ltem 5: Update on the Access to Registers Project
To Note:
Background

1. Aneed for a strong element of public and patient involvement was identified in an ongoing
health regulators’ joint project: ‘Making the register more usable’.

2. Those leading the project noted that the PPI Group had identified the usability of Registers
as one of four core policy areas in its agreed work plan. To ensure coherence and
consistency in planning and the allocation of resources, it was agreed that the PPl Group
be asked to suggest a method by which public and patient views could be obtained.

3. The PPI Group agreed on an approach and set up a sub-group to manage the project. In
conjunction with an outside research agency, the public UK wide were consulted on their
views of how registers could be made more accessible.

4. The research was conducted during the summer of 2006 and the results have been
received as at the end of August 2006.

5. Atthe last meeting of the PPI Group on the 12 October 20086, the final report produced by
Opinion Leader Research (OLR) on Making Registers More Usable, and the
recommendations of the PPI Group’s Registers Working Group (Annex A) were
considered and agreed subject to the following:

a. That it is made clear that the provision of information to patients about what happens
when something goes wrong (and other issues) is a responsibility shared by a number
of organisations including, for example, NHS organisations at local levels (PCTs) and
the Healthcare Commission. The health regulators are just one cog in the wheel. The
regulators may wish to liaise with NHS organisations and others to establish how they
ensure that patients and the public have access to relevant and up to date information
where, and when, they need it.

b. It was suggested that a FAQs (frequently asked questions) section could be shared
among the regulatory bodies that explains common regulatory/registration terminology.

c. It was suggested that implementation, or otherwise, of the report’s recommendations
be measured to enable the PPI Group to tell the people who were consulted how their
contribution has made things better.

Update

6. On November 22 2006, a meeting was held with the Registers Working Group to report the
findings of the research along with the recommendations from the PPI Group. The Group
commended the quality of the research and wished to thank the PPI Group for its
contribution to the project.



7.

10.

The recommendations (Annex A) were agreed by the group. It was agreed that the
Registers Working Group will meet again in mid January, to confirm these actions.
Following this meeting an agreed set of actions will be reported to the Chief Executives
forum.

It was noted that certain areas of action were beyond the specific remit of the Registers
Working Group, (refer to Annex A). It was agreed that these would be highlighted and
referred to the Chief Executives to confirm how to take these forward.

It was also agreed that the specific aspects of the research should be undertaken again in
approximately 5 years.

The project was also highlighted in a presentation to CHRE on the 11 January 2006, as an
example of the health and social care regulators working together, which was well
received.
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