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Notes of the meeting held on 10th March 2009 at 7pm at 

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

Present:


Sian Hallewell – Chair, Anne Woolland – Vice Chair,  Fiona Smith, Neil Jones, Jean Goodall, Alan Morrison,  Marilyn Owens, Geoff Searson and Ann Lake – Pam Schrieier (macmillan ), Margaret Van Daesdonk nina Chauhall-Lall


 



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, Steve Smith, Annie Curran, Margaret Harris. Alison Trumper






           

2.
Speaker – Nina Chauhall-Lall – Macmillan Patient Information Manager

Nina explained that she is working on a project on information for cancer patients concentrating on cancer care and providing the right information at the right time for each patient. She is also ensuring that patients do not feel isolated.  This whole system should be live in 2010. There are three parts to this; Verbal Consultation, Paper System and Electronic System.  The targets will be Information Centres, Website, User Groups, Support Groups etc.   Nina reported that there will be challenges, such as some Trusts have already produced information and therefore, it could be hard to implement.  Geoff asked if the GP will be able to hand out this information in the early stages?  Nina replied that she is hoping to tap into the GP practices and is therefore hopeful that information will be available at GP practices. Geoff also asked if his Prostate Group could be mentioned on the Website. Nina explained that each locality will have a link and will develop their own sections.  Nina also explained that she is looking at contacting Libraries with a view to them holding information, as not all patients like to go back to their hospitals. She also explained that they are looking at patients being able to access information at home.  This information has been through a rigid process to approve and has been developed through Macmillan and specific cancer charities to ensure that it is correct.

3.
Previous notes of meetings


These were agreed.

4.          Matters Arising
Waiting times- Sian has still not received a reply from Mike Richards, but did phone his Secretary and was told that he had moved office, so she has emailed him.

Sian visited The Princess Royal with a view to having a stand outside outpatients to advertise the group and found them to be very helpful and suggested a Tuesday which is the busiest clinic day.  Sian circulated a poster which would be displayed. A few minor amendments were made. Sian will pass this on for printing.  Sian also reported that she has looked into advertising equipment, ie pens, pads, etc., and asked the group if they would be interested in Sian ordering some of these.  In the meantime if anyone has any ideas of how to advertise, please let Ann or Sian know.

5.       Feedback

LIT – Sian reported that there is a 40% increase in cervical screening which is due to recent publicity generated by the “Jade Goody effect”.
Partnership – Sian reported that she has been asked if anyone would be interested is being trained as a Peer Reviewer. Anne, Sian and Margaret put their names forward. Sian reported that there is a Cancer Voices Workshop on 31st March which is designed to help members become more pro-active in their groups and have a greater understanding of cancer services. If you are interested, please give Ann your name as soon as possible.

Sian also informed the group of a Cancer Biology Course which will be held in April, the date has yet to be confirmed and will be held at Stafford Hospital. Anyone wishing to attend should contact Ann. Names so far from the group are: Marilyn, Fiona, Margaret and Anne.

Sian fed back from Joan Jackson, Deputy Director of the Network, who confirmed that while some patients are being notified of their results by phone (prostrate cancer) this would not cause the site to fail their peer review. Geoff asked how long people have to wait for the appointment with the specialist after receiving the news and  if it is possible for people to have the information and support before the appointment?  Margaret will check the range of waiting times (between receiving the news and seeing the consultant / CNS) and see if it is possible to send the information out to the patient by post so that it is available prior to the appointment.
Sian asked the group if they would be willing to look into making life better for children whose parents have had or has cancer, between the ages of 11-19 and feels it would be a wise way of spending money. She suggested that a booklet be devised by this group. Nina suggested that she would make national contacts to see if anything has been done before.  The other contacts to be made are: Wrekin Writers Birmingham Children’s Hospital, Winston’s wish.  

Jean suggest the group consider using some of the money towards two chemotherapy chairs for the chemo department.
6.       Treasurer’s Report

Alan presented the Treasurer’s report.  As at today’s date the business Account stands at £10,375.16 and the current account stands at £1,685.75.  

7.       Survivorship

Marilyn and Neil are running a government initiative on survivorship / post discharge, thinking about people’s experiences and what could be helpful to them.  Neil has been employed to run this project for six months. They are running a trial course which will include radiotherapy/chemotherapy patients at the end of their treatment.  They will be getting more feedback from groups in out patients about what they would like information or help on in post treatment, such as body image, sexuality, relationships, going back to work.  They will not, initially be looking at supportive and palliative care patients.   Marilyn asked if a member from this group would like to talk to this group.  

8.      Any other issues.  
Jean was pleased to report that plans for the garden in the radiotherapy section of the hospital will commence soon and hopes to complete this summer. The estimated costs are £3k and it was previously agreed that the PCT monies held with this group are to be used, together with other money from charities. Jean reported that there will be two benches with plaques honouring two fonder members who have since lost their lives to cancer.  

Fiona asked if anyone would be interested in participating in the Relay for Life, which would take place in September in Shrewsbury.  She requested survivors to volunteer to walk either the first or last lap and if willing to provide their details for a press story.  Anyone interested in taking part should contact Fiona on01952 591683

“As Relay For Life's Guests of Honour, cancer Survivors of all ages are invited to start the Relay by walking the first lap. Survivors are also welcome to just attend on the day and experience the event in their own way. Once you have registered, you will receive a welcome pack containing a Survivor t-shirt and commemorative badge.”

Or to register as a Survivor by phone please call 0871 6412602 (Monday - Friday, 9am-5pm).
9.      Date of next meeting

Please note that the next meeting is Tuesday 21st April 2009 6.30pm (pre-start) 7pm at The Hamar Centre, RSH
Action(s)

· Nina to contact national groups re: info on care for children 

· Sian to continue tracking Mike Richards

Facilitator: Ann Lake

Email: ann.lake@wolvespct.nhs.uk 

Phone: 01902 6446810

Mobile: 07798 742266

PAGE  
4

