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Background



What is DROMs?

• 20 point questionnaire survey to capture self-reported outcomes from living donors to add 

to clinical information collected in UK Living Donor Registry

– Pre-nephrectomy (after completion of assessment)

– Post nephrectomy at 1 and 5 years

Developed by: 

• Members of the donor safety and welfare workstream on behalf of the LDKT 2020 Strategy 

Implementation Group (SIG)

• Work stream chaired by Vassilios Papalois with representation from

– Living donors

– Clinical colleagues

– NHSBT representatives

• Questionnaire survey developed and refined with support from Vassilios’ PhD student, work 

stream and SIG members



Implementation

• UK-wide from January 2019

• Communication via the UK Living Donation Network

• Pre-op data collection on all donors who have completed assessment and under-

go nephrectomy from 1st January 2019 

• 1 & 5 year follow-up to be collected on all donors with pre-nephrectomy data 

submitted



First year data



First year (Pre-donation)

Total number of questionnaires completed: 494

Total number of living donors in 2019: 1009

Proportion of living donors in 2019 that completed a

DROM questionnaire:

458 45%

Questionnaires completed after donation (answered Q19

or Q20):

144 30%
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Limitations

• Manual data collection

– Paper form based system; IT solution required to support on-line submission, 

data entry and analysis 

• Incomplete data

– DROMS requires living donor coordinators to initiate and return pre-

nephrectomy data so that donors are eligible for post-nephrectomy follow-up

– DROM and DREM follow-up data currently limited to donors who attend a 

transplant or non-transplanting centre at 1 and 5 years post donation



Summary

• DROMS questionnaire implemented in January 2019

• To date, this has been completed by nearly 500 donors, however 30% of these 

were filled out at the incorrect time point 

• More valuable data will be available when looking at the change in responses 

within individual patients from pre-donation to post-donation
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