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Notes of the meeting held on Tuesday 13th April 2010 at The Hamar Centre, Royal Shrewsbury Hospital at 2.30pm
Present:


Sian Hallewell – Chair, Anne Woolland, Alan Morrison, Sadie Meehan, Fiona & Steve Smith, Robin Gough, Alison Trumper, Robin Jukes-Hughes, Charles & Anthea Whetton, Lisa Howell, Eileen Lewis, Annie Curran, Paula Brayford [Bowel Cancer Nurse Specialist],  Hannah [Patient & Public Engagement Advisory, Hamar Centre], Ann Lake

 



Opening Remarks:

Sian opened by welcoming all those present and introductions were made.    

1. Welcome, introductions and apologies
Hazel Pixley, Richard Davies, Penny Graysmith, Jackie Hyne.
2. Jackie Williams – Choose and book 
Jackie did not attend.
3.
Previous Notes of meeting 
Minutes were approved. Minutes were agreed.  4b, Robin asked if there was an easy read version.  4b, Alison reported that is it one of the best.
4.
Matters Arising

a) Implants – One of the breast care nurses will be attending in June, so this issue will be raised then.
b) Telford Hospital – Information Centre - Alison has met with Macmillan, who is keen to take this forward, but will need executive input.
c) Information Packs – Angie Cooper – Alan gave feedback from his laryngectomy group: they believe it is too large, needs to be of an easier to handle format.  They believe that it should be A5 format not A4. Robin gave his feedback direct to Angie.  
d) Feedback on Survivors Workshop Dec 09 - attached
e) Meeting Times – It was agreed to have the May meeting at the Hamar and Ann will look into booking the Princess Royal in Telford for June & July at 2.30pm.
Action Ann
f) Improving Outcomes Guidance – This is still on-going.  Robin believes it is the outcomes which are important and we should not go against the suggested centres of excellence.  After discussion it was agreed to respond to Tom Murphy’s letter, agreeing that the Forum supported SATH in its aims and were concerned about various aspects of patient care.  
Action Sian/Anne
g) Sentinel Lymph Node Biopsy

Not all breast surgeons are qualified. However, it is hoped that the service will soon be offered.  The patient pathways will be visited to ensure ALL patients have this option, regardless of which there surgeon is. 
h) Lympheodema – Sian reported that the services are offered at the hospice and that there should not be any problems accessing these services.  
5.
Paula Brayford – Colorectal Cancer Nurse Specialist – an opportunity for questions and answers 
Paula explained that the team cover all patients having bowel cancer and stomas.  The majority of patients are cancer patients.  Patients are told by the endoscopy team if it is a cancer.  They are contacted within 24 -48 hours by the colorectal nurses by phone and given an outpatient appointment with their contact numbers.   Sian asked what happens if they live alone or need help.  Paula reported that when they come to the ward they are referred to social services if they require it.  But social services do not allow them to make a referral prior to admission to the ward. The group recommended that each patient have a buddy to help them through the process. 

It was also suggested that at the pre operative assessment patients are advised of the possibility of lymphodema and the physio leaflet and exercises explained at this point when a patient is better able to take in this information.
The problems of alerting medical staff to the importance of not taking blood, inserting drips or taking blood pressure of a limb affected by lymphodema was also discussed.  The possibility of putting a medical alert or a warning sticker being put onto patient notes was discussed.
6.
Aims for 2010 (some suggestions)

This was deferred due to lack of time.


7.
 Feedback from Meetings
Partnership - Conference is to take place on 21st October “I’m Listening, Who’s Talking”. Give your name to Ann to book your place.  The Partnership Newsletter is out for distribution.

Funding for user expenses has now been agreed by all PCT’s.

LIT – Additional breast clinics are being run in Shrewsbury to ensure we meet the 2WW.  There is planned visit to Derby Hospital looking at services for breast care.  
8.
Treasurer’s report
Alan reported that the benches have now been delivered and Margaret VanDaesdonk would like to give her sincere thanks to all involved.  Alan will contact the family with a view to arranging a visit.
Action Alan
9.
Any other business
Eileen reported on the changes around the Hamar Centre and how sensitive issues and changes have not been dealt with in an appropriate way. Eileen came to represent the users who are unhappy to this forum.  Sian has been in touch with members of the Hamar Centre and has been reassured on the services around the Hamar Centre.  A qualified therapist is currently running the support sessions and giving 1-2-1 counselling.  A new art therapist has been employed.  Current uptake and satisfaction surveys are good.  There are meetings going ahead with current service users asking their opinions on a regular basis and the services are going to be expanded with a full time therapist.  Counselling sessions will not be limited.  Hannah suggested that if people coming to the Hamar Centre who feel they are not receiving the services they need, to contact the Hamar Centre direct.  Eileen and Hannah were going to meet outside the meeting.  
10.
Date of next meeting
Tuesday 11th May 2010, The Hamar Centre, Shrewsbury, at 2.30pm.
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