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Minutes of the meeting held on 14th February 2006 at 7.00 p.m. in the Hamar Centre, RSH

Present:
Jean Goodall (Chair)


Hilary Hymas

Tony Bradford



Helen Swindlehurst



Betty Bradford


Amanda Dell



Glynne Hughes


Alan Morrison



Pat Reade



Ann Woolland



Tim Cooper



Janet Critchlow



Lorraine Warrender


Douglas Mee



Ruth Felton



Wendy Thompson

Apologies:
Annette Clarke


Annie Curran







Alison Trumper


Helen Brace

Joe Griffiths



Julie Thomas

Pat David



Robin Jukes Hughes

Rachel Davies

Secretary:
Cherryl Rowlands

Chair:

Jean Goodall

1.06  
Minutes of the last meeting 

Minutes were agreed as a correct record.

2.06 Matters Arising

Herceptin – Tim said that there was a process to be followed for patients with exceptional circumstances and at present they are trying not fuel the press/media too much.  A patient has gone to the High Court in the South of England, they are waiting for the results as this will affect everyone.  Panorama has produced a television programme which gave very balanced views, they had received a very good letter from a lady who had Herceptin stating that it is not for all patients and it does have its downsides.

Network Merger – Tim said there was concern that Shropshire will be marginalized, it is vulnerable.  There is a need to engage with those who matter to drive this forward e.g. GP’s, MP’s, PCT’s etc.  Road shows will be held in Powys, Telford and Shropshire.  It will also be for people using the service e.g. Cancer Forum, Macmillan, Lingen Davies etc. while avoiding protests.  The uncertainty of the future was discussed, teams are concerned but this should not affect users.  The support of the Cancer Forum is needed.  The service in Shropshire could be made weaker.  At the moment Shropshire has the better 5 year survival rate in comparison to all the other areas around e.g. Black Country, for all sites except for gynaecology.  The formal merger will take place on the 1st April.  It was wondered if the decision is financial, greater investment is needed from the PCT, who in turn needs to secure more money.  Shropshire PCT spends more money in the community instead of acute hospitals.  The cost per case in Shropshire is lower than the national average.  Overall the ‘pot’ is still £39 million for health in Shropshire. 

It was re-enforced that Tom Taylor, Chief Executive is committed to cancer care in Shropshire so long as Cancer Services pay their way.  The Trust Board have approved the new Linear Accelerator even though there is a shortage of money for capital schemes.  

3.06 
Specific items for the Future 

Glynn suggested there is not enough on patient outcomes.  There is a lot of medical attention and advice but not enough on likely outcome.  He would like this debated.  Sometimes guidance can mean being led in the wrong direction and is not looking at what is best for the patient and they are not looking at the bigger picture.  Tim said the world and people ‘move on’ and patients are more informed.  It was pointed out that a lot of jargon is still used and it is still as though the patient does not exist.  It was also felt that although targets are being met sometimes things happen too quickly for patients, sometimes they are too frightened to say no.  Patients need to understand what is happening, it was suggested that this could come under the role of the specialist nurses but they mainly see people when they are first diagnosed but not later on, however, patients can request to see a nurse specialist, the information about them is on the website and on some leaflets.  There are some nurse clinics but not all of them. 

Anne suggested talking to other people with the same experience/treatment would have been useful to her.

Sometimes patients feel they are unable to make an informed choice and are pressurised into making a decision.  They need to look at all the information before they need to make a choice.   Sometimes choices available are political or a result of targets, patients are very rarely asked how they feel about this.  They also need to know if they are going to be better when they come out of it than when they go in.  Suggestions were that the Forum looks at the mapping process and set date of a meeting or perhaps a sub group meeting.  People to think about it and bring suggestions and thoughts back to the next meeting.

Tim to take back to the clinical teams the discussion about outcomes once the Forum has met and discussed it.

Janet said Caroline Gilbert had information on ‘preparing for an appointment’ – Janet to get a copy from Caroline.

Tim, Wendy & Alison etc. to work out a structure for the next meeting as things need to be broken into manageable ‘chunks’.

April Meeting is to be just open discussion about outcomes and to collect information, the appropriateness of information as sometimes it can be too much, having someone available in clinics to talk to patients etc. would be useful.

Process mapping with patients looks at service improvement but not outcomes.  Patient decisions can change the clinical ways of doing things, patients have to live with the decisions and balances have to be reached between treating as soon as possible and the outcomes.  It was felt that GP’s may be able to have a role in this as they know more about the patient and may be able to discuss things before forms are signed.  It was suggested that the Expert Patient organisation may have a role as they enable people to manage their condition.   They can be invited to attend a meeting in the future.

4.06  
Finance

Macmillan money - £5,000 to be split between the 3 groups should be received in the next 2 weeks.  Forms are available for next year’s grant.

5.06  
Any Other Business

Palliative Care – Helen is looking at palliative care pathways, mapping and other conditions.  She is organising an event for patients and Carers which is on 10th April and 12.00 midday in the Hamar Centre, this includes a lunch.  Names can be taken up to the week before.  They will be looking at how to move the service forward, it will include younger people and carers.  No one will be present from the PCT’s etc.  Leaflets will be available via the CNS’s, a few were handed out at the meeting.  

Palliative Newsletter – Information from the Forum needed, it was suggested that information from the Forum website could be used.  Helen asked if the Forum logo could be included on it, the Forum agreed that the logo could be used.  It will be published on a quarterly basis and will be available to everyone, but no money is available for printing.  It was questioned if people understand the word ‘palliative’ and it was agreed that a section of the leaflet should include definitions.  Helen to find out the costs of printing the leaflet.  Glynne said he still represents the Forum at meetings of the Palliative Care Team.  It was suggested that the meeting on the 10th April be added to the newsletter.  Wendy is concerned that Palliative Care is in the hospital and part of Community Services, it can confused people as to where to contact them.

Website – Hilary said that the new cancer zone on the Trust website is now live on http://www.sath.nhs.uk/cancer.  The cancer zone is bigger than the host site.  She asked if members could look at it and pass back any comments before this site is officially launched.  Those who had seen it felt it was positive and understandable.    Someone asked if diagrams could be put on the site at some point in the future.  Tim will involve the press at the time of the official launch of the website.  Other suggestions for the site were the Herceptin leaflet added to it, and Shropdoc and information on complimentary therapies.  The Forum website is to be linked to the Sath Website.  They are currently looking at more money for extending the working hours for Hilary so that the website can be updated.

Local Implimentation Team (LIT).  Eileen again asked for a volunteer to come forward to help by attending the LIT meetings with Jean.  Please can anyone help?

Diary – Colin to be contacted re: progress of the cancer diary.

Macmillan conferences – The Self Help & Support Group one will be 22 – 24th June 2006.  Cancer Voices will be on 2nd, 3rd, and 4th November 2006.  Possibly they can be invited to attend in Shropshire and people are invited to see what Macmillan can do.  Users from each network can share ideas and learn from each other.  Patients do have a voice.

Travel Insurance – A lady has been in contact as she has had great difficulties in obtaining insurance.  E111 has been changed to a European health Card.  Health advice packs which includes a leaflet and a form is available on line at http://www.dh.gov.uk/travellers.  In some countries health care is not reciprocal.  The Hamar Centre has a large file on travel insurance and information on travelling.  The Forum has been asked to produce a leaflet on travel advice.  So much information is available that only the basic advice will be able to be put on it.  Each person’s situation must be explained clearly and drugs must be declared.  Some countries will allow certain drugs for a limited period of time.  Any feedback to be passed on to Jean.

6.06 
Date of next meeting: 

Tuesday 14th March 2006 in the Hamar Centre at 7.00 p.m.

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

	BY E-MAIL
	BY POST

	Alan Morrison, Shropshire & Mid Wales Laryngectomee Club
	B & A Bradfield

	Alison Trumper, Lead Cancer Nurse
	Joe Griffiths, Mongomery CHC

	Amanda Dell, Telford & Wrekin & Shropshire PCT
	Eileen Evans, Bosom Buddies

	Angela Bailey
	Ken Byatt, North Staffs Forum

	Ann Davies, Skin Liaison Nurse
	John Kenny

	Ann Woolland (User)
	Gerry Luke, Bosom Buddies (User)


	Annette Clarke (User) (Co-Chair)
	Alan Salt

	Annie Curran
	Pat Reade, Shropshire & Mid Wales Laryngectomee Club

	Capewell Colin (User)
	Kath Farmer (User)

	Caroline Gilbert
	Pam Mundy, Beating Bowel Cancer (User)


	Caroline Pemberton
	Philippa Taylor


	Charles & Anthea Whetton
	Macmillan Nurses, Newtown

	Chris Warrender
	Pam Morrisey

	Chrissie Parkhurst
	Pat Davies, PPI Forum

	Clinic 9
	Maralyn Gillis (User)

	Colin Bates, GP
	Ursula Parry, Haematology Support Group



	Deni Lister Griffiths
	Douglas Mee (Carer)

	Di Davies, PALS RSH
	Marion Griffin (User)

	Dr R K Agrawal, Consultant Oncologist
	Glynne Hughes (User)

	Eileen Lewis (User) (Co-Chair)
	Stephanie Stafford





	Fiona Buckley, Haematology Nurse Specialist
	Margaret Jones, Chair – North Staffs Cancer Forum

	Fran Potter, Haematology Nurse Specialist
	Enid Taylor

	Gina Slater
	Ruth Felton (User)

	Gynaecology
	

	Hazel Pixley, Urostomy Association
	

	Helen Brace
	

	Helen Martin, North West Midlands Cancer Network
	

	Helen Swindlehurst, MMN Palliative Care Service Improvement Co-ordinator
	

	Hilary Hymas
	

	Jackie Hyne
	

	Jackie Thomas, Gynae CNS
	

	Janet Critchlow, Network Facilitator
	

	Jean Goodall (User) (Chair)
	

	Jenny Richardson
	

	Joan Jackson, Network Director
	

	Julia Henn
	

	Julie McAdam
	

	Julie Powell
	

	Julie Thomas. Breast Care Sister, RSH
	

	Karen Robinson
	

	Katherine Robinson, Head & Neck CNS 
	

	Lorraine Warrender (User)
	

	Maggie Hulme, Head of PPI
	

	Mandy Wilson, Breast Care Sister, PRH
	

	Margaret Corbett, Haematology, PRH
	

	Marion Adams, Clinical Trials
	

	Mark Gilmore (Network)
	

	Mary Emmerson
	

	Montgomery CHC
	

	Montgomery CHC
	

	Pal Virdee, Asian Link Worker
	

	Pam Smith (User)
	

	Pat David, Breast Care Sister, PRH

	

	Pat Jones, Breast Care Sister
	

	Pat Leppard (User)
	

	Patricia Langdon
	

	Philip Battersby
	

	Philippa Jones
	

	Pia Thompson
	

	Rachel Davies, Cllr.
	

	Robin Jukes Hughes, Stretton Cancer Care

	

	Roger Van Cauter, Leukaemia Care Society
	

	Roger Wilson (User)
	

	Sarah Broomhead, Peer Review
	

	Sarah Knapp (User)
	

	Teresa Smith
	

	Teresa Smith, Palliative Care CNS
	

	Tim Cooper (Cancer Services Manager)

	

	Tina Griffiths
	

	Tracey Lunt, Colorectal CNS
	

	Tracey Weetman, Mid Staffs Forum
	

	Trish Stubbs
	

	Trudy James, Gynae CNS
	

	Wendy Davies, Sister Ward 21
	

	Wendy Thompson, Team Leader, Hamar Centre, RSH
	

	Wendy Torr, Brain Tumour CNS
	

	Will Smith 
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www.cancerforum.org.uk
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