User Involvement in Developing Information 

Jayne Tumbelty – Modernisation Initiative in conjunction with staff and patients at King’s College Hospital and Guy’s and St Thomas’ NHS Foundation Trusts

Problem: 

The National Service Framework for Renal Services places much emphasis on patients having access to information. An event was held for staff and patients to discuss pre-dialysis education and information. Over 50 patients attended, concluding that there was a need to improve content of information as well as how and when information was provided.

Purpose:

To provide a tool to support staff in working with patients to meet their information needs and in producing new information.

Design:
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A tool was produced (see opposite) to explain best practice in the process of producing information for patients. It also identified key stages at which patients could be involved in the process and key considerations for professionals working in partnership with patients. 

Findings:

There are many opportunities for clinicians to work in conjunction with patients in producing effective information. These include identifying information need and ensuring effective distribution of information. However there are also key factors which clinicians need to consider throughout the process, including whether users should be paid for their role in producing information.

Relevance:

Through ensuring that patients have a voice in the development of information, it ensures that information reaches the target audience. This will ensure better informed patients choice regarding treatment options and lifestyle decisions. It is expected this will result in improved patient outcomes and quality of life.

