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Background 

 
Solid organ transplantation provides patients with end stage organ failure with 
improved quality and length of life. However, as well as the risks associated 
with undergoing any complex surgical procedure, there are also many 
additional risks for transplant patients, such as those associated with the 
donor (e.g. transmission of infection), the organ (e.g. delayed graft function) 
and the risks resulting from immunosuppressive medication (e.g. diabetes, 
osteoporosis).  These risks have to be balanced against the risks of 
continuing with other treatment approaches. Thus, patients have to balance 
these competing risks and benefits when deciding whether to go on the 
waiting list. It is the responsibility of the transplant team to ensure the patient 
gives fully informed consent.  

A further issue is that there is no standard donor whose organs are free of 
risk: furthermore, different organs from the same donor may carry different 
risks, lungs from a donor who has smoked may have a worse outcome but 
kidneys from donor who has smoked are not at increased risk. The patient 
has the right to decide whether there are some organ or donor characteristics 
that are unacceptable for them.   

The responsibility for helping patients and their families make this decision 
lies with the clinicians involved in their care. However, NHS Blood and 
Transplant holds data regarding the risks of transplantation and wants to do 
more to provide this information in a patient-friendly format, which would be 
used to complement discussions between patients, families and clinicians and  
help ensure the patient has a full understanding of the options available to 
them.  

Aim of meeting 
To discuss the challenges associated with ensuring that patients fully 
understand the potential risks and benefits of organ transplantation and to 
provide advice to NHS Blood and Transplant on:  

 

The information patients need/ want relating to the clinical risks associated 
with organ transplantation, to help them reach a decision. 

 

What more NHSBT could do to supplement the discussions between 
patients and clinicians, to help patients understand the clinical risks 
associated with organ transplantation. 

 

The best method of presenting these data.  

Patient perspective: What do we need to know about the risks of 
transplantation? 

 

How often do particular organs become available 

 

Update on status on the waiting list (e.g. after sickness etc). 

 

Improved information about how donated organs are allocated to 
recipients.     
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Patient perspective: What do patients/ families want to know? 

 
This will vary between individuals, so there needs to be personalised 
information (general and personal risks). 

 
Patients have different perspective to families and require different 
information 

 
Information from peer support groups/ someone else s personal 
experience. 

 

That the information they are being given is accurate and up to date 

 

More information about how to get on to the list. 

 

How national groups can support/ sign-post for patients.  

Clinical perspective: What do clinicians need and want to tell patients/ 
families? 

 

The risks associated with organ transplant are complex and clinical views 
regarding comparative risks vary. How reasonable is it, therefore, to make 
a patient give a firm steer about the risks they are willing to take, when 
they do not have the training/ insight of a doctor. 

 

Clinicians try to give an unbiased advice regarding a patient s options. 

 

While it is important to involve families, consent lies solely with the patient 
who is mentally competent.  

Clinical perspective: What are the factors that will influence a patient s 
ability to understand risks and benefits? 

 

Prior to the meeting with the Consultant, the patient has usually already 
decided that they want to be listed for transplant, but want an explanation 
of the process. 

 

There is no one size fits all . Clinicians try to modify the discussion to the 
patient. 

 

There are a number of factors that will influence a patient s ability to 
understand risks. These include: 

o Level and effect of illness at time of discussion 
o Language barriers 
o Culture 
o Level of education 
o Timing of the discussion 
o Age of the patient  

How is risk currently communicated 

 

Patients feel that there is an information overload. They need enough time 
and space to let the information sink in and then the opportunity to ask 
more questions.  

 

It should be an iterative process, with the options to go back to the 
consultant and/ or recipient co-ordinator for more information. 

 

The time available for the Consultant to discuss the options with their 
patients varies significantly (variation between type of organ being 
transplanted and between units). 

 

The consent process, which includes an explanation of risks, can be very 
complex and stressful for a patient. 

 

Patients are often encouraged to bring a family member of friend with 
them, to listen and prompt questions. 
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What sources of information are already available for patients? 
Patients are currently able to obtain information via: 

o Meeting with their consultant 
o Basic documentation/ booklets are currently available for patients 

and their families. 
o Websites 
o On-line forums/ chatrooms 
o Education sessions with other patients  

Much of these sources are not validated , so there is uncertainty regarding 
their accuracy.  

What can be learned from risk communication in other areas? 

 

Risk balance models and decision trees are used in other areas (e.g. 
breast screening) and could be applied to organ transplantation. 

 

Websites are useful tools, as they can layer information and present data 
in different ways, which can be tailored to the individual. These allow 
patients to gain as much information as they want, in a format that they will 
be more likely to understand.  

How should risks be presented to potential transplant patients? 

 

There should be a standardised, accredited source of information (on-line, 
DVD and hard copy) to address FAQs as well as provide information about 
risk.  

 

Information should be provided in a multi-layered approach, so that 
patients and their families can access as much or as little information as 
they would like to have. 

 

Information booklets/ websites etc should be provided to the patient in 
advance of the meeting with their consultant. These would form the basis 
of an agenda for the discussion and patients could be asked in advance if 
there is anything in particular that they would want to cover during the 
consultation. 

 

There should be the opportunity for patients to digest information provided 
during the meeting with the consultant and then come back to ask more 
questions. 

 

There should be the ability to present data/ choices across a set timeline 

 

There should be regular access to recipient co-ordinators, via a hot-line or 
e-mail address. 

 

The clinicians should be aware of the patient s emotional response and 
react accordingly.          
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Next Steps 
The professional and regulatory organisations have responsibility for issues 
regarding consent for transplantation. NHS Blood and Transplant s has a 
responsibility to make sure that the data it holds, which may help patients 
make a decision regarding organ transplantation, are available in an open and 
accessible manner.  

 

The provision of material and ensuring the patient gives informed consent lies 
with the clinical team. However, NHS Blood and Transplant will work in 
collaboration with stakeholders (e.g. patient representative groups, their 
Advisory Groups, transplant units and the British Transplantation Society) to 
develop: 

o organ-specific patient information booklets. 
o guidance for clinicians on communicating risks to patients.

  

NHSBT will also develop plans for rolling out and raising awareness of the 
above documents, to help ensure that they are adopted by transplant units 
and publicised to patients.  
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Annex A: Attendees 

 
Chair: James Neuberger (Associate Medical Director, NHS Blood and 
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Jessica Jones 
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David Spiegelhalter

  

Lawrence McGinty 

 

Anthony Warrens  

 

Helen Tincknell 

 

Chris Watson 
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Steven Tsui 

 

Rutger Ploeg 

 

Sally Johnson 

 

Jeremy Monroe 

 

David Collett 

 

Claire Williment 

 

Kathy Zalewska 

 

Caroline Wills 

 
British Liver Trust 

 

British Liver Trust 

 

British Kidney Patient s Association 

 

Cystic Fibrosis Trust 

 

Cystic Fibrosis Trust 

 

Transplant recipient 

 

Cambridge University 

 

Journalist, ITN 

 

British Transplant Society 

 

Recipient Co-ordinator 

 

Chair, Kidney Advisory Group 

 

Chair, Pancreas Advisory Group 

 

Chair, Cardiothoracic Advisory Group 

 

National Retrieval Group 

 

NHS Blood and Transplant 

 

NHS Blood and Transplant 

 

NHS Blood and Transplant 

 

NHS Blood and Transplant 

 

NHS Blood and Transplant 

 

NHS Blood and Transplant 
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Annex B: Risk and solid organ transplantation 

 
In addition to the usual risks of any major surgery, solid organ 
transplantation is associated with risks: 

o from the donor,  
o from the organ,  
o from the surgery  
o the immunosuppression (such as increased risk of some cancers 

and infections, heart disease, renal failure, diabetes mellitus) 
o long term issues such as recurrent disease, technical complications 

 

Organ transplantation is offered primarily as a life-saving procedure but 
also improves the quality of life  

 

The organ shortage: 
o There is a discrepancy between the number of patients needing a 

transplant and the availability of graft 
o Potential donors are becoming higher risk for recipients 

 

Consequence of the organ shortage 
o There is a significant mortality of patients on the waiting list (up to 

20% for heart, lung and liver and 6% for kidney) 
o Surgeons continue to work at the edges of what is acceptable 

 

Consent 
o Appropriate and informed consent is required before transplantation 
o Ensuring consent is usually done over time, during the assessment 

by a multi-disciplinary team using a variety of methods to inform the 
patient and their family of the risks and implications of 
transplantation. 

o During this time, the patient is usually unwell, anxious, worried and 
may have impaired cognitive function which is affected by the 
condition and its complications, the indication, medication and other 
factors 

o It is the responsibility of the surgeon to ensure the patient gives 
suitably informed consent 

o Informed consent may be obtained several months or even years 
before the transplant (although confirmation of consent may be 
obtained at regular intervals) 

o The patient has the right to decline to give consent or to accept 
organs from some individuals (see below) 

 

Guidance 
o Guidance on consent and responsibilities are set out and available 

on www.odt.nhs.uk  

Risks of transplantation 
Organs for transplantation are from deceased donors and carry risk. Donors 
and organs are carefully screened and assessed before, during and after 
retrieval according to national and international guidelines. Nonetheless, while 
it is possible to mitigate risk, it is not possible to abrogate risk entirely.  

Types of risk 

 

Donor 
These relate to the: 

http://www.odt.nhs.uk
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o behaviour of the donor or cause of death: for example, organs from 
drug users, prisoners or sex workers may be at high risk of having 
and transmitting some infections such as HIV; lungs from smokers 
function less well than those from non-smokers 

o medical history of the donor: for example, donors with a past history 
of cancer may transmit that cancer with the organ. Metabolic and 
autoimmune diseases may be transmitted. 

o undefined risk: for example, not all cancers or infections can be 
diagnosed before organ implantation 

 

Organ 
These relate to the quality of the organ 
o There may be a risk of non-function that, if the patient survives, 

resolves (such as fatty liver) or ongoing (such as scarring of h 
kidney or lung)  

It should be noted that some infections transmitted by transplantation can be 
cured (such as CMV or syphilis) and many others effectively treated (such as 
Hepatitis B and C) and some inadvertently transplanted cancers (such as 
lymphoma) cured.  

Who bears the risk? 
In practice, the patient bears the consequence of the risk decision although 
the decision is usually made by the surgeon.  

A survey is being carried out to try to understand the patient s view of risk and 
the impact of provision of information; findings will be presented.
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Annex C: A patient s perspective 

 
Brief background: 

  
My name is Daphne.  I am 61 years old and underwent liver transplant in late 
April this year having been on the list for a total of 6 months because of 
deteriorating auto-immune liver disease (PBC).  I had been increasingly 
unwell for 2 years before the operation and had spent significant time at the 
hospital with many clinic visits, investigations and an emergency admission in 
January this year.  I made excellent progress for the 3 months following 
transplant and had two days in late June/early July when I distinctly remember 
thinking that this was the best I had felt for 20 years.  Unfortunately in 
September I had to be re-admitted as an emergency after feeling very unwell 
since the end of July.  I was eventually diagnosed with CMV infection (my 
donor had been CMV positive and I was CMV negative).  My hospital stay 
was for 3 weeks and 3 days and have never felt as ill in my life.  I am 
now recovering but progress seems slow compared to immediately after the 
operation.   

  

My responses to the questions below are inevitably informed by my own 
experience but also take into account that achieving the best outcomes for 
patients is the overall objective.  

  

WHAT DO PATIENTS NEED TO KNOW ABOUT RISK? 
WHAT DO PATIENTS/FAMILIES WANT TO KNOW ABOUT RISK? 

  

I wasn't sure whether there was a deliberate distinction between need and 
want or an accidental one.  Obviously if a patient has been very ill for a long 
time, information on risk may be interpreted negatively and they may decide 
that they don't want to put themselves in a position where they are taking any 
more risk.  I read the hospital transplant booklet 3 or 4 times during 
assessment and fully understood the various elements of risk around the 
operation itself, but my mind didn't get any further because I was so 
committed to not wanting to die without trying to do something which could 
avoid this.  I just wanted to get past the operation and gain some degree of 
control back.  I knew it would be hard but I trusted all the hospital staff to do 
their bit and I was focussed on what I had to do.  How much the patient wants 
to know depends on their starting point; if you really want to live and you are 
fit to undergo the operation, the risk after transplant will seem relatively small.  
My family were less sure about my choice and I know took more notice of the 
future risks than I did but would they really have wanted me not to try?   

  

Patients and their families have to know enough but not too much! 

  

My recent hospital admission has served to remind me that as a patient one 
has little control - as long as you do your bit - taking required medication and 
ensuring good nutrition - you are literally living on the edge but you are still 
alive and where there's life there is hope. 
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HOW IS RISK CURRENTLY COMMUNICATED? 
WHAT SOURCES OF INFORMATION ARE ALREADY AVAILABLE FOR 
THE PATIENT? 
WHAT CAN BE LEARNED FROM RISK COMMUNICATION IN OTHER 
AREAS? 
HOW SHOULD RISKS BE PRESENTED TO POTENTIAL TRANSPLANT 
PATIENTS? 

  

In the booklet (which is very well-written with just the right tone) risk is 
predominantly expressed in percentages - this may not be easy for patients to 
relate to.  Maybe more visual representation could be used eg. instead of 
20%, a picture of 4 matchstick men out of 5 ...  This would help 
patients/carers who aren't comfortable with number and may even assist the 
discussion between patient and surgeon at assessment by keeping it at just 
the right level for patient understanding.   

  

The only part of the conversation I remember with the surgeon was when he 
said that he could guarantee that the itching would go but he couldn't 
guarantee my tiredness would improve (I knew the amount of sleep I was 
getting during the night would improve because I wouldn't be itching any 
more, so the tiredness would be better though not necessarily gone 
completely) nor could he say that my bowels would ever be normal!  Well 
that's a continuing story .... they're certainly different to before transplant.  The 
main thing is I'm alive and I don't itch all the time.  My surgeon told my 
son after the operation that my liver was in really poor condition and would not 
have lasted much longer so I was glad I had been really definite about 
wanting a transplant and relieved that I had not died whilst on the list. 

  

Patients who are really interested in their health issues will look at the internet 
- if they find American or other private health care system sites they may be 
confused at some of the advice given.  Maybe there should be some 
reference to this in any guide booklets/information. 

  

The hospital booklets are only about medical risk.  It might be helpful albeit 
briefly, to mention relative risk involved in driving a car to work every day or 
getting on a plane several times a year to highlight the likelihood (or not) of 
something going wrong; context is always good for making practical 
decisions.  After all, how many theme parks tell you not to get on their rides?  
I realise informed consent from the patient is the objective of the 
patient/surgeon interview but the surgeon can only do so much. 

    

WHAT MORE COULD NHSBT DO TO SUPPORT PATIENTS WHEN 
MAKING DECISIONS ABOUT 
ORGAN TRANSPLANTATION; TO SUPPORT THE DISCUSSION 
BETWEEN PATIENTS AND CLINICIANS; TO COMPLEMENT THE 
INFORMATION ALREADY PROVIDED TO PATIENTS? 
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Although each transplant centre has their own information booklet I think it 
would be beneficial to have a small (half A5 size) national (with the NHSBT 
logo on the front) booklet with really basic information regarding the risks 
involved in transplant.  This could even be used as part of a new initiative to 
recruit donors if a really clever PR person could link the two elements eg. 
these are some of the risks that patients needing transplant have to face .... 
do they really need to die whilst they're waiting for their operation?   

  

Make the website as user friendly and all-encompassing as possible so 
patients will automatically go to it if they want to check something.  
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Annex D: A lung surgeon s perspective  

In the UK, we have travelled a long way from the situation which pertained a 
few years ago. In that era, only a few very specific risks were shared with the 
potential recipient.  

Several high profile cases around donor-derived lung cancers have been 
important in requiring some donor risk to be discussed with recipients. In 
practice, there was major misunderstanding about the nature of the risk. The 
chance of dying as a result of donor derived lung cancer is very small, but 
smokers lungs undoubtedly carry a risk of worse function and shortened 
medium term survival, both completely unrelated to the cancer risk.   

The work of NHSBT in defining the disadvantage of smoker s lungs has been 
very useful indeed in explaining the situation to potential recipients  

It would be good to have similar risks explored and then analysed in a way 
which makes explanation to patients straightforward. We have largely 
achieved this with intracranial tumours (although interestingly enough, the rate 
of donation from this cohort of donors has not changed over the past 5 years 
 this may illustrate a need for better education) but other risks  and a 

particular example is the risk of transmission of a blood-borne virus  remain 
unquantified. Data from the US suggests a very low  1 in at least several 
thousand- risk of such transmission from the cohort rather generously labelled 
by the CDC as high risk donors on lifestyle grounds. But personal experience 
suggests it is almost impossible to persuade a recipient, however sick, of the 
advantages and relative safety of receiving such an organ. Some robust UK 
data would be helpful here.  

The other aspect worth considering is the conflict between the need to explain 
all the risks and obtained informed consent, and our duty to offer the patient 
the best treatment.  

Personal experience again emphasizes the need to have the discussions 
remote from the transplant. No consent taken with the theatre trolley outside 
the cubical can be regarded as informed. In practice, the patient will often 
make an illogical decision.  

On the other hand, the surgeon can often affect the decision just by emphasis 
and force of character. If the patient decision is dependent on how the 
problem is explained, to what extent is this informed?   

Several other countries regard us as useless liberals with regard to Consent. 
An Australian colleague, running an internationally respected lung transplant 
programme in Melbourne, made the suggestion that if the patient did not trust 
the team to make the correct donor decisions, he should be invited to go to a 
different centre. My good friend Walter Kleptetko, who runs the very active 
centre in Vienna, gave a similarly robust view.  
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In conclusion, we are stuck with being woolly-minded liberals by societal 
opinion in the UK. We can do our best for the patients by discussions 
temporally remote from the transplant, with the best possible data  
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Annex E: A renal transplant surgeon s view: how I explain risk  

I discuss transplantation with patients referred for kidney, kidney-pancreas, 
and liver transplantation. Each patient, and each transplant type has different 
issues with different emphasis.  The relevant issues to get across are: 

 
Survival without a transplant or with a different transplant 

o Reality of circumstance  telling patients that their prognosis without 
a transplant is bad, often not appreciated by patients on dialysis.  

o Live donor kidney vs kidney & pancreas  better short term 
outcomes, poorer long term outcomes 

 

Chances of a transplant and waiting time for a transplant 
o 12-18% of liver recipients die without 
o pancreas patients wait a year on average 
o Kidney recipients wait 2.5 years, much longer if sensitised/blood 

group B 

 

Organ donor issues  less than ideal donors: 
o Donors are old  on average they are as old as me 
o Donors are not fit, by definition 
o infection/tumour transmission 
o dysfunction/non-function 

 

Complications of a transplant 
o Reoperation  30-40% following pancreas transplantation 
o Mortality in first year  8% after liver, 2% kidney & pancreas 
o Long term outcomes  half life of transplant and long term patient 

survival 

 

Immunosuppression 
o Long term treatment 
o Risks of infection and cancer  

The main purpose of discussing transplantation and its risks with patients is to 
get across that I believe a transplant is best for them, but that it is not without 
risk, and to try to convey what some of those risks are and how likely they are 
in order to manage expectations. While a patient may opt out of some types of 
donors, to minimise some risks, this action may make their chances of being 
transplanted worse. How to convey that is difficult. The chances of 
deterioration on the waiting list vary: a diabetic may die the next day from a 
hypoglycaemic attack; a patient with liver failure may suffer a catastrophic 
variceal haemorrhage, or their tumour may grow and spread either rendering 
them untransplantable or shortening their post transplant survival.  

All patients are given written information sheets/booklets and consent forms. 
These are scary documents, full of detail about complications and hazards 
with little about the transformation in life that occurs afterwards. In many ways 
it rubs the patient s noses in the misery of their plight, the realisation that that 
they may be damned whatever choice they make, and that to delay making a 
choice is itself a choice to take a course of action associated with a worse 
outcome.  
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There are two main challenges when discussing transplantation with a patient. 
The first is to correctly evaluate their understanding of their condition and the 
risks and benefits of transplantation.  The second is to be able to relate to 
their understanding to optimise their education 
It is easy to get both these wrong. On more than one occasion we identify a 
patient who is illiterate, often quite unexpectedly. Grasping risk also demands 
good numeracy skills, things that are often lacking among the doctors, never 
mind the patients.  

Seeing patients can take a long time; kidney and pancreas transplant 
recipients are given a 90 minute first appointment, kidney 30 minutes, and for 
liver patients the discussion is at the bedside, and is an ongoing process over 
a week.  Is a long appointment good or bad? Do they lose focus after the first 
few minutes? Many come alone, in spite of being encouraged to bring family 
or friends as an extra pair of ears.  

At the end of the day I discuss risks with patients and I choose whether to use 
an organ I have been offered. I may be conservative or aggressive in the risks 
I take for my patient, but I know that tomorrow my colleague who is less risk 
averse may use a poorer set of organs. Should I be choosing, or should I use 
the next organ offered. As for the patient, they have little say, once on the list, 
over what I choose to give them. And what I choose is probably as much 
influenced by what happened the last time, as by the overall risk/benefit 
balance. 
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Annex F: A lawyer s view: Consent & risk. What clinical teams are 
legally required to explain  

Consent law is not set in stone; it has evolved considerably over the last 
century or so and continues to be refined through case law from the courts, 
GMC guidance and legislation.  

Over the years, a much more patient centred approach to consent has 
developed.   

These days, doctors are expected to work in partnership with patients to 
agree on treatment options, with the patient s needs and wants as the primary 
consideration.   

The duty to warn patients about risk  

 

A surgeon owes a general duty to the patient to warn in general terms of 
possible serious risks involved in a procedure  

 

The only qualification is that there may be a wholly exceptional case where 
in the best interests of the patient, the surgeon may be excused from 
giving a warning e.g. where giving that information would cause the patient 
serious harm  

 

The patient must also be told about less serious side effects or 
complications if they occur frequently  

 

The patient must be told of any possible serious adverse outcome of a 
proposed treatment, even if its likelihood is very small.  If the risk is small 
but well established it will be considered to be a significant risk  

 

A serious adverse outcome can include;  

o Death 
o Permanent or long-term physical disability or disfigurement 
o Medium or long-term pain 
o Admission to hospital 
o Other outcomes with a long-term or permanent effect on the 

patient s employment, social or personal life  

 

A clinician must warn the patient about all risks material to their decision    

 

When time permits, the patient should be encouraged to consider their 
options over time before deciding whether or not to undergo treatment. 
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Annex G: Presentation  Background (Professor James Neuberger)  

Slide 1 

Risk and Organ Donation

 

Slide 2 

Background

Organ transplantation is associated with 
risks which include

Risks associated with donor
Risks associated with organ
Risks associated with immunosuppression
Risks of declining organ

 

Slide 3 

Background

It is the role of the responsible surgeon 
and the transplant team to ensure that the 
patient has given suitably informed 
consent 
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Slide 4 

Aim of meeting

To provide advice to NHS Blood and 
Transplant on: 

What more NHSBT could do to supplement 
the discussions between patients and 
clinicians
What information transplant candidates need 
and want.
The best method of presenting the 
information.

 

Slide 5 

Survey

On line survey of stakeholders to gain 
some understanding of extent of the 
variation in appetite for risk and whether 
additional information alters risk
Aimed at liver and lung transplantation

Patients awaiting transplant
Patients who have had a transplant
Families of patients
Others

 

Slide 6  

Scenarios

Respondents asked whether they would 
accept/advise acceptance of organs in defined 
situations
Given further advice and then asked again
Scenarios

General
Donors with a variety of backgrounds: a regular IV drug user; 
high-risk sexual behaviour; brain cancer which led to their 
death; death from undiagnosed encephalitis

Organ specific
Smoker, DCD donor
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Slide 7 

Candidates appetite for risk varies
donor was a drug user
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Slide 8  

Patients views differ before and after transplant
Lung transplants donor had encephalitis

0

5

10

15

20

25

30

35

40

D
ef

in
it

el
y

L
ik

el
y

U
nl

ik
el

y

N
ot

D
on

t k
n

o
w

Candidate
Recipient

 

Slide 9 

Patient s view differs from family
Donor had encephalitis

lung recipients and family
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Slide 10 

Information may affect decision 
Liver recipient DCD donor
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Information may affect decision 
Lung recipient DCD donor
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Caveats

We are aware of the many limitations of 
this survey and will not over-interpret the 
conclusions
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Slide 13 

Conclusions

Patient s appetite for risk varies
The views of transplant candidates differs 
from those of family members
Provision of information can make some 
difference to decisions

   

Slide 14  

Thanks

To all who helped with design and 
execution of study, especially Claire 
Williment, Martine Walmsley and Ed Owen
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Annex H: Presentation 

 
A surgeon s perspective (Professor Chris 

Watson)  

Slide 1 

How I explain risk:
a surgeon s view

Chris Watson

Addenbrooke
s

NHS
Cambridge University Hospitals NHS Foundation Trust CAMBRIDGE

UNIVERSITY OF

 

Slide 2 

Background

The gatekeeper
Guarding access to the list

Hope
Still travelling in anticipation

Apprehension
What will he say

What will he do

 

Slide 3 
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The patient s view of the surgeon

Angry

Arrogant

Butcher

Psychopath

Dress sense?
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Slide 4 

Are they listening?

 

Slide 5 

3 settings

Kidney transp lanta tion 
Patients pre and on dialysis

Annually repeated assessments

Pancreas
Patients ± dialysis or previous kidney
6-monthly repeated assessments

Liver 
In patients during assessment week

3-4 weekly review clinics

30 mins

90 mins

10-15 mins

 

Slide 6 

My aims
To inform the patient about transplantation

The waiting time

The organ and the donor

The operation
And reopera tion risks 30-40% post pancreas

The results

The complications, including death and graft failure

The immunosuppression, its side effects & complications

To contrast transplantation with the alternatives 
Insulin pumps / dialysis / death
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Slide 7 

3 stages

Written information
Patient booklet

An information sheet 

The consent form

The c linic appointment

The repeat appointment
Completion of assessment
Reviews on the waiting list
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The information sheet
Patient Information      

Kidney transplantation, CF171, Version 5, July 2014 

Patient information and consent to kidney 
transplantation  

Key messages for patients  

 

When you are called to come in for a transplant follow the instructions 
given by the transplant coordinator; they will usually ask you not to 
eat or drink anything following the call.  

 

Please read this information carefully, you and your health professional 
will sign it to document your consent.    

 

Please bring with you any medications you use and its packaging 
(including patches, creams, inhalers, insulin, herbal remedies and 
CPAP machines) and any information that you have been given relevant to 
your care in hospital, such as x rays or test results. If you are on peritoneal 
dialysis please bring a bag of PD fluid with you so you can do this on the ward 
if you have to wait before the transplant.  

 

When a suitable kidney is available, you will be contacted by phone. This may 
be at any time of the day or night: please keep your mobile phones 
charged and with you. You will be asked to report to Ward G5 without 
delay. This is because the new kidney cannot survive outside the human body 
for more than a few hours.   

 

Transplantation is not without risk. Some of these risks are outlined in 
this document. By putting you on the transplant waiting list your doctors have 
decided that the risks to your life from having a transplant are less than the 
risks of long-term dialysis. Nevertheless if there are some risks that you would 
rather avoid you can indicate them when you sign the consent form.  

 

Please call the kidney transplant co-ordinators via the hospital switchboard 
on 01223 245151 if you have any questions or concerns.  

Please read this information carefully. You and your health professional will 
sign it to document your consent. After signing this consent form please 
give or send it to your kidney transplant coordinator. This form must be 
signed before you are put on the kidney transplant waiting list. After the 
procedure we will file the consent form in your medical notes and you may take 
this information leaflet home with you.  

 

Important things you need to know 
Patient choice is an important part of your care. You have the right to change your 
mind at any time, even after you have given consent up to the time the operation 
begins. If you do change your mind and no longer wish to have a transplant, it is 
important that you inform your transplant co-ordinator immediately, so that you can 
be removed from the transplant waiting list.  

A kidney transplant operation requires a general anaesthetic. You will have the 
opportunity to discuss this with the anaesthetist.  

20 pages
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How does the consent form 
convey risk?

Significant, unavoidable or frequently occurring risks of this procedure 
At the end of the first year after a kidney transplant around 92 out of 100 
(92%) kidney transplants will still be working. To help you understand what 
these mean visually we have printed below a drawing showing 100 people. 
92 of the 100 are shaded black, representing the proportion of patients with a 
functioning kidney a year after the operation, and the remaining eight figures 
are the proportion of patients whose kidneys will fail. To put it another 
way, your chance of losing your kidney in the first year is the 
same as your chance of drawing an ace from a deck of cards. 

A kidney transplant is a complex procedure. There is a small risk 
(2 in 100) of death in the first year; this proportion is illustrated by 
the two white figures in the cartoon above. To put this in 
perspective, there is also a significant risk of dying whilst on
dialysis. The risk of dying on dialysis is higher in patients with 
diabetes and in older patients. For example, there is a 2 in 100 
chance of dying each year on dialysis in patients aged 
18 to 34, increasing to 15 in 100 in patients aged 65 to 
74. Patients who face higher risks from the transplant operation will 
be asked to sign a separate consent form. 
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A patient s view of the 
information sheet

"I read it and cried"

I had considered "putting the blinkers on" and not reading it 
properly, but I knew that I shouldn't

After I had cried and had time to think about it properly it 
dawned on me that I should focus on the long term benefits 

I feel better about it now.

Its your everyday job, you re an experienced team and I m in 
good hands. I have to put my trust/faith in that

My nurse said she was impressed by that, because she hasn t 
yet managed to achieve that level of trust with the doctors 
looking after her daughter

*Carol, after reading the pancreas information sheet
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DV: Hearing, not listening

East Anglian Renal Meeting

If you had told me that before 
the transplant I would never 
have had it

10 years after transplant
Qualified as a nurse

Married

1 child
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My tendency:
Play down benefits, emphasise risks

Its not an insignific ant p roc edure

Email enquiry from the US

Why are your results so bad?
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need to know?

How muc h information?
Do I need to give?

Can the patient and family take in?
Blog feedback

Role of paternalism?
What do you think Doc?

Protec tion from litiga tion
Of me and of the hospital
Fear more than reality?
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Donor organs

NHSBT/BTS consent guidelines

Disc uss d ifferent sorts of donor
Brain tumour

PMH of cancer

DCD vs DBD
Viral risk

Risks a re better defined
but not well defined

 

Slide 15 

Donor choices
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Is it reasonable to ask a patient to 
make a choice
when medic a l p rofessiona ls c annot agree 
on the magnitude of a risk?
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Accepting donor organs

Best for my patients
A less than ideal organ now

Or a better one, maybe, in 
the future

Unless a colleague accepts 
a poorer one

Or the patient dies waiting

What does the patient 
want?

A new organ

A good organ

Best for me
No deaths after transplant

But dea ths on waiting list a re 
not my fault

No failures after transplant
To keep my results good

A morning transplant

Best for the unit
More transplants

= more revenue
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The transplant surgeon s 
dilemma

Use organs from a less than ideal donor
Higher chance of failure

Death from failure is the surgeon s fault

Wait for organs from an ideal donor
Less chance of failure

My colleague may use an even worse organ

More chance of death on the waiting list

But its not my fault
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Recipient choice in donor 
organs

Nationa l c onsent guidelines

Ask to dec ide about b ra in tumours / 
cancers / etc

Who is kidding who?
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What do you know about ?
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Hope

Reality of information
Of current plight

Despair

Make pa tients c onfront their own morta lity
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Annex I: Presentation  Explaining risk (Professor David Spiegelhalter)  

Slide 1 

How people communicate 
risks

David Spiegelhalter
winton professor for the public understanding of risk, 

university of cambridge

Transplant day: October 2014

Thanks to Mike Pearson and many other colleagues
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‘Framing’ is 
important
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“Consider the offer”
Presents pros and cons
Does not make recommendation
‘Uniform reporting of harms and 
benefits

New UK Cancer Screening 
leaflets, 2013
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Alternative metaphors

• 5% risk
• 1 in 20 chance
• 5 out of 100 people like you

• The power of stories!
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Now in GCSE Maths syllabus: 
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A numeracy paradox?

• Leaflets optimised for people with low 
numeracy

• Those people tend to be less interested in 
shared-care / informed-choice
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Cardiovascular risk

Should represent both good and bad 
outcomes
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QRISK2

•
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Absolute and relative risks

 

Slide 12 
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Alternative metaphors

• 5% risk
• 1 in 20 chance
• 5 out of 100 people like you
• 5 out of 100 ways things may turn 

out for you

 

Slide 14 

 

Slide 15 
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Transplantation

• ‘One size does not fit all’
– must adapt to capacity/interest of 
patient/family

• Could provide rough personalised 
picture of ‘possible futures’ in 10 
years under different options?

• But also agree a general ‘strategy’?
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Financial risk?

Need to assess risk appetite of clients

Too complex to explain?
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Transplantation

• Risks are complex
• Numbers are not known accurately
• Trading off potential benefits/harms 

in the face of uncertainty
• Patients/families often have limited 

insight
• But would like a truly informed 

decision, ready for possible 
consequences
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Annex J  A media perspective (Lawrence McGinty)  

There are a number of aspects which leads to media interest, which can be 
summarised by the acronym TRUTH :  

Timely yesterdays news is not news or useful. 
Relevant to your audience. 
Unique rare, but it could happen to you . 
Trouble makes for a good story. People like to have someone to blame. 
Human there needs to be a human interest to the story. 


