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Setting up a Collaborative North West Living Kidney Donor Website
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Definition: A Living Kidney Donor website with audiovisual material has been co-produced with donors & their families & the 3 centres involved in living donation in our region.

Problems: Traditional medical information sources tend to stress giving adequate medical, process-related & technical information. Research & marketing approaches have demonstrated that people are often most interested in & swayed by the human experiential elements of medical encounters – ‘what does it feel like’ & ‘what impact will it have on me & my family’ is as or more important than which tests are done when, what the operation entails or where & when the follow-up takes place. There is a wide spectrum of health literacy in the general population & many people learn & understand best if multiple media choices are available so they can individualise the way they approach health issues.  

Purposes: To make a website & audiovisual material that was co-designed by donors, recipients & families themselves & co-produced with the health-care team.  T o give would-be donors access to information without having to commit to contacting the hospital. To help increase living-donor rates in the North West to the demonstrable best in UK rates.

Design: Previous & would-be donors were brought together after preliminary meetings with the 3 KPAs in the NWest & through direct contact via the LD Coordinators. Together with the KPAs themselves they formed the co-production team with staff. An evening workshop was held to brainstorm the formats users felt would be most helpful to explore. Service-users took away digital DVD recorders to record ‘talking-heads’with content entirely self-determined. In addition a film producer went out to film a number of  different episodes as directed by the donors or recipients – for example the immediate pre-op period in hospital. A transplant recipient built the website format. The content was written around the donor/recipient journey.  Local medical & process information was written by staff. The different stages in the journey were mapped by ‘podcasts’ of real donors/recipients stories about their own journey. The coproduction team determined the ‘frequently asked questions’ section. An interactive virtual ’clinic’ was added to the site so potential donors who may not feel they want to identify themselves until they know more about what is involved, can ask staff questions whilst protecting their anonymity &/or the identity of the potential recipient. A link to a social networking group facilitated by a previous donor was added so self-directed peer-support is enabled for those who wish to use it. 

Findings:  The content of this website has been co-designed by people who have embarked on or wish to embark on the unique journey of donating a kidney. It is significantly different from traditional health-care produced formats & therefore is complimentary to existing internet resources. We hope it will  improve access to user determined information around the issues of live donation & increase access to the public locally & beyond. Ultimately we hope it will help increase the numbers of donors going through to donation in the North West.

