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Preface 

This best practice guidance covers how to approach the families of potential organ donors, and 
represents a synthesis of the guidance and recommendations made in a number of national 
documents published over the last five years.  It is intended for use by clinicians across the United 
Kingdom, and seeks to promote a closer and more effective collaboration between hospital staff and 
the Specialist Nurses for Organ Donation.  It has been prepared by a multi-disciplinary group of 
clinicians who are closely involved in organ donation.
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Introductory notes 
The legal frameworks for deceased donation in the UK are described by The Human Tissue 

Act 2004 and the Human Tissue (Scotland) Act 2006.  Although their similarities are greater 

than their differences, these two pieces of legislation are distinct and come with their own 

terminology.  Thus, whilst the Human Tissue Act 2004 (which applies to England, Wales and 

Northern Ireland) uses the term consent, the Human Tissue (Scotland) Act 2006 uses the 

principle of authorisation.  In order to maintain relevance to a UK-wide audience, wherever 

possible the terms consent and authorisation have either been avoided or referred to 

together (i.e. consent / authorisation). 

The contents of this document build on the guidance on organ donation issued by the 

National Institute for Health and Clinical Excellence (NICE) in December 2011. 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 

hoped that the best practice principles upon which it is based may be of utilised by clinicians 

working throughout the United Kingdom.
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1. Introduction 

1.1 Background 
 

Over the last four years in the UK, very considerable gains have been made towards 

maximising organ donation from intensive care units and emergency departments.  This has 

been the result of giving due  attention to all parts of the donor pathway from initial 

identification and referral through to better donor management, and in particular is 

attributable to a continued rise in donation after circulatory death (DCD) and an increased 

number of donors being identified and referred from Emergency Departments.  

Despite impressive improvements in some elements of the pathway, there is one crucial 

stage that has proven stubbornly resistant to change, namely the proportion of families who 

give their consent / authorisation for organ retrieval to take place.  Recent data from NHS 

Blood and Transplant reveal that consent / authorisation rates for donation after brain-stem 

death (DBD) are static at just over 60%, whilst those for DCD are actually falling and now 

stand at just over 50%1.  As such, family refusal represents the biggest ‘step down’ in loss of 

potential donors in the whole of the donation pathway.  

 

1.2 International perspectives and current research base 
 

Family refusal rates in the UK are considerably higher than those reported from many parts 

of mainland Europe, where they are often less that 20% (see Figure 1.1).  They are also 

substantially higher than the levels of public support for donation as repeatedly revealed by 

a series of opinion polls2. 

How can family consent / authorisation rates be improved?  It is tempting to believe that 

the solution lies exclusively with public promotion and societal engagement.  However there 

is also evidence that the way in which the possibility of donation is presented to a grieving 

family can have a critical impact – both positive and negative - upon the decision that they 

make.  It is particularly important that families are approached at the appropriate time, in 

the appropriate fashion and by someone with the appropriate skills.  
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Figure 1.1 International refusal rates 
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Breaking bad news is a core competency for any critical care clinician.  However, few critical 

care clinicians have ever had any specific training on how to bring organ donation into an 

end of life care discussion.  There is little awareness of how difficult such decision-making 

can be for many families at this time and how seemingly innocuous remarks can lead to a 

family closing the door on the donation discussion.  If families are to be given the best 

opportunity to make the decision that is right for them, specific factors need to be 

considered, identified and planned for by health care professionals who are both 

knowledgeable and experienced.  Furthermore, whilst donation will always be a relatively 

infrequent activity for the majority of critical care clinicians, it is the core activity of 

Specialist Nurses in Organ Donation (SN-ODs).  International evidence would suggest that 

co-ordinator led approaches achieve higher consent/authorisation rates.  Although the 

ACRE study failed to replicate this finding in UK practice3, audit data from NHS Blood and 

Transplant repeatedly reveals higher family consent / authorisation rates when SN-ODs are 

involved at an earl  y stage (Figure 1.2).  
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Figure 1.2 Consent / authorisation rates when SN-ODs involved or not involved 
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placed to lead on many aspects of this process.  However there will also be occasions when 

a SN-OD may not be available quickly enough.  The key objectives of this best practice 
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• To describe a concise synthesis of current professional and ethical guidance on 

approaching the family of the potential organ donor within the context of the current  

legal frameworks for donation in the UK 

• To de-mystify the role of the SN-OD and to thereby promote as a standard of care their 

involvement in planning the family approach and discussing organ donation with those 
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This practice guideline emphasises points that may be considered to represent good medical 

practice in any type of communication – there is no suggestion of pressure or coercion. The 

principles adhered to are those of being sensitive to the family’s needs, giving them time 

and privacy, ensuring they understand that either death has occurred or that it is inevitable,  

and giving the family sufficient information in an understandable format that is aimed at 

addressing the known needs and concerns of potential donor families and allows them to 

make an informed decision. 
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2. Current professional guidance 
This best practice guidance advocates that SN-ODs should always be involved in planning 

the family approach and wherever possible in the initial discussions that raise the possibility 

of organ donation as a part of end of life care.  Whilst collaboration with SN-ODs in this 

aspect of care may be contentious for some clinicians, in many areas this is routine practice 

and several national bodies (as detailed in sections 2.1 to 2.3, below) have recently issued 

guidance indicating it represents sound clinical practice. 

2.1 National Institute for Health and Clinical Excellence (NICE) 

NICE have recently reviewed all available evidence relating to the family approach and has 

recommended4 that  

1.1.11 A multidisciplinary team (MDT) should be responsible for planning the approach 

and discussing organ donation with those close to the patient. 

1.1.12 The MDT should include: 

• the medical and nursing staff involved in the care of the patient, led throughout the 

process by an identifiable consultant 

• the specialist nurse for organ donation 

• local faith representative(s) where relevant. 

 and also that 

1.1.14 The [multi-disciplinary team] involved in the initial approach should have the 

necessary skills and knowledge to provide to those close to the patient appropriate 

support and accurate information about organ donation. 

NICE also made an important recommendation regarding training for those professionals 

involved in the family approach.  

1.1.30 The [multidisciplinary team] involved in the identification, referral to specialist 

nurse for organ donation, and consent should have the specialist skills and competencies 

necessary to deliver the recommended process for organ donation outlined in this 

guideline. 
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2.2 General Medical Council 
 

The General Medical Council in its current guidance5 on end of life care advises: 

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 be a suitable candidate for 

donation would be made by the transplant coordinator or team, and not by you and the 

team providing treatment. 

Although it is acknowledged that this guidance does not specifically advocate involving SN-

ODs in the family approach it nevertheless highlights the requirement to follow national 

guidance in this area. 

2.3 UK Donation Ethics Committee 
 

Similarly, the UK Donation Ethics Committee, in considering the role of the specialist nurse 

in the approach to the family of a potential DCD donor, advise6 that 

Contact between the clinical team treating the potential donor and the SN-OD before 

the decision has been made to withdraw life-sustaining treatment is ethically 

acceptable.  Advantages include identifying patients who are not suitable donors, and 

avoiding distressing delays to the family if the SN-OD has to travel some distance to get 

to the unit 

and also 

Supporting the family through the discussion about organ donation requires a team 

approach.  The SN-OD has the detailed knowledge and expertise to lead the process, but 

needs to be supported by other members of the clinical team. 

 



 

 12 

3. Involving the specialist nurse – organ donation in the family 
approach 
Most consultants have not received formal training in approaching the families of potential 

donors, whereas this is a key and core component of training and development that SN-ODs 

now receive.  It is  hard to escape the conclusion that there is some link between this and 

the higher rates of consent / authorisation seen when SN-ODs are involved in a family 

approach.  However, SN-ODs are not currently involved in all family approaches, even 

though there are professional recommendations that this should be the case. This section 

describes how this might be achieved. 

The pathway in Figure 3.1 describes three key stages in approaching a family for consent / 

authorisation for organ donation 

• Planning the approach 

• Confirming understanding and acceptance 

• Discussing donation 

Careful attention to all three stages is vital if families are to be given the best possible 

opportunity to make the right decision. 

3.1 Planning the Approach 
 

Prior to initiating a family approach, the consultant, SN-OD and bedside nurse / nurse in 

charge should meet to discuss and outline how the request process should proceed. If the 

SN-OD is unable to attend the unit, the SN-OD should participate in the planning process 

over the telephone. This is a key stage in the process, allowing time for  

• clinical issues to be clarified 

• the patient’s donation potential to be assessed and the implications of organ retrieval to 

be understood 

• evidence of prior consent / self-authorisation such as registration on the Organ Donor 

Register to be determined 
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• next of kin and family leaders to be identified 

• specific family issues to be understood, including the recognition of the need to involve 

other parties (e.g. faith representative) 

This planning stage allows a bespoke strategy for the family approach to be designed in 

which everyone understands who is going to do what and when.  It is an opportunity for 

staff to align their views and consolidate them around the common goal of presenting the 

possibility of donation at the right time and in the right way. 

Agreeing roles and responsibilities 

There may be occasions when clinicians prefer the SN-OD to request alone or when the 

consultant may have to request alone if the SN-OD cannot attend quickly enough.  However, 

available evidence indicates that as a standard of best practice the family approach should 

be a collaborative effort between senior medical staff and the SN-OD. It is vital that there 

is agreement in advance on who will cover each element of the process and where the 

transition in responsibility will be.   A common approach would be for the Consultant, ICU 

nurse and SN-OD to meet the family together, for the Consultant to lead on breaking bad 

news and to then, introduce the specialist nurse when it is clear that the family have 

accepted the inevitability of their loss and are ready to consider what may happen next.  As 

discussed below, the approach and therefore transition may need to be delayed if it is clear 

that the family have not come to terms with the death of their loved one. 

When to involve the specialist nurse 

SN-ODs have received detailed training in communication, family support, and are trained 

to recognise and moderate factors that inadvertently and unnecessarily lead to a family 

refusal.  Involving the specialist nurse early in the process (e.g. when breaking bad news) 

gives time for a relationship between the family and SN-OD to develop and for these factors 

to be addressed.  Despite these advantages, the timing of SN-OD involvement can be 

considered contentious by some clinicians, not least because clinical circumstances vary as 

do some clinical practices, particularly regarding the confirmation of death using 

neurological criteria and the timings of the two sets of tests.  To reflect these unavoidable 

variations, NICE guidance recommends: 
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1.1.2 Identify all patients who are potentially suitable donors as early as possible, 

through a systematic approach. 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:   

o  the absence of one or more cranial nerve reflexes and 

o  a Glasgow Coma Scale (GCS) 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 

brainstem 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.  

1.1.3 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 in recommendation 1.1.2 are met. 

These are minimum recommendations however, and units are encouraged to consider the 

potential benefits of involving SN-ODs earlier on in the patient’s care, particularly when it is 

clear from the outset that the prognosis is likely to be bleak. 

Some consultants have also expressed difficulty in how to introduce the SN-OD at the start 

of the discussion, and some example phrases are suggested in the text box. Thereafter the 

SN-OD may join the conversation naturally or be specifically introduced when it is 

appropriate to give information regarding donation.   
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3.2 Confirming understanding and acceptance 

Any request for donation is less likely to succeed if the family have been unable to listen to, 

understand and assimilate over a period of time the fact that their loved one has died 

(brain-stem death) or that it is inevitable because it will follow the withdrawal or limitation 

of life-sustaining treatments.  Put another way, a family that has yet to understand and 

accept their loss are unlikely to countenance any discussion of post mortem procedures 

such as organ retrieval. 

Donation should not be discussed until the family has accepted the reality of the clinical 

situation. 

Assessing understanding 

Even though families may have been updated on a number of occasions, it is frequently the 

case that they under-estimate the severity of their loved one’s condition.  The foundation 

for breaking bad news is ensuring that all involved have a common understanding of the 

patient’s condition, be it the likelihood or confirmation of brain-stem death, or a clinical 

consensus that continued life-sustaining treatments are not of overall benefit to an 

Introducing the Specialist Nurse 

 “Mrs Smith, this is Louise Green. She is a specialist nurse who works with me and with 

families here in the ICU. She’ll be here to help me answer your questions and make sure 

that you have all the information to help you with the decisions that you are going to 

need to make today. 

 This is Louise, a specialist nurse, who works on the unit with us. She is here to give you 

some information about the options available to you at this difficult time and support you 

in some of the decisions you will need to make. 

This is my colleague Louise, she is a specialist nurse. We are going to give you some 

information about your husband John and Louise and I are going to support you in any 

questions you have and decisions you are going to need to make today/ following this 

discussion. 
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individual.  Clinicians frequently establish a family’s level of understanding by asking a family 

member to summarise what they have been told so far. 

 

Understanding brain-stem death 

Some families have a particular difficulty in accepting of the concept of brain-stem death, 

and there is strong evidence that this is associated with family refusals. It is vital to spend 

time ensuring as full an understanding as possible before discussing donation. The key is to 

give the family as much time as they need and to use language that leaves no room for any 

doubt whatsoever that brain-stem death is death – not its likelihood, not its inevitability but 

death itself.  Utilising diagrams and scans or inviting members of the family to witness brain-

stem death tests are all ways in which a family can be supported. 

Assessing understanding 

“I know you have been through a great deal in the last few days and have been spoken to 

several times. I want to be sure that we all understand the same thing, so can I start by 

asking you to tell me what your understanding of the current situation with John is?” 

“I know you have been through a great deal in the last few days, but can you briefly tell 

me what your understanding of the situation is or what has happened to John up until 

now?”  
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Separating the discussions relating to death and donation (‘decoupling’) 

Families that have not yet come to terms with the inevitability of their loss will not be in a 

position to consider donation. It is essential that clinical staff should explicitly consider 

whether family members are ready to consider donation, and that if there is any doubt 

suggest a ‘time out’ that allows the family to reflect upon the clinical reality of the situation 

and to come to terms with it. This is known as decoupling. However, there are families - 

frequently those who have already accepted the situation before the formal discussion – 

who may be ready to move onto the possibility of donation within the same meeting. 

 

3.3 Discussing donation 
 

As noted above, this may be a separate discussion or may run on from the breaking bad 

news conversation.  Regardless of the circumstances, it is at this point where there should 

be a transition in who is leading the discussion, from the Consultant breaking the bad news 

’De-coupling’ 

“I can see that you are finding this really difficult to come to terms with and I am sure 
you need some time on your own to talk about I’ve just told you. So I will come back in 
about half an hour. 

Helping explain brain-stem death 

“As we discussed before, we have now performed the brain-stem death tests to look 

for any activity in John’s brain and these tests have confirmed what we all suspected. 

All of John’s brain function has been irreversibly lost. This means, not that he might die, 

not that he is going to die, but that he is dead. I am really sorry.” 

“As you know we were performing tests to look at John’s brain function, we have now 

completed these tests, the brain-stem death tests, and I am very sorry to have to tell 

you that John has died. It’s really important you understand that John has now died. I 

know that this might be difficult to understand when his heart is still beating and you 

can feel that he is still warm, but this is just the ventilator.”  
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to the Specialist Nurse raising or developing the possibility of organ donation.  The details 

on how this transition will be made should be considered in the planning phase.  At all 

times, the language regarding donation should be positive, emphasising the potential 

benefits for recipients, their families and society in general.  The known benefits to donor 

families in the longer term should also be mentioned, whilst the use of negative or 

apologetic language – such as “I’m sorry to bring this up, but …..” or “you understand that it 

is hospital policy that we always ask….” should always be avoided. 

 

Specific information should be provided regarding the potential for donation of the patient 

and the benefits that this would have for recipients. In addition, further details of timing and 

procedures (which is of particular importance when considering DCD) should be given. 

Emphasise the care and respect shown to a donor at all times. As the conversation 

progresses, it is crucial to be sensitive to the common concerns that families express at this 

time and to be in a position to address them in a knowledgeable and sensitive fashion. The 

SN-OD is likely to be the individual with the knowledge and expertise to lead this part of the 

conversation. 

Bringing up donation 

“Mrs Smith, you now have the opportunity to make a decision regarding organ donation 

for transplantation. I’ll give you some information to help you. I want you to ask me any 

questions you may have. After I’ve given you the information and answered your 

questions you can tell me what you wish to do. I’ll help you do whatever that is. The first 

thing you need to know is.....(The SN-OD gives information about potential organs the 

patient could donate) 

“Mrs Smith, one of the things we would like to discuss with you now is organ donation. 

Louise here has expertise in this area and is going to give you some information” 

(allowing the SN-OD to lead this area of the conversation) 
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Approaching the family of a potential DCD donor 

Some clinicians feel conflicted when raising donation after they themselves have been 

involved in reaching the decision that life-sustaining treatments should be withdrawn.  

Although there is little (if any) evidence that families recognise this conflict, it is 

nevertheless perhaps helpful to suggest how the topic of donation might be introduced:  

 

Approaching the family of a patient whose wish to donate is recorded on the Organ Donor 

Register 

The legal framework for deceased donation across the UK is currently one of a hard opt-in 

system of consent / authorisation, in which there is no provision at law for any family 

member to override an individual’s wish to donate, regardless of how that wish has been 

stated or recorded.  Such a wish represents that individual’s consent or authorisation for 

Donation after circulatory death 

“Mrs Smith, as we have discussed it is now no longer in John’s best interest to continue 
actively treating him and you understand why we have made the decision with you to 
withdraw life sustaining treatment. This means that we will together make some 
decisions about when this will happen........However one of the options available to you is 
organ donation and Louise is here to talk you through this, and give you some 
information and support you in making this decision.” 

Positive Information 

“Organ donation has the ability to save and transform up to eight other people’s lives, 

starting tonight” 

“I am going to talk to you now about something you might not be expecting, and that is 

organ donation. Tonight, John has the opportunity to save and transform the lives of 

several people.” 

“You will I am sure be aware of how successful organ transplantation is, and John could 

potentially help and save a number of lives of those individuals who are waiting tonight. 

Many families tell us later that organ donation has been a positive experience for them.” 
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donation to go ahead after their death.  Although the UK Organ Donor Register is only one 

of the means by which such a wish can be stated, its real advantage is that it can – and 

should - be checked before the family are approached and this information used to assist 

the family of the potential donor. Other recognised methods of expressing a wish to donate 

include: 

• Donor card 

• Discussions in life with family members 

• Living will 

• Nominated representative 

When an individual has recorded in life a wish for donation to take place, this should be 

reflected in how donation is introduced to the family, because consent / authorisation has 

already been given.  It is important to be aware that loved ones may not be aware of this 

information, which should therefore be introduced sensitively.  It is also important, however 

to avoid any suggestion that the family’s permission is also required; the objective here is to 

describe what will be required for this wish to be fulfilled. A copy of the NHS Organ Donor 

registration entry can be obtained by the SNOD for the family to see. 

 

Approaching the family of a patient whose wishes are not known 

For a potential donor on the Organ Donor Register 

“Mrs Smith, your husband is on the Organ Donor Register. This means he has agreed for his 

organs to be donated for transplantation, following his death. Before you honour his wishes, we 

would like to give you some information.” 

“Mrs Smith, you may not be aware of this but your husband is on the National Organ Donor 

Register. This means that when he registered with his new GP six years ago he also registered his 

desire to be an organ donor after his death. What this means is that John has given his agreed 

that organ donation should occur, and what I would like to do now is explain what this means 

and how we will make this happen for him. I am now going to give you some information about 

what is involved and give you the opportunity to ask me any questions you may have.” 
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Only a third of the UK population, and a quarter of actual donors, are on the UK Organ 

Donor Register1, whilst data from the Potential Donor Audit indicates that barely half of the 

consents and authorisations received are based upon a clear knowledge of the patient’s 

wishes to be an organ donor.  It is important to recognise that in circumstances where the 

individual’s wishes are not known and cannot reasonably be surmised, current UK legislation 

allows the next of kin to decide on their behalf.  Furthermore, approaches that are based 

exclusively upon honouring an individual’s wishes may fail when it becomes clear that those 

wishes cannot be determined, particularly when closed questions are used.  It is important 

therefore when exploring a family’s knowledge of the individual’s wishes that ‘open’ 

questions are used so as to maintain the possibility for donation when it emerges that they 

are not known.  Examples of open questions – and the corresponding closed questions that 

should be avoided – are given in the text box. 

 

Exploring an initial refusal 

It is perfectly reasonable (and is in fact good practice) to probe initial family negative 
responses, as these may be based on misconception, poor information or on remarks taken 
out of context. Even when the stated reason is that their loved one had expressed views 
against donation, it is reasonable to ascertain if this was a true and firmly held belief. 

                                                             

1 Whilst the average age of a deceased donor in the UK is 44 years, the average age of registered donors is 25 
years. 

Open and closed questions 

Open questions are frequently presented as a statement or command and require a narrative 

response, e.g.  

“Mrs Smith, tell me what your husband wanted to happen when he died.”  

Mrs Smith, can you tell me what kind of a person John was?” 

In contrast, closed questions limit the respondent to one of a small number of answers, 

commonly yes or no, e.g.  

“Mrs Smith, do you know whether your husband wanted to be an organ donor when he died?” 
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The most common reasons for family refusals in the UK are listed in Table 3.1.7   SN-ODs are 

trained in very specific ways of sensitively exploring these common initial responses 

ensuring that any decision a family makes is done in an unhurried fashion, based on sound 

information and in an atmosphere of support. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Probing an initial refusal 

“You tell me John had mentioned he wouldn’t want to donate his organs. Can you remember 

what it was about donation he objected to? What were the circumstances that led you all to 

discuss donation?” 

“Were there any reasons why you were having this discussion?” 

“You mention a tv programme you have seen that has led you to worry about donation. Can you 

tell me a bit more about what exactly was on it that has given you these concerns?” 

(Possibilities to address misconceptions or flippant remarks) 

“John has of course been through a lot but cannot suffer anymore. The retrieval procedure is 

performed with the utmost respect and concern for his dignity and I or one of my colleagues will 

be present in the operating theatre at all times” 

(Fears of having been through enough already, mutilation fears) 
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Table 3.1 Reasons given why family did not give consent 
 

DBD DCD Reasons given why family did not give consent 
N % N % 

Patient had stated in the past that they did not wish to be a 
donor 

 
65 

 
16.4 

 
132 

 
16.5 

Family were not sure whether the patient would have agreed to 
donation 

64 16.2 123 15.4 

Family did not want surgery to the body 47 11.9 55 6.9 
Family felt it was against their religious/cultural beliefs 36 9.1 29 3.6 
Strong refusal - probing not appropriate 35 8.8 78 9.8 
Other 29 7.3 103 12.9 
Family were divided over the decision 25 6.3 50 6.3 
Family did not believe in donation 24 6.1 28 3.5 
Family felt the patient had suffered enough 23 5.8 58 7.3 
Family felt the body needs to be buried whole (unrelated to religious 
or cultural reasons) 

22 5.6 17 2.1 

Family felt the length of time for donation process was too long 10 2.5 107 13.4 
Family had difficulty understanding/accepting neurological testing 7 1.8 1 0.1 
Family wanted to stay with the patient after death 4 1.0 9 1.1 
Family concerned that organs may not be transplanted 3 0.8 7 0.9 
Family concerned that other people may disapprove/be offended 1 0.3 1 0.1 
Patients treatment may be or has been limited to facilitate 
organ donation 

1 0.3 - - 

Families concerned about organ allocation - - 1 0.1 

Total   396 100.0 799 100.0 
 

 
 
 

The family stated the patient had said they would not wish to be a donor 

Such a statement may indeed have been made sincerely after thinking over the issues in 

depth and in such cases should be respected. Other possibilities though include 

• The remark may have been made jokingly or flippantly without due consideration. It is 

likely an individual would not wish a decision of this magnitude to rest on this type of 

remark. 

• The remark may have been based on wrong information or assumptions. 
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• The family themselves have concerns and would rather frame them in this manner. 

 

This may mean various things, for instance: 

• The family do not frame the issue as their decision to make.  

• The family may themselves be uncomfortable with donation. 

• An overwhelmed family has lost confidence in decision making. 

When the views of an individual are not known, current legislation (The Human Tissue Act 
2004 and the Human Tissue (Scotland) Act 2006) clearly passes authority for decision 
making to those close to them, and families may be misled in this regard when initial 
enquiries are heavily based upon the wishes of the person themselves.  Families may be 
gently reminded that a ‘No’ is as much of a decision as ‘Yes’ but further probing and 
identification and addressing specific issues is appropriate.  

The family do not wish surgery to the body 

This should be acknowledged as a very understandable and common ‘visceral’ objection.  It 
may be addressed by gently explaining that their loved one is dead and cannot possibly feel 
anything, that the greatest of respect and care for them will be shown in theatre and that 
the SN-OD will remain with their loved the loved one throughout the retrieval process. For 
some patients for whom a post mortem will be required it may be pointed out that a 
procedure will be performed in any event. 

“So you say that he was against donation, tell me a bit more about that?” 

“You tell me John had mentioned he wouldn’t want to donate his organs. What was it 
about donation that he objected to? What were the circumstances that led you to 
discuss donation?” 

These may lead to a clarification that can be addressed such as concerns about the 
nature of the retrieval.  

“Yes, this is a really common issue that people bring up. Let me tell you exactly what 

 “Most organ donation does not come from people who were registered. Rather they 
come after a family decides they would like some good to come from a horrible situation” 

“Donation is really a gift the family makes on behalf of their loved one” 

“You are going to have to make a lot of decisions for John in the next days and weeks, the 
funeral, his estate and things like that. Right now though, we need you to make a 
decision about organ donation. 
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Families in dispute 

Direct disagreements over donation should lead to probing and clarification from those who 
object to again provide information and deal with misconception.  Families who are in 
conflict and dispute for other reasons should be reminded that donation is one decision 
they need to address now.  

“It sounds to me that there are some things that you are going to have to sort out in the 
days and months to come but right now, before you leave hospital, there are some things 
you are going to have to decide. One of those immediate decisions is about organ donation.” 
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4. Approaching the family of a potential donor: three discrete 
stages 
 

 

Planning 

Confirming 
understanding and 
acceptance 

Discussing 
donation 

• Consultant, SN-OD and nurse  

• Clarify clinical situation  

• Seek evidence of prior 
consent/authorisation  

o ODR or other 

• Key family members by name 

• Key family issues 

• Agree a process of approach and who will 
be involved 

• Agree timing and setting, ensuring these 
are appropriate to family needs 

• Involve others as required, eg faith 
leaders 

For a potential DBD donor, ensure the family 
understand that death has occurred. Spend time 
with the concept, using diagrams or scans if 
necessary. 

In the DCD setting, ensure the family understand 
that death is thought inevitable. 

• Re-confirm the family’s understanding of 
the clinical situation. 

• Provide specific information on process 
before expecting a response 

• Avoid negative or apologetic language 

• Avoid manipulative or coercive language 

• Emphasise the benefits of transplantation 
– the ability to save and transform 
multiple lives. 

• Sensitively explore an initial ‘No’ some 
causes of which can be addressed or are 
as a result of misconception about 
donation. 

The discussions informing of death (or its inevitability) and 
regarding  donation may be at separate times or part of the 
same conversation. The key is ensuring the family have 
accepted and understood the clinical  situation before 
donation is broached. 

Recognising their 
training and 
experience, 
wherever 
possible utilise 
the SN-OD 
throughout the 
family approach 
to... 

Provide  
knowledge and 
expertise 

Discuss options 

Help recognise 
modifiable 
factors and 
challenge 
misconceptions 

Support and 
spend time with 
the family 
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Summary 

• Family consent / authorisation rates for organ donation in the UK are amongst the 

lowest in the developed world and seriously limit the number of organs available for 

transplantation. 

• International evidence suggests that donor coordinators achieve higher family consent 

/authorisation rates, and this is backed up by UK audit data 

• Professional guidance advocates that wherever possible specialist nurses for organ 

donation should be involved in planning the family approach and the initial discussions 

that raise the possibility of organ donation as a part of end of life care. 

• There are three key stages to approaching the families of potential organ donors: 

o planning 

o breaking bad news and ensuring that the family have understood and 

accepted the inevitability of their loss 

o the approach itself 

As a routine, a senior clinician would be expected to lead the breaking bad news 

conversation before making the transition to the specialist nurse, who will, where 

possible, lead on the approach to donation.  

• Donation should not be raised until it is clear that a family have understood and 

accepted their loss, and should be presented in a way that emphasises its benefits. 

• Styles that focus exclusively on the wishes of the individual should be avoided. In the 

absence of a known wish this is a decision that families are required to make, and should 

be reminded that they are making if they choose to decline donation. 
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Appendix A: NICE guidance on Organ Donation 
 

The National Institute for Health and Clinical Excellence (NICE) published a short clinical 

guideline on organ donation in December 2011.  It is applicable to practice in England, 

Wales and Northern Ireland, and makes various recommendations on how the family 

approach should be planned and conducted.  The following is a relevant extract from this 

guidance: 

 

Approach to those close to the patient  

The multidisciplinary team  

1.1.11 A multidisciplinary team (MDT) should be responsible for planning the approach and discussing organ 

donation with those close to the patient.  

1.1.12 The MDT should include:  

• the medical and nursing staff involved in the care of the patient, led throughout the process by an 

identifiable consultant  

• the specialist nurse for organ donation  

• local faith representative(s) where relevant. 

1.1.13 Whenever possible, continuity of care should be provided by team members who have been directly 

involved in caring for the patient. 

1.1.14 The MDT involved in the initial approach should have the necessary skills and knowledge to provide to 

those close to the patient appropriate support and accurate information about organ donation (see 

recommendations 1.1.30 and 1.1.31). 

Discussions in all cases 

1.1.15  Before approaching those close to the patient:  

• identify a patient’s potential for donation in consultation with the specialist nurse for organ donation  

• check the NHS organ donor register and any advance statements or Lasting Power of Attorney for health 

and welfare  

• clarify coronial, legal and safeguarding issues. 
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1.1.16 Before approaching those close to the patient, try to seek information on all of the following:  

• knowledge of the clinical history of the patient who is a potential donor  

• identification of key family members  

• assessment of whether family support is required – for example faith representative, family liaison officer, 

bereavement service, trained interpreter, advocate  

• identification of other key family issues  

• identification of cultural and religious issues that may have an impact on consent 

1.1.17 Approach those close to the patient in a setting suitable for private and compassionate discussion. 

1.1.18 Every approach to those close to the patient should be planned with the MDT and at a time that suits 

the family’s circumstances. 

1.1.19 In all cases those close to the patient should be approached in a professional, compassionate and caring 

manner and given sufficient time to consider the information. 

1.1.20 Discussions about organ donation with those close to the patient should only take place when it has 

been clearly established that they understand that death is inevitable or has occurred. 

1.1.21 When approaching those close to the patient:  

• discuss with them that donation is a usual part of the end-of-life care  

• use open-ended questions – for example ‘how do you think your relative would feel about organ 

donation?’  

• use positive ways to describe organ donation, especially when patients are on the NHS organ donor 

register or they have expressed a wish to donate during their lifetime – for example ‘by becoming a donor 

your relative has a chance to save and transform the lives of many others’  

• avoid the use of apologetic or negative language (for example ‘I am asking you because it is policy’ or ‘I am 

sorry to have to ask you’). 

1.1.22 The healthcare team providing care for the patient should provide those close to the patient who is a 

potential donor with the following, as appropriate:  

• assurance that the primary focus is on the care and dignity of the patient (whether the donation occurs or 

not)  
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• explicit confirmation and reassurance that the standard of care received will be the same whether they 

consider giving consent for organ donation or not  

• the rationale behind the decision to withdraw or withhold life-sustaining treatment and how the timing 

will be coordinated to support organ donation  

• a clear explanation of, and information on:  

- the process of organ donation and retrieval, including post-retrieval arrangements  

- what interventions may be required between consent and organ retrieval  

- where and when organ retrieval is likely to occur  

- how current legislation applies to their situation, including the status of being on the NHS organ 

donor register or any advance statement  

- how the requirements for coronial referral apply to their situation  

• consent documentation  

• reasons why organ donation may not take place, even if consent is granted. 

1.1.23 Allow sufficient time for those close to the patient to understand the inevitability of the death or 

anticipated death and to spend time with the patient. 

1.1.24 Discuss withdrawal of life-sustaining treatment or neurological death before, and at a different time 

from, discussing organ donation unless those close to the patient initiate these discussions in the same 

conversation. 

1.1.25 For discussions where circulatory death is anticipated, provide a clear explanation on:  

• what end-of-life care involves and where it will take place – for example, theatre, critical care department  

• how death is confirmed and what happens next  

• what happens if death does not occur within a defined time period. 

1.1.26 For discussions where neurological death is anticipated, provide a clear explanation on:  

• how death is diagnosed using neurological criteria  

• how this is confirmed and what happens next. 
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Organisation of the identification, referral and consent processes 

1.1.30 The MDT involved in the identification, referral to specialist nurse for organ donation, and consent 

should have the specialist skills and competencies necessary to deliver the recommended process for organ 

donation outlined in this guideline. 

1.1.31 The skills and competencies required of the individual members of the team will depend on their role in 

the process. However, all healthcare professionals involved in identification, referral to specialist nurse for 

organ donation, and consent processes should:  

• have knowledge of the basic principles and the relative benefits of, donation after circulatory death (DCD) 

versus donation after brainstem death (DBD)  

• understand the principles of the diagnosis of death using neurological or cardiorespiratory criteria and 

how this relates to the organ donation process  

• be able to explain neurological death clearly to families  
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Appendix B: Legal frameworks for deceased donation in the UK 

 

Patient autonomy 

1. The legislative framework for donation in the UK is that of a hard ‘opt-in’ system of 

consent.  Practice in England and Wales is governed by the Human Tissue Act 2004, whilst in 

Scotland the Human Tissue (Scotland) Act 2006 applies.  Both Acts describe how consent / 

authorisation for organ retrieval after death may be given. 

 

2. Although the Human Tissue Act 2004 uses the term ‘consent’, the Act places no 

requirement for this to meet the standard of informed consent as employed elsewhere in 

medical practice.  The Human Tissue (Scotland) Act 2006 reflects this distinction explicitly, 

and uses the term ‘authorisation’ rather than consent.  Practice in Northern Ireland is 

governed principally by common law, although broadly it follows the legal principles that 

are applied elsewhere in the United Kingdom.   

 

3. Both the Human Tissue Act 2004 and the Human Tissue (Scotland) Act 2006 give primacy 

to the wishes of the individual however they have been stated and recorded.  The Acts 

recognise that this can be done in various ways – verbally, by having a Donor Card, in writing 

or via the various means of accessing the NHS Organ Donor Register (ODR).  All are regarded 

as equally valid forms of consent / authorisation for organ retrieval after death.  If it is 

known that an individual has given their prior consent, this should be reflected in how the 

possibility of donation is introduced to a family. 
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The role of the family 

4. There is no provision in either Act for family members to be able to overturn an 

individual’s wish to donate their organs after death.  Scottish legislation requires families to 

complete a written waiver should they seek to obstruct organ retrieval in such 

circumstances. 

5. There will be occasions when an individual’s wishes cannot be determined directly.  The 

first role of the family is to help explore whether organ retrieval would be consistent with 

that person’s values and beliefs. 

6.  However, if the wishes of the individual are not known or cannot be determined then 

authority for decision making passes to a nominated representative (England and Wales 

only), and then to a person in a qualifying relationship to the individual.  The hierarchical 

lists of those in a qualifying relationship as described in the two Acts are listed in the table 

below: 

Human Tissue Act 2004 – England, Wales 

(and Northern Ireland) 

Human Tissue (Scotland) Act 2006 – Scotland 

• Spouse or partner 

• Parent or child 

• Brother or sister 

• Grandparent or grandchild 

• Niece or nephew 

• Stepfather or stepmother 

• Half brother or sister 

• Friend of long-standing 

• Spouse or civil partner  

• Living with the adult as husband or wife 

or in a relationship which had the 

characteristics of the relationship 

between civil partners and had been so 

living for not less than 6 months; 

• Child  

• Parent  

• Brother or sister  

• Grandparent 
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• Grandchild 

• Uncle or aunt 

• Cousin 

• Niece or nephew 

• A friend of longstanding of the adult 

 

7. It is important to understand that although the Acts give precedence to the wishes of the 

individual, those close to the patient can decide when those wishes are not known and 

cannot be determined.  Approaches that place exclusive emphasis upon honouring the 

wishes of an individual may lead families to erroneously conclude that donation should not 

happen when such wishes cannot be established, even though they then have the legal 

authority to consent to /authorise it. 

Donation from children 

8. Both Acts recognise the validity of the wishes of competent minors.  Where the wishes of 

the individual are not known or the minor was not competent to deal with the issue, 

consent / authorisation passes to those with parental rights and responsibilities, or in their 

absence to an individual in a qualifying /nearest relationship. 

9. There is no age restriction for self-registration or self-withdrawal from the register.                

A parent can register their child, or a child for whom they have parental rights and 

responsibility, providing the child is under the age of 16 years.  Alternatively, a child can 

register themselves.  Children under the age of 12 years at the time of registration are 

assumed to have been registered by their parents, whilst those 12 years and over are 

assumed to have self registered.  As a consequence, whilst the parents of a child under the 

age of 12 years at the time of registration can withdraw this consent/authorisation, if the 

child was 12 years or over then parents must provide evidence that they (rather than the 

child) were responsible for the registration should they seek to reverse it. 
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