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Attendance: 
Gavin Cleary; Karen Davies; Mark Wood; Liz Stretton; Daniel Fishman; Kathy Bailey, Helen Strike; Clarissa Pilkington; Akhila Kavirayani , Nick Wilkinson, Valentina Leone, Mark Friswell, Lorna Stanyer,  Madeleine Rooney, Michael Beresford 
Apologies:  
Helen Foster

New members

Mark Friswell – welcomed to Board as Chair of Clinical Affairs Committee

Valentina Leone – welcomed and Trainee Representative

Karen Davis was thanked for her significant contribution to clinical affairs, particularly the Standards of Care for JIA - work that is recognised internationally

Akhila Kavirayani thanked for her support as trainee rep, with linking with interesting trainees and work on the audit of standards of care

Previous minutes:

Accepted without amendment
Action Points: 
1. Concerns persist regarding re-deployment of clinical nurse specialists.  A number of national meeting are evolving around provision of services
a. Civil Eye, independant consultant has arranged serried of workshops which include specialist nursing, Allied Health Care Professionals and Paediatric Rheumatology.  Imperative to ensure adequate representation at this meeting
b. KD aware of meeting at Kings fund regarding networks next week, unclear what the agenda is and who invited.  Important to ensure Paed Rheum on the agenda at all such meetings

c. Continued importance of building links with RCPCH for representation at a national level emphasised

2. Autumn meeting

a. Charity status and VAT savings offer potential benefits

b. Plans for future meetings and financial arrangements need clarification. 

c.  The benefit of a permanent secretary to support the work of arranging this meeting emphasised

Action
1. KB to approach RCPCH

2. NW to enquire at BSR

3. All to identify potential roles for secretary

Website
MW
· Job description for nurse support for management of website circulated
· DF to check with accountants re: employment issues – would be paid as a private contractor on an hourly rate
· Agreed to set objectives, to be reviewed after 6 months with a report to MW
· Amendments now made and new website launched and inviting comments.  Dataphiles at the Autumn meeting to discuss any specific issues
· New site will be self management system which will facilitate each subcommittee maintaining own area and keeping information up to date
NICE
MW

· Tocilizumab meeting last week, initial impression following this meeting more positive following initial negative response in view of health economics and data provided by Pharma in written response
General discussion re: health economics and future trial design

· Suggested to contact University of York to establish how best to work out health economics related to new treatments
- MR









· Future design of trials to include health economics as outcome of discussions with NICE following Tocilizumab appraisal.  NICE will support this process

· SYCAMORE trial for adalimumab in uveitis will include full economics costs

· Currently no direct communication between EMA, FTA and NICE.  

· CSG are hosting meeting with BSPAR leads, regulators and consumers to ensure economic data has significant relevance.  This collaboration has been stimulated by the discussions around the Tocilizumab appraisal
· The importance of ensuring that industry discuss with the clinical community and regulators regarding the impact of any study.
· Health economics is a priority for future work

Action: 



1. CSG meeting on 20th October 2011 with Industry, Regulators, CSG and BSPAR reps, and NICE – to highlight roles and importance on a strategic approach to relevant issues and try and establish a direct, personal link with someone from NICE (and in discussion, propose a meeting / fostering an on going dialogue) 

2. CSG / CAC meeting in January to come to a consensus approach on integrating CSG and BSPAR initiatives on ensuring appropriate information and data is collected in all future studies / trials supported by CSG, seek how BSPAR members can be encouraged to collect in routine practice data of relevance to the NICE process, and seek to determine how to engage BSPAR members in clinical research that will allow collection of relevant health economic data in clinical practice (this is onerous, and potentially a study in its own right would therefore need funding and approvals in its own right




MB
3. Contact Wendy Thompson (CAPS) and Kimme Hyriche (BECS):  is there any available data available in these studies which could be used to evaluate costs of care for JIA
4. Following meetings with NICE/regulators and meetings suggested in 1/2. Further meeting between CSG and Clinical Affairs to evaluate the feedback and establish further work to be on MCRN portfolio.
 MB/MF

Clinical Affairs

KD

Service development
· Policy officer at RCPCH (Sue Eardley)  joined last executive meeting.  Discussed future commissioning arrangements.  Uncertainty re: services which will be commissioned locally or nationally.  Currently suggested all specialised services according to National Definition Set will go up to National commissioning, but not sure if Paed Rheum included and if so, whether complete service or just specialist areas will go for national commissioning

· College specialty group dissolved few years ago – discussion re: how to benefit from commonalities between specialties.  Nephrology (BAPN) have launched a network document which has been produced in collaboration with RCPCH and published on website.

· Designation document.  Need for document to outline service specification, linked to requirements of commissioners.  Nottingham commissioners said designation doesn’t exist any longer.  However, there is a need for a document to endorse pathways for care of patients and evidence to support the pathways.  SPARN uveitis guidelines not endorsed due to lack of evidence to support, so need to justify proposals
· Proposal for working parties for

1. Development of Service Specification (designation) document/network recommendation (akin to BAPN) with external support/guidance.  This will need separate funding
· Discuss with commissioners in West Midlands as keen to be involved

KB/KD

· Discuss with Mary McGraw how their group approached development of document and who supported/participated







KD

· Discuss at next CAC teleconference






KD/KB/LizS

· Important to note that PRES and ACR also working on pathways
· Include: 

· Commissioners

· Patient groups

· Clinicians

· Health economist

2. CSG/NICE health economics work

National Quality Board
JIA was proposed for development of quality standard.  Within this process NICE will support production of guideline where one doesn’t exist.

Action:  discuss further with NICE at meeting planned with CSG





MB
MB commented that BSPAR Standards of Care for JIA are held in very high regard and is also driving the development of work/services outside the UK

NW able to support patient/consumer input with NRAS as very keen to contribute to development of services 
BSPAR Etanercept Cohort Study (BECS) update:

· Negotiations ongoing.

· Consensus reached this week between University of Birmingham; University of Manchester; BSPAR and Pfizer.  Difficulties have arisen around financial liabilities and confidentiality,  agreement reached to £1million cap for financial liabilities of Pfizer, BSPAR will have financial liability and will need insurance to cover this –  brokers have been approached suggesting this is possible and awaiting quote for costs

· Pfizer have given £25k to cover legal costs relating to contract, actual costs incurred are £30k, therefore BSPAR covering costs of £5k.  This is seen as an investment for the ongoing project beyond the transition agreement
· Final documents are currently being produced to support the agreement

RCPCH meeting

· Programme agreed for 2012 meeting

· Invited to present at ‘Hot Topics’ Session

· General paediatric group have approached BSPAR to do combined meeting in 2013 and would like to arrange combined meeting outside of Spring meeting for General Paediatric interest

Future meetings 
· Board Meetings 
· 26 Jan 2012 for Board meeting – aim for RCPCH office, KB to book
· Doodle for further dates
· 25 Jan 2012 

Clinical Affairs away day

· Autumn BSPAR 
27-28, 2012
Edinburgh

2013

Dublin

· ACR 2011

5-9 November, Chicago 
· RCPCH 2012

23 May, Glasgow
· BSR 2012

1-3 May, Glasgow
· Eular/PRES 2012
6-9 June, Berlin
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