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Minutes Cancer Users Forum held 11th July 2006 

Present
 Jean Goodall (Chair)



 Janet Critchlow (Cancer Network User Facilitator)

Wendy Thompson (Hamar Centre) 

Joe Griffiths

  

Alison Trumper (Lead Cancer Nurse) 



Ruth Felton 

Roger John    


Stephanie Birmingham 


Anne Woolland 

Helen Martin (Cancer Network Service Improvement)  

Apologies   Tim Cooper 



 Cherryl Rowlands 



 Annette Clarke



 Annie Curran

  

1.
Minutes of the last meeting

The minutes of the last meeting were taken as correct.

 

2.
Matters arising from the minutes

Palliative care : Alison has met with Hilary Hymas.  Palliative care will have its own heading on the main menu to make it easier to navigate to the palliative care pages.  Hilary is already working on this.  

Macmillan Support Group day (31st may 2006): The strongest themes that emerged from the day were the recurring topics around the need for improved access to information, for improved communication and lack of information around local sources of support.  Alison commented that she finds this very surprising as every patient should have access to a Specialist Nurse (CNS) and CNS’s are very good at providing all the above to their patients.

It is possible that the patients do not fully understand the CNS role.  Alison has already met with the CNS’s.  Some have excellent patient information leaflets which describe to patients their role to the patient (see attachment – Haematology key worker leaflet).   Alison will ensure all CNS’s have a similar leaflet.  This was discussed further – see any other business. 

Psychology Post: A Macmillan Clinical Psychologist has been appointed – Marilyn Owens.  Marilyn will be working 12 hours a week and will work with Wendy to provide opportunity for cancer patients to receive psychological support (and their families).  Alison, Wendy and Marilyn will meet to discuss the service, as support for health care workers is also needed.

Living Wills: Roger has found 3 examples.  This was discussed further in any other business.

Patient attendance: A CNS away day is being arranged for October 2006. Jean will be invited to discuss with the CNS’s how they may help encourage patients to consider joining the Forum.  CNS’s do give out the Hamar Centre leaflet. 

· Jean and Alison may need to attend individual support group meetings to discuss the forum. 

· Posters could be designed and placed around the hospital.  Roger J has already thought of this and brought to the group a draft poster – for circulation.

Merger update: The Northwest Midlands Network which includes Shrewsbury and Telford Hospital, Mid Staffs Hospital, University Hospital of North Staffs as well as all the Primary Care Trusts and the Severn Hospice have merged with the Black Country Network, which includes New Cross Hospital, Walsall and Dudley Hospitals, the Primary care Trusts and Compton Hospice. 

The new Network is called the Greater Midlands Network.  Currently the clinical teams are meeting to form the new Network Site Specific Groups (NSSG’s).  Essentially the NSSG’s aim to share good practice and ideas to improve cancer services across the Network. 

The NSSG’s also have to agree to plans for the NICE Improving Outcomes Documents, which are expected to be in the Department of Health by October 2006.  In particular plans around which hospitals in the network will undertake surgery for Gynaecology, Head and Neck and Urology cancer. 

The decision for surgery for Upper Gastrointestinal cancer has already been reached.  As of next year it will be necessary for patients in Shropshire to travel to the University Hospital in Stoke for surgery.

We have the support of our Chief Executive to fight to keep surgery for the remaining cancer types (Head and Neck, Gynaecological and Urology) in Shropshire.   (see www.nice.org.uk for the documents - click on our guidance, nice guidance by type, cancer service guidance then published)

Process Mapping: Due to the small numbers of people who attended the meeting this was not undertaken.

3.
Finance 

Further financial support is anticipated from a Macmillan grant.  

4. 
Any Other Business 

Living Wills - Roger has found 3 examples of living wills.  An informative discussion took place around the importance of patients being aware of the value of giving a relative or friend/carer the Power of Attorney or Enduring Power of Attorney. Something as simple as not being able to get to the bank to pay a bill can be a significant cause of anxiety to a patient who is unwell as a result of a cancer treatment.  There is information available on the Cancer Backup website (www.cancerbackup.org.uk or 0800 800123)

· Jean has approached two solicitors who are happy to discuss this       further with the group. 

· This subject can be added to the Cancer website.

Patient information checklist - In addition to the CNS’s providing the CNS/key worker leaflet, the group considered a patient information checklist, which could also be available to patients.  The checklist would be a prompt for patients to be aware of issues they had not thought of, such as, considering giving someone the Power of Attorney if they become unwell form cancer treatments (even if this is temporary), or prompting consideration as to how cancer treatment may affect a self employed patient.    

· Jean, Alison, Janet, Ruth and Stephanie will begin work on the checklist 

         next week 

Network users day - A network users day was arranged and attended by Jean and Anne.  Users from all over the new Greater Midland Cancer Network attended.  Anne fed back to the group.  In the afternoon the users split into two groups to consider the purpose of user involvement in contributing to the development of local cancer services which were as follows:

· To act as a voice for cancer patients

· To help improve existing and new services

Professionals want the views of users and to work with users to improve services.  The expectations of the users:

· Action on issues raised 

· Feedback on action 

· Outcome 

Anne was impressed by the skill and knowledge that some of the users had around cancer issues.  It was useful to work with the network users teams but need to be mindful of not loosing our voice for local needs.  The Forum must feed into the Network group.   Anne commented on some of the abbreviations and terminology used was confusing and can be a barrier to commutation and understanding.  

Janet explained:

Locality groups are the local Forum groups. 

Partnership group is the new Greater Midlands User group, which consists of members of the locality groups.  Pat Roberts has been nominated as Chair of the group. 

Strategic Cancer Network Board - where Chief Executives of the Acute Trusts (hospitals) and the Primary Care Trusts (community), the Chair, Director and Lead Clinician of the Greater Midlands Network meet to make management decisions around cancer services.  The Chair of the Partnership group and two other users will be on the board.  The first meeting will be July 28th. 

Network Site Specific Groups (NSSG’s).  Each tumour type (colorectal, urology etc.) has a group where key Consultants and Nurses and other allied health care professionals from each of the hospitals in the network meet to agree common guidelines and share best practice.  A user sits on each of these groups.

Chemotherapy in the Community - A project is underway to look at giving chemotherapy to patients closer to home.   

A Thank you - to Jean for the donation toward the Palliative care boxes used in the community.  The boxes are available in each GP practice and contain important drugs that a GP may need urgently to give to a patient who may be in a distressed state due to pain for example, which may avoid the patient having to be admitted to hospital unnecessarily.   

Benefits project - Macmillan have supported a benefits awareness project.  The project aims to increase the awareness of the availability of benefits that are available to cancer patients.  Packs which contain information about local benefits advise services as well as the Macmillan Cancer Support benefits help line (www.Macmillan.org.uk/abetterdeal 0800 500800). 

Shrewsbury has a very good service provided by BIAS (benefits information advise service).  At Telford PALS based on site can direct patients to an appropriate benefits service, the most common service used is DIAL (disability information advice line) based at Meeting Point House, Telford Town Centre.  

5. Date and time of next meeting  

August 8th 2006 in the Hamar Centre at 7.00 p.m.

September 12th 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
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	Alan Morrison, Shropshire & Mid Wales Laryngectomee Club
	Tony & Betty 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)
	Alan Salt

	Annette Clarke (User) (Co-Chair)
	Pat Reade, Shropshire & Mid Wales Laryngectomee Club

	Annie Curran
	Pam Mundy, Beating Bowel Cancer (User)


	Caroline Gilbert
	Philippa Taylor


	Caroline Pemberton
	Macmillan Nurses, Newtown

	Charles & Anthea Whetton
	Pam Morrissey

	Chris Warrender
	Pat Davies, PPI Forum

	Chrissie Parkhurst
	Marilyn Gillis (User)

	Clinic 9
	Ursula Parry, Haematology Support Group



	Colin Bates, GP
	Kath Farmer (User)

	Colin Capewell (User)
	Marion Griffin (User)

	Deni Lister Griffiths
	Glynne Hughes (User)

	Di Davies, PALS RSH
	Stephanie Stafford





	Douglas Mee (Carer)
	Margaret Jones, Chair – North Staffs Cancer Forum

	Dr R K Agrawal, Consultant Oncologist
	Enid Taylor

	Eileen Lewis (User) (Co-Chair)
	Ruth Felton (User)

	Fiona Buckley, Haematology Nurse Specialist
	

	Fran Potter, Haematology Nurse Specialist
	

	Gina Slater
	

	Gynaecology
	

	Hazel Pixley, Urostomy Association
	

	Helen Brace
	

	Helen Martin, North West Midlands Cancer Network
	

	Helen Moore
	

	Helen Swindlehurst, MMN Palliative Care Service Improvement Co-ordinator
	

	Helen Watt
	

	Hilary Hymas
	

	Jackie Hyne
	

	Jackie Thomas, Gynae CNS
	

	Janet Critchlow, Network Facilitator
	

	Jean Goodall (User) (Chair)
	

	Jenny Richardson
	

	Joan Jackson, Network Director
	

	John Gear
	

	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
	

	Margaret Van Daesdonk
	

	Marion Adams, Clinical Trials
	

	Mark Gilmore (Network)
	

	Mary Emmerson
	

	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.
	

	Ray Schnellmann
	

	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 
	





c/o Hamar Help & Support Centre


Royal Shrewsbury Hospital NHS Trust


 Mytton Oak Road, Shrewsbury 


SY3 8XQ


Tel: 01743 261035


e-mail: � HYPERLINK "mailto:smwcancerforum@hotmail.com" ��smwcancerforum@hotmail.com�


www.cancerforum.org.uk
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