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Minutes of the meeting held on 9th January 2007 at 7.00 p.m. in the Hamar Centre, RSH

Present:      Jean Goodall


Robin Jukes-Hughes


        Ann Woolland


Roger John


        Charles Whetton


Tony Bradfield


        Anthea Whetton


Betty Bradfield

        
        Eileen Lewis


Sian Halliwell

Apologies:  Annette Clarke


Ernie Heath


        Annie Curran


Pat Reade


        Ruth Felton


Wendy Thompson (Treasurer)

Secretary:
Cherryl Rowlands

Chair:

Jean Goodall

1.07 Notices 

It was noted that this meeting was for patients, carers and support group representatives only in order to discuss the format of future meetings and agree priorities from the ‘small group’ work at November’s meeting.

· Disability Rights Commission – contacted Forum re: focus groups they are conducting. They hope to meet with a group of cancer patients. 

Action: Jean to contact them, as after discussion the group did not feel there would be great benefit in inviting them to the February meeting.  There are good opportunities for benefit advice locally from CAB, BIAS, DIAL UK and Age Concern. 

If anyone is interested in being part of a focus group to contact Jean

2.07 Minutes of the last meeting 

 
Minutes of November meeting were agreed as a correct record the date having been amended.
3.07 Matters Arising

Constitution - needs up-dating.

 Eileen has original copy from start of group.  Pat Reade is interested in helping with this. 
            Action: Copy to be sent out for discussion and amendment as required
Partnership funding - Jean gave further feedback regarding future funding provision. Macmillan are expanding their brief within the field of Palliative Care and may not be able to offer funding after April 2007.
There is on-going discussion at Partnership Group Meeting regarding holding of funds centrally by Wolverhampton PCT.  No agreement was reached despite concerns expressed by Jean on our behalf re:-

· access to funding

· time it would take for expenses to be re-imbursed (six weeks at least)

· potential misuse by NHS in times of financial hardship

          Macmillan is to host a meeting with Partnership Chairs to come to some agreement. Jean explained that of the seven groups represented, some have less robust financial structures in place. Our records are audited annually and detail exact use of funds. Jean has suggested that there could be an independent account set up by the Partnership Group.  Discussion followed regarding what options might be available to us in the future. 

Action: Eileen to send copy of Constitution to Jean for next Partnership meeting.
      
NB:  Everyone should claim all their expenses to indicate true costs of running Forum.

4.07 Priorities for 2007

The main Agenda item referred to the list of possible priorities drawn up from the ‘small group’ discussions in the November meeting.  (See Attachment – List of Priorities for 2007)

It was suggested that we attempt to identify three main priorities for the coming year. 

Concern had been expressed that the Forum has tried to address too many issues in the past and with limited numbers in the group, key areas could be prioritised for the coming year with meetings and speakers arranged to carry forward these specific actions.  It was noted that some issues have required immediate action due to NHS re-organisation.

Discussion

· GP Training.

Breaking Bad News - Robin cited two recent bad experiences of serious diagnostic information being given by consultants - one by letter (unsigned) and one on the ward.  Demonstrating a complete lack of sensitivity and awareness of the effect on a patient and their family.  Robin has contacted Tim Cooper with details of both incidences for further action.  Other experiences were shared in the group which have led to late diagnosis of family members. Seeing a trainee or Locum GP can also lead to difficulties for someone with un-diagnosed symptoms – seeing the same GP aids trust/confidence building. 
This subject has been raised at the Local Implementation Team (LIT) meetings several times.  It has been suggested three courses per year could be run for GPs.

· Visiting local Support Groups
The need to raise awareness of work of Forum and encourage new membership from the Support Groups was discussed.  Robin reported that several support groups in Shropshire have now disbanded.  This could be included as part of the recruitment and publicity drive.

· Children & Young People

This continues to raise specific concerns for the group, both as patients and as family members. 

The Midlander of the Year is a young boy who has contacted all his regional swimming clubs to help raise funds.

Discussion ensued re: the pressures of acting as a carer while studying for exams etc. or having to stop work to support a parent in treatment.  There are both financial and emotional implications for the child/children.  Schools have been sadly lacking in their understanding and support.

· Process mapping 

Group agreed this needs completion A.S.A.P, possibly at February meeting.
· Recruitment

Brief discussion as time was running out – ‘visiting support groups’ to be added to this section for further discussion.  Possible need for a Publicity sub-group to look at these issues

· Discussion regarding format of future meetings. 

It was agreed that time for user-only space was necessary but the contribution of the health professionals was invaluable to the group.  There also needs to be time for social contact – this would help new members integrate into the group and give time for more informal discussion. Small group discussions help this process.

Proposal 1: That the first hour (7.00 – 8.00 p.m.) is for all Forum members and professionals.   The second hour (8.00 – 9.00 p.m.) for service users/carers/support group reps.  With coffee break in between.

Proposal 2: It was suggested that meetings could alternate between a more social nature one month, a core group four persons including Chair, to meet ‘ to keep the business of the Forum running’/formal agenda for the others.

Proposal 3:  Sometimes urgent issues need discussion 

(E.g. When the Herceptin issue was hot it was raised on Agenda).  On such occasions the Forum could divide into two groups and re-convene to agree suggested actions to be taken as a way of addressing urgent matters.

Time had run out - these proposals and the three priorities for coming year to be agreed at February meeting.

Everyone agreed it had been a productive session with enough time for some informal contact.

5.07
Date of next meeting:  February 13th 2007
All meetings are held in the Hamar Centre from 7.00 – 9.00 p.m.

*Any attachments not included with the minutes when stated to be included, may not have been received at the office and will be sent at a later date*

Distribution list:

If you are on the postal mailing list and do have an e-mail address we could use then please let me know.  It saves on time and paper!  If you have any attachments to be sent out with minutes, I would be extremely grateful if they could be in electronic format (for same reasons mentioned above).

Thank you.

Cherryl
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