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

Present:      Pat Reade (Chair)

Alison Trumper


        Alan Morrison


Arthur Brown

        Tony Bradfield


Betty Bradfield


        Sian Halliwell 


Joe Griffiths


        John Gear


Lorraine Warrender




        Ruth Felton


Roger John





        Ernie Heath


Sandra Holmswood

Apologies:  Annette Clarke


Julie Thomas

           
        Eileen Lewis


Helen Swindlehurst


        Wendy Thompson (Treasurer)
Douglas Mee


        Jean Goodall (Chair)

Tim Cooper


        Annie Curran




Secretary:
Cherryl Rowlands

Chair:

Pat Reade

Part 1
- Everyone

Pat Reade agreed to Chair the meeting tonight in Jean’s absence.  A new member, Sandra Holmswood was introduced to the group and group members introduced themselves.  

1.07 Process Mapping – Alan Morrison

The list of points which were included in the last minutes were discussed, including all options which were available.  A Structure is needed, Consultants and CNS’s should be involved.

Options – Scenario - The Consultant is in clinic discussing options with the patient.  The doctor knows what is wrong, the patient is given the diagnosis but the depth of the illness is not known.  There are a variety of options available to them, mainly the essential ones.  

· It was felt that the patient would want to leave knowing the options and what the Gold Standard treatment would be.  

· Depending on what type of cancer a small selection of preferred treatments and other options available.  

· The patient should be given the full picture – only options available on the NHS are given, not those available elsewhere.

· Nowadays people are better informed than they used to be.

· People need prompts as to where to go.  

· It was thought that some drugs are the only form of treatment that is not always available on the NHS.  

· CNS’s can help.   

· In some cases the option is to do nothing and wait e.g. some rectal cancers cells will not cause a problem.

· Patients are at a consultation but are not prepared.  Some options are given but it is difficult to ask questions.  CNS contact afterwards is vital.

Options – Personal needs and treatment

· CNS’s have had a meeting about the personal support of patients – Alison to bring results to next meeting.

· Patients don’t always know what is available e.g. one member did not know that she could have had a private room.

· Treatment – Surgery, Radiotherapy, Chemotherapy, Drugs, Drugs external to NHS, Do nothing.

· Patients have a choice as to whether the family should know.  Patient confidentiality was discussed.

· Patients are usually told that they are having investigations which could include cancer.

· Leaflets available letting people know the risks, benefits and alternatives.

· Discussion took place about drugs and money involved, postcode lottery and also about NICE.  It was also felt that money should not be a factor as to what drugs are available.

· People need to leave clinic with verbal and written information and a contact telephone number.

· In initial stages options for treatment are narrowed to what is relevant.  Sometimes a clear cut decision depends on the type of cancer.

· Someone felt that people should be told the bad news/information as well as the good news/information.

· Lots of people want information on complimentary therapies but are not given it, some are harmless but can make people feel better. – it was pointed out that the NHS is not the place for complimentary therapies.  They would come under the spiritual side of services.  It was asked if there could be a holistic leaflet.  Alison to ask CNS’s for comment.  

· Choices are not given as to where patients can be given treatment.  Although some procedures are not carried out in some hospitals e.g. breast surgery is carried out in Telford but not in Shrewsbury. 

· Someone pointed out that in some areas of the country all cancer patients are on the same cancer ward e.g. all breast cancer patients were together.  It was felt that that was more likely to be possible in areas of high population.  

· It is difficult to generalise with healthcare as everyone is different and there are many variations.

· It was felt that the NHS is a faceless organisation and patients need a friendly face, it was recognised that staff are beginning to change.  Sometimes the simple things are overlooked such as a smile and a warm welcome.

· Patients should be encouraged to ask questions.

· The more people patients are involved with, the more likely they are to ‘connect’ with someone

1. Next stage – discuss options available

2. Next stage – written information available and clarify options

3. Next stage -  informed consent

· Options are not known often until after surgery

· Further information is needed at the time

· How much time is given for people to decide what they want to do.  Sometimes people want to say wait ‘it’s my body’.

· Younger people expect the doctors to know and think that they are always right

· If people are informed they can keep control of what is happening to them.

· CNS’s need to be pro-active.  They should ring the patient not wait for the patient to ring them.  It was felt that CNS’s should contact patients within 3 working days, GP’s are informed within 24 hours of a diagnosis.  Some CNS’s are already ringing patients.  Quite a few patients do ring the Nurse Specialists after about 24 hours.  Some patients said that their GP rang them.

· It was felt that some patients are too scared to phone the nurses and don’t want to bother them as they are so busy.  

· Patients need to know where to go for the options.

· Key worker leaflet – describes the role of the CNS, what options are involved.  It could be of a standard where quality can be audited.

· Carers often step in as some elderly patient can’t hear properly.

· It should be about caring for the patient and setting up a network.

· Prostate cancer does not have a CNS.

Process mapping to be continued at the next meeting.  Next subject is Treatments.

Alan thanked everyone for taking part in the process.                   

2.07 Constitution

This was put together when the Forum first started. A sub group will be meeting to discuss the Constitution but opinions of the other members are also needed.  Some of the comments made at the meeting were:

· The name needed to be changed

· The language is ‘alien’

· There should be objectives

· It should read – The Forum influences improvements to services.

· It does need ‘tweaking’

· Reference to Network partnerships should be included

· How ambitious the group is

· Someone said why change it at all if it has worked so well for so long and has not been restrictive so far

· It can be looked at anytime in the future

· It needs to reflect the current group

· It does not need reducing

· The NHS has changed in that time

Part 2 – Patients, Carers, Support Group Representatives

3.07 
Minutes of the last meeting 

 
Pat Reade did attend the last meeting. Roger John is to be added to the distribution list.  

Minutes of the last meeting were then agreed as a correct record.
4.07     
Matters Arising

None at this meeting.

5.07  
Any Other Business

Alison – A skin cancer CNS post is being advertised.  Urology also needs a CNS, the adverts will go out again soon.

Macmillan money – Pat Roberts has been in touch with Jean.  Macmillan are now saying that if the Forum and the Partnership group do not come to some arrangement, they will take the money back.  Jean has therefore agreed that the £356.00 Macmillan money which the Forum had left in their account can be transferred to a ‘ring fenced’ account in the Wolverhampton Partnership Group account.  £350.00 - £500.00 will be transferred on a regular basis into the Forum account to cover expenses.  This system will be trialed for one year and then reviewed.

Chair – Jean is unable to attend tonight due to illness but she wants to give Forum members as much notice as possible that she is planning to give up the post as Chair of the Forum at the next AGM.

Job specification – for chair and vice chair to be discussed at the next meeting.  People asked what is expected, time to be allocated for this.

Choices for year – recap on what choices the Forum have made for the next year, at the next meeting.

Teenagers and cancer – Pat updated the Forum on the story of a boy she knows who has cancer.

Conference – Eileen, Annette and Lorraine met up recently and brainstormed for ideas for a Conference to be held in Shrewsbury, possibly at the Conference Centre or somewhere with a large room with smaller rooms attached to it.  The list they came up with is to be sent out with the minutes.  The list is a starting place, none of the ideas are definitely in place and are for Forum members to add their comments and ideas.  It could be for people with other serious illnesses as well as for those with cancer.  The aim would be how to help to get life back on track.  There are issues such as should it be a free event or should people pay, funding, who to invite.  A few more people are needed to join the group to help organise the event.  Ruth said she was interested.  It would be promotional for the Forum.  The cost would be high so maybe sponsorship from drug companies etc. would be needed.  Not all of the points on the form will be needed.  A man is needed on the team to put forward the male perspective.  Conference to be discussed at the next meeting.

It was thought that maybe the group could split in two at the next meeting – half to look at process mapping and half to look at the constitution.  The two groups then to join and discuss points raised.

6.07
Date of next meeting:  10th April 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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