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NICaN Regional Patient and Public Involvement ( PPI) Regional Forum

Minutes of meetings 31st March , 1st and 2nd April 2008 

In the nutshell!

This spring we had three separate ‘Regional meetings’ instead of our usual one in Antrim. This was aimed at making it as easy as possible for everyone to attend a meeting closer to home. Whilst it will be difficult to have a venue that is ideal for everyone, this way we were able to make it a little easier for quite a number of people to attend more local venues. The smaller groups also provided the opportunity for those present to chat about the topics on the agenda.

Cancer Services Framework
Janis set the scene by giving a brief overview of the Cancer Services Framework and the work to date. The role of PPI throughout was highlighted i.e. through the ongoing input of our Forum Leads in the Project Team, the Regional Forum last September, ongoing PPI within the Regional groups / specific cancers not covered by Regional groups and the workshop in October 2007. The task of PPI at this stage was noted to now be one of ensuring that the language used in the document is as understandable to the public as is possible. Over the three meetings three separate documents were looked at carefully i.e. the generic cancer standards, the specific cancer standards and the glossary. Many very helpful comments followed and changes will now be fed back to the NICaN team editing the documents. 

A HUGE THANK YOU to everyone for this specific piece of work…it is crucial that the Framework is made a ‘friendly’ as possible. No easy task given the use of language, not to mention the number of clinical terms!!! No doubt some changes still remain…however, on the whole the document should be more understandable to the public at large when the Framework is published following the consultation period.
Identifying a Patient and Public Led Project

It was noted that funding is now available for the Forum to commission a project which will be PPI led. The groups were asked to forward ideas which could potentially be looked into by a steering group of PPI Representatives.
Some excellent ideas that could be looked into are as follows:

· Survivorship …..huge topic, could potentially be narrowed down to one aspect of survivorship….also the issues of survivorship where someone has had a reoccurrence of a cancer
· Sexuality….this would include body image but would look in more detail at the whole area of sexuality across all types of cancer…..a topic not really discussed at all but one which represents a very difficult area for many , many people…the degree of this problem is probably little understood and, therefore, inadequately addressed on the whole
· Survey of cancer centre/units

· An audit of the needs of carers during/after treatment….the needs of carers generally receives little attention and could be open up through a PPI project
· The impact of an illness upon children whose parents are diagnosed with cancer
· The impact of an illness upon children whose siblings are diagnosed with cancer
· Communication issues e.g. the length of time people have to wait for results ….this area should ultimately be cover by the new cancer access targets which state that people should be commencing treatment no later than 62 days following diagnosis 

If anyone has any other ideas could they please forward them to Janis a.s.a.p. The plan will then be to ask interested individuals to meet as part of a steering group to 

1, discuss the topics forwarded

2. discuss commissioning plans

Pleased note that anyone involved in the steering group will not be tasked with doing the actual project. Rather, they will asked to oversee it. It is anticipated that this will include several initial meetings which will reduce in number as the project commences. Please do not let distance put you off becoming involved in this group it will be possible for group members to link up via email or telephone.
NICaN Regional Tumour Groups

Training for PPI Representatives is being planned and will, hopefully, commence before the summer. Further details will follow. In the meantime, if you or anyone you know is interested in linking into a regional tumour group
please contact Janis.   
Next meeting
As it has now been agreed that the Regional Forum will meet twice annually  the next meeting will be held in the autumn. We will then aim to have five local venues, one for each Trust area. Dates and venue will be confirmed toward the end of the summer.
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