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Notes of the meeting held on 21st April 2009 at 7pm at 

The Hamar Help & Support Centre, Royal Shrewsbury Hospital NHS Trust

Present:


Sian Hallewell – Chair, Anne Woolland – Vice Chair,  Fiona & Steve Smith, Jean Goodall, Alan Morrison, Marilyn Owens, Geoff Searson, Margaret Van Daesdonk, Annie Curran, Anthea &  Charles Whetton, Karen Breese, Ray Dowling, Ann Lake

 



Opening Remarks:

The meeting was Chaired by Sian who opened by welcoming all those present.   Introductions by the forum were then carried out. 

1.        Apologies:

Apologies were received from; Jenny Richardson, Margaret Harris, Eileen Lewis, Jean Goodall, 





           

2.
Speaker – Karen Breese, End of Life/Palliative Care
Karen distributed an update of the May 2009 Project on Preferred Priorities for Care Pilot.  Karen explained they are focusing on when and how a patient who is terminally would like to be cared for towards the end of life. There is approximately 100 staff engaged in this project. A lot of work has been carried out with Shrewsbury Hospital looking at the End of Life Care Pathway which is a document initiated when a patient is at the end of their life. It covers holistic care, symptom relief, care of relative or carer and to make sure the patient ends their life when they want to and is hoped to be completed by end of May ‘09. They are also looking at supporting staff at care homes.  There are representatives going to the GP practices looking at long term conditions and how to improve end of life care. Ray asked if the undertakers could be engaged in this.  Karen will take this back to her team.   It has been agreed that the Community Nurse will be the main point of contact for a patient. Concern was expressed from the group that if this document were given at the point of diagnosis is could cause the patient distress. Annie feels it formalises it, but feels that some patients cross borders and have care in different areas which could cause problems.  Karen agreed to send this document to Ann for circulation with these minutes.

Anne asked about the care teams going into care homes, will these be District Nurses and pointed out that there to be a shortage of District Nurses, so how would this work?  Karen expressed that they are struggling with the District Nurses in the community due to the large area they have to cover.  Karen believes there will be a care worker within each GP practice who should be in place.  Anne asked regarding nursing care at homes, do Marie Curie Nurses provide nursing care, where as Macmillan Nurses do not?  Karen agreed that at present Macmillan Nurses do not co-ordinate care at home.  

3.
Previous notes of meetings


These were agreed.  
4.          Matters Arising
a) Childrens (11-19) survival booklet – Sian has checked websites for information and has found a few books, but nothing specific. She has put on the Macmillan Website a question about this and has had a response.  One person suggested a website to help children.  Sian asked the group what they would like to do.  Anthea suggested contacting Macmillan for a grant to take this forward. The group agreed. Sian will investigate.
b) Posting information out and waiting times for prostate cancer patients – Margaret said the minimum waiting time for prostate cancer patients is one week, the longest is five weeks due to the lack of Radiotherapists which is nationwide as it a speciality and there are very few Specialised Radiotherapist about, but there will be a Registrar starting soon and it is being addressed.  There is also a lack of clinical oncologists. Margaret reported they will be running Saturday clinics and extending their day clinics to help with this situation.   Margaret reported that regarding posting information and waiting times, Alison will report on this. 

c) Waiting times – Mike Richard’s response. Sian has received a response from Mike 
Richards.  If our pathways are correct, we should meet these targets. However, Sian would 
like to investigate this further and reply to him.  Margaret believes this is not the case as some 
patients do not want to go ahead with treatment immediately which will affect the targets.  
Margaret feels we need to find out how we are meeting the tolerances and to ensure each 
patient is put through as soon as they can, but there is patient choice to consider.  

d) Radiotherapy Garden - Ann has received an email from Jean to say she is awaiting quotes 
and will report back. 
e) Rolll up banner / recruitment – Sian brought the role up banner to the group. She has spoken to Telford Hospital and is more than welcome to go in on Tuesday 5th May and if anyone is available to chat to people with a view to promoting this group, please let either Sian or Ann know.  Fiona suggested contacting the Shropshire Star to let them know they are there.  Sian will do this.  Sian sent leaflets to GP Surgeries in Telford. Karen suggested bringing them to William Farr in Shropshire and they could send these out. 
5.       Feedback


Lit was cancelled

6.       Treasurer’s Report

Alan reported, ‘I am currently carrying out an assessment of our accounts, with a view to obtain a better idea where our grants are spent.  The intention is to give an “at a glance” indication of funds available for future projects and routine expenses.  Preparation of our accounts for audit action is underway now that I have received the 2009 closing figures and hopefully they should be audited by the AGM.  The business and current accounts remain as reported at the March meeting’
7.      Any other issues.  

Sian reported that Wolverhampton are having an event on 22nd April at Lindon Hall, Tettenhall
Road which is an all day event.
Sian reported that NSSG representation is needed on Lung, Upper GI, Gynae, Cancer Therapies and Palliative Care.  If anyone is interested please contact Ann.  
Sian asked Margaret if the letter sent out to patients asking if they would like to carry out bowel screening and also people who get recalled for a mammogram could be seen. Sian also asked with regard to nurse led clinics for patients on follow up, would it be possible for each patient to be given a leaflet on this group.   The latest NICE guidelines for breast – suggested that breast patients have a DEXA scan.  Do Shrewsbury and Telford patients have a DEXA scan?    Do patients have an agreed care plan?  Margaret will look into these issues.
8.      Date of next meeting

Please note that the next meeting is Tuesday 12th May 2009 6.30pm (pre-start) 7pm at The Princess Royal Hospital, TELFORD
Action(s)
Contact Macmillan re; Grant 




SIAN


Send Information to Ann for Minutes on End of Life

KAREN



Contact Shropshire Star re; promoting the group

SIAN



Information on bowel screening and mammograms

MARGARET VD

Facilitator: Ann Lake

Email: ann.lake@wolvespct.nhs.uk 

Phone: 01902 6446810

Mobile: 07798 742266
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