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




   

Minutes of the meeting held on 10th January 2006 at 7.00 p.m. in the Hamar Centre, RSH

Present:
Tony Bradford



Helen Swindlehurst



Betty Bradford


Joe Griffiths



Glynne Hughes


Alan Morrison



Pat Reade



Alison Trumper



Tim Cooper



Janet Critchlow



Jean Goodall



Lorraine Warrender



Annie Curran



Ruth Felton



Wendy Thompson

Apologies:
Amanda Dell







Cherryl Rowlands

Secretary:
 Janet Critchlow

Chair:

Jean Goodall

1.06 Minutes of the last meeting – 8th November 2005.
Minutes were agreed as a correct record – December Meeting was a Social Event only.

Cancer Networks Update

Tim Cooper explained that there was an intention to merge the North West Midlands Cancer Network with the Black Country Cancer Network into an enlarged Greater Midlands Cancer Network.  This would include the cancer centres of Shropshire, Staffordshire and Wolverhampton.  Plans were currently being prepared.  Little further was yet known.


Head & Neck Update

Tim Cooper explained to members that today had been a very busy day for some of the Forum members, in particular the Laryngectomy representatives Pat and Alan also Mick, Colin and Derek from the Lary’s Group and Jean on behalf of the Forum.  The Head & Neck Review team visited RSH today and members made an excellent contribution to this important occasion.  Their presence had made a significant impact, giving the patients perspective and appreciation of the service at the Royal Shrewsbury Hospital and all members of their Team.

Both University Hospital North Staffs and Royal Shrewsbury had presented their cases today.

At the end of the day, the visiting Team suggested that there was no gain in merging with Stoke.

Patients would be better if services remained as they are for now, thereby avoiding the difficulties of travelling to Stoke for patients.  The visiting team did however suggest that the Trust should give consideration to aligning its services with Wolverhampton.  Tim stated Head & Neck Cancer Services will be provided locally, but in time we will talk to Wolverhampton – but in the future.  It was stated that the Patient Representation had made all the difference to the outcome of the day.  Tim thanked everyone for their tremendous effort and input into the day.

One of the drawbacks as far as Shropshire is concerned, is the number of population served – 500,000 approx. when may guidelines suggest a population of 1 million is desirable.

Glynne Hughes asked: How does this affect patients going to a Centre of Excellence?

Tim Cooper replied that Rural populations might be a disadvantage. The NHS thinking on centralisation of services would inevitable mean change.  In the new NHS economy the PCT (Primary Care Trust) will have to look at what RSH is good at.  There will be many opportunities to attract patients, but they will have to demonstrate this by marketing themselves better in future.

Tony Broadfield – What services do Wolverhampton have?  TC explained that Wolverhampton is a large hospital, which is very good at marketing themselves, they are in debt like other hospitals, but have a strong service and potentially a good hospital to be aligned to. RSH would need to make sure that local services are in patient’s best interests.  GH – Patient care locally is very important.  TC – The PCT’s would want to buy services locally. GH – Suggested to Tim that he ask the Forum for support in achieving this, and involve the Group wherever possible.

Jean Goodall – Thanked Tim and Alison for their support and for the enormous amount of work they had put in behind the scenes. 

HERCEPTIN LEAFLET

Helen Swindlehurst – circulated a copy of a Herceptin Leaflet.  JG – had been asked by Amanda Dell to look at this and ask for Forum reflection, on this newly designed leaflet.  The Forum has also been asked to participate in Psychological Group work.

TC – Herceptin is not a wonder-cure-all drug.   It is a drug that has shown a tremendous potential benefit in a small group of patients; but is not without its risk.  The full effectiveness of the drug is still finally being evaluated; and is not yet approved by NICE.   The group went through the leaflet, which sets the scene to inform patients.  JG – The leaflet is intended as an Advisory and Information leaflet setting out what Herceptin is, for whom it may be suitable for, the position of Government, NICE (National Institute of Clinical Excellence) Licensing, Clinical Trails advisory and the PCT’s overall position in this context.  It was asked if this was the final version and HS stated that there might be minor changes in the future.  GH asked if this leaflet had been endorsed by the PCT.  TC advised not yet.  Lorraine Warrender asked if this was temporary until NICE approval.  TC replied that the Secretary of State for Health has agreed that all patients from5th October will be HER2 tested for suitability of Herceptin treatment; before Oct 2005 there was a small window of opportunity for suitable/appropriate patients to receive Herceptin.  Patients prior to October 05 will have to apply as special cases direct to the PCT.   Leaflet was intended to advise patients in non-clinical language.  Herceptin can be used currently, for patients who’s cancer has spread beyond the breast.  This new indication is before cancer has spread, but it has to wait for Licensing by NICE due in June 2006.   LW expressed her concern in so far as the leaflet appeared contradictory to information available in the Media.  TC warned that the Media is in the business of selling papers; therefore the reports in the news are hyped up.  There are very real matters which need to be taken into consideration – for example – not all patients would be able to have Herceptin – some patients may experience Cardiac problems – the Heart needs to be tested regularly throughout treatment – not all patients will benefit – 1 in 5 might show potential benefit – 1 in 4 may benefit, but there may be a trade off re: cardiac conditions.  LW felt that in her opinion, the leaflet was intended/would put patients off requesting Herceptin.  TC – Patients from October 2005 will be HER2 tested.  The leaflet is intended to set out the real picture, as there are side effects.   HS explained that the PCT felt the need to produce a leaflet due to the misinformation in the media. The PCT has a duty to set out their position at this time.  JG said that all information on the Internet sets out the side effects.  She felt the Media should be censured, as it leads people to believe they can have Herceptin regardless.  It was unfair to give false hope and expectation to patients and potential patients.  LW felt that the media should be applauded for raising awareness of the public to this subject.  Wendy Thompson asked if a paragraph on the leaflet could be moved HS agreed to put this to Amanda Dell (Senior Commissioning Manager, Shropshire County & Telford & Wrekin Primary Cart Trusts).

            GH felt that fundamentally the leaflet was helpful.  JG explained that, when licensed, it could cost £20 – 30,000 per year per patient – from the PCT’s existing budget – at this point in time there has been no suggestion by the Government, that Hospitals would be offered any extra funding to provide this drug to patients.   TC advised it would cost £1.2million in Shropshire for Herceptin alone, additional funding would be required for space in Chemotherapy centre plus nurse time.  Herceptin my improve survival by 2 – 3 patients per year, but money will have to come from somewhere.  It is important to remember that NICE have to rule before any decisions can be made.  PR asked How many doses would a patient need?  TC – 17 doses – From trials, at the present time, there seems no benefit in continuing over 1 year optimum.  JG – Out comments to be passed to AD via HS.
Finance

Wendy Thompson advised that we have £7.500 in our account.  There is money due from Macmillan (£5,000 to be shared between 3 groups within the network).

Minutes

Jean Goodall advised members, that due to economies within the Hospital, Cherryl has had to take on extra responsibilities.  Therefore Minutes and Agenda have been late going out due to pressure of work.  Please bear this in mind and accept apologies for this.


Waiting Times


Alison Trumper Explained that Cancer referral methods in October 2005 at RSH had been the 


Worst on paper – not clinical care – but related to the collection of Data.  There are now, 


Pathway Trackers.  As at 21st December 2005, only 2 patients had breeched the targets.  Targets 
are about patients accessing treatment in a timely manner.  There is a 61 day target at which we 

achieved 98% and 31-day target at which we achieved 95% on target.  GH asked what  


happened about patients whose pathway is more complicated – bearing in mind that speed of

diagnosis is the key.  AT – Generally Consultants will put URGENT on scan cards and it is often done within two weeks – just good clinical practice.  New diagnosis or previous patients are discussed at MDT’s (Multi Disciplinary Team) meetings.  Targets are useful as they are followed through, as time is most crucial factor. Alison has been helping the Tracker, and many patients have opted to wait for a local appointment when offered a choice between earlier appointments at another hospital (PRH for example) in preference to a slightly later date at RSH, when necessary.  GH said he had not been aware of MDT’s.  AT – explained that the Multi Disciplinary Team meets regularly to discuss each patient and their individual treatment.

PCT’s – SHA – AT & Network

PR – asked if we could have a paragraph about what Primary Care Trusts, Strategic Health Authorities, Acute Trusts and Cancer Network do and what their roles and responsibilities are.

JC said that there is an Organisation Chart showing where these organisations fit in, and would arrange for copies.

A.O.B. – No matters raised.

Date of next meeting: Tuesday 14th February 2006.

Everyone to bring a Rose!




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





Working in partnership with Shrewsbury and Telford Hospital NHS Trust








_1149924418.doc
[image: image1.png]Shropshire & Mid Wales
Cancer Forum







