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Patient and Public Involvement in Cancer Services

      



 Not Why, but How….Not When, Now
Patient and Public Involvement Forum
Minutes meeting 22nd January 

The meeting in the nutshell! 
We had a very productive evening during which a variety of issues were touched on. The next steps which will allow us to now move the Forum ‘up a level’ were addressed. Serious issues were touched on - however, there was still time for laughter and ’ a bit of craic’!
· Apologies were given and time taken to informally say hello to each other
Recapping on our vision
Janis briefly reminded everyone of the overall aim of the Cancer Network in working towards a continuous improvement in the quality of cancer care and survival for the people of Northern Ireland. The purpose of the Forum was also set out once again as being 

               ‘’To build a strong and co-ordinated community which will
                 enable patients & the public to be actively involved in the  

                 planning & development of cancer services throughout 
                 Northern Ireland.’
Janis noted that all of the work which we have undertaken together to date has been the means of securing the foundations of the Forum.

Hence

· the initial events in April 2006

· our four meetings to date

· the decision to have three Forum Leads 

· the various other pieces of work quietly going on in the background such as the Sign Posting group ,Alex’s training programme, links established with other organizations
have given us the opportunity to meet , talk , plan, introduce the idea of the Forum to others and move forward in a way that is giving ownership to everyone in the Forum. 
Forum Leads and Core Members

The roles of the Forum Leads were briefly touched on and Alex, Bernie and Madeline have already met as Forum Leads with Janis. It is great that we have such enthusiastic individuals to ‘be there’ to help in shaping the Forum. (A heartfelt thank you to Alex, Bernie and Madeline who are giving of their time and energy in doing this ….your advice and support is both vital and very much appreciated.)

Whilst the role of Core Members was not delved into in detail Janis highlighted the overall role of Forum members as being that of working with the Forum Leads to ensure that the purpose of the Forum is maintained. It is also anticipated that Core members will actively   participate in the various work projects that will be necessary in getting the Forum off the ground. The input of everyone working together will be vital.
Supportive and Palliative Care

Lorna Nevin, NICaN Co-Ordinator for Supportive and Palliative Care, asked for feedback from the Forum concerning the issues which individuals considered to be most important to patients and their carers at various stages of an illness. Following discussion it was agreed that a copy of the brief questionnaire that Lorna had brought with her would be posted/emailed out to Forum members.
ICON 
Ann informed the Forum of a magazine, ICON, which contains evidence – based information on a huge variety of topics such as nutrition, alternative therapies etc.  Information on the charity, CANCERactive , which organizes the magazine can be found on www.iconmag.co.uk
Anne also spoke of a book which she found to be very helpful ‘Everything You Need To Know To Help You Beat Cancer.’  The book is available through the charity.
The areas set out below were then discussed…..
Prioritizing, planning and organizing ourselves!

A variety of areas were discussed. Some were identified as being priorities which need to be addressed a.s.a.p. in order to move the Forum forward. Some are ongoing projects, whilst the idea of Integrated working between the Forum and NICaN groups established was touched on briefly. Details of the discussion are included in APPENDIX 1
The four areas discussed as priorities were as follows: 
· Planning an Away Day for the whole Forum 
· Writing a Constitution for the Forum

· Planning / organizing training for all Forum members

· Planning/ organizing  training for site specific groups
2 other areas are ongoing projects 

· The Sign posting group

·  Laryngectomy Training 
Integrated working

· to begin work projects between the Forum & NICaN Theme groups

Overall, the evening allowed for open discussion, although there needs to be time for more of this! It was noted that we need to meet more regularly for the near future as one two hour meeting every three months will not allow us to progress! The plan is, therefore, that we meet towards the end of February/beginning March in order begin to discuss the Constitution and Training details. This meeting will provide a framework for the Away day.
The Away Day will be planned by the Forum Leads along with Janis. It is anticipated that the Away Day will be held during March….date, venue and details to follow as soon as possible. The purpose of the Away day will be twofold:

1. to relax in nice surroundings, eat good food and enjoy each others company

2. to agree the Constitution of the Forum, the content of the training and how to undertake this. 

Janis to bring examples of what a Constitution should include to the next meeting. In the meantime, it would be useful if everyone could think through the Training Form and bring their ideas to the meeting.

NEXT MEETING
Date: Tuesday 27th February
Time:  light refreshments 6-6.30 pm: meeting 6.30 -8.30 pm

Venue: Elm Room, Seagoe Hotel, Portadown
ADDENDUM

Cancer Control Programme (previously known as Cancer Service’s Framework.)
The Forum Leads have been asked to comment on this document on behalf of the Forum. However, should anyone feel that they would like to add their own individual comments they can do so by linking into the web address below and accessing the Cancer Control Programme Response Document. For those who cannot access email, please contact Janis who will be only too happy to help forward your views. http://www.dhsspsni.gov.uk/showconsultations?txtid=20738
APPENDIX 1

4 priorities were identified that need worked on in order to allow us to progress the Forum:

· Planning an Away Day for the whole Forum: everyone agreed that an Away Day would be of benefit. The overall aim of the day is threefold i) to give everyone the opportunity to begin to know one another better in a relaxed atmosphere  ii) to discuss roles of Forum Leads and Core members, agree a Constitution for the Forum and iii) discuss training aspects for Forum members. A date and venue along with the agenda for the day will be sent out as soon as possible. As ever, it will be impossible to have a day and a venue that will suit everyone!  However, it is hoped that we will be able to have as many of the Forum members there as possible….after all , this is for everyone, so , even if you haven’t been able to come to many ( or any ) meetings to date, you will be made most welcome and your input will be valued.  
· Writing a Constitution for the Forum- this will have to take into account the various roles and responsibilities of Forum members. It will also address the very important issue of providing members with traveling expenses.

· Planning / organizing training for all Forum members- the idea of an overall training programme for all Forum members was discussed. Rather than setting a programme which would be simply handed out with the approach of  ‘one size fitting all’ , Stella had the idea of developing a programme around the skills and training which Forum members identified as meeting their individual needs.

     This way the training provided will be tailored as much as 

     possible to meet the needs of Forum members. Please find    

     attached a Training Form, details of which will allow us to begin to  

    plan the training which you feel will be of benefit to you. Please 

    return the form to the NICaN office or simply hand to Janis at the 

    next meeting.
· Planning/ organizing  training for site specific groups – planning how we integrate Forum members into the existing NICaN site specific groups is of utmost importance. This  will need to focus not only on the content of training , but also the process by which individuals are integrated into the Site Specific groups.
2 other areas are ongoing projects 

· The Sign posting group – continues to meet with progress being made on the content. All Forum members will given the opportunity to give their thoughts on all areas of this piece of work before any final decisions are made.
·  Laryngectomy Training – Alex’s training programme has exploded! Currently he has met with N.I. Ambulance staff and delivered training to new ambulance recruits. Alex has also met with Beeches Training staff with further meetings in the pipeline with lecturers from QUB. All in all, this training programme is a superb example of how individuals who have themselves had cancer can deliver training to professional staff which can positively affect the care given to patients.
Integrated working
Liz briefly talked around the idea of Forum members working along side professional staff in specific projects. This was highlighted as the way forward and that the Cancer Network will provide the means through which it can be enhanced i.e. through Forum members working with professional colleagues from NICaN Theme and Site specific groups.
APPENDIX 2
TRAINING FORM
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