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Drivers for Change 

• Change in risk for recipients due to changing donor landscape 

• Need to support clinicians in use of higher-risk organs 

• Montgomery and other cases have impacted on risk appetite 

• Innovative ways of conveying information 

• Appropriate recording of discussions with patients 



Donated organs are second hand 





Existing guidance 



Existing guidance 



Existing guidance 



ODT/BTS workshop 

• Challenges 

• Barriers 

• Timing 

• Participants 

 

• Organ specific information 

• Documentation 

• Use of technology 

• Training 

To bring together stakeholders to seek their views on consent 
and communication of risk to patients in organ transplantation 
 



Consent and risk communication 
 
Key aspects 

• Quality of information 

 

• Communication 

 

• Development of relationship 

 

• Trust 

 

• Shared decision making 

PANDA 

• Personalised 

 

• Absolute 

 

• Numerate 

 

• Decision 

 

• Aid 



The Edinburgh approach  

• Longitudinal process 

• Different individuals? 
• Nephrologist 

• Surgeon 

• Co-ordinator/nursing staff 

• Mode of delivery 

• Medical and surgical consent? 

 

• Organ offers/declines 
Written consent forms on admission for DDKTx 

Annual review by surgeon and verbal consent discussion 

Acceptance onto waiting list confirmed in writing 

Surgical assessment(s) and documented consent 
discussions 

Patient information sheets for DDKTx (printed, in 
English) 

Referral from nephrologist 



What matters to me… 

 

 

• Individual variation 

• Different appetite for risk, and 
for desire to understand risk 

 

• Core information 

• Layered approach 

 



Information Provision 

• Current best practice 

 

 

 

• Individual organ groups 
• Core information 

• Layers beyond that 

 

• Toolkit 
• Written information 

• DVDs 

• Infographics 

• Data 

 

• Based on national data 

• Inclusion of local data 

 



Winton Centre, Cambridge 









Moving forwards 

• Best practice exemplars 

 

• Organ specific information 

 

• Development of toolkits 

 

• Nationally available resource 

 

• Training in communicating risk and consent 
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