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Minutes of the meeting held on 13th February 2007 at 7.00 p.m. in the Hamar Centre, RSH

Present:      Jean Goodall (Chair)

Tim Cooper


        Charles Whetton


Tony Bradfield


        Anthea Whetton


Betty Bradfield

        
        Sian Halliwell 


Joe Griffiths


        Pat Reade


Helen Swindlehurst


        Alan Morrison


Arthur Brown


        Douglas Mee


Ernie Heath

Apologies:  Annette Clarke


Julie Thomas


        Pat Reade


Eileen Lewis


        Ruth Felton


Wendy Thompson (Treasurer)


        Marion Adams


Roger John

Secretary:
Cherryl Rowlands

Chair:

Jean Goodall

Part 1
- Everyone

1.07 Process Mapping – Tim Cooper

Tim recapped on how the Forum had reached the stage of going to clinic and options for treatment.  Discussion took place and some of the thoughts and feelings raised by the group were:

· Patient have to do the running around, they are not given options by Consultants

· Patients are put in the position where there are drugs available but they have to pay for them, as with Herceptin where the issue has been debated but not resolved.  

· Professionals need to take the lead even if the Trust can’t afford it.

· Could NICE have another guide e.g. license for use?  It can take up to a year to work through the process.

· A list of options could be long.  It was suggested a decision is needed by Consultants.  A structure is needed.  Maybe choices could be narrowed down to 3 or 4 choices.  In most cases pathways are clear.

· Patients feel bewildered and in shock.  It is hard to sit and think of the right questions to ask.  Not everyone is able to ask the right questions.  

· The CNS role is important.  They can go and see patients in their own time.  Some give their telephone numbers to ring anytime.

· Key workers are used now and measured as with the Peer Review, however, Skin and Urology do not have CNS’s.

· Patients do have the power to change things e.g. the Macmillan now use envelopes for the folders.

· It depends on the patient, they need the best treatment and best care.  There is often only one ‘Gold Standard’ in treatment to start off with, but later down the line there are more options.  

· Balance - ways that work and those that don’t, quality of life, options and consequences of treatment.

· People can be more involved in decisions if they want to.

· How good are Health Professionals, CNS’s, Consultants etc. at interpreting patients emotional state, intelligence etc. at a moments notice.

· Breaking bad news training was discussed.

· Patient confidentiality – health professionals need to ask if a patient wants the family to know.  There have been cases of families saying don’t tell the patient.  

· Communication – giving patients options for informed choices, give freedom to ask questions.  Have a checklist of things to do/say/ask so that patients can think about issues before the Consultation takes place.

· The pathway through the NHS can step into private if wants to but the service shouldn’t deprive those who can’t afford it.

· There is an imbalance between services in Scotland, England and Wales.  Scotland has chosen to prioritise drugs but you may need to wait longer for another service e.g. hip replacement.

· You don’t get a balanced view or hear about the risks from media reports.

· GP’s can give information on drugs but would not know what was right for your particular disease.

It was agreed that another session was needed to discuss outpatients/options/treatment.  It is to be led by Alan Morrison.

Tim is to update the Process Map and send a copy to Cherryl for distribution in the minutes. 

2.07 
Minutes of the last meeting 

 
Minutes of the last meeting were agreed as a correct record.
3.07 Matters Arising

Constitution – The latest copy of the constitution is dated 1999.  It needs updating.  Copies to be sent in advance of the minutes and discussed at the next meeting.  There is a constitution of the Partnership Group which may contain phrases suitable for the Forum.

Meeting – re: money for Day of Snow.  £356.00 is left.  There is a mistake on the quantity stated for the amount of Macmillan grant the Forum has been allocated, they have not realised that it is divided three ways.

Eileen, Pat and Anne are to arrange to meet up to discuss the Constitution.

Priorities – 

· GP training was brought up at the last LIT meeting, the points from the Forum were taken on board.

· Teenagers – support for those in the 18 – 25 years age group discussed

· Recruitment – Jean is to talk to the Beating Bowel Cancer Group about the Forum, which has been arranged by Tracy Lunt, Colorectal CNS.

· The focus of the Forum needs to be firmed up.

· Jean to contact Philippa, Chemotherapy Sister, to go as an observer to see the department and where patients sit etc.  

· Process mapping is on a rolling programme

· Core business group – this was discussed before the decision had been made to split the meeting into two parts and no longer applies.

· Splitting into three groups is an option for the Forum (users, carers & support group reps)

Children, young people and young women were discussed – someone aged 16 years is legally an adult, a case history was explained about someone aged 16 years with Leukaemia, her parents were asked for decisions about her care instead of asking her.  All control was taken away from her.  Birmingham has active youth groups, it was suggested that someone from those groups come and talk to the Forum.  Jean to contact Alison Trumper to ask for contact details for youngsters.  Pat knows of someone whose son had testicular cancer aged 16 years, Pat will talk to his mother about it.  The subject is not taught in schools.  Jean to contact the Education department to see what pupils are being taught in schools.

4.07 Any Other Business

Focus group – Pays £25.00 per session, contact Jean

Letter from Tim – Peer Review will be on the 8th and 9th October 2008.

Breast Cancer Leaflet – has been received about a Young Women Forum, Jean read out the details.  If interested please contact Jean.

Prostate – National prostate week is 19th – 25th March.  A Urology meeting is being held at St Chad’s Hall.

Laryngectomee Club – recently had a planning meeting where they met with the Wrexham group.  They have a good CNS who organises them.  No one from RSH will go to meetings, as it would be in their own time.  The Club has recently bought St John’s Ambulance a neck- breathing dummy.  A story line in Casualty on television has recently showed a storyline about a neck breather.

5.07
Date of next meeting:  March 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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