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Subject 1: Breaking bad news  
 
Key concepts 
 

1. Bad news is information which has a serious and adverse effect on an individual’s view 
of the future. 

• The impact of the bad news on the individual will vary according to personal, family and 
social factors. 

• Breaking bad news is first and foremost a complex communicative task which has 
intense emotional implications, as much for the giver as for the receiver. 

2. Knowing and applying appropriate methodology to the process of communicating bad 
news can reduce the emotional damage and help the individual to adjust to the new 
situation. 

Case 

The 21 year-old patient J.M.G. was admitted to the Hospital’s Intensive Care Unit 48 hours ago 
with a serious head injury following a motorbike accident. Initial scan showed temporal fracture 
and severe intraparenchymal haemorrhage with mass effect and gross cerebral oedema. 
Despite measures to reduce the oedema and haemodynamic and respiratory support, today, 
elevation of intracranial pressure resistant to treatment and bilateral fixed dilated pupils have 
been noted. Full clinical examination is consistent with brain death. Tests carried out to 
measure the blood supply and EEG have confirmed the diagnosis of brain death. The patient is 
being assessed as a potential organ donor. 

The ICU doctor has arranged a meeting with the parents to inform them of the situation. 

Questions to think about 

1. What aspects would you bear in mind, what would you think about before facing the 
interview with the family? 

2. What steps would you follow in order to communicate the young boy’s death? 

3. Up to what point would you give details about what brain death means? 

Introduction  

Breaking bad news is a complex task which causes anxiety and discomfort in the giver and 
leaves an indelible memory of the moment and the circumstances in the mind of the person who 
receives it. A skilful, careful approach can reduce the emotional damage and improve the 
necessary adjustment to the new situation which is caused, whether by having to accept a 
disability, the initiation of treatment or, in the case of the loss of a loved one, the start of the 
grieving process. 

Healthcare professionals frequently have to be the bearers of bad news and, in the majority of 
cases, have hardly received any training for this task. The act of breaking bad news unfolds in a 
private setting and a highly emotionally charged atmosphere, both due to the giver and the 
receiver, which is outwith our control. This makes it a difficult field to research which accounts 
for there being very little theoretical justification and very few validation methods available to 
allow us to make real advances in our methodology. 



According to Buckman (1992), bad news  is information which has a serious and adverse effect 
on an individual’s view of the future. 

Other authors define it with the focus more on the affective consequences, considering that 
news is bad in the measure by which it involves a behavioural or emotional alteration in the 
person reviving it, which persists for some time after having received it. 

Factors which influence the process of giving bad n ews 

Some factors have an influence on reactions to the news. Thus, for example, how adverse it 
might be and to what extent it affects the individual will depend on: 

1. Factors associated with the news itself: how expected or sudden the news is, the 
potential degree of disability caused; an illness with a life-threatening prognosis, the 
associated life expectancy, etc. 

2. Family support. It will be a key to alleviating the fear of abandonment and will help 
adjustment to the new situation. 

3. Individual factors: they are the most difficult to analyse, those which are without doubt 
the least controllable and involve aspects such as the person’s interpretation of reality, 
distortion of reality and factors relating to personality. 

4. Social factors including education, culture, religious beliefs and financial position. Social 
factors determine the way individuals react to the same news. For example, religious 
beliefs can modify what death means to people, since for some, it signifies the end and 
for others, a beginning. Societies stigmatise some illnesses, as is the case with 
tuberculosis, AIDS and until relatively recently, cancer. A society’s deep-rooted work 
ethic, considering individuals as productive elements, will affect their value in that 
society in the event of a disability. A person’s financial position may ease, or make more 
difficult, their adjustment to a new situation. If the case is the death of a member of the 
family, the repercussions are different depending on their contribution to the family 
income.  

Breaking bad news is a communicative task and therefore subject to interaction between 
individuals, which makes its development and outcome unpredictable. Factors associated with 
the person who actually gives the news, such as their own interpretation, the degree of anxiety 
they feel and their fears at the time of confronting the task, substantially modify the process. 

Other factors will depend on the manner in which the news is delivered, i.e. on the methodology 
used. The factors essential to good procedure will be the manner in which we deliver the bad 
news and the manner in which we respond to the reactions and emotions of the recipient. 

A theoretical approach to the methodology for the communication of bad news is described 
below and in a later chapter; the supportive relationship will be discussed.  

Methodology 

Most authors agree that it is necessary to follow methodology based on a series of stages 
which, worked though consecutively, allowing the receptor to dictate the pace, seems to be the 
best way to communicate bad news.  

1. Preparation 

This preliminary phase involves deciding where the news are going to be given, who is going to 
be present at the interview and when is the right moment. 
 



First we decide where to give the news. We must look for intimacy, space and comfort but be 
aware that even in the worst circumstances, with the poorest conditions, it is still possible to 
create intimacy. We have to avoid physical barriers between us and the patient and/or relatives, 
have some supplies that may be needed (tissues, water, drinks, telephone) and avoid 
interruptions. 
 
Decide to whom we are going to give the news: only the direct affected, with someone from the 
family or the partner; always thinking about what might help the recipient of the bad news. 
When someone has died, we must make sure that the closest relatives and/or friends are 
present. Although there are some priorities based on the degree of relationship, from the point 
of view of a person’s right to information and the making of decisions, we have also to consider 
and include people who played an important part in the life and decision making of the person. 
 
Choosing the right moment means being sufficiently informed about the diagnosis and 
prognosis, being absolutely certain of this and having made the relevant contacts. For example, 
if we have the certain clinical and legal diagnosis of brain death and if the transplant 
coordination team is ready.  
 
Brain death is usually communicated by doctors in charge of the potential donor followed by 
transplant coordinator conducting the family approach for organ donation. Even so, transplant 
coordinators may be prepared for both tasks.  

In the preparation step, transplant coordinator should try to obtain as much information 
as possible. Review the chart and talk to doctors and nurses to know the cause of death and 
how things went on since the illness started. The family expects from you to know all the details 
and they would never understand you don’t know, for example, that it was a traffic accident and 
the patient suffered a cardiac arrest during ambulance transportation. Not to know such 
information can break the confidence of the family in you. It will also be important to know who 
has been visiting the patient, which relationship they have, who is the decision maker, etc. Also 
be sure that the diagnosis of brain death has been made and how. Review the chart and the 
medical history and talk with ICU personnel to rule out contraindications for organ or tissue 
donation. 

2. Perception 

As Buckman (1984) points out “before you speak, ask”. The idea is to find out, using open 
questions, what they already know. 
 
We could discover that the person is a long way from knowing the information that we believed 
they had received. On some occasions, they may have been badly informed, on others, the 
receiver of the bad news say they have not received information in order to check out what one 
professional has to say against another, and on others, this forms part of denial as a defence 
mechanism. 
 
You can do it with open questions like: “I want to be sure that you have understood the 
information you have received until know. What have you understood until now?” or “My 
colleagues told you that the situation was very serious, didn’t they?” You can also use the 
narrative technique in which you make a summary of all that has happened. Like “Let me be 
sure that we are all in the same page, that you have understood all the information until know. 
Your son arrived 3 days ago to the emergency room because a traffic accident and…..”. 

In that phase we also explore their capacity for understanding and we concentrate on picking up 
words and expressions that will later be useful for giving the news in their own language, 
adapted to their level of understanding. 

3. Invitation 

Information is a right and not an obligation. For this reason, we must be prepared to adapt to the 
level of demand. Unfortunately in some situations this is not possible, for example in the case of 



a death when it is hardly even possible to delay the announcement. But even in this case of 
death we must appreciate their level of demand, concerning the mechanism which has led to 
the death. For some people it will be sufficient to know that the person has died, others need to 
understand what brain death is and how it differs from death by cardiac arrest. 

We must try to give as much information as possible. The greater the collaboration we need 
from the interlocutor after they have received the bad news, the greater the degree of 
information required, since the plans that need to be faced or the decisions that need to be 
taken are more complex. This is precisely the case of the family interview for organ donation in 
which relatives have to understand brain death and make decisions about organ donation. 

4. Communication 

It is important to begin by announcing indirectly that we have bad news with sentences such as, 
“I’m sorry to have to tell you”, “I’m afraid I don’t have good news”, known as warning shots . 
The communication of bad news must be sensitive, warm, sincere and respectful. We must be 
clear and concise. Speak in simple language and use metaphors to improve understanding and, 
finally, summarise the information given. 
 
We must tune into the rate at which the recipient comprehends the news. Immediately after 
having received it, they tend not to pay much attention to what is being said to them, so that’s 
why it will be very important to respect silences and to summarise the information given in short, 
simple messages. 
 
We must check that the patient or relatives understand what we are saying. Denial and blocking 
out make it difficult for them to assimilate much of the information we give and cause distortion 
in the interpretation. 
 
Messages such as, “there is nothing more that we can do for him”, “all our attempts have failed”, 
have to be emphasised and we should use expressions they themselves used in the perception 
phase. For example, in the perception phase of the communication of brain death we said: “My 
colleague told you that the injury he suffered seriously damaged his brain... I imagine you 
understand the risks of this...”. The relative responds: “Yes, the doctor told us that the blow had 
caused really bad inflammation in the brain and the pressure wasn’t letting the blood get to the 
brain...”. We should take advantage of that expression when it comes to breaking the bad news 
saying: “I’m afraid to have to tell you that it has not been possible to control that bad 
inflammation, and the blood has completely stopped getting to the brain... This means that he 
has died”. 

The communication of the brain death of a potential organ donor involves additional difficulties. 
The situation is frequently an unexpected death, since in principle, the potential donor is 
healthy, did not suffer from any serious chronic illnesses such as cancer as these are usually 
contraindicated for donation, and is not of an age corresponding with his/her life expectancy. 

We must explain what is meant by brain death, which can be a difficult thing to understand for a 
large part of the population. It is important that we have examples and metaphors adapted to 
the appropriate cultural level at our disposal to facilitate understanding. There are classic 
examples that a brain dead organism: “Is like a car with no engine going downhill. Although it is 
still moving, there is no control over it and it is only a matter of time before it will stop”. We must 
also have answers ready to clarify why they see their relative breathing, or feel him/her warm to 
the touch, making reference to the artificial life support the patient is receiving through a 
ventilator, the heartbeat no longer being controlled by the brain, to drugs which we use to 
maintain the blood pressure, etc. 

Avoid, or at least be very wary of the use of expressions like, “we have lost him/her”, “he/she is 
no longer with us”, as these can confuse and make things difficult to understand. 

This phase marks the beginning of the grieving process. This is where the interview with the 
relatives for donation begins. This part will be dealt in a later chapter. 



5. Responding to emotions 

After the news, the emotional turmoil begins. It is the start of the grieving process , perhaps the 
most difficult phase in the process involving responding to the emotions which have been 
generated. First of all, we must watch the person’s reaction. Secondly, we must identify the 
emotion the interlocutor is experiencing, putting a name to it; and thirdly, identify the reason for 
this emotion which may be directly related to the news, or involve other factors to do with the 
individual and the people around him/her.  
 
In this phase, we must establish an empathic relationship and bring about the start of the 
supportive relationship.  

Next chapter goes into the grieving process and the supportive relationship in depth. 

6. Planning 

The final stage is the planning stage, also known as the care plan , strategy and summary. If the 
patients have a clear plan of the future, it is less likely that they will be anxious or confused. 

Make a plan and explain it, like, for example: “In two hours we’ll move the body to the operating 
theatre where they’ll remove the organs; then, later, he can be moved to the funeral home so 
that you can arrange the funeral as you wish, for your family and friends”. 

Identify the receptor of the bad news coping strategies and reinforce them. For example, the 
widow says: “I’m not going to be able to go back home today... may be it will be better for me to 
go for a period of time to my daughter’s home...”. She is demonstrating a positive attitude which 
needs to be reinforced. We should reply: “Really, that could be a good idea at such a difficult 
time... little by little you’ll find yourself adapting to this new situation... at the moment you need 
support”. 

Identify other sources of support for the patient in order to combine them, such as positive 
relatives or someone they know with a similar problem, etc. 

In the planning, we have to pursue, according to Dr. Steven Rothschild, professor of the 
Department of Family Medicine at Rush Medical College, the transmission of three concepts: 
that every possible effort will be made to help, that the person is not going to be abandoned, 
and that we will continue to help them with the decision-making. 

Common misconceptions 

1. Not preparing the interview. It is very important to have available the maximum amount 
of information possible, both medical and concerning the social circumstances of the 
person, before breaking the bad news; to have a plan of action and prepare the place 
where we are going to hold the interview, as well as to choose the people who will be 
present. 

2. Not following the rate at which the people are assimilating the bad news. 

3. Not adjusting to the degree of information they wish to know. 

4. Talking too much, not using the silences. 
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Subject 2: The Grieving Process and the Health Care  
Workers 
 
 
 1. Introduction 
 
Whenever someone is giving bad news, someone is receiving bad news. The worst piece of 
news is the death of a loved one, because of the deepness of the feelings and because it is 
irreversible. 
 
Since health care workers are witnesses of the immediate reaction of facing the loss, we should 
be able to accept naturally any emotion and behavior. Both understanding the grieving process 
and the tasks of mourning are necessary in order to establish an adequate supportive 
relationship with grieving families. 
 
2. Definition of Grief 
 
Grief is the response to the loss of someone or something. Time and support ease the grieving 
process. Grief itself is normal and natural. 

Other terms often interchangeably used with grief are bereavement and mourning, however 
they are not the same.  

Bereavement is the state of having lost someone or something. The term is generally used to 
describe the state of having suffered a loss due to death. 

Mourning is the public expression of grief, which is shaped by social and cultural expectations. It 
is how an individual attempts to incorporate the loss into life and keep living. It is also the 
behaviour expected by those in the cultural group following a death or loss. Mourning is often 
considered to be the outward expression of grief that is influenced by a person's culture, 
customs and gender. 

3. Grief Responses 
 
There is a wide variety of responses that are influenced by  

o Personality 
o Family 
o Culture 
o Spiritual beliefs 
o Religious practices 
 

Grief is a multi-faceted response to loss in all human dimensions: 
o Emotional  
o Physical 
o Cognitive 
o Behavioral 
o Social 
o Philosophical 

 



4. Grief Symptoms 
 
A series of reactions, sometimes contradictive, have been described to appear when grief 
starts: 
 

o Physical sensations  
 

� Hollowness in the stomach 
� Tightness in the chest or the throat 
� Oversensitivity to noise 
� Sense of depersonalization 
� Breathlessness 
� Weakness in the muscles 
� Lack of energy 
� Dry mouth    
 

o Emotions  
� Pain        
�  Denial  
� Guilt and self-reproach 
� Anger 
� Desperation 
� Fear, preoccupation 
� Distress, anxiety 
� Relief, acceptance 
� Loneliness, emptiness 
� Regret 
� Depression, pity, sorrow 
� Sadness 
� Confusion, fatigue 

o Behaviors 
� Crying        
� Shock, Numbness 
� Violence 
� Escaping       
� Acceptance 
� Support 
 

5. Common Emotions 
 
Though grief is a personal, unique experience, we can describe common feelings that we find in 
grief. 
 
Fear  

Fear is usually present in grief: Fear of the future and fear of one's own death, are both 
universal. 

 
Pain 

The natural reaction to intense pain is shouting and withdrawal. That is why emotional 
response goes from Anger to Numbness. 
We should be conscious that pain is a selfish feeling. Someone who is paining is not able to 
pay attention to anything out of his sorrow.  
 

Guilt       
The question is “Why?” A grieving person tries to make sense of the drama. At times, 
individuals may think about what could have been done to prevent the loss and can become 
preoccupied about ways that could have made things better, imagining all the things that 
will never be. If not properly resolved, intense feelings of remorse or guilt may appear.  



A Guilty cognition frequently appears: “If only…” (If only I had advised him not to go, If only 
he hadn’t gone there, If only the doctor had noticed it before….. all this tragedy would not 
have happened) 
Guilt can be directed towards: 

o Life in general for the injustice 
o One’s higher power 
o The deceased 
o Health care workers  
o Family themselves 

Anger  
This reaction usually occurs when an individual feels helpless and powerless. Feelings of 
resentment may occur. After an individual acknowledges anger, guilt may appear due to 
having expressed these negative feelings. Again, these feelings are natural and should be 
accepted to resolve grief.  

 
Denial 

Shock is the first stage of disbelief and unreality. Denial serves to protect the individual from 
experiencing the intensity of the loss. There is a reluctance to accept the loss: “No”, “It's not 
true”, “They’ve made a mistake”, “This isn’t happening to me” Denial may be more intense 
the more unexpected death is. Numbness is a normal reaction to an immediate loss and 
should not be confused with "lack of caring". 
 

6. Phases of Grief 
 
Related to the moment of the loss, we can state the immediate grief (short-dated) and the 
mediate grief (long-dated). Giving bad news, we should know how to deal with immediate grief, 
starting at the moment the family finds about the loss of their loved one. Bob Wrigt sated that 
the way to initiate the grieving process is of highest importance. 
 
“Stages" or “Phases" of grief have been described. It may be helpful to be aware of these 
identified phases or common aspects of grief. Anyway, it is also important to know there is no 
right or wrong way to grieve. All feelings are normal, even if they seem "crazy". Many authors 
have described models of grief: Lindeman, Kübler-Ross, Parker, Bowlby, Rando,Wright. Next, 
Bowlby’s and Kübler-Ross’ are commented.  
 

6.1. Grief: Flow of Processes. J. Bowlby 
 
John Bowlby, psychiatrist creator of the attachment theory, stated that the human being has a 
natural tendency to establish affective ties with others. That is why any situation that might 
cause the loss of these emotional ties will unleash reactions which will be the more intense the 
stronger the tie had been established. 
 
According to Bowlby and Parkes' model the bereavement process can be divided into four 
phases that survivors (family, friends, colleagues) of a loss may experience:  
 

1. Shock and numbness 
In the initial phase survivors feel stunned and numb. They frequently have difficulty 
believing that a death has occurred and processing or comprehending the loss.  
 
2. Yearning and Searching   
In this phase survivors experience separation anxiety and deny or are unable to accept 
the reality of the loss. Survivors may try and search for the lost person to bring them 
back. Feelings of frustration and disappointment can result when this is not possible.  
 
3. Disorganization and Despair   
In this phase survivors are easily distracted and may have difficulty concentrating and 
focusing on normal activities. Survivors also report being depressed and have may find 
it difficult planning for the future.  
 



4. Reorganization and Recovery   
This is the phase when the survivor begins to rebuild his or her life, reconcile and 
recover from the loss.  

It is important to realize that the four dimensions do not follow a set order and a person may 
experience several phases at one time. While going through a grief response to a loss, the 
survivor utilizes internal coping strategies to reorganize and incorporate the loss or life-changing 
event into a life forever changed by the event.  

In a series of articles published from the 1960's through the 1980's John Bowlby and Colin 
Murray Parkes combined the framework of human information processing and the attachment 
theory of human behaviour to explain how people process loss and bereavement.  

• In the attachment theory the bonds that are formed early in life with parental 
figures are derived from the need for a person to feel safe and secure.  

• In human information processing the process is used to filter out or let through 
unwanted information.  

They proposed that grief responses are how the person adapts to the loss and are valuable for 
survival. According the Bowlby and Parkes, a person going through the phases utilizes existing 
internalized, representational figures of safety and security to be reshaped, thereby 
incorporating the changes that have occurred in the grieving person's life.  

 
6.2. Stages of Grief. Kübler-Ross Model 

 
The five stages of coping with dying, abbreviated DABDA, were described by Kübler-Ross in 
her classic book On Death and Dying in 1969. They include:  

• D - Denial  
• A - Anger  
• B - Bargaining  
• D - Depression  
• A - Acceptance  

          
The five stages of the Kübler-Ross stage 
model (Fig. 1) are a description of the 
emotional and psychological responses that 
many people experience when faced with a 
critical illness or life-changing situation.  

These stages were created as a model to help explain what people may be feeling as they 
anticipate their death or as they are grieving a loss. They were never intended to be a 
prescribed manner or represent the specific sequence that people progress through when 
experiencing a loss.  

7. Normal and Complicated Grief 

Complicated grief is unresolved grief. Complicated or unresolved grief may appear as a 
complete absence of grief and mourning, an ongoing inability to experience normal grief 
reactions, delayed grief, conflicted grief, or chronic grief.  

Complicated grief reactions require more complex therapies than uncomplicated grief reactions. 
Adjustment disorders (especially depressed and anxious mood or disturbed emotions and 



behaviour), major depression, substance abuse, and even post-traumatic stress disorder are 
some of the common problems of complicated bereavement.  

Complicated grief is identified by the extended length of time of the symptoms, the interference 
caused by the symptoms, or by the intensity of the symptoms (for example, intense suicidal 
thoughts or acts).  

Variables surrounding the death play into the presence of complicated grief, such as: 
o expectedness 
o naturalness 
o presence of violence 
o ambivalence feeling  
o degree of attachment 
o gender of the grieving person. 

8. Grief Work. The Four Tasks of Mourning. 

Working through grief can be a painful process, but it is necessary to ensure future emotional 
and physical wellbeing. The pain for a loved one involves suffering. But there is no growth 
without suffering. All authors on the subject agree that grieving is a process which has to be 
gone through step by step. There is no short-cut. The purpose of mourning is to get us to the 
point where we can once again get on with life. 

William Worden sets out the fulfillment of four stages for working through the grieving process 
effectively. 

1. Accepting the reality of Loss   

The loss of a loved one is so devastating that at first we often refuse to accept it. Denial 
may adopt different forms, not only expressing “No”. Disbelief, deferral or dismissal might 
be some way of denial. 

The first stage in order to work through the grieving process should be facing up to the 
reality of loss. 

2. Experiencing the pain 

Parkes states that avoiding or suppressing the pain may extend the grieving process longer. 
Bowlby maintains that, sooner or later, those who consciously avoid grieving will suffer from 
some form of depression. It is only by willingly acknowledging, accepting, and bearing the 
pain of loss that we will eventually be healed.   

3. Adjusting to life without the deceased   

Adjusting to a changed environment in which the loved one is missing is the third task. How 
a person does this depends on many things. It is up to the grieving individual to make this 
decision. For many people, the loss of a loved one forces them to take new roles which 
mean added stress they have to cope with. Experts suggest putting off major decisions for a 
time if it is possible in order to make a thoughtful decision.   



           

4. Going forward emotionally  

Continuing a life without the loved one and being able to invest the emotional energy into a 
new life. This doesn't mean forgetting about the loved one who has died, but it means 
thinking differently about the emotional tie to that person. The way to work through this 
stage is investing energy in new relationships. 

Grief experts estimate that it takes at least one year to move through the grief process. Two to 
three years may be a more realistic estimate. A full year is considered a minimum, because it 
takes a year to experience all of the anniversary dates and holidays with the loved one gone. 
During these special times, symptoms of acute grief may come back for awhile. This, too, is 
normal and will lessen with time.  

Pangrazzi stated two main signs of recovering: 

o The grieving person is able to remember and to talk about the loved one quietly and 
naturally, without bursting into tears. 

o The bereaved has established new significant relationships and has accepted new 
challenges.  

9. Health Care Workers´ New Roles in Grief 

  The culture of death has become different in the recent years. Sometime ago people died at 
home, surrounded by family and friends. The bereaved felt supported by their relatives in a 
setting that encouraged the expression of emotions. Death was natural, the end of life. Religion, 
funeral rites and ceremonies gave sense to death and cohesion to the group.    

  Nowadays the technology has changed the traditional way of dying and grieving. 

� Technical advances in medicine seem to be infallible and death is understood as a 
failure. Both, health care workers and the family of the deceased, feel frustrated 
whenever death happens. Death is not natural any more. We are trained to save lives 
and take care of patients, but we should remember: “A physician never saves a life, but 
only postpones death” 

� Moreover, most of people die in a hospital, in a cold environment. Grieving relatives 
express their emotions in an unfamiliar setting surrounded by strangers, the healthcare 
workers.  

� Healthcare workers sometimes feel disturbed when witnessing private reactions.  Also 
they may think they are not trained in strategies to approach the relatives of the 
deceased. 

10. Personal vs. Professional Reaction   

There is a great variability in the response of grieving families. Grief is a personal experience. 
We are different persons and react differently. 

We are heath care professionals but of course we are persons. So, as persons, we react to the 
family reaction. If we think and feel something, it's likely to show in our behavior. What we do 
depends on what we think and what we feel. That is why Health professionals should try to 
avoid possible conflicts: 

o Related to their own unresolved problems towards death. 



 If we feel uncomfortable, we will try to get out as soon as possible. 

o Related to judge grieving families´ reactions.  

We may think some reactions are not “adequate” or “normal”. If we think and show that 
family response is not proper, we can increase their guilt and pain. 

 

Fig.2. Personal vs. professional reaction 

In what way can we decrease the risk of disagreement? 

o Encourage the expressions of emotions 
� Avoid: “Be calm”  

o Do not judge    
� “Whatever is done or said is normal. It is their grief, not mine. I respect it” 

o Don not enter into conflict  
� Pain is a selfish feeling (avoid: “Be silent, please. There are other patients”). The 

person that begins grieving only responds to what is in line with what he (she) 
feels. Practice reflection of emotions   

11. Conclusions. The Health Care Worker Contributio n to the Grieving Response 

Our contribution to grieving families should be oriented to: 

o Give information in a clear, honest and direct manner. Avoid euphemisms  
o Reduce the potential damage of sudden death 
o Identify and accept feelings and behaviors  
o Help have a realistic approach of the loss. Offer and facilitate the farewell  
o Ease the suffering and provide emotional assistance 
o Identify external available support 
o Support relatives to make decisions by themselves to recover skills to cope with the 

crisis 
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Subject 3: The Supportive Relationship and 
Communication Skills 
 
 
1. Introduction 
 
Accepting the reality of loss, experiencing the pain and adjusting to a new life are the main 
tasks in the immediate grief. Health care workers may help the family in their grieving work 
establishing a supportive relationship for the relatives to take conscience of the veracity of death 
and be aware of their feelings, to normalize their emotional reactions, to verbalize the problems 
and look for resources, to make their own decisions and to offer our unconditional support. 
 
2. The Person-Centered Therapy. Carl Rogers 

The supportive relationship is based on Carl Rogers´ therapy: the Person-Centered 
psychotherapy. Rogers holds that the therapist's primary effectiveness is through the 
therapeutic relationship. The therapist must show empathy to the client, be genuine with the 
client, and have unconditional positive regard for the client.  

Showing empathy  requires understanding the client's feelings and reflecting them back to the 
client to help them understand these feelings as well. Being genuine  involves being open and 
honest with the client and sometimes self-disclosing to help the client feel the therapist has 
empathy. Having unconditional positive regard  for the client means valuing him as a person. 

Rogers holds these characteristics and behaviours of the therapist, along with the client's ability 
to perceive these characteristics, as the necessary and sufficient elements of therapeutic 
change.   

3. The Supportive Relationship 
 
We can define the supportive relationship as a Therapeutic Relationship which aims at 
reestablishing a state of wellbeing and equilibrium in the individual in the face of the need of 
encouraging an adjusted response. The supporter closely attends the relatives, watching out for 
the progression of the crisis. 
 
The supportive relationship establishes a line of communication between the giver and the 
receiver of bad news, designed to promote a positive frame of mind for coping with the news. It 
takes place between two persons. One of them tries to raise  in other one capacities and 
latent resources .  

The aim is to look for solutions  to the problems that a new situation raises. It is produced in a 
situation of face-to-face communication , so it is necessary to facilitate and motivate the 
communication 



 4. Face-to-face Communication 

According to Mehrabian´s studies, there are basically three elements in any face-to-face 
communication: words, tone of voice and body language. Mehrabian also concluded that non-
verbal elements are particularly important for communicating feelings and attitude, especially 
when they are incongruent: if words and body language disagree, one tends to believe the body 
language. 

Besides that, these three elements account differently in our link to the person who puts forward 
a message concerning their feelings: words account for 7%, 
tone of voice accounts for 38%, and body language accounts 
for 55% of the believability. They are often abbreviated as the 
"3 Vs" for Verbal, Vocal & Visual (Fig.1). For effective and 
meaningful communication about emotions, these three parts 
of the message need to support each other, they have to be 
"congruent". In case of any "incongruence", the receiver of 
the message might be irritated by two messages coming 
from two different channels, giving cues in two different 
directions. 

 

5. Non-Verbal Communication 

Non-Verbal communication defines the process of communication through sending and 
receiving wordless messages.  It is the way to express emotions and interpersonal attitudes. 
Nonverbal communication is strongly based in cultural meanings, not always universal. That is 
why we must pay attention to Non-Verbal communication aspects.  

• Kinesics 

Nonlinguistic movements of the body as a systematic mode of communication such as your 
way of looking, your facial expression, position, orientation, gestures. Non-verbal behavior 
relates to movement, either of any part of the body or the body as a whole. 

• Paralanguage 

Paralanguage is applied to the non-phonemic properties of speech, such as speaking 
tempo, vocal pitch, and intonation contours, that can be used to communicate attitudes or 
other shades of meaning. 

• Proxemics 

Proxemics refers to cultural, behavioral, and sociological aspects of space distances 
between individuals.  

The term proxemics was introduced by anthropologist Edward T. Hall in 1966 to describe 
set measurable distances between people as they interact. Hall notes that different cultures 
maintain different standards of personal space.  

In Latin cultures, for instance, those relative distances are smaller, and people tend to be 
more comfortable standing close to each other; in Nordic cultures the opposite is true. 
Realizing and recognizing these cultural differences improves cross-cultural understanding, 
and helps eliminate discomfort people may feel if the interpersonal distance is too large 
(reticent) or too small (intrusive). Comfortable personal distances also depend on the 
culture, social situation, gender, and individual preference (Fig.2). 



 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Fig. 2.- Diagram of Edward T. Hall's personal reaction bubbles (1966)  
 

• Chronemics 

Chronemics is the study of the use of time in non-verbal communication. The way we 
perceive time, structure our time and react to time is a powerful communication tool, and 
helps set the stage for communication. Time perceptions include punctuality and willingness 
to wait, the speed of speech and how long people are willing to listen. The timing and 
frequency of an action as well as the tempo and rhythm of communications within an 
interaction contributes to the interpretation of nonverbal messages. 

6. Basic Communication Attitudes 

Of course any communication ability is welcome to achieve an efficient communication in the 
supportive relationship: emotional control, cordiality, assertive expression or concretion. 
However empathy, warm respect and authenticity are basic to improve our family support.  

• Empathy 

Empathy allows us to understand others even though we do not share the same 
feelings.  When the supporter has the ability to understand the relatives’ reactions from 
the inside, they feel simply understood, not evaluated, not judged, simply understood 
from their own point of view, not from ours. Empathic understanding is the basic attitude 
for active listening and the reflection of emotions. 

• Warm respect 

It means the approval and unconditional positive regard for the family.  It is an 
acceptance of this other individual as a separate person, who is worthy in her own right. 

• Authenticity, congruence 

In a face-to-face communication family sometimes are afraid of giving us their 
confidence. That is why realness and genuineness are essential attitudes to give 
assurance.  

7. Communication Skills 

Aside from improving our communication attitudes, to be efficient in the clinical interview we 
should learn about communication skills in order to help us give information to the family 
(Informative Skills) as much as to allow the relatives express their doubts and emotions and 
give us information (Exploratory Skills). 



As said before it is of great importance to maintain coherence between verbal and non verbal 
message (Fig. 3) 

 

 

 

 

 

 

Fig. 3.- Efficient Communication 

7.1. Verbal Communication Skills 

We can use verbal communication skills to establish the right supportive relationship. 

• Narrative and summarising techniques . 
To allow focusing on subjects, avoiding digression and going over the whole story 
from the start, using phrases to advise the family to receive bad news (i.e. “I’m sorry 
to be bringing bad news..”, “In spite of doing everything possible..”, “Much to our 
regret ..”) 

• Metaphors and examples 
To allow for an adequate comprehension of the message. For example, to explain 
brain death we can compare it with a cut flower; it is only apparently alive. 

• Coherent, reasoned, simple and concise language. 
• Open questions 

To maintain the interlocutor’s attention and make him think about the answers 
(what, how, where, when,..) as opposed to questions that can be answered with yes 
or no. 

• To avoid scientific language  
• Neutral vocabulary 

We should try to choose the less aggressive terms. For example, it is better to talk 
about “organ donation” than “organ extraction” 

• Reiterative phrases, clarifications, interpretation s  
To let the family be conscious we understand what they mean.  

• Good manners  
It is proper to introduce yourself, find out the name of the deceased and, if possible, 
note the names of the closest relatives. 

In sum, communication of death must be done in a clear, honest, simple and sensitive verbal 
language. 

7.2. Non-Verbal Communication Skills 

The supportive use of Non-Verbal Communication is based on: 
• Suitable environment , barriers must be removed 
We should choose the correct place to give bad news. The communication of death 
should be done in a warm, private place to show respect to the family privacy.  
• Clear diction, proper intonation, soft and warmth tone of voice  
• Low reaction,  functional silence  
Silences should be respected. Functional silences are not failures in communication. 
Pauses of 4 or 5 seconds show respect, express interest and attention. We accompany 



the family in their silence but we make them aware of our presence; we are available 
and open to what they want to say. 
• Way of looking : eye contact usually should be maintained most of the time. 
However it is important to be sensible to cultural or gender differences in order not to 
offend or restrain.  
• Physical Position : directed towards the relatives. 
We have to position ourselves close to the relatives, in a circle, without barriers, 
adopting a position of approach and proximity. 
• Movements of the head: assents.  
We can transmit to the relatives that we are listening and caring if we give them signals 
of assent such as nodding the head, raising eyebrows or gesturing with the hands. 
• Physical Contact .  
It can be used for consoling, showing warmth and tenderness. We must be sensitive to 
family withdrawal in order not to offend them. Avoid physical contact with angry 
relatives.  

8. Main Supportive Communication Tools 

A supportive communication approach may help both family and health professionals to deal 
with a difficult situation. Communication tools may help us to validate the family feelings and 
explore what troubles them the most about their present and future. Displaying empathy can 
help the relatives to feel understood and less abandoned. At the same time we have to be 
assertive, transmitting professionalism, firmness and control to provide security.  Active 
listening, reflection of emotions and paraphrasing are the main supportive communication tools.  

8.1. Active Listening 

Active listening is a way of listening and responding to another person that improves mutual 
understanding. Often when people talk to each other, they don’t listen attentively. They are 
often distracted, half listening, half thinking about something else. When people are engaged in 
a conflict, they are often busy formulating a response to what is being said. In very emotional 
situations, health professionals tend to offer solutions and even trivialise what the family says. 

Active listening  is an attempt to "listen for meaning", in which the listener checks with the 
speaker to make sure that a statement has been correctly heard and understood. The goal of 
active listening is to improve mutual understanding. 

Active listening is a structured form of listening and responding that focuses the attention on the 
speaker. The listener must take care to pay attention to the speaker fully, and then repeats, in 
the listener’s own words, what he or she thinks the speaker has said. Overriding one’s own 
frame of reference and judgment is important in order to fully attend the speaker. The listener 
does not have to agree with the speaker; he or she must simply state what they think the 
speaker has said. This enables the speaker to find out whether the listener has really 
understood. If needed, more explanations can be given. 

Active listening may let us now how family is understanding and accepting the certainty of the 
death of their loved one, if they use the past tense referring to the deceased or if they ask about 
the procedure of the funeral.  

Active listening has several benefits. The benefits of active listening include:  

• It forces people to listen attentively to others.  
• It avoids misunderstandings, as people have to confirm that they do really understand 

what another person has said.  
• It tends to open people up, to get them to say more 
• It resolves conflict and builds trust 
• It improves cross-cultural communication and decreases litigation 



Practicing Active Listening 

1) Prepare yourself with a positive attitude 

• Focus your attention on the subject. Stop all non-relevant activities beforehand to orient 
yourself to the family  

• Review mentally what you already know about the subject  
• Avoid distractions 
• Acknowledge any emotional state. Suspend negative emotions  
• Set aside your prejudices and your opinions. You are there to learn what the speaker 

has to say 

2) Actively listen  

• Be other-directed; focus on the person communicating. Listen with your ears but also 
with your eyes and other senses  

• Be aware: non-verbally acknowledge points in the speech. Use your body position and 
attention to encourage the speaker and signal your interest   

• Be involved: Actively respond to questions and directions 
 

8.2. Reflection of Emotions 

In emotionally charged communications, such as giving bad news and starting the grieving 
process, the listener should listen for feelings . Thus, rather than merely repeating what the 
speaker has said, the active listener might describe the underlying observed emotion.  

Reflection of emotions consists on: 

1. Identify the emotion 
2. Give name to that emotion 
3. Express the emotion verbally 
4. It refers to the correct emotion  
5. It expresses the correct intensity 
6. We can express it with an open expression and finish with a question tag: “you seem to 

feel very angry, don’t you?”  

Practicing Reflection of Emotions  

1) Observe and listen actively to the family    
2) Listen to yourself 

o Be aware of your own emotions 
o Neutralize if negative 

3) Reflect emotions   
• Shows the family  that you are listening and caring 
• Allows the relatives to examine their own emotions 
• Lets the family confirm or correct your interpretation of their feelings  

4) Normalize the emotion: All feelings are normal 
“It’s understandable your devastation in such a terrible situation”, “It has happened so 
quickly, it’s logical you can’t believe it”. Acknowledging their right to feel the way they do 
will help start the healing process and consolidate the therapeutic relationship.  

8.3. Paraphrasing 

Another way of reflecting related to the cognitive area, oriented to the thoughts , is achieved 
through the use of paraphrasing. Having heard, the listener may then paraphrase the speaker’s 
words. It is important to note that the listener is not necessarily agreeing with the speaker, he is 



simply stating what was said. This involves repeating back the message we are receiving from 
the family using different words, translating the message.  

Again, the aim of paraphrasing is to show the family that we have understood what they are 
expressing and to facilitate the continuity of conversation.  

9. Most Frequent Mistakes 

It is important to remember frequent mistakes we should try to avoid: 

• Judging 
• Getting angry  
• Providing insufficient information 
• Interrupting  
• Transmitting a sense of hurry 
• Not following the pace of assimilation of the family  
• Entering into confrontation (remember reflection of emotions) 

10. Interacting with Grieving Families 

When interacting with grieving families, we should remember to: 

• Be conscious of the fears and worries of the family  
• Avoid confrontation. Reflection of emotions  
• Provide privacy and information  
• Communicate bad news clearly, honestly and sensitively 
• Provide freedom to show the emotions  
• Establish cooperation between doctors, nurses and other health care workers  
• Establish empathy  
• Grant time to think or to make questions  
• Avoid judging 

11. Supporting the Needs of the Relatives 

We can do a lot for grieving families. We can: 

• Give our condolences 
• Offer our support 
• Touch, give physical contact 
• Phone other members of the family 
• Offer a drink 
• Prescribe a sedative 
• Report what has happened 
• Show interest in how they feel 
• Assure them that all has been done to save the life of their loved one 
• Relief “He /She has not suffered” 
• Look for religious consolation if desired 
• Offer a private visit to the deceased 
• Etc. 

What should we do first? It depends on the family needs. Sometimes we may go for a drink 
because we want to get out since we feel uncomfortable. But we must put duties in order to be 
efficient, according to the needs of the family, not of the professional. Our personal reaction 
must be neutralized  if it is negative. Active listening  lets us identify priorities in family needs 



12. Conclusion. Comforting and Helping Families 

A survey on surviving family members of trauma patients dying in the emergency department or 
intensive care unit of Washington, USA concluded that the manner in which families are told of 
the death of a loved one has a lifelong impact on the survivors. The behaviors that families 
perceived as most comforting and helpful were: Caring attitude, Clarity of message, Privacy, 
Ability to answer questions and Empathy.  

Our supportive relationship should be oriented to the family in order to reduce the potential 
damage caused by death, ease the suffering and provide emotional support, facilitating the 
expression of emotions. 
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Subject 4: Request for Donation Process: Family 
Interview 

1. Introduction 

It is obvious that conducting a family interview to request a process of donation is something 
that has to be learned, since a system is required for the approach to the family. Although it is 
true that there are people who intuitively know the most appropriate thing to say at each 
moment, is has been demonstrated that the family interview is an evidence-based scientific, 
systematic process,1 which from experience, allows us to approach the families face to face at 
the worst moment, but the only moment we have. The end result of our work as transplant 
coordinators will depend on our skill in handling this situation. 
 
2. Importance of the family interview  
 
It is often said that one of the reasons for not procuring a donor is the shortage of staff and lack 
of equipment. It is probable that in some measure this may in effect be a problem. However, the 
majority of the studies which have assessed the factors that condition or intervene in a donation 
process have found that the conduct of a good family interview by an expert is one of the most 
important factors to condition consent.2-3 
 
3. Characteristics of the family interview  
 
The interview takes place at a critical time when, as professionals, it is difficult for us to bring up 
the subject of donation with the relatives of the person who has died. To do this we must have 
the psychological and technical communication skills necessary to allow us to conduct the 
interview in a systematic manner. The family interview is characterised by being semi-directed, 
structured (beginning, middle and end), and having a content and a direction. The content 
consists of the subjects which must be discussed: 
 
– Knowledge and understanding about brain death (or asystolic death in the case of tissue 
donors). 
– Request for the donation of organs and tissues. 
– Finding out more information about the possible donor’s behaviour involving biological risk. 
– Adequate explanation of the organ removal and transplant process. The direction of the 
interview is the way in which the interviewer presents the contents which allow the families to 
make a decision. 

4. Giving bad news 

After the giving of bad news, a series of emotional responses is triggered and the end result of 
our work will depend on our skill in handling this situation. The people with whom we must talk 
have just received an emotional impact which to a greater or lesser degree is going to mean a 
change in their lives. It is therefore logical to expect the various responses which form part of 
the grieving process. From denial, disbelief, bargaining, depression... to reach the point, in the 
majority of cases, of acceptance of the death. These stages are not gone through in any 
specific order. 
 
The order can vary and one or more stages may be missed out. However, the important thing to 
understand is that this impact scenario, to a greater or lesser extent, is what we are generally 
going to find when informing of a death. On the other hand, although the response to bad news 
depends in part on the impact it has, it also depends on the manner in which the bad news is 
delivered, which can cause it to be taken as an act of aggression and turned back not only on 
the actual healthcare worker, but also on the transplant coordinator. 
The decision to donate or not will be related to the perception the family has of the medical 
attention, the treatment received, and the manner in which information has been transmitted by 
the professionals. In the majority of cases, the relatives who refuse to consent to donation 
consider that the information received about the death has been cold, arrogant and unclear.4 



Communicating news of a death produces an initial shock, generating a more or less 
unstructured response. This needs to be responded to immediately in the form of psychological 
support which will help to alleviate the tensions of the moment. 
 
5. Preparing for a family interview 
 
Aside from the family, but collaborating closely with the medical team responsible for the 
potential donor, the transplant coordinator has to determine the medical causes that have led to 
the death (brain death or asystolic death), the medical history, the clinical evolution of the 
patient, the information that the family has received and the way that the diagnosis of brain 
death (BD) was reached. Thanks to his/her relationship with the rest of the healthcare staff, the 
coordinator will then be informed about the make-up and hierarchy of the potential donor's 
family, visits received, relationship with the hospital staff, etc, and usually, in this way, will be 
able to predict the make-up of the family group he/she is going to find. 
 
He/she will look for a suitable place to conduct the interview in as comfortable an environment 
as possible, which will guarantee the family the necessary privacy. The decor and layout of the 
room should be simple with low tables and a sufficient number of comfortable chairs. Natural 
light is preferable and it could be decorated with paintings and flowers. Ideally, the room will 
contain a telephone, paper and pens, tissues, hot and cold drinks, etc, to be able to offer to the 
family. 
 
6. Supportive relationship in the family interview  
 
This is a therapeutic relationship arising out of the imminent necessity to provide a response 
which will allow this situation to be resolved. It is a communication process established by the 
coordinator with the aim of helping the family to bond together and organise the start of the 
grieving response.5  
 
In this manner, afterwards without intrusions, the coordinator will be able to initiate the process 
for requesting a donation. This will never be achieved unless we are able to establish an 
empathetic relationship with the family. 
 
Acknowledgement of the suffering, recognition of the signals being sent to us; in short, putting 
oneself in the position of or attempting to understand, in this case the family, is what is meant by 
empathy.6 Empathy in the context of the supportive relationship allows us to understand others 
even though we do not share the same feelings. Empathy forms part of the knowledge and 
skills in communication which a good coordinator must have in order to do his/her job 
professionally. 
 
7. Components of the Supportive Relationship 
 
They will enable the establishment of intervention strategies through skills or techniques which 
allow the forming of appropriate interrelation between the coordinator and the family,7 in order to 
help the initiation of the grieving process. 
The components of the supportive relationship are: 
 
7.1. Active listening 
 
In order to establish this, we must proceed to the approach. We must introduce ourselves to the 
immediate family or the relatives, find out the name of the deceased and if possible the names 
of the people we will be dealing with. It is advisable to be with the doctor who informs the family 
of BD, since then we will be able to observe how the different members of the family respond, 
objectively assess signs of comprehension, understanding and acceptance of the death (if they 
use the past tense or if they ask about the procedure for the funeral...) and this is achieved 
when we establish active listening.  
A donation can never go ahead without the family having accepted the death of their relative. 
When lack of comprehension is observed or the failure to accept the BD, we must go back to 
the beginning and explain and repeat as many times as necessary, respecting the amount of 



time that each family needs. Throughout the whole process, active listening helps us to look 
after the needs of the families. 
 
7.2. Reflection of emotions 
 
It helps to identify and recognise emotions in order to be able to verbalise the feelings of the 
person you are speaking to. At this time, when it is very important that the family are able to 
express their emotions, we can help by identifying the emotion, by giving it a name (fear, 
anxiety, confusion, etc), and even help to reduce its intensity (in the case of anger, rage, fury, 
etc). In this way, we let the family know that they have our understanding and support. We have 
to encourage the expression of feelings, e.g.: "I understand that you're angry, I would be the 
same..."; "I understand your crying, now is the time for that...". Or, for example: Relative says, "I 
can't believe it..."; Coordinator responds, "I can see that you're very confused..." This 
communication technique is centred on feelings, helping to clarify them, express them and 
handle them, positively influencing the grieving process. 
 
7.3. Paraphrasing 
 
Another way of reflecting emotions which corresponds to the area of thoughts is achieved 
through the use of paraphrasing . This involves repeating back the message we are receiving 
from the family but in different words (e.g.; Relative says, "He had told me that I should wait for 
him and now I'm never going to see him again..."; Coordinator responds, "You say that today 
you had arranged to...?"). These techniques have the aim of showing the family that we have 
understood, that we are hearing what they are saying, and facilitate the continuity of the 
conversation. 
 
8. Communication skills  
 
Knowing about verbal and non-verbal communication helps us to communicate well with the 
people we are speaking to, to create an atmosphere of confidence by letting them know we are 
listening to them. We give them solutions, we help to give focus to the messages which are 
confused at the time and we can progress with the interview. 
 
8.1. Verbal Communications 
 
Through our use of language we can help to establish the right supportive relationship and in 
order to do this we employ: 
 
– Narrative or summarising techniques : allow focus on subjects, avoid digression by the 
family and go over the whole story from the time of admission to hospital, using phrases which 
start preparing the family to receive bad news (e.g.: "I'm sorry to be bringing bad news...", "In 
spite of doing everything possible...", "Much to our regret...") or if necessary, other techniques 
can be used: 
 
– Metaphors : allow comprehension of BD as complete and irreversible cessation of functions (a 
flower: when it is cut, it seems to be still alive but it ends up fading away; a car without an 
engine: it works going downhill but eventually, when the ground levels off…; a tree which has 
been cut down ...). On the other hand, the language used has to be the least confusing 
possible. We have to avoid the use of scientific language and attempt to use: 
 
– Coherent, reasoned language 
 
– Simple, concise language 
 
– Open questions : permit the person you are speaking to keep the conversation going and 
think of answers (what..., how..., where..., when...); as opposed to questions which can only be 
answered by yes or no. 
 



8.2. Non-verbal Communications 
 
Its inappropriate use can betray the person you are speaking to and give the idea of 
indifference. The components of non-verbal communication are: 
 
– Silence : respect silences. Pauses of 4 or 5 seconds show respect, express interest and 
attention to what the family has to say, to their emotions. We accompany them in their silence 
but make them aware of our presence, that we are available, open to what they want to say. 
Silence is not a failure in communication. Used poorly, it could suggest impatience and display 
the anxiety of the coordinator. 
 
– Eye contact : seeing is a sense which allows us to make contact with people. Making eye 
contact is communicating, it displays feelings. Badly used, could suggest indifference. 
 
– Physical position : we have to adopt a position of proximity, in a circle and without barriers. 
Positioning ourselves close to the family, adopting a posture of approach, will indicate interest in 
and attention to what they want to say to us and will facilitate active listening, physical contact 
and eye contact. On the contrary, the presence of barriers, brusque gestures, signs of 
impatience (looking at the clock), a posture of withdrawal, are mistakes which make 
approaching the family and communication difficult. 
 
– Physical contact : while communicating, physical contact can be used for consoling, showing 
warmth and tenderness. Its use rarely creates indifference, although badly used could suggest 
a threat or be seen as aggressive. 
 
– Paying heed, listening and use of gestures : the family needs time to assimilate the news, 
for which reason we pay heed to them and listen to what they have to say. The coordinator 
gives signals to the relatives that he/she is listening, nodding the head, raising the eyebrows, 
gesturing with the hands, communicating understanding of what they are going through: in 
short, actively listening. 
 
– A warm and low tone of voice denotes respect and affection. 
 
 
9. Request for donation  
 
It is fundamental to establish what the wishes of the deceased were in order to know if, in life, 
the person had been opposed or not to donation. For this reason, the interview with the relatives 
must be directed to finding out these wishes (of the deceased person, not of the family).  
 
Although the law decides according to the model of presumed consent, the Spanish transplant 
model favours consultation of the family, considering that to proceed in any other way Could 
provoke reactions of rejection, which would have negative repercussions on the smooth working 
of the transplant system.8-9 
 
As it has been discussed, it is fundamental that before the request for donation is made, the 
relatives have understood BD, through use of the techniques mentioned above (narrative or 
summarising techniques, use of metaphors).  
 
To sum up, we must formulate open questions in order to encourage dialogue (What were 
his/her ideas about donation...?; Had he/she ever talked about donation...?), periodically 
verifying that the information is being understood, using clear, plain and simple language to give 
information at each different stage. We must be patient. Each family needs time to assimilate 
and respond to the news. We have to allow them all the time they need, or risk rushing them 
into giving a negative response. 
 
10. Arguments for requesting a donation  
 
In this situation we have to know the arguments which will contribute to justify our presence in a 
request for donation process. These are: 



 
10.1. Solidarity 
 
Refers to society as a whole or to a specific group or individual and may help to secure a 
donation. 
 
– Social : we are all involved. At some point in our lives we might need a transplant. Any of us or 
our loved ones might need a transplant. Would we like to be able to receive one? 
 
– Group : when specific social groups are alluded to (parents, spouses or children) who are 
waiting for transplants for themselves or their loved ones. 
 
– Individual : if the relatives know anyone on a transplant waiting list or on dialysis, asking them 
to think about these people. 
 
10.2. Usefulness 
 
Death always seems like a waste, but perhaps it could be useful to someone. 
Although death signifies a rupture, it could be a form of continuity of life for other people (avoid 
this being understood as the life of the deceased continuing in other people). 
 
10.3. Praise, generosity, reciprocity 
 
These are positive arguments, which elevate the image of the deceased. This is especially 
useful for those people who, in life, felt solidarity with their Bellow human beings and for the 
family to believe that the deceased could continue helping people after death by donating. Find 
out whether, if the deceased person would have liked to receive a transplant, would he/she do 
the same for others? We are asking for something which they no longer need but which others 
do. Remind the relatives that we are not asking for anything for ourselves but that we are 
representatives for a list of people who are ill and dependent on a transplant in order to live. 
 
10.4. Facilitation 
 
Help with the formalities which have to be carried out in these processes, explaining them 
simply and in detail. Allowing unrestricted privacy when it comes time to say goodbye to their 
loved one, intimacy for the family discussion and help in resolving problems of a legal nature, 
notifications, etc. 
 
11. Relatives’ refusal: reasons and strategies for reversal of relatives’ refusal 
 
We have to get away from the idea that the request for donation increases the pain that the 
family is suffering as a result of the loss. In fact it is quite the opposite. The request for donation 
is not an attack. It is a difficult question but within the supportive relationship, a donation 
process may help in facing up to and properly channeling the grief. The families of donors 
believe afterwards that the donation gave some sense to their tragedy and 90% would do the 
same again.10 The transplant coordinator is not an intruder, but quite the opposite. 
 
They are experts in the handling of a crisis situation, in that their fundamental role is to lend 
unconditional support and help to the relatives from the moment they have been informed of the 
death of their loved one. 
 
Relatives’ refusals are the most frequent cause of loss of organs and tissues for transplant. In 
Spain, although in recent years we may have observed a significant reduction in the number of 
relatives’ refusals, according to Spanish National Transplant Organisation (ONT) data, the rate 
of relatives’ refusals in 
2003 was 20%. Even so, there were still more than 4000 people on the transplant waiting list.  
 
The growth of the number of organs available for transplant in part depends on the ability to 
reduce the number of relatives’ refusals. Training of the interviewers in strategies which might 
change the attitude of relatives who refuse to give consent for donation and helping the relative 



to initiate the grieving process as smoothly as possible are elements that help people to adapt 
to the idea of donation. 
 
11.1. Reasons 
 
The magnitude of the problem is such that numerous studies have been carried out in an 
attempt to find out what the common factors determining the refusals are, as well as the 
reasons behind them (Table 1).11-12 
 
Reasons for Refusals 
 
– Presumed objection of the deceased while alive 24% 
– Refusal by the next of kin 24% 
– Not knowing the thoughts of the deceased 12% 
– Lack of understanding about brain death 11% 
– Concerns about disfigurement and integrity of the body 8% 
– Problems with the healthcare system 7% 
– Problems with the social setting 6% 
– Religious objections 2% 
– The wish to take the patient home 1% 
– Assertive refusal 1% 
 
It is worth emphasising that the most important factors determining a refusal are lack of 
understanding of the concept of brain death, a feeling of having received poor treatment on the 
part of the families during the hospital admission, the inappropriate choice of location for being 
informed of the death and the relationship established with the transplant coordinator. Other 
variables found in the various studies which might contribute towards a refusal are, among other 
things, the length of the hospital admission, the age of the deceased, the socio-cultural level, 
belonging to a certain religion or ethnicity, the proximity of the relationship of the person making 
the decision, or the absence of the family decision-maker. On the other hand, the studies did 
not find that the sex of the deceased, the cause of death, the knowing of people on a transplant 
list or of transplant recipients, or the number of people present at the interview, were factors 
which affected refusal. Nevertheless, it is recommended that the interview should take place 
with a minimal number of the immediate family or relatives, ideally involving only the next of kin. 
 
11.2. Reversal of refusal 
 
Given the lack of information surrounding the reasons for families arguing against donation, a 
multicentre study group was created which analysed a total of 618 interviews carried out 
between 1993 and 1994 in 12 Spanish hospitals, with the aim of identifying the motives for 
refusal of the donation, as well as the strategies employed in trying to reverse these decisions.13 

The reasons for refusals are shown in Table 1. Basically, they did not know the wishes of the 
donor and refusals expressed by the next of kin themselves. In the study, there was initially a 
36% refusal rate but with a second approach, it was possible to reverse 54% of these decisions, 
leaving a final refusal rate of 16.6%. 
 
The easiest decisions to reverse were those where the wishes of the deceased were unknown 
and there was a lack of understanding of brain death and concerns about disfigurement of the 
body. 
 
In another sense, we must have the necessary resources to be able to confront other problems 
that may arise as a matter of course, such as responding to suspicions about financial or 
commercial motives for the organs, making a donation conditional on there being a specific 
recipient for the transplant, asking for direct information about the transplant recipients, etc. So, 
as long as donation is an option, society has to be well informed. A social necessity has to be 
created and a social conscience maintained through the employment of strategies to optimise 
this conscience about donation within the hospital sphere and among the public in general. 
 



11.3. Strategies for dealing with relatives’ refusa ls 
 
During the interview, relatives may give us lots of reasons against donation. We must always be 
prepared to understand these reasons and to accept that the relatives, or even the potential 
organ donor, refuse donation. However, on some occasions, a refusal is part of a lack of 
understanding, misconception or fear of making decisions. It is precisely in these situations that 
we can provide better help to the relatives. MA Frutos et al. 10 defined the most common 
arguments given and some strategies for dealing with them: 
 
Dissatisfaction with the health care 
 
When the refusal stems from dissatisfaction with professionals, from the idea that something 
went wrong with the medical care or the evolution of the disease, we recommend, first of all, to 
accept complaints from the family and avoid trying to justify what has been done. We also have 
to remove the donation process from an unfavourable context and help them to realise that 
transplant recipients are not to blame for this situation even if something has gone wrong. And 
finally, we must help them to understand that organ donation would not interfere with any claim 
or later action if they make a legal complaint. 
 
Presumed refusal in life 
 
Although we must accept the deceased’s right to refuse donation, we also have to be sure that 
this belief was reasonable and reliable. We should ask about the circumstances under which 
this decision was made (e.g. after watching a shocking piece of news about organ trafficking, 
etc), and find out what the deceased actually expressed in life. 
 
Family refusal without reason 
 
This is a really difficult situation to face but we should try to find out who is pro-donation and 
separate them from those who are against donation, so as not to distort the natural flow of 
conversation. We can also use arguments of solidarity. 
 
Not knowing what the deceased believed about donati on 
 
Sometimes there is not a definite refusal but the relatives do not know the potential organ 
donor’s wishes; it was never discussed. Perhaps the best strategy in this situation is to insist on 
the fact that the deceased never expressed his/her refusal and look at positive reasons. Also, 
use arguments of solidarity, courage or reciprocity. 
 
Not understanding brain death 
 
As it has been discussed, it is fundamental that the relatives have understood brain death 
before the request for donation is made. It is recommended to use narrative, summarising 
techniques or metaphorical language to explain the concept of BD and explain the difference 
between being in a coma and BD. Ask what his/her ideas about death or donation were. 
 
Fear of the integrity and image of the body 
 
Fear of the body being damaged or disfigured is a fairly common reason for refusal which can 
be changed. Take time to inform them correctly, explaining the retrieval process (follow-up 
reconstruction surgery), stressing the respect and care with which the body will be treated and 
guaranteeing prompt return of the body. 
 
Delay of the funeral arrangements 
 
Arguments like social problems or the fact that donation could delay the funeral arrangements 
are not rare. You should help to resolve this kind of problem as far as possible by offering to 
help with funeral and bureaucratic arrangements and reminding them that the process is 
anonymous. 
 



Religious objections 
 
Refusal based on religious objections is actually a misunderstanding, since in fact, all religions 
accept donation. You should offer the opportunity to consult a religious minister, whatever their 
religion may be. 
 
Assertive refusal 
 
These are complicated refusals to reverse. They usually come from families with a high socio-
cultural level and they very possibly will not change their opinion. Try talking to them, 
mentioning social arguments, solidarity, asking them if they know anyone on a transplant 
waiting list, raising the idea of generosity and reciprocity. 
 
12. Social-medical history: biological risk 
 
In addition to being a process for the requesting of organ and tissue donation, the interview with 
the relatives is a way of obtaining useful information for predicting the presence of biological risk 
factors which might be related to the presence of infectious agents, and could compromise the 
life of the transplant patient. 
Nowadays, the legal recommendations for serological screening in the guidelines for the 
donation of organs and tissues allow us to rule out the presence of known transmissible 
diseases and guarantee the quality of donation. 
The various techniques used in the detection of markers of infection have high sensitivity, 
specificity and positive and negative predictive values. However, in certain circumstances, there 
is the possibility of finding ourselves faced with false negatives, whether due to an incipient 
infection where we are in the window period or because the serological determination has been 
carried out on diluted blood samples. On the other hand, in a small percentage, the 
determinations carried out on cadaveric donors can give false positives. 
 
Blood transfusion, infusion of colloids or crystalloids can be routine practice in the potential 
donor. As a consequence, due to haemodilution, the serological screening could result in false 
negatives, on reducing the titration of the markers below the sensitivity of the techniques. In 
cases where haemodilution is suspected, it must be determined, according to recognised 
methods, whether the haemodilution has been sufficient to dilute the sample or if possible, it is 
recommended that determinations are carried out on samples taken before the infusions or 
transfusions. 
In the cadaveric donor, the products of tissue degradation secondary to haemolysis produced 
once death has occurred can interfere with the serological screening values and be the cause of 
false positives. In order to avoid invalidating the donation, despite later confirmatory techniques 
confirming the negative result, it is recommended that blood samples are obtained as soon as 
possible after the death. 
 
Biological risk factors from the interview with rel atives 
 
The carrying out of a proper clinical and epidemiological history is the best method for ruling out 
those donors who are carriers of infectious processes that might be in the window period (HIV, 
HBV, HCV) or for ruling out by way of the history, the existence of any diseases transmissible 
through prions (Creutzfeldt-Jakob disease). 
 
In living organ donors, a serological screen must be carried out 3 months befote and again 
immediately prior to the donation. At the same time, it would also be advisable to conduct a 
health education program in order to avoid those activities which carry biological risk of infection 
by HIV, HBV and HCV. 
In living tissue or cell donors, it is recommended that a second serological determination is done 
3-6 months before the donation. In the case of haemopoietic precursors or tissues from babies 
with sudden death, the serum markers will have to be reliably determined on the mother. 
 
In addition to initiating the request for donation process, the interview with the relatives is also 
the time to conduct a reassessment of the previous medical history which, from the clinical 
history, we believe needs to be evaluated. From the next of kin or most appropriate people, we 



can investigate the presence or absence of determining factors for being a carrier of infection 
which might contra-indicate organ or tissue donation. We assess the existence of activities 
which carry biological risk (acupuncture, body-piercings, tattoos, street drug injection), as well 
as finding out where and under what conditions such practices were carried out. We ask about 
the existence of sexually promiscuous activities or prostitution, as well as recent time spent in 
prison. It is important to find out about any specific treatment received recently for sexually 
transmitted diseases (syphilis, gonorrhoea), or recent travel or stay in countries where infections 
contra-indicated for donation of certain organs or tissues (Chagas) are endemic, as well as the 
existence of any family illnesses with a high risk of prion transmission. For this reason, we ask 
families or significant others to state in writing that, to the best of their knowledge, the potential 
donor has not been in any of the situations mentioned in the questionnaire. 
 
Model of questionnaire for assessing of biological risk 
 
1. Had he/she had any tattoos, body-piercings or acupuncture in the last year? 
�yes �no 
2. If the answer to the previous question was yes, please specify whether or not it was 
performed using non-reusable sterile needles or equipment? 
�yes �no 
3. Had he/she had any sexual relations with different homo/heterosexual partners in the last 12 
months? 
�yes �no 
4. Had he/she engaged in sex in exchange for money or drugs in the last 12 months 
�yes �no 
5. Had he/she had sexual relations with other people with a history of AIDS, hepatitis B, 
hepatitis C in the last 12 months? 
�yes �no 
6. Had he/she spent more than 72 hours in prison in the last 12 months? 
�yes �no 
7. Had he/she injected any street drug in the last 12 months? 
�yes �no 
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Subject 5: Social-medical history: biological risk 
 
 
Key concepts 
 
All kind of measures are being introduced to increase the safety of organs and tissues 
transplantation through avoiding disease transmission to the receptor.  
 

1. Aim  
 

In addition to being a process for the requesting of organ and tissue donation, the interview with 
the relatives is a way of obtaining useful information for predicting the presence of biological risk 
factors which might be related to the presence of infectious agents or transmittable diseases 
which could compromise the health of the transplanted patient. 
 

2. Introduction 
 
Nowadays the legal recommendations for serological screening in the guidelines for the 
donation of organs and tissues allow us to rule out the presence of known transmissible 
diseases and guarantee the quality of donation (Food and Drug Administration; 1997).  
 
The various techniques used in the detection of markers of infection have a high sensitivity, 
specificity and positive and negative predictive values. However, in certain circumstances there 
is the possibility of finding ourselves faced with false negatives, whether due to an incipient 
infection where we are in the window period or the serological determination has been carried 
out on diluted blood samples. On the other hand, in a small percentage, the determinations 
carried out on cadaveric donors may give false positives. 
 
Blood transfusion, infusion of colloids or crystalloids can be routine practice in the potential 
donor. As a consequence the serological screening could, due to haemodilution, result in false 
positives on reducing the titration of the markers below the sensitivity of the techniques. In 
cases where haemodilution is suspected, it must be determined, according to recognised 
methods, whether the haemodilution has been sufficient to dilute the sample or if possible, it is 
recommended that determinations are carried out on samples taken before the infusions or 
transfusions (Council of Europe; 2002). 
 
In the cadaveric donor, the products of tissue degradation secondary to haemolysis produced 
once death has occurred can interfere with the serological screening values and be the cause of 
false positives. In order to avoid invalidating the donation, despite later confirmatory techniques 
confirming the negative result, it is recommended that blood samples are obtained as soon as 
possible after the death.  
 
Debate is going on about the level of risk that should be admitted. And of course it depends on 
what might be transmitted. From the perspective of a dying patient, would he/she rather die or 
have a small chance of developing something like hepatitis? Most patients take the organ and a 
chance at life (Sullivan, K). That is why patients and doctors are struggling with this dilemma as 
polices for using high-risk organs. 
 

3. Biological risk factors from the interview with relatives 

The carrying out of a proper clinical and epidemiological history  is the best method for ruling 
out those donors who are carriers of infectious processes that might be in the window period 
(HIV, HBV, HCV) or for ruling out by way of the history the existence of any diseases 
transmissible through prions (Creutzfeldt-Jakob disease).  

In living organ donors a serological screen must be carried out 3 months before and again 
immediately prior to the donation. In the same way it would be advisable to conduct a health 



education program in order to avoid those activities which carry biological risk of infection by 
HIV, HBV and HCV. 

In living tissue or cell donors it is recommended that a second serological determination is done 
3-6 months before the donation. In the case of haemopoietic precursors or tissues from babies 
with sudden death, the serum markers will have to be reliably determined on the mother.  

In addition to initiating the request for donation process, the interview with the relatives is also 
the time to conduct a reassessment  of the medical record which from the clinical history we 
believe needs to be evaluated. From the next of kin or most appropriate people we can 
investigate the presence or absence of determining factors for being a carrier of infection which 
might contra-indicate organ or tissue donation. We assess the existence of activities which carry 
biological risk (acupuncture, body-piercings, tattoos, street drug injection) as well as finding out 
where and under what conditions such practices were carried out. We ask about the existence 
of sexually promiscuous activities or prostitution, as well as recent time spent in prison. It is 
important to find out about any specific treatment received recently for sexually transmitted 
diseases (syphilis, gonorrhoea) or recent travel or stay in countries where infections contra-
indicated for donation of certain organs or tissues (Chagas disease) are endemic, as well as the 
existence of any family illnesses with a high risk of prion transmission. For this reason, we ask 
families or significant others to state in writing that to the best of their knowledge the potential 
donor has not been in any of the situations mentioned in the questionnaire. 

Before face the family interview you should prepare the interview:  

1. Try to get as much information as possible from any source. Review the medical chart, 
search for previous lab tests, contact if possible with general practitioners. And review medical 
chart and talk to medical and nurse team of the ICU.  

2. Try to choose the right moment, raise the interview for biological risk only after you get the 
consent for organ donation. 

3. Choose persons close to the donor who better knew the donor’s life style. Try to obtain the 
information just from this person. 

4. Explain the reason why you need all these information. You must protect recipients from any 
transmissible disease. It’s a matter of safety and quality. Show them it’s a routine procedure. 

5. Obtain the information. Start with the less awkward or discommoding questions. Continue 
with the protocol, and offer them to read it by themselves. Do not forget that you are going into a 
very private sphere of a deceased; that you are talking with people very close to the donor and 
that they are in the grieving process. Be sensitive, postpone the interview if you feel they are 
very uncomfortable; take your time. 

6. Offer them information in case any unexpected result is found. Thank them for their 
cooperation. 



4.  Model of questionnaire for assessing of biologi cal risk 
 

 1. Had he/she had any tattoos, body-piercings or acupuncture in the last 
year?  

yes no 

 
    

2. If the answer to the previous question was yes, please specify if it was 
performed using non-reusable sterile needles or equipment? 

yes no 

 
    

3. Had he/she had any sexual relations with different homo/heterosexual 
partners in the last 12 months? 

yes no 

 
    

4. Had he/she engaged in sex in exchange for money or drugs in the last 
12 months? 

yes no 

 
    

5. Had he/she had sexual relations with other people with a history of AIDS, 
hepatitis B, hepatitis C in the last 12 months? 

yes no 

 
    

6. Had he/she spent more than 72 hours in prison in the last 12 months? yes no 

 
    

7. Had he/she injected any street drug in the last 12 months? yes no 

 
    

8. Had he/she received treatment for syphilis or gonorrhoea in the last 
year? 

yes no 

 
    
9. Had he/she travelled to areas where there is malaria or to areas where 
other infectious diseases are endemic, such as Japan, the Caribbean, 
Africa or Polynesia? 

yes no 

  

 
5. Summary 

 
The implementation of a good medical history screening of organ and tissues donors decreases 
the possibility of disease transmission or fatal infection via transplants. 
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Subject 6: Relatives’ Refusal: Reasons and strategi es 
for withdrawing refusals 

1. Introduction 

We have to remove the idea that the request for donation increases the pain of the grieving 
families. On the contrary, as expressed by family donors, donation may give some sense to the 
tragedy. 

Respect  and empathy  should be our guide in the supportive relationship1,2. That is why we 
should try to understand the family reasons and provide the ar guments  to the relatives in 
order to avoid a potential regret and to grant an option of help and relieve in their grieving 
process. There is no doubt it is the worst moment, but it is the only one. We are not intruders, 
we are supporters.    

2. The Triple Value of Donation 

We are usually conscious of the value of organ donation for the waiting recipients to be 
transplanted and to let them live again or achieve a high quality of life. Also donation may fulfill 
one of the deceased’s wishes. Nevertheless, it's time to think about the benefit of organ 
donation for the family of the deceased. 

So, we can consider that donation is a value and a right (Fig 1): 

• For recipients: Allows for the transplant of organs and tissues 
• For the deceased: Guarantees the right to donate of the deceased 
• For families: Support for the relatives of the deceased  

 

Fig 1.- Triple value of donation 

3. Organ Donation may Help Grieving Families 

Many surveys on donor families show that most of them or even all of them would donate 
again3. It has been proved that donation can give some sense to their tragedy and can help 
them in their grieving process. In what ways? 

• Supporting the family to make decisions 
• Focusing on something positive  
• Fulfilling the last desires of the deceased 



4. Health Care Workers´ Prejudices and Barriers 

Sometimes we have some wrong ideas. Prejudices such as: 

• Health care workers have nothing to offer to the relatives 
• A donation request means an intrusion and worsens the grief of the family  
• We mustn't “ask for more”  
• It provides no benefit to the family  

Moreover we can experience some barriers : 

o Rejection caused by the fear of increasing the pain of the family 
o Lack of training in strategies to approach the relatives of the deceased  

Both of them can have negative consequences : 

� For Health Care Workers: 
o  Feeling uneasy 
o  Formulating the request insecurely 
o  Avoiding taking part in the process. 

� For the family of the deceased : 
o Deprives them of an option of support to confront the pain, which the majority 

consider important  
o Denial of the right to choose  

5. Ideas to remember about Donation Request 

To avoid the negative consequences shown above, we should remember: 

• Donation is a Therapeutic Option  for relatives 
• It's a Duty  for health care workers 
• Pain comes from death, not from donation 

Initial denial may be a frequent reaction, but we shouldn’t stop arguing at this point. Why? 
Because: 

o Denial is usual in this phase of grief 
o It's good for relatives to make their own decisions  
o There is no freedom without information 

On the contrary, we should establish a supportive relationship giving donation arguments  to 
the family. Active listening  may help us to choose the reasons that relatives may need. 

� Solidarity, generosity . If relatives say something like “She was so good”, “He was a 
blood donor”, “She gave everything” 

� Reciprocity . “I hope other mothers won't suffer such a pain” 
� Usefulness . “Everything has been useless”, “It has no sense” 
� Benefit of transplant.  “A friend of mine has been transplanted” 
� Religious reasons . “She was a faithful person” 

For how long should we argue? Until we have given all the arguments we think relatives may 
need in order not to regret making the final donation decision.  

6. Reasons for Refusal. Legal and Socio-Cultural Ba ckground. 

The most usual reasons for refusal are described below. When addressing withdrawal we must 
take into account the legal background. This information is based on the Spanish legislation, 



based on Presumed Donation Consent, that is, to confirm the absence of opposition. All legal 
requirements should be considered and we must be sensitive to socio-cultural topics such as 
tradition, religion, culture or funeral arrangements.  

Main reasons for refusal:4,5,6,7 

� Presumed refusal in life 
� Family refusal without reason 
� Dissatisfaction with health assistance 
� Not understanding brain death 
� Fear of the integrity or image of the corpse 
� Not knowing what the deceased believed about donation 
� Social problems 
� Religious objections 
� Assertive refusal 
� Delay of funeral arrangements 
� Distrust on the destination of organs 

Now, we are going to deal with the underlying motivations and the strategy of withdrawal. 

7. Strategies for Dealing with Main Reasons for Ref usals 

7.1. Presumed Refusal in Life  

When relatives argue a presumed refusal of the deceased when he was alive, it may be 
necessary to confirm the veracity of the opposition to the donation. The circumstances of such 
expression should be investigated in order to verify the formal opposition to donation versus an 
informal comment not really reflecting the deceased’s willingness. 

Should the deceased’s refusal be confirmed, we should respect his right to refuse donation and 
continue the supportive relationship with the family.  

7.2. Family Refusal Without Reason 

Sometimes the relatives do not give any specific explanation for the refusal. They just say “no”, 
without any reason. In such cases, it might be helpful to identify individual attitudes.  

We can look for favorable support to reinforce arguments. At the same time we can try to 
separate relatives with a negative attitude and to search for denial reasons. Using arguments of 
reciprocity may be useful. 

7.3. Not Understanding Brain Death 

At times previous ignorance or the crisis condition prevents the family from understanding that 
the patient has really died. 

First of all it is advisable to be sure that the family has understood the death before approaching 
the donation8. Several investigations show that comprehension of the brain death concept is not 
always as correct as we may expect. As an example, the results of two different Gallup Surveys 
on United States population9,10 are shown below (Figs.2,3).  



 
 
Fig 2.- “Americans and organ donation: Current attitudes and perceptions “.Conducted for the 
Partnership for Organ Donation. Gallup Survey. October 1990  
 
 

 
 
 
Fig. 3.- “The American Public’s attitudes toward organ donation and transplantation”. A Gallup 
survey for The Partnership for Organ Donation, Boston, Massachusetts. February 1993. 

Both of them prove that about 40% of the population has wrong ideas on the brain death 
concept. Perhaps results in our country may be different but we should not assume that the 
family understands the consequences of a brain death diagnosis if we only mention it. That is 
why an explanation on brain death is necessary, taking into consideration:  

� To investigate previous concepts  
� To respect the pace of assimilation of the information  
� To use simple terms according to the cultural standard  
� To draw on examples and simple comparisons  
� To differentiate the concept of reversible coma and irreversible death  
� To confirm that encephalic death is the death of the individual  



According to this, results in donation requests in our region7 show statistical differences 
between heart-beating donors (brain death) and non heart-beating donors (Fig. 4). The concept 
of death might be one of the factors behind this difference. 

 

Fig. 4.- Results in donation requests in 19 hospitals of Community of Madrid, Spain. 1996-2005 

Besides, it is supportive to allow the family to see the deceased and to clarify all doubts. To 
guarantee that everything possible has been done to avoid the sad end may be relieving. 

7.4. Dissatisfaction with Health Assistance 

As seen before, guilt is a usual feeling in grieving and many times the family might direct the 
guilt towards health care workers, pointing them as responsible for the sad end. That is why we 
should understand it is a natural reaction to loss and we shouldn’t react angrily if it appears. 

Sometimes the refusal comes from the idea that something went wrong with the medical care or 
the evolution of the disease, or the feeling of having received poor treatment during hospital 
admission, even inappropriate information or relationship with certain members of the health 
care team. 

Then it is necessary to differentiate donation from the received treatment and to distinguish our 
work from the origin of the complaint. We recommend admitting the possible failures of the 
health system, avoiding trying to justify what has been done and  not to defend actions or 
professionals that we do not know. 

We can also remove the donation process from an unfavorable context and help the relatives to 
realize that transplant recipients are not responsible for the disagreeable situation. To provide 
arguments of solidarity and to appeal to generosity and altruism may be useful. Finally we 
should try to help the family to understand that organ donation would not interfere with any later 
claim or legal complaint. 

 

 



7.5. Fear for the Integrity or Image of the Corpse 

Family fears may be related to the later image or recollection of the deceased. Problems are 
caused by the possible aesthetic modification. Family is expressing phrases like “He was so 
handsome”. We recommend: 

� To guarantee that the external image will not be upset  
� To remember the legal obligation of corpse reconstruction  
� To compare it to a surgical intervention  
� To allow the family to provide familiar clothing 

Moreover family fears may be in relation with the social image of the deceased. Expressions 
such as “We don’t want neighbors know about it” Then we should give explanations to the 
relatives about the following: 

� After the donation, a vigil may be kept over the corpse as usual 
� Externally neither signs nor scars will appear  
� To guarantee that the privacy of the decision will be respected  
� To confirm that donation will not necessarily be socially known  

Finally, fear for the pain of the deceased may be expressed: “He has already suffered enough”. 
The strategy to deal with relatives may be directed to insist that death is real. The deceased has 
expired, so he/she cannot feel pain. It is very important to avoid mentioning specific organs and 
tissues in order to avoid the “experience of dismemberment” that might be very awful for the 
family. 

7.6. Not Knowing What the Deceased Believed about D onation 

Sometimes relatives explain that organ donation was never discussed, the deceased hadn't 
expressed in life his/her will to donate. 

In this case we should support the family to interpret the opinion of the deceased according to 
the values expressed in life. Blood donation, volunteer work, friendship values, social efforts 
and other kind of proactive activities or attitudes may be related to the organ donation 
willingness. We can give arguments of generosity and reciprocity. Also we can use criteria of 
solidarity: 

� Group Solidarity. Alluding to the potential need of:   
• Close persons: Relatives, friends, neighbors. “Have you ever met someone 

transplanted or waiting for a transplant?” 
• “Similar” persons: “There are mothers or children desperately waiting for a transplant” 
� Social solidarity 
• We can all need it 
• Everybody may be a donor or a recipient 

However the relatives may be afraid of deciding, they may be afraid of making decisions. Our 
support should be directed at reminding them that not deciding is also a decision: "not 
donating". And it is important for them to be sure that tomorrow they will not regret not having 
donated today. 

7.7. Social Problems 

Lack of relatives to make the decision, distance from their families (immigrants), and difficulty to 
locate relatives or to communicate with them are some of the social problems that can promote 
initial refusal. 



We may ask social workers for cooperation and help to work out social problems. 
Communication interferences should be solved, as far as possible. Not only translators but also 
socio-cultural mediators should be sought. We can even ask social or ethnic group leaders for 
cooperation. 

It is basic to look for all the available resources to contact and inform the appropriate relatives. 
We can resort to embassies if necessary. It will be wide clear that anonymity will be guaranteed.  

7.8. Religious Objections 

Regarding religious objections, it is necessary to confirm that relatives know the real attitude of 
their religion towards donation because most western religions favor organ donation. We can 
provide supporting documents and call religious leaders or find spiritual advisors if 
necessary11,12,13,14,15,16. It is advisable to know how to contact religious leaders of the most 
common religions in our city. For the less common religions, we should have a guide explaining 
their views about donation17,18.  

7.9. Assertive Refusal 

Assertive refusal appears when relatives express their right to refuse donation. Usually they are 
families of high socio-cultural level and denial is expressed with self-control and politely. We can 
use criteria of social representation because donation may confer prestige to the family. In any 
case we should provide positive consideration and preserve our supportive relation with the 
family 

7.10. Delay of Funeral Arrangements 

It is necessary to be very sincere about the information regarding the funeral arrangements. 
Usually, organ donation causes a delay in the vigil of the corpse by the family. Delays will 
depend on the organs to be donated and on the need of judicial actions. We should put forward 
criteria of responsibility and social solidarity. 

Nevertheless, in our region, in case of an autopsy or organ donation, the legal wait of 24 hours 
from the moment of death to the burial may not be necessary. That is why, in some 
circumstances, organ donation may advance the hour of burial or cremation 

Anyway, in judicial cases an autopsy will be obligatory. In these cases cooperation with judges 
and forensics may accelerate the judicial procedures in the case of organ donation 

7.11. Distrust on the Destination of Organs  

Sometimes the family worries about the possibility of trade or irregularities in organ distribution. 
We should direct our support to give confidence arguments in the health system. That is to 
guarantee equity, altruism, anonymity and the fact that the transplant will be free. We may 
report the mechanisms of legal guarantees (law of transplants) and institutional guarantees 
(National Organization of Transplants, Health Ministry). Also it can be useful to remind the 
family of the high number of professionals who take part in every process from donation to 
transplant. At all times we should show transparency and patience and clarify all doubts.  

8. Conclusions 

We must be prepared to accept the option of the final refusal to donation. In our region, the 
most frequent reasons argued in denied request were: refusal in life, body integrity problems 
and family refusal without reason (Fig. 5). 



 

Fig. 5.- Reasons argued in denied requests in 19 hospitals of Community of Madrid, Spain. 
1996-2005 

Initial anger or denial must not be interpreted immediately as a rejection. We shouldn't feel 
offended by the aggressive behavior of grieving families. To practice reflection of emotions and 
to formulate open questions  

We should remember that the request of donation is never inappropriate. We must know the 
answers to the possible questions of the families 
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Subject 7: Public education:  society and organ 
donation. Managing mass media 
 
1. Introduction 
 
Public education for society about organ donation has always been a dilemma. Various 
strategies have been developed over time. For many people, the only avenue of education that 
they are exposed to is media coverage. It is well described in the literature that media coverage 
can influence opinions about decisions for families to donate organs and tissues for 
transplantation. Research has confirmed that most people do, or expect to, receive information 
and education on organ donation primarily from mass media such as television, radio and print. 
This makes it ideal for delivering certain messages.  
 
It is important to consider how far-reaching the media can be as well as the quality of media in 
selecting which ones are the most appropriate to deliver information to the public. They include: 
 

� Mass media - low-effort information source, wider audience, but may also represent the 
most common source of popular misconceptions and myths;  

� Advertising and Social marketing – high effort and high cost, attempting to change 
behaviours; 

� Community-based interventions – low impact and high-effort information sources, with a 
limited audience, but may have more positive impact on an individual because of direct 
communications between family members. These would include school and public 
education, internet interventions and donor registers. 

  
Health care workers involved in donation and transplantation need to be fully aware of the 
impact on society of both positive and negative messages, including religious and cultural 
variances.  It is vital that they are appropriately trained to manage the media and confidently 
manage negative issues, as well as positive ones to ensure ongoing confidence in the donation 
process. Understanding how the media works and utilising skills to manage difficult or ‘bad 
news’, as well as ‘good news’ situations, will go a long way in strengthening the support of 
society and meeting their expectations.  
 
2.  Key elements in public education 
 
2.1 Mass media: 
 
Mass media can take many forms in delivering a message to society. Because of the mass-
media’s wide reach, they are suited to communicating key messages that set the tone for 
creating a generational change within the community. Research has confirmed that most people 
either do, or expect to, receive information on organ donation, mainly through mass media, such 
as television, radio and the press (print media). 
A Spanish study describes where people are most likely to be educated about organ donation 
and how the information they receive is most likely to impact on their decisions. (1) Television 
has the most ‘impact’, in terms of being the most common source of information (78%); followed 
by radio (31%) and the press (24%).  
 
A number of American researchers have concluded that many of the misconceptions and 
misapprehensions about donation have their origins in stories communicated in the mass media 
– including in popular television programs such as ER, CSI and Grey’s Anatomy. (9,11). Their 
research shows that “such media portrayals seem to deepen ambivalence about organ 
donation” (11) and are one of the factors that could explain continued low donation rates despite 
the repeatedly high results in polling in regards to public acceptance of the concept of organ 
donation.  It has also been reported that most people’s knowledge of organ donation would 
seem to be acquired through popular media rather than any factual medical sources, reinforcing 
myths about donation and possible propagating them as fact. (14) Dealing with these 
misconceptions may require a different strategy to marketing.  
 



 
2.1.1 Media management: 
 
It is well documented how susceptible attitudes are to negative publicity. Managing the media is 
a challenging role for any health professional, and it often becomes the responsibility of the 
transplant coordinator and/or the organ donation organisation, to reflect the organisation’s 
position in the best possible light when contacted to deal with a particular situation. 
 
After a Panorama documentary aired in the United Kingdom in 1980, suggesting the concept of 
brain death was medically unsound, donation rates dropped dramatically and took 15 months to 
recover to previous levels. (12,13) Moral panics have also been documented in Argentina and 
Germany – around black markets in organs – and France – around doctors not seeking consent 
for donation – which have affected the rate of donation. (13)  
 
However, positive publicity can be more effective than any advertising or educational campaign, 
so strategies to promote and capitalise on it are important. A high profile donation in Italy of a 
tourist’s family’s young boy, who agreed to donate his organs after he was shot – was thought 
to have improved public attitudes there. (12) 
 
The professionals involved in the donation process in Spain place credit and emphasis on 
allocating resources to media management with improving the coverage of donation and hence 
public attitudes. They suggest that, in cost-benefit terms, media management is more  
successful than mass media advertising campaigns. It is, nevertheless, a strategy that requires 
a long term and intensive commitment to be successful. (12)  
 
2.1.2 Practical measures to manage media 
 
Some of the more common myths which are most actively referenced by the media include: 
 

� the premature declaration of death;  
� the transference of personality traits from donor to recipient;  
� the black market organ trade,  
� corruption in the medical community (concerns about the motivations of medical 

professionals and the organ donation process) and  
� corruption in the organ allocation system (allowing celebrities or high profile persons to 

receive transplants before others on the waiting lists), and 
� transmission of disease from donor to recipient    

 
A recent study (11) suggests that family members believe that the media is a significant source 
of information, and more troubling, as a source of evidence that justifies an unwillingness to 
donate their own (or others’) organs. Unfortunately, the most influential information came from 
sensationalistic, negative media stories. Based on this theory, the information about donation 
and transplantation that the family receives can form the basis of their decision-making process. 
 
In order to comprehend how the media works and manage it appropriately, it is important to first 
understand the differences which apply to the three arms of mainstream media – 
  

� Radio (news room, current affairs programs, talkback radio) 
� Television (news room, current affairs program or documentary) 
� the press (general news stories, magazines, feature story – specialist reporter) 

 
But whatever the medium, there are some fundamental rules that can be applied to all areas of 
media which the person being interviewed can use to develop a well balanced interview. (15) 



 
1. Control 
2. Inquire 
3. Negotiate 
4. Prepare 

 
 
1. Control 

 
‘Buy time’ – don’t agree to be interviewed immediately. Always be 
friendly and willing to be interviewed, even when the story is a negative 
one. Just make sure that you arrange a time which is suitable to you. 
This gives you adequate time to prepare for responses for the interview 
and have information available if you need it.  
 

 
2. Inquire 

 
Inquire about the areas specifically to be covered in the interview. If 
there is an area for which your expertise does not cover, then be clear 
with the interviewer that you will not be able to answer questions relating 
to an area of medicine that is not familiar to you. You may be able to 
direct them to the appropriate person who can answer their questions. 
Inquire who else is being interviewed for the same story. This is most 
important, because you will also want to know the order of the 
interviews; whether you will be responding or leading – and how to 
PREPARE accordingly. 
 

 
3. Negotiate 

 
Negotiate (where possible) to ensure you have the final response in a 
segment where two or more speakers are taking part. It is important that 
the last message the listener or reader hears is the positive message 
that you want them to keep and understand. 
 

 
4. Prepare 

 
Prepare your facts in advance and consider questions you might be 
asked. Be prepared for questions such as, “Can you guarantee this will 
never happen again?” Never guarantee anything. Respond with the 
positive message about the benefits of donation for transplantation. 
 
Be prepared for the question, “Hypothetically speaking……?” Politely 
state that you are not willing to respond to hypothetical situations – they 
may never happen! 
 
NEVER repeat the negative statement that the interviewer has asked 
you about – answer immediately with the positive statement to reassure 
the listener/reader that the issue is dealt with in the highest professional 
manner. 
 
NEVER discuss anything “off the record”, the rule of thumb is that if you 
don’t want it reported, don’t say it. 
 
NEVER say “no comment” 
 
Use simple, clear, non-medical language and answer in short sentences. 
Prepare your ‘positive statements’ in advance – these are key messages 
you want the audience to hear and remember. 
 

 
As a health professional, you are always speaking in the public’s best interests, therefore you 
must be persuasive , but not belligerent, using simple , uncomplicated language and always in 
a reassuring  and confident  manner, ensuring an element of trust  in the person delivering the 
positive message about donation. 
 



2.1.3 Issue / Risk management: 
 
Issues  management is a proactive way of identifying, analysing and responding to specific 
issues before they have a negative impact on an individual, group or organisation. 
 
Risk  management means managing adverse effects or events that could have a negative 
impact on an organisation. There are seven (7) “cardinal rules” or issue/risk communication. 
They are: 
 

1. Accept and involve the public as a partner; info rm them, not just defuse their 
concerns 

2. Plan carefully and evaluate your efforts 
3. Listen to the public’s specific concerns; they a re probably more interested in 

trust, competence and empathy than details and stat istics 
4. Be honest, frank and open 
5. Work with other credible sources 
6. Meet the needs of the media 
7. Speak clearly and with compassion 

 
2.1.4 Key messages 
 
Key messages are the positive statements that the community needs to hear repeatedly in all 
media activities, regardless of the media medium. They should be used to dispel the myths that 
the community may hear in negative media stories. The same message must be presented 
clearly, concisely and consistently.  
 
For example, a key message could be: 
 

� “Transplantation saves lives – it is a well established and effective treatment that offers 
high survival rates and improves the quality of lives to many people ” 

� “Organ donation is dependent on society acceptance and collaboration” 
� “The highest medical and ethical standards are practiced in organ donation in the 

declaration of death and care of the donor” 
� “The process of allocation of organs is equitable and transparent” 
� “The most recent technical and high quality tests are practiced to ensure that 

transmission of disease does not affect transplant recipients”  
� “Most of the world’s religions support organ donation as a humanitarian act” 
� “Discussing your wishes with your family and registering your intention to donate on a 

Register will help ensure that your wish to donate will be carried out” 
 

3. Advertising and social marketing 
 
3.1 Advertising 
 
Advertising can be a high-cost strategy with often low yield. It can take various forms, ranging 
from mail-outs to homes with information brochures and donor cards, worksite and university 
campaigns and a national campaign, such as that described in the United States – “Share your 
Life; Share your Decision” (17) confirm that advertising can be effective in increasing 
registrations, but does not necessarily translate into increasing the donation rate.  
 
National Donor Days (or National Donor Weeks) provide short-term acknowledgement of 
donation as a positive feature and registrations may peak during activities of the week, but 
sustainability does not follow. The main feature of advertising is that it is very expensive.  
 
3.2 Social marketing 
 
Social marketing has been successful in a range of public health fields at changing behaviour 
and attitudes by concentrating on changing a particular behaviour of the individual. It identifies 
perceived ‘costs’ and ‘benefits’ of that particular behaviour. Unlike social marketing strategies 
which relate to consumption decisions, like alcohol abuse, illicit drugs, safe sex and smoking, in 



organ donation, the ‘cost’ and ‘benefits’ are not measurable during one’s lifetime.  The ‘cost’ 
relates to making a decision about donation, registering a decision to donate on a prescribed 
organ donor register and sharing your decision with your family. The ‘benefits’ of such actions 
are not seen by the individual during their lifetime. This means that donation cannot be seen as 
decision based just on its ‘costs’ and ‘benefits’ alone. 
 
4. Community-based interventions 
 
4.1 School education 
 
School education programs are characteristic in many countries and have met with varying 
results. The results obtained from school-based program in the United States, where students 
were presented with an educational lesson on donation and instructed to complete an 
assignment to lead family discussion on the topic, met with very positive results. (18) Only 9% of 
students classified their experiences as negative. Research suggests that opinions of donation 
amongst students are open to change. 
 
4.2 Public education 
 
Public education through lectures delivered by health professionals is another method of 
disseminating clear and accurate information, to familiarize the public with the subject of organ 
donation and to promote a positive attitude. But this is ‘high effort’ for ‘low impact’ as this type of 
education does not have a wide reach of the community. A German study (19) concluded that 
public lectures enhanced the information level and inspired confidence in transplantation 
medicine and health professionals, but it was time and personnel absorbing and did not impact 
greatly on the willingness of people to donate organs after death.  
 
Other interventions of involving the community are through workplace strategies, where 
employers are called on to promote organ donation by their employees. This program could be 
effective in places of work in which the employees constitute a community and their employer is 
considered a credible leader of the community in matters that do not concern work. (20) 
 
4.3 Internet interventions 
 
The internet is another medium which can complement mass media and reaches a wide 
audience and has become increasingly popular with the community. It has the potential to 
involve people in a deeper way, as it is not intrusive and allows the user to gain information in 
their own time at their own pace. Information on the internet can provide factual information by 
providing immediate access to local and international information about donation and 
transplantation, as well as allowing individuals’ access to registers. This can translate into 
changing behaviour or thinking into a positive action.  
 
An American pilot study in 2003, which utilised an internet-based program that guided people 
through the donation process and then prompted them to link to a donor registry and/or inform 
their family of their donation intentions, showed that 23% took up the option to tell their family of 
their decision. (21) 
 
4.4 The role of donor registries 
 
Currently there are approximately 16 donor registers in Europe, 38 in the United States, three in 
Canada and one in Australia. (16) A donor register can be where the individual registers their 
consent or objection or a combination of the two. They were originally created as an option for 
individuals to state their opinion to donation after death with the aim to increase donation rates. 
It is reported that they are costly to develop and maintain.  
 
There is no literature to support that donor registers are effective in increasing the donor rate or 
impacting on community support for donation, as its success relies on the individual to take 
action to register their consent or non-consent. In countries with opt-out legislation, it is 
advantageous that few people have registered as non-donors, but in countries with opt-in 



legislation, it is a disadvantage if first-person consent is practiced. Comparatively, Spain, which 
has the most effective organ donation program does not support a register at all.  
 
However, registers are valuable ‘media hooks’ in which to promote a ‘call-to-action’ when 
implementing education campaigns or media strategies. The key message is to decide to be an 
organ donor and tell your family and the ‘call-to-action’ is to register your intention. 
 
Health care professionals need to know and understand the type of register that is in existence 
in their procurement region, as the community expectation would be that if they had registered 
their decision, the register will be consulted upon their death.  
 
4.5 Religion and culture 
 
 Religious-cultural concerns of donor families have also been found to be one of the primary 
reasons cited by families for refusal to consent to organ donation of their family 
member.(4,2,3,5,6,7,8,9,10) This is despite the fact that most major religions, including the 
Roman Catholic Church, Protestant faiths, Judaism, Islam, Buddhism, and Hinduism, support 
organ donation as a humanitarian act, and regard the decision to donate as a personal one to 
be made by the individuals. Culture may be a factor with minority groups and language can be a 
barrier to accepting and understanding information about donation and transplantation.  
 
It is important to include the positive aspects of religion and culture when preparing information 
to be used in any education campaigns or media activity. In some countries, translation of 
information into the language of minority groups could be advantageous.  
 
5. Conclusion: 
 
It is without question that the transplant community has the responsibility to accurately inform 
the public about the medical, legal and ethical issues of organ donation. Effective use of the 
mass media can help provide the education needed by society to increase donation. 
Recognizing this concept places the role of health professionals in a position to help dispel 
negative perceptions and improve society trust. 
 
Public health issues are always popular with all forms of media, in particular, donation and 
transplantation stories. It is well observed world-wide that human nature dictates that we are, 
generally speaking, more readily attracted to controversy, tragedy and sensationalism than we 
are to the comparative “good news” story. As health professionals, it is expected they develop 
the skills necessary to deal with such issues, use all avenues for public education available and 
be convincing to assure society of the positive aspects of organ and tissue donation for 
transplantation.  
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Subject 8: Bioethics in Organ Donation and 
Transplantation 
 
1. Introduction 
 
The excellent survival and success rates of transplantation of organs, tissues and cells, such as 
the kidney, liver and heart or haematopoietic stem cells in immunosuppressed patients, have 
globally led to high levels of demand. 
 
Despite the appropriate focus on disease prevention, the global needs of patients for 
transplantation are not being met. The demand has outstripped the supply of organs, from 
deceased donors and from the altruistic living relatives of patients in need. The alternative 
treatments and medical support for patients with end stage organ failure, especially renal 
dialysis, are expensive and limited in many countries. There is also a lack of clinical expertise 
and professional training programs in some regions and countries and, to some extent, an 
inability to fund transplantation in all countries. 
 
Bioethical issues in the field of organ transplantation have taken an extraordinary international 
and intercultural importance in recent years and represent a paradigm for ethics and justice in 
modern medicine. Its approach takes into account the ethical, legal and social implications from 
a scientific and multidisciplinary point of view, to make proposals and guide the decision for 
actions to be taken in the field. 
 
Within the framework of an integrative ethical analysis, the success in organ procurement and 
transplantation depends on: excellent medical management and experience (motivation of 
professionals), achievements of science, technology and industry, public awareness, solidarity 
of the population, legal framework, proper organization and logistics, improvement of technical 
and social skills, government support and understanding of ethical issues. 
 
2. Principles of biomedical ethics 
 
Medical ethics enjoyed a remarkable degree of continuity from the days of Hippocrates until its 
long-standing traditions. Scientific, technological, and social developments produced rapid 
changes in the biological sciences and in health care. These developments challenged many 
prevalent conceptions of the moral obligations of health professionals and society meeting the 
needs of the sick and injured. Four ethical principles: respect for autonomy, beneficence, 
nonmaleficence and justice, elucidated by Beauchamp and Childress, provide one possible 
framework for decision-making in the wake of these developments. 
 
Respect for autonomy 
 
Autonomy [Greek: autos (self); nomos (rule, governance or law)] has been extended to 
individuals and has acquired meanings as diverse as self-governance, liberty, rights, privacy, 
individual choice, freedom of the will, causing one’s behaviour, and being one’s own person. 
The autonomous individual freely acts in accordance with a self-chosen plan. A person with 
diminish autonomy, by contrast, is to a certain extent, controlled by others or incapable of 
deliberating or acting on the basis of his or her desires and plans, for instance, institutionalized 
persons, such as prisoners and the mentally retarded. Respect for autonomy obligates 
professionals to disclosure information, to probe for and ensure understanding and 
voluntariness, and to foster adequate decision-making. 
 
In current debates about organ procurement, it is agreed that requirements of expressed 
consent by the decedent while alive or by the family after the relatives’ death, impair rather than 
facilitate retrieval of needed organs. (see 5. Obtaining consent for organ retrieval) 
 



Beneficence / Non-maleficence 
 
Whenever we try to benefit someone, we invariably risk harming someone else. So it is 
essential to consider the principles of beneficence and non-maleficence together. 
 
Many writers in ethics have maintained to distinguish the principles of non-maleficence and 
beneficence conceptually in the following way, without proposing any normative ranking or 
hierarchical structure: non-maleficence “one ought not to inflict harm” and beneficence “one 
ought to prevent and remove evil or harm and to promote good”. 
 
The principle of beneficence refers to a moral obligation to act for the benefit of others, to confer 
benefits, to prevent and remove harm, and to weigh and balance the possible goods against the 
cost and possible harms of an action, whereas the non-maleficence principle claims to avoid 
any harming action, taking into account that the definition of harm includes physical and 
psychological setbacks of reputation, property, privacy, or liberty. In particular, we must 
emphasize intending, causing, and permitting death or risk of death. 
 
This non-maleficence principle may create an ethical conflict concerning living organ donation. 
(see 4.1. Source of organ - Living donors) 
 
Justice 
 
The terms fairness, desert (what is deserved), and entitlement (that to which one is entitled) 
have been used by various philosophers in attempt to explain justice. These accounts all 
interpret justice as fair, equitable, and appropriate treatment in light of what is due or owed to 
persons.  
 
The term distributive justice refers to fair, equitable and appropriate distribution in society 
determined by justified norms that structure the conditions of social cooperation: right based 
justice, justice as the respect for peoples’ rights and legal justice, justice as the respect for 
morally accepted laws. Problems of distributive justice arise under conditions of scarcity and 
competition and must be considered in order to organize an organ sharing program. 
 
These principles are often in conflict with each other and must be balanced, in part, by a 
determination of which principle is the weightiest or most compelling in a given situation. 
 
3. Religious views on organ donation 
 
Death perception varies in different cultures and societies. Philosophical and religious 
conceptions offer a number of alternatives for thinking about life after death and the body in 
relationship with the human person. Although religious views may be thought to be the key 
dividing line between those who consider the body an essential and irremovable part of 
personhood and those who give it less moral weight, these conceptions provide a basis on 
which to gather insights about the use and transfer of human organs, tissues and cells. 
 
Philosophical Perspectives 
 
The nature of the relationship between human identity, personhood, and the mind to the body is 
a problem that has classical roots in Western philosophy.  
 
The view that the human mind and body exists as a duality was developed in some detail by 
Rene Descartes in the l7th century. Cartesian dualism holds that the essence of a person is an 
immaterial, no spatial substance or mind that can, in theory, exist apart from the body. During 
the lifetime of an individual, mind and body are one but this fact is incidental and not necessary 
to the existence of mind. From a Cartesian point of view, human organs, tissues and cells are 
valuable only to the extent that they provide a temporary substrate or basis for the existence of 
the human person. 
 
Selected religious perspectives 
 



There are three reasons to examine religious perspectives when developing public policies in a 
pluralistic society. 
 
The first one is a historical reason since many existing laws regarding bodies and their parts 
have been influenced by religious sources. To understand these laws, it is important to identify 
the beliefs and values that support them. 
 
Second, religious conceptions shape the ethical values of many people and influence the ethical 
acceptance or non-acceptance to use body parts. 
 
A third closely related reason is that religion and religious organizations are an important feature 
of our society and they have to be considered to determine which policies are politically 
feasible. Extreme opposition from religious organizations sometimes may render a policy 
infeasible from a political standpoint. 
 
In any event, these concepts recognize some kind of property right by the original possessor of 
the biological materials. A recent prediction for future legislation to guarantee the restoration of 
the body after organ retrieval is not surprising since nowadays the body image constitutes a 
social value and is given a great importance. 
 
Families are often uncertain whether their religious beliefs support the decision to donate. The 
transplant coordinator may assure that almost all religions either support or encourage organ 
and tissue donation. If the family has a clergy member available, he is frequently consulted for 
guidance and counsel. 
 
4. Ethical issues relating organ donation 
 
Ethical issues existed from the beginning of organ transplantation but these issues are now 
more complex and varied. In general, ethical issues can be broadly divided into two main topics: 
issues relating organ donation and issues relating organ distribution and allocation. 
 
Ethical concerns usually arise in the different sources of donors: living donors, brain dead 
donors, non-heart-beating donors (NHBD), donors with expanded criteria (marginal donors), 
domino and split liver donors, tissues and cells donors, and xenotransplantation. Common to all 
areas are questions of eligibility and safety of donors and recipients such as the voluntary status 
of consents, the use of financial and other incentives to increase donation, the equitable access 
to waiting lists, organ allocation and how to preserve the principle of non-commercialization. 
 
4.1. Sources of organs 
 
The source of donors may vary according to the availability of cadavers, the current and most 
often practices, and the exiting law. But next to triage, organ allocation and the source of donors 
are the most sensitive topics in the process and generate controversy not only among ethical, 
medical and legal experts but also in the general public. 
 
Up to date, the tension between the principles of equality of distribution and the principle of the 
best medical benefit has increased significantly by the need to make sure that the grafts are not 
wasted and by the acceptance of the expansion of the donor criteria and indications for 
transplantation. 
 



Living Donors 
 
Solid organ transplantation from living organ donors is an ethically acceptable and widely used 
practice. This approach to treatment affects not only the patient with end-stage organ failure, 
but also the healthy person who volunteers to donate and whose interests are equally 
important. It also affects to the health professionals involved in the process as well as the family 
and social environment. 
 
The living donor, in making the decision to donate one or part of his organs, exercises an 
important fundamental principle of physician-patient relationship that implies the donor’s 
awareness of the process. Respecting the principle of autonomy will prevent the exploitation of 
the donor. The autonomy of the physician is also important since he must be aware of the risks’ 
consequences, and if necessary, will abort the donation. 
 
Transplant physicians often face a conflict of interest situation since transplants bring income, 
research opportunities and prestige to the individual physician or his center. Hence, centers 
should always be conscious of this possibility and adopt an approach as neutral and objective 
as possible. 
 
Two principles of medical ethics, beneficence and non-maleficence, are often quoted in the 
practice of living donation. Since the performance of that operation, using a healthy living donor 
for the sole purpose of providing a transplantable organ for another, the critical ethical issue has 
been: “Is it morally right and ethical acceptable to injure one person to help another?” 
 
It appears that the public and medical communities have answered this question positively and 
living donation for kidney transplantation is the main source of donors in some countries. 
 
The increased use of living kidney donors is justified by the fact that recipients receive higher 
quality organs in a shorter time than waiting on the diseased waiting list and this is associated to 
a decrease of recipient morbidity and mortality. 
 
In any case, in order to ethically justify the living donation procedure, the medical profession 
and society must agree on how great a mortality risk may be chosen by individuals and for how 
much benefit to the potential recipient. 
 
Both the medical profession and society at large have agreed that the use of organs from living 
donors is justified by the psychological benefit to the donor, who experiences the altruistic 
satisfaction of having assumed a risk in order to help another person. Some others credit their 
decision to donate to a variety of reasons: guilt, a desire to save a life, making amends for past 
wrongs, and even to improve their standing. Whether such motives are ethically acceptable or 
not is a question of culture and personal philosophy and honesty. Universally, organ donation is 
deemed an altruistic act that gives life. But other offers should be taken into account without 
scepticism or considered pathologic. 
 
Of course, the informed consent represents the most important and first step of the donation 
process, followed by the evaluation and screening. In a family setting, the possibility that the 
donor may be coerced to donate, as some forms of psychological conditioning, could be very 
subtle and difficult to detect. No obligation neither sense of duty or guilt for the donor must be 
assured. 
 
Living related organ donation 
 
Many authors have argued realistically that if genetic relatives are acceptable organ donors 
then emotional relatives should be too. When compared to genetic relatives, volunteers bound 
to their intended recipients through only emotional ties are at no higher risk from donating, are 
often at least as concerned with the wellbeing of the recipient, experience less pressure and 
similar psychological benefits from donating, and can provide grafts with equal high quality. 
Based on these favorable considerations and the great need of organs, there has been a 
gradual liberalization in attitudes toward Emotionally Related Donors (ERDs) and many 
transplant centers as well as regularization laws around the world now accept such donors. 



 
The unrelated living donor 
 
Improvements in immunosupression have expanded the potential donor pool to unrelated 
individuals. The criteria for ethical acceptability of unrelated living donors applied the same 
considerations of the related ones, but paying especial attention to the psychosocial evaluation. 
 
Benefits between emotionally and genetically related donors are clear, but up to date, the 
ethical debate arises from the acceptance of living anonymous donors (not linked genetically or 
emotionally to the recipient) in the name of purely altruistic desire to help another: “Non direct 
donation”, the willingness to donate to anyone in the waiting list and “Directed donation” in 
which the organ donated is designated for a specific individual. For both non-directed and 
directed donation the donors’ surgical risks are identical. The major difference is that the non-
directed donor does not have the opportunity to see the long term good that comes from 
transplantation. The second difference is that there is absolutely no pressure on the potential 
donor to proceed, avoiding the possible conflicts and tensions that may arise among family 
members. 
 
In any case, the ethical debate takes place on the issue that living unrelated donation may 
represent a possible incentive for organ commerce disguised of altruism and therefore “ethically 
justifiable”. 
 
The regulatory framework of living organ donation may be seen either as legal barriers or as 
legal protection, depending of whom we think of, the recipient or the donor. Usual legal 
requirements are, among others, free and informed consent from the donor, prohibition of any 
payment, acceptable risk-benefit balance, subsidiarity, limitation to related recipients, approval 
of the state body, and special protection for specific categories of vulnerable donors. 
 
Deceased donors 
 
Deceased donation is meeting the needs of transplantation in few, if any, countries. Potential 
donors are reluctant to commit to donate after death and their families may refuse permission 
when approached after death. 
 
Death is not an event but a process. For centuries, death was established by the presence of 
coma, apnoea and absence of pulse. Failure of the cardiovascular or respiratory system 
invariably led to a rapid failure of the whole body. Last century technology allowed the 
temporary maintenance of respiration and circulation by artificial means even when there was 
irreversible loss of brain function. The establishment of neurological criteria to determine the 
death of a person was a significant change from the traditional way of defining death and 
remains ethically challenging for some. The Harvard criteria, developed in 1968 at the Harvard 
Medical School, allowed redefining death to include Brain Death (BD) concept. The criteria 
focused on (1) unreceptivity and unresponsiveness, (2) lack of spontaneous movements or 
breathing, and (3) lack of reflexes. 
 
One of the greatest challenges for any physician or transplant coordinator is to explain the 
concept of BD not only to family members, but also to hospital personnel. Understanding and 
accepting the concept of BD will allow the donors’ relatives to comprehend that although the 
patient is brain dead, his organs have evolved significantly over the past decades. Much of 
controversy revolved around its significance in relation to survival and potential reversibility. 
Once BD has been diagnosed according to the clinical criteria, physicians and families must 
realise that brain death equals to death of the patient. Families should be told in certain terms 
that the patient has died, so families could start thinking about organ and tissue donation and 
funeral arrangements. So, life support should be removed unless organ donation is being 
considered. 
 
The ethical aspects of the deceased donor procurement in harmony with the principles of 
beneficence and non-maleficence include: ensuring that brain death is ascertained properly by 
physicians who are independent of the transplant team and following accepted criteria, 



providing adequate information to the family members and the body restoration after removing 
organs and tissues. 
 
Non-heart beating organ donors 
 
Non Heart Beating Donors (NHBD) are the oldest cadaveric donor source and have been used 
successfully in the pioneering years of transplantation. They were mainly replaced by the better 
controlled Heart Beating Donors (HBDs) after the introduction of the isolated brain death in the 
late 60s and early 70s. 
 
NHBD deserve special consideration since death must be diagnosed by means of cardio-
respiratory criteria. Although it seems to be easier, the concern appears when trying to establish 
the “exact” moment of death. From a medical point of view the determination and certification of 
human death does not usually cause any problems. Legal approach for NHBD varies from 
country to country (forbidden in Germany, encouraged in Spain). However, international efforts 
to standardize procedures and reach ethical consensus, made these donors being nowadays 
considered as an ethical potential pool of donors for transplantation purposes. 
 
The ethical issues related to NHBD rouse mainly from the concerns about the certainty of death 
or compromised patient care prior to death, the assertiveness that cessation of circulation and 
respiration is irreversible, the time to start the organ preservation invasive techniques prior to 
consent for organ donation, the function on long-term graft and the conflict of interest of the 
health professionals caring for seriously ill patients becoming donors. 
 
Expanded Criteria Donors 
 
Due to the organ shortage, an increasing number of deceased transplants are now performed 
with organs from donors who would have been declared unsuitable 10-15 years ago. The 
clinical outcome of such transplants (grafts and patient survival) remains under study. 
 
To increase the supply, the criteria for accepting organs have been modified. The expansion of 
the donor criteria include: age categories, previous diseases such as diabetes mellitus, 
hypertension or hepatitis C and prolonged cold ischemia time. 
 
Several opportunities for the improvement of organ quality including prior donor treatment, 
modifications in organ perfusion, donor recipient age matching and adapted immunosupresive 
regime, have demonstrated to be successful. Other techniques, such as the dual transplant of 
marginal kidneys into one recipient and splitting the liver into adults, are further steps toward the 
most efficient use of organs. 
 
In order to satisfy the ethical principle of respect for the recipients’ autonomy, general facts of 
the graft outcomes results of sub-optimal organs have to be disclosed to the potential recipients. 
Appropriate information such as the purpose and nature of the implant, its consequences and 
risks, and the alternatives to the intervention, must previously be given to enable recipients to 
give a valid consent. 
 
The risk-benefit ratio of any proposed transplant is determined not only by medical facts, but 
ultimately by personal value judgments, therefore the recipients are the ones to decide what is 
worth for them to risk in order to attain a certain good outcome. 
 



Xenotransplantation 
 
Xenotransplantation represents a potential opportunity to ensure a constant supply of organs 
and tissues for transplantation. However, the scientific hurdles to successful 
xenotransplantation in humans currently mean that it should only be undertaken under strict 
clinical trial conditions. There are substantial potential risks to human health from the 
transmission of infectious agents through xenotransplantation. Careful international monitoring 
of these clinical trials and of each subject is thus essential to ensure the safety not only of 
subjects but also of their families and the broader human population. 
 
Research on xenotransplantation has indeed shown to be productive: evidence for this can be 
found in the improvement transplant techniques and strategies such as the use of results 
applied against hyper acute graft rejection. 
 
4.2. Organ allocation methods 
 
The major ethical issue about organ shortage is the principle of distributive justice, balanced 
against the principle of utility. The following models might be proposed to establish an organ 
distribution system: 
 
Best medical benefit: To produce the best long term survival results in the most medically 
suitable patients. Assessment of recipients’ co-morbidity as a risk factor for patient graft survival 
is a matter of judgment for the referring clinician rather than the organ allocation agency. Quality 
of life is an important factor and should be a major consideration in allocation of organs. 
Nonetheless, issues about definition of “quality of life” can be contentious. 
 
Fair distribution: To ensure equal opportunities to all. The emphasis would be on minimising 
waiting times and using more local organ, irrespective of matching. 
 
Priorities for clinical urgency: To give priority to the sickest one for transplantation. Since the 
most ill patients have the highest post-operative risk of death and graft failure, the results of 
transplantation would generally be poorer. Nevertheless conceiving an urgency rating scheme 
would be acceptable to all clinicians and patients. Arguments against giving priority to urgency 
of need include detracting from length and quality of benefit. 
 
The council on Ethical and Judicial Affairs of the American Medical Association felt that the 
following factors used in some organ allocation systems are ethically no underline: Ability to 
pay, contribution of the patient to society, perceived obstacles to treatment and contribution of 
patients to his or her own medical condition. 
 
Despite all the allocation systems, we must remember that recipients can always reject a 
proffered organ. 
 
5. Obtaining consent for organ retrieval 
 
The most important barriers leading to the high loss of donors are family refusals to donate and 
medical contraindications. Since everyone has the right to exercise their autonomy and has the 
option to decide for themselves on postmortem donation there must be ways to communicate 
your attitude. One can tell his relatives, use a donor card or may register with a donor registry if 
it is available. 
 
Consent to donate is basically given in two ways: “Opting-in ” or expressed consent (existing in 
some countries such as in UK, Canada and USA) where the population indicates their will or 
opposition to donate the organs in lifetime. 
 
“Opting-out ” or presumed consent, (existing in many European countries) implies that the state 
has the right to remove organs unless the deceased had indicated in his lifetime that he does 
not wish to donate. Furthermore, systems based on the family approach and to require consent 
for organ donation, give the next of kin the option to evaluate the attitude of the deceased. 



The expansion and popular acceptance of the “Living will ” or advanced health care directives 
declaration, offers a new way to express the persons’ wishes concerning health care and the 
end of life in the event of becoming physically or mentally incapacitated to decide. 
 
In many countries there are donor cards where one can indicate their attitude to donation. The 
term donor card gives the impression that you can mainly say yes to donation, but in some 
countries, the donor card is both a donor and a non-donor card. In some countries there are 
also donor registries , where you can register as a donor or as a non-donor. 
 
However, the wishes of the person who actually makes a determination and signs an organ 
donor card may be vetoed by the family at the moment when approaching them for their 
authorization. Donors usually are not informed of this capacity of families to override their 
wishes. This raises ethical questions regarding the validity of donor cards. Therefore this 
situation urges speaking to families about the desire to donate in order to assure the protection 
of the principle of respect of autonomy. 
 
Since religious beliefs are frequently verbalized, the support of religious leaders can be 
extremely helpful when considering organ and tissue donation. Information on organ donation 
and how it relates to a particular religious belief will often be well received when coming from a 
religious or spiritual leader. 
 
6. Commerce in organ transplantation 
 
Ethically unacceptable practices occur in several countries. Great concern remains that a 
market in body parts (especially the kidney) has flourished over the past few years with 
vulnerable persons being tricked or coerced into donating and some recipients traveling with 
their surgeons to countries where compensation for organ donation is legally organized.  
 
An international trade in human organs, particularly in those areas of the world where cadaver 
organs are not available and where disparity in wealth among the different segments of the 
population is marked. Results of truly commercial kidney transplants are very discouraging, 
providing a further issue against transplant from paid donors, as consequence of poor donor 
screening with consequent transmission of HIV and other infective agents, as well as of 
inappropriate medical and surgical management of recipients, who present an unacceptable 
morbidity rate, often after being discharged too early, and seek medical attention in their native 
countries. 
 
As long as organ sales are illegal, there will be a black market. Regularization provides the only 
hope for control and the protection for both sellers and buyers. The arguments in the public 
debate depend basically on concerns for individual freedom, the protection of the weak over the 
wealthy and the preservation of life and human dignity. 
 
The position of the Transplant Society has always been opposed to any commerce in organs as 
well as many other international organizations have condemned the practice. The major 
argument against sale of organs include that organs are priceless and should be donated only 
for altruistic reasons. 
 
7. Summary 
 
In the development of organ procurement and transplantation programs, ethical issues abound. 
Since many of them are complex and have no clear solutions, medical protocols and guidelines 
need to be written, considering not only medical factors but also cultural and societal 
perceptions. Institutional ethics committees and national organ procurement systems also need 
to be involved if we are to protect public confidence and increase social awareness and a 
positive attitude towards donation. 
 
Bioethical issues must be confronted from a multidisciplinary point of view to fulfill the ethical, 
philosophical, legal, health and social aspects, which will be acceptable to the majority and yet 
respectful of minorities, through meticulous observance of their Human Rights. 
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Subject 9. The Living Donor 
 
 
Key concepts 
 

1. Living organ donation as a therapeutic alternative for increasing the number of available 
transplant organs. 

2. Living donation carries disadvantages related to donor risks in terms of health and 
safety, and there are several controversial ethical aspects to be taken into account. 

3. The transplant coordinator is responsible for the donor to guarantee the medical, ethical 
and decision-making process. 

Introduction 

The first part of this chapter approaches the reasons which have brought the scientific 
community to consider the transplant of certain organs or parts of organs from living donors as 
a therapeutic alternative for patients with end-stage failure of that organ. In addition, ethical 
questions which have come up continually over the years, Council of Europe recommendations 
are all dealt with. 

Living organ donation as a therapeutic alternative 

Donation from alive people has been growing strongly in recent years, thanks to the advances 
in the field of organ transplantation and its success as a treatment to procure quality-adjusted 
life years for many patients with end-stage diseases. The choice of transplantation from a living 
donor offers some advantages compared to that from a deceased donor. However, it also 
carries disadvantages related to donor risks in terms of health and safety, and there are several 
controversial ethical aspects to be taken into account. 

Attention has been specially focused on positive aspects of living donations, mostly related to 
the receptor: increase of organ survival from that from a deceased person; better compatibility 
with young receptors; the possibility of organ partition, etc. Also, the advances on the efficacy of 
inmunodepresors have widened the option of matching organs from living donors with receptors 
that are not genetically related.  

The disadvantages regarding organ living donors and the social effects of this donation are the 
other side of this therapeutic advance. The living donor should follow a medical review through 
all his/her life and could also suffer changes related to the donation in his/her psychological 
health, and his/her familiar, working and social life. Thus, it is necessary to develop a legislation 
that provides for the effects that living donation has in all human donor development areas of 
his/her life. It should also prevent living donors from illegal or non-ruled situations, and 
guarantee that they could have access to and develop all their civil and social rights as any 
other citizen would do.   

In relation to living donations social effects, there are several legal, ethical and procurement 
aspects that still lack systematization and consensus: what should be the way of dealing with 
familiar pressure to the only compatible donor in the family, who, is not willing to donate; what 
should be the way to watch over anonymous or not genetically related donations; what should 
be the way to watch over free donations (in case this option should exist at all); how could 
informed and voluntary consent be assured; what should be the way to prevent “transplant 
tourism”,etc. 
 
Living organ donation therefore has emerged as a valid therapeutic alternative and as a new 



source for increasing the number of available transplant organs. This alternative is seen as a 
complement, not a substitute to cadaveric donors. 

Ethical considerations 

Living organ donation continues to be a controversial subject and a cause for debate which has 
resulted in the examination and re-examination in various forums of all the medical and ethical 
aspects related to the process, with the intention of reaching a consensus among all parties 
involved in the living donor process. All these questions could be grouped into four fundamental 
points: 

�  Who can be a living donor? 
�  What does informed consent consist of? 
�  Risk/benefit balance 
�  Distributive justice 

Who can be a living donor? 

The donor must fulfill a series of requirements: be competent, willing to be a donor, be free of 
coercion, be medically and psychologically suitable, and must be fully informed of the risks and 
benefits for himself and the recipient as well as of the therapeutic alternatives available to the 
recipient. 
 
At the beginning, living organ donation was restricted to people who were genetically related, 
but advances in immunosuppressive treatments have allowed the expansion of the pool of 
potential donors to those not genetically related. However, this has generated suspicions as to 
the motives of the donor. A number of authors defend as ethically acceptable the emotionally 
related donors since the reasons for wanting to help a loved one are exactly the same as those 
for wanting to help someone who is genetically related. Major controversy exists with regard to 
the altruistic donors, or “good Samaritans”, who voluntarily wish to donate to some unknown 
person who happens to be on the waiting list. While for some it is suspected that there is a 
psycho-pathological disorder behind this or that the motives may be financial, others argue that 
it is in these cases where there really exists no form of coercion nor of family pressure and that 
the fear of commercialisation should not justify the exclusion of these donors. 

Many persons who wished to donate an organ to a spouse or another family member are 
unable to do so because of incompatible blood types or other immunologic barriers. A program 
of paired kidney exchange addresses this problem by permitting an exchange of organs from 
two living donors or from one living donor and one deceased donor. In the latter approach, a 
living donor whose intended recipient is incompatible donates an organ to a compatible patient 
on the waiting list for a cadaveric organ, in exchange for priority in the allocation of a cadaveric 
organ to the donor’s intended recipient. Thus, two transplantations are performed in 
circumstances that would otherwise have permitted neither. Although such exchanges could 
open the door to paid sponsorship of donors, the same prohibition against the payment of a 
compatible, unrelated donor should be applied to organ exchanges. 

What does informed consent consist of? 

Informed consent is an expression of the autonomy of the people. Autonomy is one of the basic 
principles of ethics in biomedicine, which implies that the person chooses and acts freely and 
rationally, in other words, with self-determination. This informed consent requires: 

• competency or ability to understand and assimilate all of the information;  
• possession of all the relevant information (table 1);  



 

• Description of the assessment process, surgical procedure and recovery period 
• Alternative treatments for the recipient 
• Possible complications for the donor and mortality 
• Medical uncertainties, including possible long-term complications 
• Repercussions for the donor's lifestyle, regarding work, finances, life insurance and 

illness 
• Specific information about the risks and benefits for the recipient 
• Expected results and prognosis in the recipient 
• Statistics of the results specific to the transplant centre  

 
 
Table 1. Information provided to the living donor 

• free and voluntary decision  
• consent and signing of the documentation.  

The importance of informed consent lies in providing the potential donor with all the information 
necessary in order to guarantee as far as possible a profound and deliberate decision. And time 
is also necessary for the donor to assimilate all the received information and have his queries 
answered. 
 
The feelings and motives experienced by a person who decides to become a living donor and 
how the whole decision making process is carried out is a subject which has also generated 
interest and some authors have attempted to explain them. Lennerling et al. (2003) have 
divided the motives into seven categories, more than one of which can co-exist in the potential 
donor: 

• A willingness to help: a strong motive, often considered as something natural: the donor 
simply wants to help a member of the immediate family or a relative when in need.  

• Increase in self-esteem: because of doing something which is good and which makes 
them feel a better person.  

• Identification: with the position of the recipient.  
• Self benefit: in improving the health of the recipient, the quality of life of all the family 

and that of the donors themselves also improves.  
• Logic: in a rational process, analysing the risks and benefits. “If it's possible to live with 

only one kidney, why shouldn't I give one...”  
• External pressures: coercion by third persons.  
• Feelings of moral duty: “…it's something you're expected to do, which means you 

should…”  

Of these, external pressure is the only unacceptable category. The motives are, in short, a 
summary of subjective feelings. The decision on the part of the donor is based far more on 
emotions than on a risk/benefit assessment. 

The New England Journal of Medicine has published experts’ reflections about the risks 
associated with donating. They consider that there have been changes in the chances of 
success that have altered the landscape. “It is our responsibility as physicians to ensure that, in 
an era with shifting criteria, we do not stretch the ethics involved in assessing the risks and 
benefits to the donor”. 
 
The transplant coordinator is responsible for guaranteeing the donor to be acquainted with the 
decision-making consequences (concerning somatic, psychical and psychological matters, as 
well as the personal, professional and family situation). Thus, the transplant coordinator must 
conduct an interview with the donor in order to know how the decision-making process has 
been carried out, what kind of family and social context the donor has, as well as what is his 



work and financial situation. It is advisable for the recipient not to be present in the interview so 
as the donor can express himself freely, showing his doubts and uncertainties. The interview 
must be structured and it has to undertake the following issues: 

• Decision-making: 
o How the donor has obtained the information 
o Motives for becoming a donor 
o Feelings that he has experienced 
o Whether he has consulted his decision with anyone else from his environment 
o External pressures that might have influenced on his decision 
o All the implications and consequences that may arise  

• Family situation: 
o People who make up his family environment 
o Family conflicts 
o People who will take care of him post-donation 
o How he has anticipated the comfort of the people he is responsible for in case 

of any complication  

• Work and financial situation: 
o Profession and job: type of contract, labour consequences that may arise 

because of his decision 
o Economic consequences: measures adopted  

• Social situation: 
o Social environment 
o Any other external support he may have  

The transplant coordinator should also take into consideration during the interview the biological 
risk in order to minimize any disease transmission from donor to recipient. 

Risk/benefit balance 

The most problematic question in living organ donation has always been: "Is it justified to put 
one person's life at risk in order to save that of another?" 

In living organ donation two basic ethical principles come into conflict: that of not causing harm 
and that of doing good. 

The principle of doing good surpasses that of causing harm if the probability of benefit far 
exceeds the risk of the injury to be inflicted. 

a) The most important benefits of living organ donation:  

• Choosing of the moment for the transplant  
• Better graft quality  
• Increase in the organ donor pool  
• Reduction in healthcare costs to society  
• Psychological benefits for the donor 

b) Risks of living organ donation:  

• In the short term: it is undeniable that there is morbidity/mortality associated with the 
surgical process: lower in kidney transplants, mainly since the introduction of 
laparoscopic nephrectomy (morbidity 0.23%/ mortality 0.03%); and considerably higher 
in hepatectomy of the right hepatic lobe (morbidity 30%/ mortality 0.5%).  

• In the long term: the rate of long term complications in the living kidney donor have 
been shown to be very low. In the case of the liver donors, the effects are not yet 
known.  



Psychological: as a result of various factors such as family conflicts or the success of the 
transplant and the progress of the recipient. 

Distributive justice 

Particularly applied to the insufficient supply of organs from cadaveric donors, and bearing in 
mind that an unnecessary restriction of living organ donation would worsen the severe shortage 
of organs, this would have negative consequences for all potential donors. 

International recommendations 

In 2003 the World Health Organization (WHO) expressed its concern  about the lack of 
comprehensive data and oversight declaring that the lack  of documentation makes it difficult 
to estimate the extent of ethically unacceptable practices or the relative efficacy and safety of 
transplantation for the treatment of various conditions and in various settings.  

And also showed its concern on safety and ethical issues in living donation because no 
reliable  data are available on the risks to living donors in low-quality facilities with poor clinical 
services and although non-related donors may also act altruistically, strong evidence exists of 
such donors being remunerated directly or indirectly. “A genetic relationship between the donor 
and the recipient increases, but does not guarantee, the likelihood of altruistic motivation; nor 
does it preclude coercion or financial incentives”. “Although non-related donors may also act 
altruistically, strong evidence exists of such donors being remunerated directly or indirectly. The 
WHO accepts that Transplant tourism appears to be extensive and active steps will be needed 
in order to prevent it” 

The Council of Europe has drawn up a series of recommendations with regards to living organ 
donation included in an Additional Protocol during the Convention on Human and Biomedical 
Rights and formally approved by the Commission of Ministers in Strasbourg (24/01/2002). As 
with other considerations about the living donor, these are published in the “Guide to safety and 
quality assurance for organs, tissues and cells”. 
 
This defines what exactly a living donor is, the pre-donation information, the informed consent 
and the legal requirements, as well as the evaluation of the potential donor. In chapter III of said 
Additional Protocol, where sections 9 to 15 are set out, the following recommendations are 
established with regards to the obtaining of organs and tissues from living donors. 

• In general, the obtaining of living donor organs and tissues may be carried out when 
this represents a therapeutic benefit for the recipient, and there are no suitable organs 
or tissues available from cadaveric donors and there is no other therapeutic alternative 
of comparable efficacy. 

• It is advocated that a close relationship exist between the donor and the recipient, as 
defined by national legislation, as a safeguard against the potential risk of organ 
trafficking. 

• With regard to assessment of the risks for the donor: before the obtaining of organs and 
tissues from a living donor, appropriate medical investigations and interventions must 
be carried out in order to assess and limit the risk to the health of the donor. In this way, 
the organ removal cannot be carried out if there is a serious or unacceptable risk to the 
life or health of the donor. 

• Regarding information for the donor: it must be appropriate both with respect to the 
nature and outcome of the procedure and to its risks and consequences, and given by a 
healthcare professional with suitable experience who will neither participate in the 
removal nor in the transplant. 

• Regarding consent from the living donor: the removal may only be carried out after the 
donor has given his/her specific consent, freely, consciously and in writing before an 
official authority. The donor is free to withdraw his/her consent at any time. 

• Protection for those people who are unable to give consent: no obtaining of organs or 
tissue may be carried out on a donor who is not able to give consent. With regard to this a 
series of exceptions in the case of regenerative tissues has been established.  



•  
Recently, on May 2008 has been published the The Declaration of Istanbul on Organ Trafficking 
and Transplant Tourism convened by the Transplantation Society and International Society of 
Nephrology in Istanbul. The declaration clearly defines organ trafficking, transplant 
commercialism, and transplant tourism (panel) and proposes policies and principles of practice 
on the basis of the definitions: “Organ trafficking and transplant tourism violate the principles of 
equity, justice and respect for human dignity and should be prohibited. 
Because transplant commercialism targets impoverished and otherwise vulnerable donors, it 
leads inexorably to inequity and injustice and should also be prohibited.”  

The Istanbul declaration considers that the act of donation should be regarded as heroic and 
honored as such by representatives of the government and civil society organizations. This 
document makes some very interesting considerations regarding reimbursement on expenses: 
Comprehensive reimbursement of the actual, documented costs of donating an organ does not 
constitute a payment for an organ, but is rather part of the legitimate costs of treating the 
recipient. Such cost-reimbursement would usually be made by the party responsible for the 
costs of treating the transplant recipient. Reimbursement of the donor’s lost income and out-of-
pockets expenses should be administered by the agency handling the transplant rather than 
paid directly from the recipient to the donor. 

Summary 

Living organ donation is an ethically acceptable fact based on: 

• Voluntary donation being a morally good deed and an expression of an individual's 
autonomy.  

• The risks of morbidity/mortality in the donor, in experienced centres, being negligible.  
• The results of the living donor transplant being better (in the case of kidney) or at least 

similar to those of cadaveric donors.  
• The availability of organs from cadavers being limited, leading to mortality on the 

waiting list. 

Living organ donation carries some risks for the donor not only in the medical sphere but also in 
social and economical for what the donor should be protected. Protection practices and specific 
legislation should be developed. 

Living organ donation raises ethical dilemmas of great significance. 
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Subject 10: Ethical and legal issues in tissue bank ing  
 
Introduction  

This article is written with the aim of introducing the reader to the general ethical and legal 
principles in tissue banking in order to protect the dignity of tissue donors and recipients. These 
principles establish the legal basis for all activities in tissue banking and have to be followed by 
all professionals involved in tissue banking procedures. The basis of this article is derived from 
the leading European legal text: "The Additional Protocol to the Convention on Human Rights 
and Biomedicine Concerning Transplantation of Organs and Tissues of Human Origin", Council 
of Europe, 2002. This protocol and other international legal regulations as well as national laws 
on tissue banking govern medical practice step by step. 

Today's medical technology provides patients with a wide range of treatment options. To treat 
diseases and to secure improved health for those suffering from diseases, various substances 
can be used. For example, chemicals can be administered in the form of pharmaceutical 
products or technical particles implanted in the body, such as hard – stimulators. For treatment 
or improvement of specific human diseases, various substances of human origin can be used 
such as solid organs or tissues derived from the individual or from those related or not related to 
the individual. In every case where substances of human origin are used for medical purposes, 
for example, diagnostics, treatment and research, all professionals involved in these procedures 
are required to comply with ethical and legal principles governing the medical procedures in 
order to respect and protect the dignity of donors and recipients. 

This article will describe the ethical issues in tissue banking. It should be noted that the latest 
development in tissue donation and banking procedures involved the creation of legally binding 
regulations for these medical procedures. Therefore, everyone currently involved in tissue 
banking must be aware of the following two instruments regulating professional practice: 

1. Ethical principles of tissues banking. 
2. Legal, national, supranational, and international regulations governing tissue banking. 

The basis of this article rests on the leading document of the Council of Europe "The Additional 
Protocol to the Convention on Human Rights and Biomedicine Concerning and Transplantation 
of Organs and Tissues of Human Origin" (2002) (hereafter referred to as "The Protocol"). This 
protocol is an example of the modern development of ethics in biotechnology that has led to the 
elaboration of several legal norms where generally accepted ethical principles are consolidated 
in order to promulgate rights and responsibilities. 

The general goal of regulating biobanks is: 

To protect the dignity and identity of all human beings and guarantee everyone, without 
discrimination, respect for their integrity and other rights and fundamental freedoms with regard 
to application of biology and medicine. (Ref. 1). 

As it is mentioned in the Preamble of the Protocol (Ref. 2), "progress in the medical science, in 
particular in the field of tissue transplantation, contributes to saving lives or greatly improving 
their quality, but misuse of tissue transplantation may lead to acts endangering human life, well 
being and dignity (Ref. 3), therefore any intervention in the field of tissue transplantation must 
be carried out in accordance with relevant professional obligations and standards (Ref. 4)." 

To clarify the issues discussed in the chapter, it is necessary to define the relevant terms. Within 
the European Union (Ref. 5), tissues are defined as all constituent parts of the human body 
formed by cells (Ref. 6), such as bones, skin, cornea, tendons, arteries, veins, and dura mater, 
as well as fetal tissues obtained from abortions and placenta (Ref. 7). This chapter does not 



describe ethical or legal aspects of blood, cord blood or reproductive tissue banking because 
these substances give rise to specific ethical and legal issues which cannot be covered in this 
article due to limited space. This article does not include banking of hair, nail, breast milk or 
body waste (urine, sweat, saliva), which are treated differently because their removal does not 
give rise to major ethical problems (Ref. 8). 

Tissues can be removed from individuals and used for a variety of purposes. This chapter 
covers tissue banking for therapeutic purposes but will not cover tissue banking for diagnostic or 
research purposes. In the case of therapeutic use of tissues, these are mostly used for 
transplantation in order to treat surgical, orthopedic and other diseases. Tissue removal and 
transplantation procedures directly involve individual human beings and therefore ethical and 
legal concerns are very important in all the proceeding steps. The term "transplantation" 
encompasses the complete process of removal of a tissue from one person and implantation of 
that organ or tissue into another person, including all procedures for preparation, preservation 
and storage (Ref. 9). 

Procedures 

Tissue banking comprises several procedures where tissues are processed, preserved and 
stored, reiterated, distributed and delivered. All of these procedures have to be performed in 
compliance with governing ethical and legal principles in order to protect the dignity and 
autonomy of individuals donating tissues and those receiving them. 

Unlike organs, which cannot be conserved, tissues can easily be stored for longer periods in 
special establishments. Tissue banks are units or services that may be operated by public, 
private, for-profit, or not-for-profit establishments (hospitals, departments, large laboratories 
etc.) Tissue banks perform a series of operations in the collection of tissues such as 
processing, preserving, storing, distributing and d elivering  (Ref. 10). 

Whenever tissues are removed from human beings, and possibly transplanted into other human 
beings, the activities involved in the collection and use of such tissues are subject to ethical as 
well as legal requirements intended to safeguard respect for individuals, their dignity and their 
autonomy, as well as for the common good (Ref. 11). 

Procedures – commercialization 

The use of material derived from human beings for the treatment of others poses major ethical 
questions for said individuals and the societies in which they live. The human body and its parts 
shall not, as such, give rise to financial gain or comparable advantage (Ref. 12). It is now widely 
accepted that tissues and cells should be donated and not be the subject of commercial gain. 
Such donations, whether by living donors or from deceased persons, should be altruistic (Ref. 
13). 

The aforementioned provision shall not prevent payments which do not constitute a financial 
gain or a comparable advantage, in particular: 

1. Compensation of living donors for loss of earnings and any other justifiable expenses 
caused by removal or by related medical examinations. 

2. Payment of a justifiable fee for legitimate medical or related technical services rendered 
in connection with transplantation. 

3. Compensation in case of undue damage resulting from the removal of organs or tissues 
from living persons. 

4. Advertising the need for, or availability of, organs or tissues, with a view to offering or 
seeking financial gain or comparable advantage, shall be prohibited (Ref. 14). 



This paragraph of the Protocol does not make exceptions to the principle laid down but gives 
examples of compensation to avoid possible financial disadvantage which may otherwise occur 
(Ref. 15). 

Some parties maintain that, for the sake of fairness, when the tissues become even an indirect 
source of profit, donors should be paid. So far, however, arguments in favor of the altruistic 
nature of tissue donation have prevailed. They are based on a regard for solidarity. They are 
also inspired by the desire to avoid regarding the human person as an object, a source of 
tissues. Another argument in favor of free donation is to avoid all risk of exploitation of the most 
underprivileged who might be led, in precarious conditions of health, to donate tissue 
exclusively or primarily for financial reasons (Ref. 16). 

The issue of commercialization of human tissues that have been processed and prepared for 
therapeutic purposes is even more controversial. Some believe that tissue banks must be 
operated only by non-profit-making bodies as the tissues have originally been obtained free of 
charge in the spirit of altruism. Others hold that the processing and conservation of tissues 
involves costs which in their mind justify their commercial sale, in the same manner as blood 
derivatives. The commercialization of human tissues has the added advantage, according to its 
proponents, of encouraging industry to invest in areas which will result in greater availability of 
tissues on the market (Ref. 17). 

Procedures – risk evaluation 

In tissue removal, storage and transplantation, it is vital to protect the legal interests of the 
donor and the recipient, and, to some extent, society in general. The donor has to be protected 
with respect to tissue removal and further processing of the individual's tissues. The main 
ethical principles from the donor's point of view are: respect for the human body and for human 
dignity, respect for the donor's autonomy, respect for privacy, protection for vulnerable people, 
the right to prior information on the conditions of removal and expected use of tissues, and the 
right not be subjected to unfair discrimination (Ref. 18). 

Tissues for transplantation can be removed from a living or deceased donor. In the case of a 
living donor, the first principle is as follows: removal of tissues may be carried out solely for the 
therapeutic benefit of the recipient and where there is no suitable tissue available from a 
deceased person and no other alternative therapeutic method of comparable effectiveness (Ref. 
19). Removing organs or tissues from living donors for implantation purposes always has 
consequences  and may carry some risk for that donor. This implies that tissues from living 
persons should not be used where an appropriate tissue from a deceased person is available 
(Ref. 20). The second condition in the case of living donors is that there is no alternative 
therapeutic method of comparable effectiveness. In view of the risks involved in any tissue 
removal, there is indeed no justification for resorting to it if there is another way of bringing the 
same benefit to the recipient, such as the use of artificial skin (Ref. 21). 

Before organ or tissue removal, appropriate medical investigation and interventions shall be 
carried out to evaluate and reduce physical and psychological risks to the health of the donor. 
The removal may not be carried out if there is a serious risk to the life or health of the donor 
(Ref. 22). The health care professional's role here is twofold: to carry out whatever investigation 
may be required to evaluate the health status of the donor and therefore the potential risk of 
donation and, secondly, to take all reasonable measures to limit the risks to the donor without 
compromising the quality or viability of the organ or tissue removed for transplantation. The 
principal risks for the donor are the physical risks arising from the surgical procedure. However, 
there are also short and long-term psychological risks that need to be fully assessed (Ref. 23). 

Procedures – information 

The donor shall be given appropriate information beforehand as to the purpose and nature of 
the removal as well as its consequences and risks. They shall also be informed of their rights 
and the safeguards prescribed by law for the protection of the donor. In particular, they shall be 



informed of the right to have access to independent advice about such risks by an experienced 
health professional who is not involved in the tissue removal or subsequent transplantation 
procedures (Ref. 24). The information should be suitable for explaining the purpose and nature 
of the proposed removal as well as its consequences and risks and the need for appropriate 
testing prior to the removal. The information must be given prior to consent, authorization, or 
removal. Thus it must be as accurate as possible and provided in terms that the donor can 
understand, for example, comparing the risks of a complication with other risks encountered in 
everyday life (Ref. 25). 

In order to respect the autonomy and the free will of the donor, tissue may be removed from a 
living donor only after the person concerned has given free, informed and specific consent to it 
either in written form or before an official body (Ref. 26). The person concerned may freely 
withdraw consent at any time (Ref. 27). In order to avoid undue pressure on the donor, he/she 
should be assured that he/she can refuse to donate or withdraw his/her consent at any time in 
complete confidence. To that end, the donor should be interviewed in private and helped to 
consider the consequences of his/her decision (Ref. 28). 

Procedures – consents systems 

Special protection must be provided for vulnerable living donors, especially for those who do not 
have the capacity to consent, such as minors or mentally handicapped persons. The general 
principle prohibits tissue removal from individuals who do not have the capacity to consent  
(Ref. 29). Only in very exceptional circumstances may derogations be made to this rule and 
only for the removal of regenerative tissues (Ref. 30). 

In the case of tissue removal from a deceased donor, the person must be certified as deceased 
in accordance with the law. Different procedures for death certification are used in the case of 
brain death or in the case of biological death. National regulations have to be followed in either 
case. To avoid conflicts of interest, the doctors certifying the death of a person shall not be the 
same doctors who participate directly in the removal of tissues from the deceased person, or 
subsequent transplantation procedures, or having responsibilities for the care of potential tissue 
recipients (Ref. 31). 

Organs or tissues shall not be removed from the body of a deceased person unless consent or 
authorization required by law has been obtained (Ref. 32). The removal shall not be carried out 
if the deceased person had objected to it (Ref. 33). If a person has made known their wishes for 
giving or denying consent during their lifetime, these wishes should be respected after his/her 
death. If there is an official facility for recording these wishes and a person has registered 
consent to donation, such consent should prevail. Removal should proceed if possible. For the 
same reasons, it may not proceed if the person is known to have objected (Ref. 34). 

Basically, two kinds of consent systems can be distinguished: systems of explicit consent  and 
systems with so-called presumed consent . In the former the actual donor has to authorize or 
refuse organ removal. This system is also called an "opting in" or "contracting in" system. In the 
so-called "presumed consent", "opting out" or "contracting out" system, no explicit consent is 
required in order to be a potential donor. It is sufficient, according to national law, that the 
deceased person did not object while alive (Ref. 35). 

The law may differ in the way next of kin are involved in decision making. Three subdivisions 
can be made according to the relation of the next of kin. In the very strict opting out system, 
such as the one in France, next of kin are not entitled to consent to, nor refuse, post-mortem 
removal, although sometimes they have the right to be informed of the proposed removal. 
However, actual practice may differ from the law in the books. A strict opting out system, such 
as the one in Belgium, entitles the next of kin to refuse post mortem removal. A less strict opting 
out system, such as the one in Denmark, gives the next of kin the right to consent to a post 
mortem removal. In the opting in countries such as Germany, when the person concerned has 
not made a decision, the next of kin may consent to post mortem removal but only according to 
the so-called "presumed will" of the deceased. In the Netherlands and the UK, the next of kin 
may consent if the deceased has not made a decision (Ref. 36). 



Procedures – respect and confidentiality 

During removal the human body must be treated with respect and all reasonable measures 
taken to restore the appearance of the corpse (Ref. 37). A dead body is not legally regarded as 
a person, but nonetheless, it should be treated with respect. This article accordingly provides 
that during removal the human body must be treated with respect and, after tissue removal, the 
body should be restored as far as possible to its original appearance (Ref. 38). 

To protect the recipient, the tissues may only be implanted if the consequences and possible 
risks have been explained to that person and his or her informed consent, or appropriate 
authorization in the case of a person not able to consent, has been obtained (Ref. 39). 

In order to respect and protect the private life of donors and recipients, it is obligatory for all 
professionals involved in tissue removal banking and implantation to maintain confidentiality. All 
personal data relating to the person from whom organs or tissues have been removed and 
those relating to the recipient shall be considered to be confidential. Such data may only be 
collected, processed and communicated according to the rules relating to professional 
confidentiality and personal data protection (Ref. 40). 

In transplantation, it is nevertheless essential that the principle of confidentiality should not 
prevent the medical team involved in any transplant process from obtaining the necessary 
information on the person from whom tissues have been removed and the recipient, and 
keeping track of the exchange of tissues between them, subject to appropriate safeguards to 
ensure adequate data protection. One person may in fact supply several tissues to be implanted 
in more than one recipient. If a disease is subsequently detected in that person, the recipients 
must be traceable. Equally, if a recipient of a transplant develops a disease that may have been 
transmitted, the person from whom tissues had been removed must be identified, in order to 
trace any other recipients (Ref. 41). 

Procedures – safety 

Safety in all procedures and safety of tissues collected, processed and implanted is major 
concern in order to protect the health of the recipient and prevent harm to them. The main 
principles affecting recipients of allografts are: respect for the autonomy of the person 
concerned; respect for private life and medical confidentiality; the right to safety; and the right of 
patients to have fair access to the therapeutic possibilities offered by the transplantation of 
human tissues (Ref. 42). Therefore, all professionals involved in organ or tissue transplantation 
shall take all reasonable measures to minimize the risks of transmission of any disease to the 
recipient and to avoid any action which might affect the suitability of an organ or tissue for 
implantation (Ref. 43). To minimize the risk to the recipient, it is essential to screen donors and 
establish the presence or absence of disease transmission risk in their organs and tissues (Ref. 
44). For health and safety reasons, appropriate medical follow-up shall be offered to living 
donors and recipients after transplantation (Ref. 45). 

The use of certain types of tissues for allografts or as a basis for the production of 
pharmaceutical substances should be banned or at least limited. This includes tissues for which 
safety cannot be proved due to the absence of valid tests (dura mater, auditory ossicles, 
tympanic and petrosal tissue used for grafting) (Ref. 46). 

Procedures – organ trafficking 

Organ and tissue trafficking shall be prohibited (Ref. 47). Organ trafficking and tissue trafficking 
are important examples of such illegal trading and of direct financial gain. Organ or tissue 
traffickers may also use coercion either in addition to or as an alternative to offering 
inducements. Such practices cause particular concern because they exploit vulnerable people 
and may undermine people's faith in the transplant system (Ref. 48). 



To secure equality, it is necessary that all people, regardless of their condition or background, 
must have equal access to available transplant services and assessment. The concern is to 
ensure that there is no unjustified discrimination against any person within the jurisdiction of the 
Party who might benefit from a transplant. It should be emphasized that there is a severe 
shortage of most organs and of some tissues which can be transplanted. Scarce organs and 
tissues should be allocated so as to maximize the benefit of transplantation (Ref. 49). Parties 
shall guarantee that a system exists to provide equitable access to transplantation services for 
patients. Organs and, where appropriate, tissues shall be allocated only among patients on an 
official waiting list, in conformity with transparent, objective and duly justified rules according to 
medical criteria. The persons or bodies responsible for allocating these decisions shall be 
designated within this framework (Ref. 50). 
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