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GREATER MANCHESTER LANCASHIRE & SOUTH CUMBRIA
MEDICINES FOR CHILDREN RESEARCH NETWORK

ADVISORY BOARD MINUTES

26th January 2007 – 2-4pm
Nowgen, Grafton St, Manchester
Present: Peter Clayton (Chair) (PC)

Apologies: Keith Chantler
               Peter Callery (PCa)                                    

Tim Eden
               Chris Cooper (CC)




Stuart Eglin

               Alistair Gibson (AG)




Anthony Emmerson
               Martin Hodgson (MH)



Jonathan Green

               Dhia Mahmood (DM)



Rebecca Jones

               Helen Pidd (HP)




Henry Kitchener

               Bob Postlethwaite (BP)

               Vanessa Poustie (VP)

               Peter Powell (PP)

               Helena Prady (HPr).

               Sarah Rickard (SR)

               Nick Webb (NW)
               Ashley Woodcock (AW), 
1. Welcome

· PC welcomed the group to the second Advisory Board meeting. The minutes of the previous meeting had been circulated previously, and no amendments were requested.

2. Update of Network Activities
· PC gave a brief presentation about the network

· NW stressed importance of speciality areas 
· VP indicated the importance of using the MCRN Clinical Study Groups (CSGs)
· AW asked where/who does he go to with research ideas and how does each CSG decide which trial will run? What was the process, should funding be applied for first or should a CSG be approached? Could he do paediatric research outside MRCN?  
· VP stressed that MRCN is here to facilitate research and other research will still occur outside MCRN. VP suggested AW would need to take an idea to CSG (however early the idea is), and AW would get feedback and input re further development of idea if needed.
· NW explained using his renal trials as an example – the CSG wanted specific details/methodology. Some trials will be rubber stamped by the CSG because they are so well prepared/though through. Other protocols are literally A4 page x 1 and will require more support/help from CSG
· VP stated that eventually unless trials go through UKCRN they won’t get funding for service support costs
· CC asked if MCRN would cover devices. VP replied the UKCRN consider them in future
· VP stated the MCRN would be supporting trials of medicines, but will also be looking to adopt non drug trials
3. Update on staffing and training
AW asked what will the network co-ordinators and nurses be doing and SR gave a brief overview of the different roles of the network staff. This included nurses/trial co-ordinators assisting with setting up studies (assisting with approvals etc)
SR stated that until the portfolio was more developed the network would be flexible in its approach
· AW asked if this will be regionally spread and SR stated that any trust in network region could run an MCRN adopted trial and be eligible for network support
· SR stated that some sites running MCRN trials would need training support and that UKCRN courses would be open to them
· PC  asked for clarification on local paediatricians going on UKCRN courses
· SR stated that they would have to be working on an UKCRN study.  
· SR also stated that NW LRN induction courses (5 one day courses) are not available to investigators at present, only new NW LRN staff. 
· SR stated that some Trusts will shortly be making it mandatory for investigators to do GCP courses.  
4. MCRN Trials

· PC outlined the currently adopted studies and noted they was a very broad spectrum of studies 
· VP said that 7 further studies had been adopted in January with another two with questions to be resolved. This makes a total of 20 with 8 pending.
· AW asked if adoption is going to delay things or can it run along with ethics approval.
· VP replied that they (MCRN CC) can turn round adoption from industry in 2 weeks
· PC explained that his and NW’s visits to see the Paediatric Clinical Directors at all key teaching Trusts and DGHs was nearly complete and they had identified a primary person at each who can provide a contact relevant local investigators.
· AW asked if DGHs are generally enthusiastic – PC/NW said yes
· CC noted that DGHs were protective of resources and staff 
· SR stressed the network would be facilitating not taking over, the investigator has responsibility for the study, but the network can help/support
5. Trial Feasibility and Information Gathering

· We will be gathering data on how paediatric services are managed across the region and how the information is recorded and managed by Trusts (patient information). There would be 1 ½ posts to support this activity (from underspend)
· PP stated that maybe the network could work with the Paediatric Network Support Board as they are looking at this
6. Consumer Involvement

· SR outlined the need to engage with children and parents, with primary care and also industry.  The MCRN has a Consumer Liaison Officer.
· VP noted that there was a pilot group of children working with the MCRN co-ordinating centre who look at aspects of research.
· SR stated that locally we need to look at this as well.  She stated she had already contacted the PPI Manager and PALS at the Trust and discovered CMMC has “Teentalk” comprised of young people who have experienced CMMC (some long term hospital experience/some short).  
· SR stated she had written to local patient support groups etc and three people had expressed an interest in becoming involved with the network, but did not have children and so weren’t ideal as a ‘User Involvement member for the Advisory Board
· PCa asked how big a role this would be.
· CC suggested maybe a pool of people with various experiences – neonatal/other.
· SR thought yet another group may not be a good idea.
· AW stated ethics and funding applications looked for user involvement in applications
· MH stated that service design has child input (they have had this in transitional care).
· HP suggested research nurses could do gather information.  
· The Board agreed it might be difficult to get 1 ‘parent rep’ – maybe wait to see before setting this up and perhaps have a small group of interested people
· HP thought maybe one of nurses could ‘liaise’ between users and group
 7.  Primary Care Involvement

· SR stated they were looking at ways to interact with primary care 

· Currently the MCRN portfolio only has one primary care study (verruca study)
· PC felt board members knew GPs well and the network could use local knowledge.

7. Engaging Researchers within the Network

· SR agreed to send MCRN portfolio to board members to distribute locally
· DH suggested it would be useful to also send it straight to paediatricians
Board dates for 2007

Friday 4th May 2007 (after Launch) – 3-5pm, Chancellors Conference Centre, Fallowfield
Friday 17th August, 2-4pm, Nowgen, Grafton St

Friday 16th November, 2-4pm, Nowgen, Grafton St
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