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 Why measure donor experience?

 DREM development and validation

 Pilot results 



 Donating a kidney involves detailed process of 
investigation, major surgery, and a significant period of 
recovery

 There are documented overall benefits for the individual 
donor and wider society, but living donor surgery entails 
risks- including a small risk of death

 Removal of a kidney inevitably causes physical harm to 
the donor and the potential lifelong impact on health and 
well-being must be fully considered for every individual

The donor perspective

p.28 UK Guidelines for Living Donor Kidney Transplantation

British Transplantation Society/Renal Association, March 2018; Fourth 

Edition



 After donation donors generally consider it a positive 
experience – regrets are low. Most report better QoL
than general population

 A small minority experience reduced QoL, more fatigue 
and relationship changes – predisposing factors are 
higher BMI, smoking and higher expectations re health 
consequences. Depression and fatigue more prevalent 
in females

 Potential donors must be made aware of these possible 
outcomes and must be followed up appropriately post-
donation

Psychological issues

p.44 UK Guidelines for Living Donor Kidney Transplantation

British Transplantation Society/Renal Association, March 2018; Fourth Edition
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The experience of kidney donors is shown to 

be a positive one, both before and after the 

donation, although it involves certain 

difficulties and stressors and a perception of 

deficiency in the health system



D1: Donation as a positive experience

D2: Difficulties and stressors of donor

 Motivation to improve life of recipient

 Donate with conviction

 Coping strategies

 Personal growth
 Personal investment

 Economic impact

 Physical impact

 Mental impact

 Overcoming opposition

D3: Deficiencies in the health system

 Lack of information

 Lack of attentiveness



 Donation involves a detailed pathway of investigation, 

surgery and recovery;

 There is increased likelihood of negative outcomes 

amongst certain donor groups;

 There is variability in access to living donors across centres 

in the UK;

 LDKT is increasing in complexity….including more altruistic 

donors

 The experience of LD includes difficulties and stressors as 

well as positives, with particular challenges with information 

and attention during assessment and follow up



◦ 12 month development process:

◦ LDKT 2020 Strategy Patient and Public 

Engagement Workstream ‘brainstorm’ 

session on DREM 

◦ Fixed time work group 

◦ Fixed time work group and 

University of Hertfordshire

◦ Draft DREM ready for pilot 

Accessing the LD programme (4);

Your donor assessment (13);

Your hospital stay (10);

After your donation (6);

General feedback (8);

About you (4)



 Pilot survey in August 2019
◦ 101 donors / 9 centres in the UK 

 Transplanting / non-transplanting

 Geographical spread

◦ Randomly sampled ‘n’ through the door

 Use that data to:
◦ Evaluate the scale’s measurement properties 

◦ Recommend improvements



 Looked at %’s responses and means
◦ For response profiles (eg high NA / DK)

 Factor analysis
◦ For internal reliability and factor structure (how 

responses cluster together in groups of questions)

 Overall response to domains



 The factor analysis 
indicates that the 
scale has very high 
internal reliability 
(alpha 0.9).

 The 5 factors which 
largely coalesce 
around the 5 
domains of the scale 
indicate good validity



 Recommendations:
◦ Replace yes/no with 1-10 where possible

◦ Some question re-wording

 Two questions on support (high ‘not applicable’) 

 To whom did you donate?

 Add ‘friend’

 Clarify ‘child’

 Outcome:
◦ A DREM with high internal reliability and five strong 

experience domains, that performs well as a measure 
of donor experience



 Responses to most questions typically positive
◦ Top end of the scale (8,9,10) used more than bottom and mid points

 Overall rating of care is positive (8.9)
◦ Access to the living donor programme (9.1)

◦ General feedback (9.1)

◦ After your donation (8.3)



 The DREM working group: Lisa Burnapp, Fiona Loud, 

Matthew Robb, Jan Shorrock, Lisa Silas 

 DROM development team

 Patients and others contributing to the PPE workstream
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 Patient experience is closely related to QoL and health-
related outcomes, working to ensure a positive patient 
experience is at the focus of the NHS reform (1)

 Investing in quality improvement from a patient perspective 
offers positive implications towards the sustainability of 
healthcare services, including minimizing healthcare 
utilization (2)

 Patient experience allows providers to monitor extent to which 
fundamental standards of healthcare quality have been met, 
through objective reporting (3)


