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Minutes of the meeting held on 10th April 2007 at 7.00 p.m. in the Hamar Centre, RSH

Present:      Jean Goodall


Maggie Hulme

        Pat Reade


Helen Swindlehurst


        Alan Morrison


Arthur Brown

        Tony Bradfield


Betty Bradfield


        Sian Halliwell 


Joe Griffiths


        John Gear


Wendy Thompson (Treasurer)




        Ruth Felton


Sandra Holmswood





        Ernie Heath


Trish Lowe


        Jackie Hyne


Fiona Daley

Apologies:  Annette Clarke


Julie Thomas

           
        Eileen Lewis


Lorraine Warrender


        Douglas Mee


Jenny Richardson


        Pat Jones



Tim Cooper


        Annie Curran


Roger John


        Alison Trumper


Arthur Brown

Secretary:
Cherryl Rowlands

Chair:

Jean Goodall

Part 1
- Everyone

1.07 Children & Young People with Cancer – Jackie Hyne

Jackie Hyne, Paediatric Macmillan Specialist Nurse gave a presentation on Children and Young People with Cancer.  

Cancer in children is much less common than in adults and the types of cancer vary from those suffered by adults.  Lingen Davies Children’s Cancer Unit at Shrewsbury is a shared care centre for the regional centre, which is at Birmingham Children’s Hospital. 

Central lines are used in the chest and Vasciports are often used for the children.  The children have their own personal held records and know their treatment plan.  Parents are understandably heavily involved in a child’s treatment, indeed the whole cancer experience is family orientated.   

For further information CCLG - www.CCLG.org.uk (Children’s Cancer and Leukaemia group), and www.childcancer.org.uk 

30% of children diagnosed with cancer or leukaemia will die.  Terminal care will take place at a setting chosen by the family, whether it is as home, hospice or hospital.  Drawings of faces are used to communicate with the children and they can point to the face which shows how they are feeling.  There is a box that contains everything the family will need at home.  The children have a strong say in what treatment plans they want.  Consent forms are signed by 16 year olds and at 18 years old they have the right to say no to treatment.  Everyone works together as a team.

Points discussed:

· Forum members asked if anyone would be interested in coming to a meeting as the Forum wants to be able to help but they don’t know how to.  

· It was suggested that new standards are needed for young adults. Jackie advised the group that there are new NICE guidance pending called Improving Outcomes for Children & Young People with Cancer.  There is room for service improvement

· Personal held records.  Someone asked why the record books are not as cheerful for adults and it was felt that patient records should be held by everyone.  The Cancer Diary, which had been trailed by Colin Bates was discussed.  It was suggested that the diary should be everywhere.  Trish said that diaries for adults had been trialled all over the country and it was the same everywhere.  Perhaps parents are more inclined to use them for their children than adults are for themselves.  Members of the forum would like to revisit personal held diaries.  Jackie is happy to advise if needed.  Walsall offer a diary but Stoke have given up.  Diary to be included in the process mapping.  

Part 2 – Patients, Carers, Support Group Representatives

2.07 
Minutes of the last meeting 


These were approved as a correct record.

3.07    
Matters Arising

· an e-mail has been received from Marilyn Meade Brown who would like write an article for the Newsletter then please contact Jean.

· Conference – User Greater Midlands Conference on the 19th of June is for patients and carers.  A keynote speaker is Professor Jessica Corner.

· There is a new website called Cancer Buddies provides a network for people to link in with each other.

· NICE have a questionnaire on spinal chord compressions.

· The constitution needs to be discussed again.  It is very broad and some of the language needs changing to be more up to date.

· The Forum conference needs to be set to a budget, groups should be invited to take part to be able to promote the Forum.  Discussion took place about the Conference.  There is a sub committee, Jean to meet with Lorraine, Eileen and Annette.

4.07 
Any Other Business

Partnership – Trish told the Forum that Walsall had decided to stay as a local group.  This Forum is to decide whether or not to stay in the Network Partnership.  It depends on whether they need to be involved with taking decisions.  Members attend Management group meetings and will need to send representation.

Macmillan funding for Partnership – Trish is responsible and accountable for any money Macmillan make a grant for to the Partnership.  Money will be made available for expenses, the group can apply for a ‘kitty’.  It may be that the group trials it for 12 months.  Macmillan are very specific on how the money is spent.  Money for the Radiotherapy garden is from elsewhere and not from the Macmillan money.  Macmillan have not said how long grants are going to be available for and we don’t know when we will be entitled to the next one.  Macmillan are going to branch out into Palliative Care, cancer will be at the forefront but will also be dealing with heart, kidney, Alzheimer’s etc.  It was suggested that the Forum may encourage more members if they were open to those with other illnesses.  The Partnership group will remain cancer orientated.

Future – The Forum needs to decide whether or not it will remain in or out of the Partnership group.  They need to take their time and discuss their situation.  The situation with the Partnership should calm down and everything should start to move forward from now on.

Chair – Jean announced that she will be stepping down as Chair of the Forum and suggested that the Forum looks for a Chair and two Vice Chairs to help spread the workload.  It was agreed that the patient point of view is very valuable.  Jean would still like to be involved with the Forum.  Trish would find it helpful to know what the group want to do.  Jean said that the role was what you want to make of it, different people will have different approaches, someone   will need to cover the LIT meetings if the chair is on holiday.

6.07
Date of next regular meeting:  12th June 2007.  AGM on 8th May.
All meetings are held in the Hamar Centre from 7.00 – 9.00 p.m.

*Any attachments not included with the minutes when stated to be included, may not have been received at the office and will be sent at a later date*

Distribution list:

If you are on the postal mailing list and do have an e-mail address we could use then please let me know.  It saves on time and paper!  If you have any attachments to be sent out with minutes, I would be extremely grateful if they could be in electronic format (for same reasons mentioned above).

Thank you.

Cherryl
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	Wendy Torr, Brain Tumour, CNS
	

	Will Smith 
	


Working in partnership with Shrewsbury and Telford Hospital NHS Trust








c/o Hamar Help & Support Centre


Royal Shrewsbury Hospital NHS Trust


 Mytton Oak Road, Shrewsbury 


SY3 8XQ


Tel: 01743 261035


e-mail: � HYPERLINK "mailto:smwcancerforum@hotmail.com" �smwcancerforum@hotmail.com�


www.cancerforum.org.uk








Cancer Forum.  March 07


_1205738181.doc
[image: image1.png]Shropshire & Mid Wales
Cancer Forum







