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Notes of the Special Event meeting held on 14th October 2008 at 7pm at 

The Hamar Centre, Shrewsbury
Present:

Sian Hallewell – Acting Chair, Alan Morrison, Alison Trumper, Jean Goodall, Ray Dowling, Ruth Felton, Robin Jukes-Hughes, Charles Whetton, Anthea Whetton, Ernie Heath, Karen Beckett, Karen Breese, Nina Chauhan-Lall and Fiona Daley.

Apologies:

Apologies were received from; Jenny Richardson, Fiona Stevenson, Steve Smith, Annette Clarke, Eileen Lewis, Anne Woolland, Margaret Harris, Annie Curran and Lynne Breakwell. 
Welcome and Introductions
The evening was Chaired by Sian who opened by welcoming all those present to this special event meeting.  Sian then explained the programme for the night.   





           

What the Shropshire & Mid-Wales CSUF do and their achievements
The forum was formed in 1998 and Jean began by explaining to everyone, its purpose which includes; supporting services – having an active role and where appropriate support the PCT.  The Chair and Vice Chair feed into the GMCN Patient Partnership and there is a process for feeding information via the Network Board in which all the Chief Executives from across the Network attend.  
Jean went on to highlight the importance of patient views being put forward and the vital role Macmillan play.  Jean shared the work currently taking place around survivorship and said that the more wider/varied cancer views put forward, the greater the representation from each cancer site.  Jean explained the process mapping work that was undertaken last year by the forum and the involvement with Peer Review, particularly Head & Neck.  It was noted at the last Peer Review for RSH the panel’s delight with the support given by patients/carers.

Other areas of work have been carried out with; Severn Hospice, Wills and enduring power of attorney, out of hours, Macmillan Palliative Care and NSSG’s.  The group have showcased several speakers such as the Oncologist, Clinical Trials, Cancer Services, benefits advice, Asian Link worker, Public Patient Involvement but to name a few.  A great deal of work went into travel information, explaining some of the specialised services that will give insurance to patients with existing conditions.  It was found that particular cancer drugs used by patients in their treatment were illegal in some countries.  All this research information is housed at the Hamar Centre. 
The forum has active links with Stretton Cancer Care, Laryngectomy and Prostate support groups.  The more groups the forum can engage with will enable a wider representation for cancer care when attending the Cancer Local Implementation Team (LIT) meetings.
Sian also felt that from her experience as a patient within the forum, any issues raised during the meetings, was taken on board by one of the professionals in attendance.   
Peer Review
Alison explained how the National Institute of Clinical Excellence (NICE) had set out to provide the hospital with an Improving Outcome Guidance (IOG) - this is a best practice guide that can for example, improve survivorship and the quality of the services.  Commissioners are responsible for delivering on the IOG.  At the LIT meetings, if there is something in particular the document states the service should have, a proposal can be put forward during the meeting.  A gap recently identified in Shropshire was in the Brain Tumour service.  A proposal will now go forward to ask for assistance to alleviate any potential risks.
The Cancer Manual (can be found on CQuINS) sets standards and the team i.e. Urology has to then provide a folder of evidence that meets the standards.  An external team will then visit to identify if that team has met the standards set out in the Cancer Manual.  If a team’s workload was stretched to the point there was not adequate cover should a member go off sick or on leave, this would be putting that team at risk and is something that would have to be dealt with immediately.  
April 2009 will see the start of self assessment with the 12 teams at RSH.  The monitoring of the Trust is done at Network Board level.  Shrewsbury and Telford have scored low on previous occasions but these risks have now been addressed.  Alison explained that having a team member short i.e. CNS or a Consultant will see a low score for that particular team.
Users can get involved by being on the panel.  The aim is to prepare users/carers with guidance / training and this is to be given early 2009 where they will be up-dated on review visits and how the validation process is carried out.  CRS says that Commissioners have the power to stop services, if they are not satisfied that these measures are being met.
In response to a question, Alison shared that the U.K. were not good on early detection.  Due to most people presenting late, the government are now putting more emphasis and money into cancer awareness /prevention and early diagnosis to try and put this right.  Ruth queried, with the hospital doing self assessment would this be likely to take staff away from patient care.  Alison reassured members saying that with the new suggested format in place, this will reduce paperwork and see teams thinking more about their services.

An in-depth discussion took place amongst members around treatment options which included being treated holistically, alternative and complimentary therapy.  The importance was stressed that patients do need informed choice throughout their pathway.  Members felt that this topic deserved further discussions at a future meeting.  Nina explained that with the National Cancer Action Team developing core patient information, everyone will be entitled to the necessary information regardless of where they live or receive treatment.  Nina said she is looking to develop a resource pack – what information is needed and where this information could be obtained. 

The role of support groups

Alan (Treasurer of Laryngectomy Club) explained that it was formed in January 1994 and now has approximately 50 members of which 10 are Laryngectomy’s.  Alan felt he had learnt a lot from being a member of this group whose aims were to give the patient knowledge and confidence of the various treatment and therapies that are available.  The Make-up of the group consists of a mixture of those who support the cancer patient.
The group is governed by the institution and is formalised at the AGM’s.  Alan shared the important element in the social aspects of the group that can include garden parties, monthly pub lunches and well attended Christmas lunches.  The group have done many fundraising events and the money has enable them to provide a resuscitation training dummy for the ambulance service and saw donations of £1500 go to the Linden Davies appeal.  Advertising is done predominately via word and mouth but the group do feature on the Shropshire & Mid-Wales forum leaflet.  A newsletter is produces three times a year and the garden party’s are held once a year.  Alan’s involvement with the forum was to assist cancer services in making great strides.

Prostate Cancer – Ernie shared that his group was set up 2 years ago and during this time; they have gained 45-50 members.  They support patients in early diagnosis and also try to raise cancer awareness.  During 2007 – 2008, 250 men were diagnosed with prostate cancer, so they would have liked to have seen an increase in membership.  The Prostate Cancer Support group meet every month yet on viewing the Shropshire and Telford Hospital website there is no mention of the Prostate Support Group.  Nina felt that when core information is given at the hospital, then support information should also be given.  This could also go in the information folder.
Roger – Stretton Cancer Care (general support group) recently had an open forum in which a number of good points came out.  Firstly, patients felt that their voice was beginning to get through to the health professionals and secondly – people really appreciated the support they were getting from the group.
All the above representatives from the various support groups all felt that better communication was required from the health professionals in raising the subject of support.  Following Ernie’s revelation on the way that patients have received bad news by telephone, was said to be unacceptable.  Nina agreed to investigate this matter further.      
Any other issues  

· Roger raised the issue of the deterioration of nursing staff – out of hours and district nurse care.  This needs further investigation. 
· Future Speakers


November 2008 – Marion Adams, Clinical Trials


December 2008 – Lin Brown, Creative Artist


January 2009 – Ruth Williams, Radiographer


February 2009 – Chris Capewell, 


March 2009 – Nina Chauhan-Lall, Patient Information



April 2009 – Karen Breese, End of Life / Palliative Care

Date of next meeting




Tuesday 11th November 2008 at 6.30pm (pre-start) 7pm at The Hamar Centre, RSH.
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