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Notes of the meeting held on 9th September 2008 at 7pm at 

The Hamar Centre, Royal Shrewsbury Hospital
Present:

Anne Woolland – Vice Chair, Annie Curran, Edith MacAlister, Alan Morrison, Sian Hallewell, Alison Trumper, Jean Goodall, Ray Dowling, Ruth Felton and Fiona Daley.


 



Opening Remarks:
The meeting was Chaired by Anne who opened by welcoming all those present.   Introductions by the forum were then carried out.   

1.        Apologies:

Apologies were received from; Jenny Richardson, Charles & Anthea Whetton, Sara Bourne, Fiona Stevenson, Steve Smith, Chris Neen, Jackie Hyne, Rick Robson, Annette Clarke, Rachel Robinson, Hazel Pixley and Eileen Lewis. 





           

2.
Notes from the last meeting (8th July 2008) 
The notes of the meeting were approved as a true record. 
3.        Matters Arising

           Letter – Aftercare Services for people diagnosed with Brain Tumours
Anne reported that Eileen had received an apology from Simon Connolly regarding the above (letter of apology to be circulated at November’s meeting).  Eileen also received a response from the local MP, as stated in July’s minutes.

With the NSSG Clinical teams now seeking proposals on commissioning, Alison has put a case forward for a Brain Tumour / Head & Neck CNS and this will also be put forward in the Local Delivery Plan round (bids/proposal usually start about Oct – Nov).  Currently, there is sporadic support (coming under ad hoc in job roles) from palliative care however this is not as robust as the RSH would like it.
Farewell to Rachel Robinson
Dr Katherine Woodward was unaware that Rachel’s departure would be so sudden.   Never-the-less, Dr Woodward agreed to endeavour to replace Rachel in the forum once another Specialist Trainee – Public Health had been appointed.
The forum was unanimous in a decision to write letters to Rachel and Dr Woodward for their efforts and support with User involvement.  Fiona and Anne agreed to draft and send the letters out.
Change to Future Speakers
Alison Trumper – Quality measures and Peer Review, October 2008

Marion Adams – Clinical Cancer Trials – November 2008

Lin Brown – Art therapy session, December 2008.

Things patients may not think to ask when first diagnosed 
Alison agreed to send this work via email to Fiona for distribution with these minutes.

4.        Top up charges (letter that was sent out from Pat Roberts) 
Annie explained that she had forwarded examples where she felt there were mixed charges.  Anne and Jean were not particular impressed with the letter of response Pat had sent out.  Jean felt that the timescale given was not sufficient in order for the forum to respond as a group.
Ray read his response to the group, that he sent onto Pat for inclusion.  Sian felt that although Shropshire & Mid-Wales as a forum did not have the opportunity to respond, individuals should have been given the opportunity for a direct reply and not via Pat, so anything expressed was not diluted and came as an individual point of view.  The group wished to highlight that there is more than one way to respond and it is not necessarily via a third party – the GMCN Partnership Chair.  (Response attached)
5.        Planning process in preparation for October’s meeting
It was suggested that an overview of the forum, that highlighted achievements, would be a good introduction to the evening.  This should then be followed by Alison’s presentation on the proposed changes for Peer Review and what it entails’s for patient/carer users.  Alan is to do a brief summary on support groups and how they link into the forum. 

Members agreed to a less formal meeting.  Name tags were to be offered to everyone but members were to have forum member printed under their name.  It was proposed and agreed that Sian would Chair the meeting, Jean would do the overview of the forum and Annie and Ruth would take charge of the refreshments.
There is to be no formal agenda and papers sent out prior to this meeting just the programme for the evening.

6.
Any other issues  
· End of Life Care Co-ordinating Team – is having a one day seminar on Tuesday 18th November.   This will be held in the Shropshire Seminar Building, Royal Shrewsbury Hospital and is about improving end of life services (flyer and programme attached).  A simple questionnaire has been devised to target end of life patients/carers where it is hoped to gain their perspective on the service.  Members’ view on the questionnaire is also sought as well as other support groups.   
A response is required by 31st October.  Direct quotes from the questionnaire will be used where possible.  Fiona will also distribute this by email and members can respond this way also.
· Fiona reminded members of the GMCN Partnership Event on 22nd October.    Fiona also queried if any members wished to attend the Cancer Terminology & Biology Course – 4th November 2008, at New Cross Hospital, Wolverhampton.  This course aims to give a better understanding of cancers generally and show the process of how biopsies are carried out.

· Local Implementation Team (LIT) feedback – Kate Shaw – Chair of the LIT has requested that the forum raise an invoice for the £4000 funding.   Once this has been done, arrangements can be made for the funding to be transferred as a lump sum into the groups business account.    
Dr Katherine Woodward would like to know of any examples of poor communication between hospitals.
· Forum Treasurer – Alan gave the forum a report on where they stood financially.  May 2008 the groups’ business account stood at £6277.44 and August 2008 the current account stood at £1737.55 less a cheque for £201.80.  Wendy Thompson, Jean Goodall and Alan Morrison are the three signatories for both these forum accounts.  Members asked Alan if he could report the rate of interest on each account in order to determine if the forum is getting the best rate at a future meeting.  Alan also confirmed that he will be starting a ledger of accounts. 
· Oncology ward now have a new service.  This entails, anyone coming to have chemotherapy will now have a pre-chemotherapy appointment which will include the assessment of the patient needs including benefits. 

· GMCN Patient Partnership feedback -   Fiona updated members on the Recruitment Sub-group which will be made up of a Chair – Peter Allen, two members from each locality group, the Macmillan Patient Information Manager and possibly one / two Specialist Trainees - Public Health from across the Network.  It is hoped that the sub-group will discuss and assist with the recruitment and retention of group members across the Network.  The first meeting will be 6th November 2008, should anyone be interested in representing Shropshire & Mid-Wales CSUF please contact Fiona.    

The Partnership newsletters first edition is due to be distributed 26th September in time the GMCN Annual Conference.  Macmillan agreed to £18,400 for the GMCN Patient Partnership and they would like to see a 3 month expenditure plan.  Proposed and approved was a new application form for all locality members when applying for courses/events.  
· Anne attended a meeting in July at Birmingham about the Commissioning of Specialised services in rarer cancers across the West Midlands.  They are looking for designated centres (regional centres of excellence) that have to meet specific criteria’s.  Chris Capewell will be attending a future forum meeting to keep the group up-dated on the process the government is suggesting.  Anne will enquire if Chris could attend the January meeting.
· ‘Only the Good Die Young’ by; Roger T. Van-Cauter – this book has now been published. For further information or to order a copy on line, please visit www.trafford.com.

Action(s)
· Letters to Rachel Robinson & Dr Woodward
   


        Fiona / Anne
· Distribute work on ‘things patients may not think to ask when first
diagnosed’








                    Fiona
· Members views needed on ‘End of Life’ questionnaire




   All

· Raise invoice for £4000 to the LIT Chair    
       



          Anne
· Two representative required for ‘Recruitment Sub-Group’        Patient/carer members

· Request Chris Capewell for January 09 meeting



          Anne
On-going Action(s)

· Re-visit election of officers – November 2008



                 Forum

· Update on Brian Tumour UK issues to go on agenda late 2008

         Fiona

· Re- Circulate the list of existing support groups in Shropshire


        Alison

· Up-date forum on emergency admission for cancer patients



Jane

· Liaise with the GMCN about do work around educating GP’s


           Jane
· Start a members list that includes their skills




         Fiona     
6.
Date of next meeting:

Tuesday 14th October 2008 at 6.30pm (pre-start) 7pm at The Hamar Centre, RSH



� Fiona Daley


  GMCN Facilitator


  New Cross Hosputal


  The Chestnuts		E.mail:  � HYPERLINK "mailto:Fiona.Daley@rwh-tr.nhs.uk" ��Fiona.Daley@rwh-tr.nhs.uk�


  Wolverhampton		Office:	01902 694423


  WV10 0QP		Mobile:	07770 585433





