

the brain stem. 

1.1.4. UK law accepts the diagnosis of brain stem death, as carried out 

according to the Code of Practice, as confirmatory of death.8  

 

Recommendation 

The diagnosis of death using neurological criteria, performed in 
accordance with the Code of Practice, is confirmatory of death. 

 

1.1.5. The process of diagnosis of brain stem death is exactly the same 

whether or not the patient is known to have wanted to donate their 

organs.  It is only after death has been confirmed that the process 

differs: the ventilator is switched off if the deceased is not going to be 

a donor, and this results in rapid hypoxic cardiac arrest.  If donation is 

planned, respiratory support continues until arrangements for donation 

are in place.   

 
The importance of brain stem testing 

 

1.1.6. In circumstances where the patient fulfils (or could fulfil) the pre-

conditions for neurological testing, approximately 1500 cases per year, 

then diagnosing death before mechanical ventilation is withdrawn will 

be possible.  The Organ Donation Taskforce (2008) & NICE (2011) 

recommended that all such patients should receive BSD testing, even 

if organ donation is an unlikely outcome9.  

1.1.7. Data from the UK Potential Donor Audit demonstrates that nearly 30% 

of patients with a possible diagnosis of brain stem death are not 

                                                 
8 Re A (A Minor) [1992] 3 Medical Law Reports 303; Re TC (A Minor) (1994) 2 Medical Law 
Review 376. 
9 Recommendation 7, Organs for Transplants, Department of Health, 2008 (NICE 135, 2011). 
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tested. It is not immediately clear why this continues to be the case, 

but the factors may include: 

• Clinical circumstances that make BSD testing difficult or not 

possible, 

• Lack of familiarity with BSD testing, particularly in general 

intensive care units where appropriate patients will be cared for 

relatively infrequently, in contrast to specialist neurological 

intensive care units, 

• A concern that the process of BSD testing is relatively intrusive, 

whereas the withdrawal of treatment leads (in the judgement of 

the clinician) to a more peaceful end of life. 

1.1.8. UKDEC is in agreement with the recommendations of the Organ 

Donation Taskforce and NICE.  

1.1.9. UKDEC believes where BSD is suspected, it is highly desirable to 

confirm this by BSD testing:   

• To eliminate all possible doubt regarding survivability, 

• To confirm the diagnosis of death for families, 

• To reassure health professionals in cases subject to medico-legal 

scrutiny, and 

• To provide choice regarding organ donation. 

 
1.1.10. UKDEC recognises that circumstances in which decisions are made 

about BSD testing may vary.  In particular UKDEC recognises two 

scenarios in which action to enable BSD testing to be carried out is 

needed: 

• The patient fulfils the criteria for BSD testing but needs to be 

stabilised before the tests can be carried out.   

• The patient does not fulfil the criteria, but it is strongly suspected 

they will within a short timeframe. 
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1.1.11. If a patient may have developed brain stem death, but diagnostic tests 

cannot be carried out until certain clinical pre-conditions are met, then 

the patient may require a period of stabilisation of several hours.   

1.1.12. UKDEC is of the view that the healthcare team should also consider 

whether a patient for whom the intention is to withdraw life-sustaining 

treatment could have their end of life care managed to enable brain 

stem death to evolve.  The following factors should be considered in 

making such a decision: 

• clinical factors – is there reason to think that evolution to brain 

stem death is likely?  (confounding factors may include 

neurosurgical intervention), 

• the likely estimated timescale, 

• the views of relatives, and 

• the wider impact on the ICU – this may lengthen the timescale 

that this patient is cared for on ICU, but if brain stem death is 

confirmed, and organ donation forms part of the patient’s end of 

life care, then the donation process is more straightforward in 

terms of logistics. 

Recommendations: 

• BSD testing is sound clinical practice and should be carried out 
on all patients who fulfil the pre-conditions. 

• Intervening to stabilise a patient to allow BSD testing is good 
practice to enable a diagnosis using neurological criteria to be 
made. 

• It is justifiable to delay for a short time a decision to withdraw life-
sustaining treatment, to allow subsequent BSD testing. 

The process of brain stem death testing. 

1.1.13. The process for brain stem death testing is laid out in full in sections 5 

and 6 of the Code of Practice. Section 5 concerns the pre-conditions 
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that have to be satisfied before testing can take place. The Code 

states in section 5.1: 

“There should be no doubt that the patient’s condition is due to 

irreversible brain damage of known aetiology” 

1.1.14. Section 5 goes on to describe potentially reversible causes of coma 

(such as depressant drugs or primary hypothermia) that must be 

excluded.  Once the pre-conditions have been met, then Section 6 of 

the code describes how the function of the brain stem is assessed by 

a series of tests which include examining the patient’s response to 

physical stimuli, assessing whether their pupils react to light and their 

ability to breathe unaided. 

1.1.15. The tests are carried out by two senior doctors, registered for more 

than five years, one of whom must be a consultant.  Two sets of tests 

are performed by these doctors.  In the first set, one doctor performs 

the tests while the other observes.  Once the first set is finished, 

assuming the tests show no neurological function in the brain stem, 

and after a variable time interval, the doctors swap roles and the 

second doctor repeats the tests while the other observes.  Death is 

then confirmed at the conclusion of the second set of tests, with the 

time of death being retrospectively recorded as the time the first set of 

tests was completed.  There is no limit on the time interval between 

the two sets of tests, rather the requirement is that the patient’s 

condition has once again stabilised. 

1.1.16. The current diagnostic process has been in operation for over 30 

years.  Performed by trained and experienced staff, often with 

relatives and other clinical staff at the bedside, it has been proven to 

be reliable and effective.  In 2012-13, the Potential Donor Audit shows 

that, out of 1255 patients BSD tested, only 26, or 2.1%, did not satisfy 

the criteria for death.   This shows that clinicians are able to exclude 

almost all cases where brain stem death has not occurred before 

undertaking the tests.  
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Recommendation 

UKDEC recommends that the criteria for diagnosing death, as outlined 
in the Code of Practice, should always be followed. 

Ancillary investigations 

1.1.17. Ancillary tests (such as radiological investigations to measure blood 

flow to the brain, or neurophysiology investigations such as 

electroencephalography) are sometimes proposed as an additional 

requirement to the standard clinical tests for brain stem death function. 

With technology becoming ever more prevalent in every day life it is 

inevitable that relatives are increasingly likely to feel that there must 

be a test or scan that might offer greater reassurance than the ‘simple’ 

clinical tests.  

1.1.18. The evidence is that the clinical brain stem tests, as practised in the 

UK, are reliable. Ancillary tests have well-described margins of error 

and can present logistic and interpretative difficulties.   

Electroencephalography (EEG) is sometimes discussed as a possible 

confirmatory test as it can be used to demonstrate the loss of 

bioelectrical activity in the brain.  However, EEG is least helpful in 

circumstances that are most likely to benefit from an ancillary test, 

such as where a primary metabolic or pharmacological derangement 

cannot be ruled out. Literature reports do not recommend its use10, 

and nor do the latest Canadian and Australian Guidelines.11 12  There 

are, however, international precedents for ancillary testing for 

reassurance purposes – in Israel, ancillary tests may be offered if the 

relatives wish it, even though the neurological tests are considered to 

be adequate for a legal diagnosis of death.   

1.1.19. Clinicians considering the use of additional tests need to consider 

carefully and ensure relatives understand the margins of error and 

                                                 
10 Guerit, Intensive Care Medicine 2007, Electroencephalography:  the worst traditionally 
recommended tool for brain death confirmation. 
11 Shemie et al. Severe brain injury to neurological determination of death: Canadian forum 
recommendations.   CMAJ March 14, 2006, Vol.174 no. 6 
12 Australian and New Zealand Intensive Care Society. The ANZICS Statement on Death and Organ 
Donation (Edition 3.2). Melbourne: ANZICS, 2013.   
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potential risks to the patient associated with such tests. There are 

dangers in overly relying on ancillary investigations at the expense of 

good clinical examination. In addition, it needs to be recognised that 

very few UK centres have the skills and knowledge to use ancillary 

investigations, including EEG, to confirm death using neurological 

criteria.  Given these difficulties, ancillary testing should not have an 

automatic place in the process of diagnosing brain stem death.  

1.1.20. Where the pre-conditions for BSD testing cannot be satisfied, or a 

comprehensive neurological examination is not possible, the Code of 

Practice recommends the use of ancillary investigations. Appendix 3 

of the Code of Practice outlines the evidence base for the differing 

ancillary investigations, which may be possible.  

 

Recommendation 

The accuracy and reliability of the clinical criteria for the diagnosis of 
brain stem death, over several decades, provide justification for not 
including the results of ancillary investigations (neurophysiological or 
imaging) as a compulsory part of these criteria.  
 
However, certainty of diagnosis is paramount. Ancillary investigations 
are best considered as an adjunct to clinical testing, when the full 
preconditions cannot be satisfied or a comprehensive neurological 
examination is not possible. 
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1.2. MAKING DECISIONS ABOUT ORGAN DONATION 

1.2.1 An individual may decide at any time and for a variety of reasons that 

they wish to donate their organs or tissue after their death.  Ideally, they 

will have considered the issues, made a decision, and if that decision is 

to donate, put their name on the Organ Donor Register, and discussed 

this with their family.  In many cases this consideration and discussion 

does not happen, and a family, having just learned that their loved one is 

close to death or has died, is confronted with the difficulty of trying to 

work out whether donation is something their loved one would have 

wanted.  This difficulty is compounded by the fact that most deaths 

leading to organ donation are the result of sudden catastrophic injury or 

illness (a road traffic accident or massive stroke).   

 

1.2.2 This section discusses the issues that need to be considered in deciding    

whether organ donation should proceed: 

• when a patient is alive and has capacity 

• when a patient is alive but lacks capacity 

• when a patient is deceased 

 

When a patient is alive and has capacity 

1.2.3 There may be circumstances, for example where a patient has received 

a diagnosis of terminal illness, where end of life care planning, including 

the option of organ donation, can take place with the full involvement of 

the patient.  Early discussion and knowledge of an individual’s wishes 

with regard to donation are therefore desirable, but cannot and should 

not be forced.   

 

1.2.4 The GMC guidance ‘Treatment and Care Towards the End of Life’ 

issued in 2010, addresses the issue of advance care planning in some 
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detail in paragraphs 50 to 62.  With specific reference to organ donation 

it says:  

“Depending on the patient’s circumstances, it may also be appropriate to 

create opportunities for the patient to talk about what they want to 

happen after they die.  Some patients will want to discuss their wishes in 

relation to the handling of their body, and their beliefs or values about 

organ or tissue donation.” 

1.2.5 UKDEC recognises that organ or tissue donation will not always be 

possible, depending on the nature of the patient’s condition and other 

factors but, where it is a possibility, UKDEC, like the GMC, believes that 

clinicians should create opportunities for patients to receive information 

and express their wishes.  Not every patient will want to discuss 

donation, but those who do may raise the issue at any point in their 

course of treatment.  Whenever this happens, clinical teams have a very 

important role to play in discussing the issues, answering any questions 

the patient or their family might have, and making a clear record to assist 

in planning the final stages of end of life care.  Where donation will not 

be appropriate, patients and their families should similarly be given an 

opportunity to discuss this if they wish.  It is equally important to ensure 

relatives do not have cause to regret having missed an opportunity at a 

later date. 

 

When a patient is alive but lacks capacity 

Legal context 

1.2.6 Before death has been diagnosed, decisions about a patient’s care are 

governed by the Mental Capacity Act 2005 in England and Wales, and 

the Adults with Incapacity (Scotland) Act 2000 in Scotland.   

1.2.7 Prior to death, the patient who lacks capacity must be treated in 

accordance with their overall benefit. As death cannot be confirmed until 

after the second set of BSD tests, the period ‘prior to death’ also 

includes the period between the two sets of BSD tests.  
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Balancing harms and benefits 

1.2.8 Determining the course of action appropriate for a patient who lacks 

capacity requires an assessment to be made of whether the options 

available may cause, or risk causing, harm to the patient.  The 

legislation does not provide a definition of harm, which will vary 

according to the situation.  Some consideration is therefore needed as to 

what constitutes harm in the context of a potential organ donor. 

1.2.9 In this context, harm may encompass two elements.  One is the 

undesirable physical effect that may be caused by an intervention, such 

as the risk of unpleasant side-effects of a medication, pain or discomfort, 

and distress.  The other is the harm that may be caused by doing wrong 

to the patient, such as by ignoring their expressed wishes for end of life 

care.  In considering whether a particular intervention or course of action 

may cause harm to a patient, both of these elements need to be 

considered and a judgement made.   

1.2.10 When assessing overall benefit, the patient’s wishes, feelings, beliefs 

and values must all be considered. The Mental Capacity Act Code of 

Practice issued in 2007 emphasises the importance of considering a 

person’s social, emotional, cultural and religious interests in determining 

what course of action may be in their best interests (similar provisions 

apply in Scotland as set out in the Adults with Incapacity (Scotland) Act 

2000 and associated codes of practice). The courts have established 

that a person’s best interests are wider than simply their clinical 

interests.13  

1.2.11 It is reasonable to assume that, when people express the wish to be a 

donor, they want the donation to be successful.  As discussed in 

paragraphs xv-xvii of the introduction, the evidence demonstrates that a 

DBD pathway is more likely to result in successful donation and 

transplantation than a DCD pathway. Therefore it could be argued that, 

once it is agreed and accepted that life-sustaining treatment is no longer 
                                                 
13 Re Y (Mental Incapacity: Bone marrow transplant) [1997] Fam 110; Re A (Male 
Sterilisation) [2000] 1 FLR 549; Aintree University Hospitals NHS Foundation Trust v James 
[2013] UKSC 67, [39]-[40]. 
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of overall benefit to the patient, and it is further established that that 

patient wished to donate their organs, then, if it were clinically feasible, it 

would be of overall benefit to manage that patient’s end of life care to 

enable them to become a DBD donor rather than a DCD donor.  The 

impact on the relatives is also important.  Having given consent for 

donation, it is reasonable to assume they will want to give the donation 

the best chance of success, balanced against a peaceful and dignified 

end of life for their loved one. 

1.2.12 Managing the final stages of the patient’s life in this way has 

international precedent.  In Germany, knowledge of a patient’s wishes 

regarding organ donation is used as a justification for continuing 

ventilation to allow brain stem death to evolve.   

1.2.13 Every decision taken must nonetheless be for the overall benefit of the 

patient who lacks capacity until the diagnosis of BSD is confirmed after 

the second set of BSD tests. There can be no standard test of ‘overall 

benefit’. Individual wishes, feelings, beliefs and values must all be taken 

into account alongside medical needs and consideration of the risks and 

burdens (if any) to the patient.  

Recommendation 

Once a decision has been made by the treating team that the withdrawal 
of life-sustaining treatment is appropriate, decisions made about the 
patient’s care should incorporate the patient’s views on organ donation, 
if known.  

 

When a patient is deceased 

Legal context 

1.2.14 Organ donation can only proceed if consent to that donation is 

available under the Human Tissue Act 2004 (for England, Wales14 

                                                 
14 The Human Transplantation (Wales) Act 2013 was passed by the National Assembly for Wales on 
2nd July 2013. The Welsh Government plans to bring the Act into force in 2015. This document does 
not deal with the soft opt-out system which will be introduced in Wales. 
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and Northern Ireland).  Similar provisions apply in Scotland under the 

Human Tissue (Scotland) Act 2006. 

1.2.15 Consent can be provided either:  

a. by the donor, or  

b. by a third party, either someone nominated by the donor (a 

‘nominated representative’) or, more likely, by the family (someone in a 

‘qualifying relationship’ to the donor)  

1.2.16 Both categories will include a spectrum of possibilities which will 

overlap. The first category will include: (i) donors who have both 

consented to donation and agreed to undergo any procedures which 

would increase the probability of a successful transplant; (ii) donors 

who have simply consented to donation by joining the Organ Donor 

Register, signing a donor card or advance directive; and (iii) donors 

who have consented to donation (communicated by their family) 

without performing one of the formalities in (ii). Even though consent is 

available from the donor in this last example, consent may also be 

sought from a third party. In addition, the ‘third party’ category will also 

include (iv) donors for whom consent is provided on the basis of their 

wishes and feelings; (v) donors for whom consent is provided on the 

basis of the beliefs and values that would be likely to influence their 

decision; and (vi) donors for whom consent is provided although there 

is little or no evidence of their wishes and feelings on donation, or that 

donation would be consistent with their beliefs and values.  

1.2.17 Within the ‘third party’ category, although most consent providers will 

be influenced by the donor’s wishes, there is no legal requirement for 

the consent, or lack of it, to reflect the donor’s wishes.  

Potential harm to the deceased 

1.2.18 The legal framework for interventions changes after death and it is no 

longer the case that interventions have to satisfy the legal test as to 

whether they are of overall benefit to the patient.  However, the 

potential for wrongful action remains.  A wrong might be committed by 

not acting in accordance with the deceased’s expressed wish to 



 

 21 

become a donor, or by undertaking an intervention that is considered to 

be inappropriate by the family. 

1.2.19 The deceased may require a period of ‘organ optimisation’ while 

awaiting donation – interventions to support and improve the condition 

of the organs to maximise the chances of a successful transplant. 

1.2.20 A range of other tests and interventions will be undertaken to 

determine the suitability of organs for donation, and match with likely 

recipients. These will include blood tests for tissue typing purposes, 

and physical interventions such as measuring the deceased to make a 

judgement about the size of the lungs.    

If the heart stops beating after BSD is confirmed 

1.2.21 An example of a more extreme intervention may be if the deceased’s 

heart stops beating before the team are ready to proceed with the 

donation.  In such circumstances the ICU team could initiate cardio-

pulmonary resuscitation, but this is an intrusive intervention and both 

the family and staff may feel it would be inappropriate for the 

deceased, and would be distressing for the family, staff and other 

patients on the ICU.   

1.2.22 UKDEC considers it is good practice to anticipate the possibility of the 

heart stopping, and discuss the implications with the family at an early 

stage. 

1.2.23 Bereaved families need to be given clear information to help them 

understand the options and the implications for a successful donation.  

Particular care needs to be taken to explain: 

• Confirmation of death has already been made by BSD testing before 

the heart stopped beating, 

• restarting the heart does not mean the loved one is alive, and 

• not restarting the heart would mean that organ donation could not take 

place. 
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Recommendation:  Once the patient is dead they can no longer be 
harmed in the physical sense, but it remains important to consider the 
potential for wrongs that could be done.  The clinician will need to 
balance the risk of frustrating the wish of the patient to become a donor 
with the risk of undertaking an intervention that may be too distressing 
for the family (such as cardiopulmonary resuscitation).  Clinicians 
should discuss the potential difficulties that may arise and the limits of 
interventions after death with the patient’s family. 
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1.3 Conflicts of interest 

Donors and recipients 

1.3.1 A major ethical obstacle to organ donation is the perceived conflict of 

interest that arises for clinicians caring for potential donors in acute 

hospital settings – usually critical care or emergency departments. 

Clinicians will ordinarily prioritise treatments and interventions designed 

to secure the survival of their patient. 

1.3.2 However, if the patient is known to have wanted to be a donor, or to 

have values and beliefs compatible with being a donor, the possibility of 

facilitating donation provides a reason to manage care at the end of life 

in such a way as to protect organs that might be donated, and thereby 

ultimately benefit the recipients.  This concept can leave some clinicians 

feeling conflicted, concerned that they are no longer acting for the 

overall benefit of the patient, but rather for the overall benefit of the 

potential recipients. 

1.3.3 Before death has been diagnosed, the Mental Capacity Act governs the 

provision of care, as discussed in the preceding section.  The courts 

have established that a person’s best interests are wider than simply 

their medical interests.13  The Mental Capacity Act Code of Practice 

emphasises the importance of considering a person’s social, emotional, 

cultural and religious interests in determining what course of action may 

be in their best interests, and the clinician is legally obliged to take this 

wider view.15 Similar principles apply in the legislative framework for 

Scotland.  When planning end of life care for a patient for whom life-

sustaining treatment is no longer appropriate, if the patient wished to 

become an organ donor, then care that facilitates successful donation is 

likely to be highly compatible with their best interests. 

1.3.4 As with any patient, every decision about the potential donor’s care while 

they are still alive needs to balance a number of factors.  If the 

interventions required to stabilise the patient and facilitate BSD testing 

may cause or risk causing harm or distress, and this risk outweighs the 

                                                 
15 Mental Capacity Act 2005 Code of Practice (2007) [5.48], [8.20]-[8.21] 
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potential benefit of a BSD diagnosis then the interventions should not 

take place.  Clinicians caring for patients who are potential donors thus 

continue to act for the overall benefit of their patient at all times.  

Consideration of the recipient (which would result in a conflict of interest) 

does not play any part.  The Specialist Nurse for Organ Donation (SN-

OD) and other members of the retrieval team should take no part in 

caring for the patient as they have a perceived conflict of interest. 

1.3.5 After death has been diagnosed, the legal framework changes and the 

patient can no longer be harmed in the legal sense.  However the 

patient, and their relatives, may be wronged if it is established that 

donation would be appropriate, but appropriate facilitation does not take 

place, or if an intervention causes distress to their family. 

1.3.6 At this point there is no longer a conflict between the medical well-being 

of the donor and that of the recipients, SN-ODs may nurse the 

deceased, and retrieval and recipient clinical teams may now be 

involved in the donor optimisation, which may continue for several hours 

before retrieval takes place.  Care may formally be transferred to the 

retrieval team, who will be responsible for switching off the ventilator. 

1.3.7 In cases of DBD, the conflict of interests that prevents a SN-OD from 

caring for a potential donor prior to death no longer exists once BSD has 

been confirmed, giving more flexibility in staffing arrangements to ensure 

that all patients in the ICU receive care from appropriately skilled staff. 

Staff roles and responsibilities  

1.3.8 Any member of staff may feel they have a conflict of interest if they 

appear to have responsibilities both to the donor and to the recipient, or 

have other responsibilities that might influence their judgement in some 

way.  The fundamental concern is that this may lead to the perception, 

or the accusation, that decisions about the care of one of the patients by 

the staff member is not in keeping with the overall benefit of the patient. 

1.3.9 Recommended staffing structures, which totally separate donor and 

recipient clinical teams, are designed to avoid such conflicts.  This 
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protects both staff and patients, and seeks to build confidence in 

donation programmes among clinicians and the wider public. 

1.3.10 In a busy clinical unit the ideal staffing arrangement may not be readily 

available at the time a donation becomes a possibility.  The lead clinician 

or nurse in charge is then faced with considering whether donation can 

still be offered, or whether the circumstances are too difficult and it 

would be unethical to proceed with donation at that time.  In developing 

local protocols for donation, organisations need to consider what options 

should be available in the event of staffing shortages in order to achieve 

the potential donor’s wish.  This might include calling in agency staff or 

cross-cover arrangements.  The impact on other patients is a major 

factor, as all patients need to have appropriate care from staff with the 

right skills. 

1.3.11 If the decision has been taken that it would be in the patient’s overall 

benefit to pursue donation, and this does not happen because of staffing 

or hospital operational difficulties, a clinical incident should be reported 

which triggers the necessary investigation and governance process that 

is managed in the same way as a failure to deliver an operation or a 

drug error.  

Recommendation:  UKDEC recommends that organisations should have 
protocols setting out options for managing staff shortages in order to 
achieve a potential donor’s wish, and the circumstances when such 
difficulties render donation inappropriate. 

Recommendation:  The lead clinician and lead nurse are responsible for 
ensuring that staffing arrangements are such as to provide 
appropriately skilled care for the potential donor that meets the 
necessary ethical standards. 

Recommendation: Non-pursuit of organ donation in circumstances 
where donation is a possibility, and the evidence about the patient’s 
wishes indicate it would be for their overall benefit to facilitate donation, 
harms the patient, and should therefore be investigated according to 
local governance arrangements in the hospital.  
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1.3.12 In the following paragraphs we discuss the issues relating to particular 

key staff, describing the ideal situation, and set out recommendations 

for the limits of their practice.   

Clinical Leads for Organ Donation 

1.3.13 Clinical Leads for Organ Donation (CLODs) are responsible for giving 

leadership to a Trust’s organ donation programme, ensuring that the 

organisational and managerial requirements are in place for organ 

donation to proceed smoothly and appropriately.  Thus the role (which 

is typically undertaken by a senior clinician, often an intensive care 

physician who has direct experience of organ donation) is a managerial 

rather than a clinical responsibility. 

1.3.14 The clinician treating the donor has well defined responsibilities.  They 

do not take any part in deciding whether an individual patient is a 

suitable donor, nor do they have any role in the allocation of organs.  

Their role is restricted to determining whether incorporating organ 

donation into the patient’s end of life care plan would be of overall 

benefit to them, and working with the family and the SN-OD to facilitate 

donation if appropriate for that patient.  This is enshrined in recent 

GMC guidance on end of life care16: 

“81. If a patient is close to death and their views cannot be determined, 

you should be prepared to explore with those close to them whether 

they had expressed any views about organ or tissue donation, if 

donation is likely to be a possibility. 

82. You should follow any national procedures for identifying potential 

organ donors and, in appropriate cases, for notifying the local 

transplant coordinator. You must take account of the requirements in 

relevant legislation and in any supporting codes of practice, in any 

discussions that you have with the patient or those close to them. You 

should make clear that any decision about whether the patient would 

                                                 
16 GMC(July 2010): Treatment and care towards the end of life: good practice in decision-making. 
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be a suitable candidate for donation would be made by the transplant 

coordinator team, and not by you and the team providing treatment.” 

1.3.15 For DBD donation, the requirements set out in the Code of Practice 

that the neurological tests must be carried out by two doctors, and that 

the tests must be carried out twice to confirm the diagnosis provide 

robust assurance about the diagnosis of death.  In addition, potential 

donors and their families can be reassured that, although the doctor in 

the intensive care unit may open the discussion about organ donation, 

they do not make the final decision as to whether the organs can be 

used.  Their duty is to ensure that the patient’s end of life care will be of 

overall benefit to the patient and consistent with the patient’s 

expressed wishes. 

Specialist Nurses for Organ Donation 

1.3.16 Specialist Nurses for Organ Donation (SN-ODs) have a well-defined 

role to play in the organ donation process.  They work with donor 

families to seek consent for donation and continue to support them 

throughout a difficult time.  They are also responsible for liaison with 

NHSBT and the retrieval team.  SN-ODs are often intensive care 

nurses by training. 

1.3.17 Caring for a potential donor is resource-intensive. UKDEC 

recommends that SN-ODs should not provide medical care for a 

potential donor whilst they are still alive.  The SN-OD role in relation to 

donation means that there is a clear conflict of interest.  After death has 

been diagnosed and confirmed (i.e. after the second set of tests) this 

conflict of interest no longer exists, and therefore in extraordinary 

circumstances UKDEC does not consider it unethical for the SN-OD to 

take care of the patient if necessary, but only if they have the skills and 

are confident in doing so.   

Questions to consider: 

1.3.18 It is common for the family to be approached about organ donation 

after the first set of tests has been done, but before the second set.  

Death is not confirmed until the second set has been completed.  
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Following our previous argument, it would not be appropriate for the 

SN-OD to nurse the donor between the two sets of tests.   

1.3.19 After death is confirmed, the SN-OD continues to perform a number of 

duties supporting the organ donation process, whilst providing ongoing 

support to the family.  If a family that has supported consent for 

donation is becoming increasingly anxious because of delays which 

are preventing the commencement of funeral rituals which their 

tradition requires are undertaken quickly, then a conflict may arise for 

the SN-OD.   

Recommendation: 

Specialist Nurses-Organ Donation should not provide medical care for 
the potential donor prior to confirmation of death. 

Retrieval team and recipients’ team. 

1.3.20 Members of the retrieval team and the recipients’ clinical team should 

not be involved in the care of the potential donor prior to the 

confirmation of death.  After death is confirmed, the retrieval team may 

be involved in the donor optimisation process. The critical care team, 

working with the advice of the retrieval team, should retain 

responsibility for care before transfer of the patient to the retrieval team 

for the retrieval of organs. 

Recommendation  

Any clinician involved in the care of the donor prior to death should not 
have a duty of care to the recipient at that time.  In particular, members 
of the retrieval team and the recipients’ clinical teams should not be 
involved in the care of the potential donor prior to death being 
confirmed. There should, however, be effective liaison and 
communication between the retrieval team and those caring for the 
potential donor in order to ensure that the interests of the patient as a 
potential donor are maintained at all times. 
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Recommendation 

After death has been confirmed, the potential conflict of interest 
between providing end of life care for the patient and respecting their 
interest to be an organ donor disappears.  Once the decision for the 
patient to become an organ donor has been taken, it is for the overall 
benefit of both the deceased patient and the recipients for procedures to 
be carried out by a suitably trained individual.   Thus, although this 
professional may have been a member of the donor’s clinical team prior 
to death, this no longer represents a conflict of interest.   

 

1.4 Cultural and Religious Considerations 

1.4.1 The duty to diagnose and confirm death in many religions has long been 

entrusted by religious authorities upon doctors.17 18 In addition, many 

religious authorities have concluded that the irreversible cessation of 

neurological function is an acceptable definition of death.19 20 21 Such 

statements have not prevented ongoing debate.22 23 24 

                                                 
17 "[I]t remains for the doctor to give a clear and precise definition of 'death' and the 'moment 
of death' of a patient who passes way in the state of unconsciousness." Pope Pius XII, "The 
Prolongation of Life," 4 The Pope Speaks 393, 396 (1957). 
 
18 “The medical profession is the proper authority to define the signs of death.” Muslim Law 
Sharia Council UK 26 August 1995. http://www.iol.ie/%7Eafifi/Articles/organ.htm (accessed 
6th November 2012). 
 
19 Address of the Holy Father John Paul II to the 18th International Congress of the 
Transplantation Society Tuesday 29 August 2000. 
http://www.vatican.va/holy_father/john_paul_ii/speeches/2000/jul-sep/documents/hf_jp-
ii_spe_20000829_transplants_en.html (accessed 20th November 2012). 
 
20 Albar M Islamic Ethics of Organ Transplantation and Brain Death. Saudi J Kidney Dis 
Transplant 1996;7(2):109-114. 
 
21 Chief Rabbinate Council of Israel on Transplants. Heart Transplants in Israel. Jewish 
Medical Ethics. 1989; 1(2):2-10. 
 
22 Tonti-Filippini N. Religious and secular death: a parting of the ways. Bioethics. 
2012;26:410-421. 
 
23 Jones  A. Loss of faith in brain death: Catholic controversy over the determination of death 
by neurological criteria. Clinical Ethics. 2012;7:133-141. 
 
24 Wise. Rabbi says brain stem death is not enough for organ donation. Br Med J. 
2011;342:195. 
 

http://www.iol.ie/~afifi/Articles/organ.htm
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1.4.2 Whilst discussion on this topic by academics, religious leaders and the 

public is always welcomed, and UKDEC would actively encourage this, it 

does not remove the duty on doctors to confirm death in a safe and 

timely manner. UKDEC is of the opinion, as stated above, that a 

diagnosis of death using neurological criteria has proven over 30 years 

of practice to be safe, robust and publicly accepted.  
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PART 2 
DONOR PATHWAY IN DONATION AFTER BRAINSTEM DEATH (BSD) 
 

2.1 Identifying and referring patients potentially suitable for donation 
after BSD.  
2.1.1 The critical point in the care pathway of a patient who may go on to 

become an organ donor is the decision that recovery is no longer 

possible, and that care should be refocused to managing the end of life.  

This decision point is pivotal, and needs to be based solely on the 

clinical need of the patient and demonstrably independent of other 

considerations, including pressures on beds and other resources, and 

the possibility of organ donation. 

2.1.2 Once that decision has been made, then consideration turns to end of 

life care, and the cessation of life-sustaining treatment.  In the majority of 

cases, the clinical circumstances will dictate that death cannot be 

diagnosed by neurological criteria, and thus withdrawal of life-sustaining 

treatment will occur and donation after circulatory death may be 

possible. 

2.1.3 GMC guidance on end of life care explicitly recognises that doctors 

should “follow any national procedures for identifying potential organ 

donors and, in appropriate cases, for notifying the specialist nurse for 

organ donation.”  

2.1.4 The Organ Donation Taskforce (2008) recommendation 5 was that 

minimum notification criteria for potential organ donors should be 

introduced on a UK-wide basis. 

2.1.5 In December 2011 NICE issued clinical guidance on organ donation. 

This guidance applies automatically in England and Wales and has also 

been endorsed for use in Northern Ireland. While the NICE guidance has 

no regulatory force in Scotland, it is nevertheless based on best practice 

principles. The NICE guidance is: 
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“While recognising that clinical situations vary identification should be based 

on either of the following criteria: 

• defined clinical trigger factors in patients who have had a 

catastrophic brain injury, namely: (1) the absence of one or 

more cranial nerve reflexes and (2) a Glasgow Coma Scale 

score of 4 or less that is not explained by sedation unless there 

is a clear reason why the above clinical triggers are not met (for 

example because of sedation) and/or a decision has been 

made to perform brain stem death tests, whichever is the earlier 

• the intention to withdraw life-sustaining treatment in patients 

with a life-threatening or life-limiting condition which will, or is 

expected to, result in circulatory death.” 

2.1.6 In relation to DBD, the NICE guidance goes further than recommending 

referral only when a decision has been made to perform brain stem 

death tests, by advocating the use of clinical triggers to ensure that no 

potential donor is missed and that referral to the specialist nurse for 

organ donation occurs early. NICE recognised in their guidance that a 

proportion of the patients who are identified by the use of their clinical 

triggers will survive. 

2.1.7 Contact between the clinical team treating the potential donor and the 

SN-OD before the decision has been made to withdraw life-sustaining 

treatment or to carry out brain stem death testing is ethically acceptable. 

Advantages include identifying patients at an early stage who are not 

suitable donors and thereby avoiding distressing delays to the family if 

the SN-OD has to travel some distance to get to the intensive care unit. 

The need for brain stem death testing or independent verification that 

further life-sustaining treatment is not for the patient’s overall benefit acts 

as a safeguard for the potential donor at this time. 

2.1.8 Best practice is that clinical staff do not raise the subject of donation 

prior to the family accepting that death has occurred or is inevitable. The 

patient’s ODR status should be known before the family are approached. 

If the family raise the issue at an earlier stage any information should be 
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noted and discussions handled sensitively according to the family’s 

needs, but decisions should not be formalised until the decision to 

withdraw life-sustaining treatment has been made. 

 

UKDEC Recommends 

• Patients on mechanical ventilation should be referred to a 
specialist nurse for organ donation prior to brain stem death 
testing where: 

o It is suspected that the patient is already dead, or 
o It is anticipated that death will occur in a short time and the 

criteria for diagnosis and confirmation of death by 
neurological criteria will be met. 

• The use of clinical triggers to allow early referral to a specialist 
nurse for organ donation is supported. 

• The healthcare team caring for the patient should initiate 
discussions about potential organ donation with the specialist 
nurse for organ donation at the time the criteria set out in 
paragraph 2.1.5 are met. 

 

2.2  Management before BSD Testing 
 
 
2.2.1 This involves two aspects: 

• medical management of the patient prior to testing, and 

• support for the patient’s family during this time. 

 

Physiologically supporting a patient to a stage when tests can establish if 

irreversible cessation of brain stem function has occurred. 

 

2.2.2 UKDEC considers it is ethically appropriate for a patient to be 

supported in such a state so as to allow a diagnosis of BSD to be made 

and a previously expressed wish to be a donor to be fulfilled.   Such a 

wish can either be expressed through an entry on the organ donor 

register or by clear confirmation of the patient’s wishes, feelings, values 
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and beliefs by those in a qualifying relationship to the patient.  In 

recognition of the additional benefit of donation after DBD and after 

discussion with the relatives, in patients in whom brain stem death is 

anticipated and imminent and in whom withdrawal of treatment is 

appropriate, UKDEC considers it ethically appropriate for the patient to 

be supported in such a state as to allow BSD to develop and be 

diagnosed prior to donation.  If necessary, such support could include 

continuing mechanical ventilation at the end of life, with the express 

purpose of preventing circulatory collapse, so that death can be 

diagnosed using neurological criteria.   Such supportive treatment 

could equally be withdrawn in a controlled way to facilitate donation 

after circulatory death, should the patient’s condition not progress to 

brain stem death, thus precluding the diagnosis of death using 

neurological criteria. 

2.2.3 Early referral of a potential DBD donor to the SN-OD can lead to earlier 

involvement of the SN-OD with the family even before death has been 

diagnosed. This is sometimes known as the ‘long contact model’, 

meaning that the SN-OD joins the clinical team when they begin to talk 

through with the family the plans for brain stem death testing and the 

implications of the tests (that the tests are looking to establish if death 

has already occurred). 

2.2.4 The long-contact model has been the subject of some debate within 

the transplant community, with some arguing that it leads to higher 

consent rates for donation as the SN-OD is already part of the team 

supporting the family before the approach is made. Others argue that 

there is a risk of coercion and fragmentation of support to the family as, 

if the family decide donation is not appropriate, the SN-OD may leave. 

2.2.5 Best practice is that clinical staff do not raise the subject of donation 

prior to the family accepting that death has occurred or is inevitable. 

Occasionally the family will raise the option of donation ahead of 

clinical staff plans. This may be with or without the SN-OD being 

present. At other times, particularly in the Emergency Department, 

some clinicians will not admit a patient to ICU for end of life care, 

including brain stem death testing, unless the family first agree to 
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donation. It is the opinion of UKDEC that brain stem death testing 

should be carried out wherever possible. 

 
UKDEC Recommends 

• There is no ethical objection to the SN-OD meeting and 
supporting the family prior to brain stem death testing. 

• UKDEC accepts that introducing the SN-OD to the family as a 
‘specialist nurse who supports families in this situation’ or similar 
such phrasing, is the most sensitive and appropriate introduction 
for the circumstances. 

• If the possibility of donation is raised prior to brain stem death 
testing, the family are supportive of pursuing the option of 
donation, and the family verbally assents to preliminary 
investigations to explore donation possibilities, including the 
taking and sending of blood, then UKDEC sees no objection to 
this provided all actions are for the patient’s overall benefit. 

• Whilst there is a clear conflict of interest preventing the SN-OD 
being involved in the physical care of the patient or in any part of 
the process of diagnosing death, they may have a role in 
supporting the family and staff (for example if the family wish to 
witness the tests being performed). 
 

2.3 Explaining neurological criteria for death and the tests required for 
the diagnosis of BSD to the family. 

 

2.3.1 It is very important to explain to the family that BSD testing allows a 

diagnosis of death, with all its legal and societal implications. 

 

2.3.2 The ICU consultant responsible for the patient’s care should take on the 

responsibility of explaining the reasons for proposing BSD testing, and 

its implications.  The bedside nurse should also be present as they are 

likely to have established a rapport with the family, and be able to 

support the family after the initial communication from the consultant. 
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2.4 Confidence in the diagnostic process 
 

When the family will not or cannot accept the diagnosis of death by 

neurological criteria 

 

2.4.1 This situation can arise whether or not organ donation is being 

considered and needs to be handled very carefully and sensitively.   

 

2.4.2 The procedure for the diagnosis and confirmation of death, using either 

cardiovascular or neurological criteria is clearly set out in the Code of 

Practice.  The use of ancillary tests is limited to those patients in whom 

normal neurological testing is not possible due to the nature or severity 

of their injuries.  While relatives unwilling to accept a neurological 

diagnosis of death have to wait until circulatory death has occurred, 

choosing any other diagnostic criteria would be inappropriate.  Despite 

this, the use of ancillary tests to supplement the normal procedure is 

often discussed.  UKDEC accepts that for the families of some patients 

in whom death is diagnosed by neurological criteria, accepting such a 

diagnosis is difficult and that their inability to accept it lies at the root of 

their refusal to allow organ donation.  At the time of writing the Code of 

Practice, all the available ancillary tests were clearly evaluated in terms 

of reliability, availability and interpretation, and this is due to be revisited 

soon.  There is no evidence that any ancillary tests enhance or replace 

the reliability of the clinical neurological diagnosis of death.  

 

DCD donation in patients diagnosed as dead using neurological criteria, when 

families wish to observe cardiac standstill prior to donation 

 

2.4.3 Should relatives wish to explore this as an alternative route to donation, 

it is important to make them aware of the urgency of events once the 

heart is confirmed as having stopped, particularly since this is likely to 

be taking place in intensive care rather than in the operating theatre.  It 

should also be explained that the range of organs made available for 
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transplantation would be reduced by following this route, as would the 

likely quality of the organs. 

 

Medical information provided by families relevant to the donated organs and 

the safety of recipients 

 

2.4.4 In the interests of the potential recipients, it is necessary to have as 

much information about the donor as possible.  While it is difficult to 

place a “duty to disclose” on families, the SN-OD is specifically trained 

to seek such information and ask relevant questions in a sensitive and 

responsible way.  Families which are sufficiently involved in the death 

of a loved one to be able to provide consent to donation are likely to be 

aware of and volunteer information that might be considered relevant.  

Seeking their consent to tests, the results of which could raise issues of 

confidentiality and disclosure e.g. HIV or hepatitis status, should again 

be the responsibility of the SN-OD as should judgement over the 

importance of the donor’s medical information in relation to decisions 

about donation itself and how it impacts on the donor’s family.  UKDEC 

considers it ethical and responsible that relatives are made aware that, 

in the absence of information about certain disease status, the risk to 

which a recipient might be exposed is unacceptable thus preventing 

donation from taking place. 

 
2.5  Testing to establish the irreversible cessation of brain stem function 
in a patient in coma and on mechanical ventilation, such that death can 
be diagnosed and confirmed using neurological criteria. 
 

2.5.1 This is clearly set out in detail in the Academy’s Code of Practice for 

the Diagnosis and Confirmation of Death. 

2.5.2  The diagnosis of death by brain stem testing should be made by at 

least two medical practitioners who have been registered for more than 

five years and are competent in the conduct and interpretation of brain 

stem testing.  At least one of the doctors must be a consultant.    
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Testing procedure 

 

2.5.3 Testing should be undertaken by the nominated doctors acting together 

and must always be performed on two occasions.   A complete set of 

tests should be performed on each occasion, i.e. a total of two sets of 

tests will be performed.   Doctor A may perform the tests whilst Doctor 

B observes; this would constitute the first set.   Roles may be reversed 

for the second set.   The tests, in particular the apnoea test, are 

therefore only performed twice in total, to minimise any risk to the 

patient from the testing process. 

 

2.5.4 The Code of Practice clearly states the pre-conditions which must be 

satisfied before neurological testing for brain stem death can be reliably 

carried out.  These include a clear diagnosis of the aetiology of brain 

damage, exclusion of potentially reversible causes of coma, either 

physiological (e.g. hypothermia) or pharmacological (e.g. sedatives, 

analgesics, etc.) and no evidence of potentially reversible circulatory, 

metabolic or endocrine disturbances as the cause for the 

unconsciousness.   While ancillary tests can be used to confirm the 

absence of any of these contributory or confounding factors, they 

cannot be used as a substitute for the normal diagnostic process.   It is 

also true that many of the specialised neuro-radiological investigations 

are not universally available and the patient may have to be transferred 

to an appropriate hospital for them to be carried out. 

 

Apnoea tests 

 

2.5.5 Apnoea tests should be carried out using 100% oxygen. The importance 

of this is considered in detail in section 6.1.6 of the Academy’s Code of 

Practice for the Diagnosis and Confirmation of Death.  It is vital to 

minimise the risk of any significant desaturation occurring during apnoea 

testing, which might otherwise exacerbate the extent of the brain 

damage which one is trying to test. 
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Declaring death and establishing the legal time of death 

 

2.5.6 It is important that a clear time of death is established both for legal and 

medical reasons.  Completion of the first set of tests to diagnose 

neurological death is the legal point at which death has occurred.  

However death cannot be confirmed until after the second set of BSD 

tests. Declaration of death to the family is therefore when all aspects of 

investigation and treatment have been completed (i.e. at the conclusion 

of the second set of tests). 

 

Procedure if the tests do not confirm death using neurological criteria   

 

2.5.7 The number of cases in which tests do not result in confirmation of 

death is likely to be very small.  Since herniation of the brain stem 

through the foramen magnum (coning) occurs as a result of increasing 

intracranial pressure, brain stem death does not occur instantaneously, 

but is a gradual process.  Thus if brain stem death is not confirmed by 

testing on the first occasion, and it is still considered to be of overall 

benefit to the patient to carry out BSD testing, both sets of tests would 

need to be repeated. 

 

2.5.8 The decision about whether to repeat BSD testing must be based on 

an assessment of whether to do so would be of overall benefit to the 

patient.  If it is not, the alternative is to withdraw treatment and wait for 

circulation to cease, and death will be confirmed using cardiovascular 

criteria. 

 

Avoiding conflict of interest 

 

2.5.9 Those carrying out the tests must not have, or be perceived to have, 

any conflict of interest and neither doctor should be a member of the 

transplant team. 
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CLODs 

 

2.5.10 The CLOD has an educational, managerial and organisational role and 

as such, he/she does not take part in the clinical aspects of individual 

donations within their hospital as part of this responsibility.   However, 

CLODs also undergo specialist training on the diagnosis of BSD, and 

often have a role in teaching other staff about BSD testing. Many 

CLODs will be intensive care specialists, caring for patients in a clinical 

role quite separately from their responsibilities as a CLOD.  This is 

discussed in detail in UKDEC’s publication “An Ethical Framework For 

Controlled Donation After Circulatory Death”.  UKDEC considers it 

perfectly acceptable that a clinician, who is also a CLOD, but who is 

providing clinical intensive care for a patient quite separately from 

his/her managerial responsibilities, can perform BSD testing as part of 

this care.   

 

SN-ODs 

 

2.5.11 As part of the clinical team responsible for the donation process, the 

SN-OD cannot take part in any aspect of the care of the prospective 

donor.  Prior to diagnosing and confirming death, SN-ODs may be 

present to support the family, and staff if they wish to and / or are 

invited to witness the tests being performed. 

 

2.6  Approach and consent to organ donation after brain stem death 
 
2.6.1 In some situations it is apparent at an early stage that the patient 

expressed a wish to become an organ donor, either by joining the ODR 

or by clearly expressing their wishes to their relatives.   While in such a 

situation, it is perfectly reasonable for the clinical staff looking after the 

patient to be aware of this, it is important that both they and the 

relatives are aware that taking part in the donation process after death 

would represent a conflict of interest for them.  Early introduction to and 

involvement of the SN-OD is advocated to avoid potential problems 
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developing.  In other situations, it is the role of the SN-OD to make the 

initial approach and to organise all aspects of the donation process. 

 

Accessing the Organ Donor Register (ODR) 

 

2.6.2 The Organ Donor Register (ODR) is one of a number of sources of 

evidence as to a patient’s wishes regarding donation, but the process 

of checking the ODR occasionally causes concern.  

 

2.6.3 UKDEC does not consider that knowledge of ODR status at an early 

stage of a patient’s end of life care has any ethical consequences 

beyond normal patient confidentiality. Local trust policies should 

determine when the ODR is consulted and by whom. The ODR record 

is a vital part of the evidence that the clinical team needs in order to 

determine the end of life care path once a decision has been made that 

life-sustaining treatment is no longer of overall benefit to the patient. 

The ODR must therefore be checked before approaching the family 

about organ donation and end of life care. 

 

The role of families in decisions about donation 

 
 2.6.4 When a patient’s wishes about donation are not known, families can 

either consent to or refuse donation of organs and tissues from their 

deceased relative.  Although families have no legal “veto” if a person has 

consented to be a donor (for example by registering on the ODR), in practice 

families are consulted.  In cases where refusal contradicts the expressed wish 

of the potential donor, the SN-OD is specifically trained to deal with such 

situations and should be fully involved. 

 

2.6.5   Directed or conditional donation to specific recipients or groups is not 

part of NHSBT’s normal allocation process. NHSBT policy states:25  

                                                 
25 Requested allocation of a deceased NHSBT donor organ 
March 2010 (This policy has been agreed by all UK Health Administrations) 
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“The fundamental principle of all deceased organ donation, is that it 

must be unconditional. Having first established that the consent or 

authorisation to organ donation is unconditional, a request for the 

allocation of a donor organ can be considered in exceptional cases, 

where all the following principles apply: 

• that there is appropriate consent, or authorisation in Scotland, to 
organ donation; 

• that the consent or authorisation for organ donation is not 
conditional on the request for the allocation of a donor organ to 
the specified relative or friend of long standing going ahead; 

• that there are not others in desperately urgent clinical need of 
the organ (as defined below in paragraph 4) who may be 
harmed by a request for the organ to be allocated to a named 
individual going ahead; 

• that in life the deceased had indicated a wish to donate to a 
specific named relative or friend of long standing in need of an 
organ; or, in the absence of that indication, the deceased’s 
family expresses such a wish; 

• that the specific named relative or friend of long standing is on 
the transplant waiting list or could be considered to be placed on 
the waiting list in line with the 2005 Directions to NHS Blood and 
Transplant as amended, or subsequent directions; 

• that the need for a transplant is clinically indicated for the 
intended recipient”. 

 
2.7 Donor Management  

 
2.7.1 If organ donation is a clearly expressed end of life choice, then the 

ethical imperative is to optimise organ function in order to allow organs 

to be retrieved in the best possible condition.  However, as has been 

considered already, other factors may influence what is acceptable and 

can be achieved, for example family and/or faith based constraints.   As 

much as the individual wished to become a donor, lack of 

acknowledgement or respect for the values and beliefs of the relatives 

can produce lasting concerns and resentment, which in turn may have 

a negative effect on subsequent donations from the community.  

 

2.7.2 After death has been diagnosed and confirmed by neurological criteria, 

the body is beyond physical harm and therefore, following brain stem 
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death, UKDEC considers that procedures to support the circulation and 

optimise organ quality prior to donation can be ethically acceptable.  

However it is important for the body to continue to be treated with 

dignity and respect. 

 

Are considerations about donor optimisation different between DBD and 

DCD? 

2.7.3 Functioning circulation is required in order to perform donor 

optimisation. In DCD, therefore, organs can only be optimised by drugs 

or supportive therapy administered prior to death, within the constraints 

of risking harm or distress to the patient.   

 

2.7.4 By contrast, in individuals in whom death is diagnosed and confirmed 

by neurological criteria, organ function is preserved after death since 

ventilation is artificially supported and the pumping activity of the heart 

continues.  In this situation, while individual organs will continue to 

function in isolation while they are perfused and oxygenated, the 

integrated functions of the body as a whole are lost.  Optimisation of 

donor organs in this situation after death does not risk causing harm or 

distress and thus, in theory, there are no limits on the extent of organ 

optimisation by drugs or supportive therapy (although it is important 

that the deceased continues to be treated with dignity and respect).   

There are however a number of other important considerations such as 

the expressed wishes of the donor, the views of the family and the 

pressure on intensive care beds. The ethical conflict over denial of an 

intensive care bed to a potential intensive care patient likely to survive 

in order to optimise a BSD donor is a continual problem. 

 

2.8 Ethical issues specifically related to DBD donors 
 

2.8.1  It may be necessary to move the deceased to another area for organ 

investigation or support, for example coronary angiography.  While 

there is no ethical conflict in doing so, practical and logistical difficulties 

may arise and families should be involved in any such decisions. 
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2.8.2 Measurements of donor characteristics (such as height) may seem  

minor, but this is often a very personal measurement.  It is best 

performed after death at a sensitive and appropriate time. 

 

2.8.3  There is no ethical conflict in continuing to perform airway care since 

this is simply part of ensuring the efficiency of mechanical ventilation to 

the potential donor. 

 

The use of drugs to support organ function during the donation process.   

 

2.8.4 As discussed earlier, after death has been diagnosed and confirmed, 

there is no ethical contraindication to the use of drug or circulatory 

support to maintain organ function. 

 

When the individual’s heart stops beating prior to organ retrieval, or during 

organ retrieval 

 

2.8.5 Since this is occurring after death, this simply represents the heart 

ceasing to function correctly as a pump.  In this case restarting the pump 

by whatever means is not treating the patient, but merely the organ, and 

is therefore ethically acceptable.  However such occurrences, if 

witnessed, carry major emotional implications both for the relatives and 

also for many of the staff involved.  It is therefore very important that this 

eventuality is discussed at an early stage so that all parties can be clear 

about what would happen and why. 

 

 

Caring for the deceased individual 

 

2.8.6 Following the diagnosis of death by neurological criteria, the individual is 

dead, and thus the Human Tissue Act 2004 and the Human Tissue 

(Scotland) Act 2006 apply, even though the heart is still beating, the 

lungs are ventilated and organs continue to function albeit 
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independently.  By contrast, in the potential DCD donor, whose wish is 

expressed prior to death, while the heart is beating death has not 

occurred and so the legislation pertaining to adults lacking capacity 

applies. 

 

2.8.7 After death, there is no conflict of interest for a member of the retrieval 

team to be involved in the care of the potential donor as long as this is 

handled sensitively and the deceased is treated with respect.  This is 

best handled by a clear explanation to the relatives in advance to ensure 

that potential distress is avoided.  Each case is different, and sensitive 

handling of every aspect of every donation is vital in ensuring that 

donation is supported by individuals who have first-hand experience of 

the process.  The greatest advocates of donation are undoubtedly those 

who have had a positive experience themselves in the past, in the face 

of great personal tragedy. 

 


