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                             Minutes of the Executive Meeting
                                         Friday 11th March

       10.00 - 13.00 Royal College of Paediatrics and Child Health, London

Present

Sally Feather (SF), Mary McGraw (MMG), Peter Houtman (PH), Carol Inward (CI), Helen Jones (HJ), Maggie Fitzpatrick (MMF), Simon Waller (SW), Shahid Muhammed (SM), David Milford (DM), Judith van der Voort (JV), Moin Saleem (MS), Larissa Kerecuk (LK).

1. Welcome was extended to SM (new lay representative to BAPN executive committee).

2. Apologies

Milos Ognjanovic (MO)

3. Minutes of the last executive meeting

These were agreed as a true record of the meeting in November 2010

4. Matters arising (not otherwise on the agenda)

a) Nephrology networks: The final meeting occurred at the beginning of February 2011. The RCPCH has set up a document “Bringing networks to life” which is designed to provide a strategy for paediatric networks. The RCPCH document has imported substantially from the nephrology networks document, bringing power to the nephrology document. The nephrology document is due for completion ahead of schedule.

b) Annual report: Some submissions have been received for the annual report which covers the year ending December 2010, others are pending and reminders are to be sent (action SF).
c) Proposal for membership: The mechanism needed clarification following merger with Renal Association. Proposal forms are available on the Renal Association website and will also be put on BAPN website (action LK). The proposal form should be sent to MCI who will then forward the form to the BAPN secretary for ratification of membership at the next executive meeting. Each year MCI should be asked to provide a list of new BAPN members to be included in the annual report.

 5. Workplan was reviewed and CI requested change in audit committee section (action SF)
 6. Items requiring discussion/decision

a) Honorary membership: Differences between honorary membership of the Renal Association and the BAPN were highlighted. Honorary membership of the Renal Association is prestigious (currently only 13 honorary members in the UK) and incurs a cost to the Renal Association in terms of reduced fees at meetings etc. BAPN honorary membership is currently offered to almost all retired consultants in paediatric nephrology. The Renal Association also has a new category of retired member. The executive committee agreed that the Renal Association and BAPN honorary membership should be kept separate currently but the honorary membership criteria for BAPN should be reviewed perhaps to reflect the criteria for honorary membership of the Renal Association. In the first instance the honorary criteria of the Renal Association would be obtained (action MMG) and the item will be discussed again at next executive meeting.

b) Patient information leaflet project: This is led by Jan Dudley and David Milford and £115K has been provided by BKPA to support the project. Jan Dudley has submitted a proposal to the RCPCH executive for a person to be appointed as the patient information administrator, appointed by RCPCH and located at RCPCH. The intention is that the post would be overseen by the Clinical Guidelines Group. A Task and finish group has been organised to oversee the work including Jan Dudley, LK and SM. A trainee is also required (action HJ). Consideration is needed for how the group would interface with the BAPN.

c) NICE Acute Kidney Injury workshop: RCPCH is to be asked who has been nominated to attend on their behalf (action SF). Renal Association is to be asked who is nominated on their behalf (action MMG). The British Renal Society is sending Paul Stevens. There is a need to find out if an additional BAPN member can attend this workshop on behalf of RCPCH (action MMG).
d) Haemolytic uraemic syndrome: bid for National Commissioning The BAPN executive had received a copy of preliminary application and had provided a letter of response.
The bid includes provision of genetic investigation and treatment of HUS although the bid seems to concentrate on the use of eculizumab rather than the full range of treatment modalities.

Tim Goodship (TG) was present through telephone conferencing facility and reported that the updated preliminary application has been submitted and they will hear in April 2011 whether a full application can be submitted. A full application would need to be submitted within approximately 2 months of the decision.  If successful, the start of National Commissioning would be approximately April 2012. The full application would require more robust and detailed financial section (approximate costs are £107 million). In addition, more detailed information about prevalence and incidence in paediatrics would be required for the full application.  It is unclear if this application refers to only England or whether any of the devolved countries are included. Currently there is only one adult nephrology centre on the application, although two may be required. Two paediatric centres have been named on the application: Newcastle and Great Ormond Street. 
EC queried how the service would run and in particular what would be the role of the lead centres.: for example if a new patient presented with HUS to any recognised tertiary centre that was not a lead centre for HUS centre, what would be the patient care pathway?  For example, would clinicians form the lead centres travel to each of the tertiary centres or would patients be expected to travel to one of the two lead centres for HUS. The latter caused concern for EC members as this would not seem to be in the patients’ best interests. It was pointed out that paediatric nephrologists deal with many rare conditions and perhaps unlike in adult practice aHUS is no more rare than many other conditions cared for by paediatric nephrologists.   A call for centralisation of care therefore does not seem appropriate. Without clarity of the role of the lead centre(s) it is difficult to define how many centres would be required however the rationale for 2 paediatric centres was also queried since there is only one adult centre proposed although in the bid it is suggested there are many more adult patients. TG explained that the shared care arrangements had not yet been clarified.
EC raised concerns as to how the proposal for national commissioning would include plasma exchange since this is an alternative to eculizumab but if not included in national commissioning it might not be possible for patients to receive plasma exchange for financial reasons ie. if national commissioning came with funding for eculizumab only then local commissioners would be unlikely to pay for plasma exchange.
The relationship to research was discussed. TG pointed out that GOSH is undertaking a trial of eculizumab. However it was pointed out that the BAPN had little knowledge of this as the MCRN paediatric nephrology clinical studies group has not yet seen an eculizumab study protocol. 

TG agreed to send MMG the updated proposal. 
TG also requires information on current paediatric patients. EC agreed to help source that information through its local leads. However it would be important to know exactly what information is required. TG agreed to provide the details required to MMG  
. TG is working closely with Sally Johnson in Newcastle on the paediatric proposal. 
TG to clarify which parts of the UK would be covered by the proposal.
TG also informed EC that there will be a family conference on atypical HUS in Newcastle in June. Details to be advertised in eNews (action SF).
e) Workforce planning: Documents were reviewed for last year and need to be updated for next financial year (from April 2011). MO committee is responsible for multidisciplinary team workforce data and needs to ask all clinical leads for an updated version (action SF to remind MO). CSAC is responsible for updating the trainee and consultant retirement spreadsheet.

f) Website survey: This was advertised on eNews and only 8 individuals responded. Some suggestions were made as to what the website might provide eg. drug calculations. LK raised concerns that she had difficulties with the BAPN website working which had been due to difficulties with Leeds University server domain. LK is trying to get technical assistance for maintaining/developing the BAPN website. The Renal Association also have difficulties with maintaining their website: they rely on a member to maintain the website and each subcommittee chair is responsible for maintaining their pages of the website. MCI does not provide much support for the website. EC considered continuing the website essential: the website was useful for accessing BAPN documents/minutes of meetings. eNnews provides an additional email update and is circulated to all members. LK also informed EC that the website space has expired and funds need to be provided to maintain this space.
g) New BAPN SPIN member: Mona Aslam who works in Peterborough has been proposed as a SPIN member and this was ratified by EC committee. SF will contact her and MCI to organise membership (action SF).
7. Treasurer’s report (JV)

JV raised concerns that she has not received requested information from MCI regarding statement of BAPN finances. The suggestion was that JV telephone Henry Lushington at MCI (action JV). JV wished to know what monies had been paid by KKR to MCRN. The plan is for MCRN to invoice directly. There is no commitment for KKR to continue this. MMG and MS plan to meet with KKR.
8. Secretary’s report (SF)

SF has been attending BRS meetings. eNews being circulated. LK will see whether it is possible to put archived eNews on the website (action LK).  Agenda for BAPN meeting at AGM in Birmingham at Renal Association to be organised: essentially this should be a summary of work of individual EC committees.

9. Registry and audit committees (CI)

Analysis of 2009 Renal registry data is underway and due to be finished by the end of March. Collection of 2010 data should be underway: the registry will no longer take any more paper returns. Funding has been secured for infant dialysis project. A wider membership of the registry committee has been agreed for specific projects. From the BAPN the following will be on committee: Catherine O’ Brien, Heather Maxwell, Vincent Tse and trainee. BAPN priorities need to be decided for the next audit topic. Returns to the renal registry are mandatory and NHS Trusts will be required to do this. Two audit projects have been funded. Of note, BKPA have joined with BRS and funding applications will be processed via BRS.
10. Clinical standards and guidelines committee (DM)
The clinical standards and guidelines committee is due to meet next week. Lyda Jadresic is representing RCPCH at AKI workshop. Immunosuppressive therapy in paediatric renal transplantation is due to be revisited after the adult section is completed.  Anaemia management guidelines have been published. The hypertension guidelines have been redrafted and are ongoing work. Ongoing work includes paediatric standard documents in line with Renal Association guidelines. Although trainees can be involved in these guidelines, consultant leads are required. Prioritisation of areas for guidelines is underway. A peer review tool is also being considered for adaptation for a paediatric format. RCPCH guideline on bloody diarrhoea is being considered, nephrology input would be important for this guideline.
11. Research report (MS)

RCPCH annual meeting is in Warwick June 2011. The nephrology session is a joint session on Wednesday 6th April pm. The nephrology session is joint session with paediatric bone and mineral metabolism group. Invited speakers include Fergal Monsall (metabolic bone diseases) and Rukshana Shroff (vascular calcification). 

RADAR committee has a chair (Mark Taylor). The remit of the committee is to establish areas of rare disease and plan strategic management of them. The RADAR committee will appoint working parties and will be responsible for finances including presenting accounts to the Renal Association executive. Funding (£500K) is being provided by BKPA/KRUK to create new disease working groups.

MCRN CSG: A new trainee member is being appointed to the renal CSG. MS has attended the MCRN chairs meeting (occurs twice a year). The chairs meeting highlighted the different areas of expertise within different CSGs eg methodology and pharmacy and the importance of utilisation of expertise of different groups. Global governance of different CSGs was raised and some co-ordination of separate CSG groups is required, possibly via a RCPCH speciality board.
12. Clinical services committee (MO)

MO sent apologies and a report which was read by MMG. The committee is planning to feed into the NHS kidney care document on coding. MO had worked a couple of paediatric examples. MMG felt that the paediatric areas should include: paediatric co-morbidities eg. congenital abnormalites, differences between adult and paediatric patients eg. feeding, urological abnormalities, growth failure. MMG commented that the adult document was very focussed on renal replacement therapy.  The EC were asked to consider important paediatric co-morbidities and send any suggestions to MO (action all EC).

BAPN representation is required at meetings with Civil Eyes. It was suggested that MO contact John Smith at Civil Eyes (action MO). 
Lesley Rees had contacted MO about new funding for emergency re-admissions within 30 days of discharge from hospital and concern that these would not be funded. Many renal patients are frequently re-admitted repeatedly! MO was due to contact clinical leads in all BAPN centres to discover how different Trusts were interpreting this guidance (action MO).
13. Communications officer

Item already covered in section 6f

14. CSAC report (MMF)

Report had been included with minutes. Currently work underway on nephrology curriculum. Four nephrology trainees were appointed to national grid. Plan to write to Deaneries to recognised needs of SPIN trainees. 

15. Trainees report (HJ)

The next trainee day was planned in Nottingham. HJ did not have a list of SPIN trainees. 

16. Consultations responded to 

List was enclosed with agenda and was reviewed.

17. Items for information

Donal O’Donoghue’s report to BAPN was received. A number of items need to be watched by BAPN including payment by results, achieving equity and excellence for children, PD national framework contact and AKI guidance development.
18. External committee updates

Joint Specialities Committee: MMG had attended a recent meeting.

Kidney Alliance: SW had attended. Kidney Alliance is struggling financially and as a result 2011 World Kidney day would not be repeated. SW had attended the Parliamentary Reception.

NHSBT: report had been provided by Jane Tizard.

International: reports and emails sent by Mignon McCulloch had been previously seen. International membership of the BAPN should be on the agenda for next EC meeting (action SF).
RIXG: Progress is being made on renal patient view. Some work needs to be done on updating coding systems.
19. Any other business

MMG had received an invitation for BAPN member to attend question time in House of Commons on organ donation as one of 5 invited members of the Renal Association Members are asked to let MMG know if they wish to attend
20. Date of next meeting. Friday 10th June RCPCH, London 10.00-13.00
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