BAPN Audit & Registry Committee meeting

Learning & Research Building, Southmead Hospital, Bristol

Meeting on 7th October 2010

Attendees:


Carol Inward (CI), Malcolm Lewis (ML), David Ansell (DA), Manish Sinha (MS), Helen Jones (HJ), Matthew Brealey (MB), Fiona Braddon (FB), Dirk van Schalkwyk (DvS), Farida Hussain (FH)

Claire Castledine (CC) attended 1st part of meeting

Damian Fogarty (DF) joined via telephone link after lunch.

Apologies: Chris Maggs
Minutes from previous meeting:

Accepted


Action points reviewed:

i) The changes to Paediatric Project Mandate have been delayed due to sickness –still pending
ii) Proton links to Evelina – (MB & MS) these were established, but subsequently hard drive changed and therefore IP address and firewalls changed also. MS awaiting on IT dept to rectify problem
iii) Linked HES and ERF Registry data project, ethics approval has not been progressed (ML)

CI to ask Mark Taylor if interested to support HJ to undertake. Hope to submit as an amendment rather than a whole new application.

DA provided update on project – database manager in place. Expecting ethics approval by end of October. Database linkage expected by end of Dec/ start of Jan. Adult SpR already working on background.

iv)
Quality of Life outcomes in Childhood RRT study (CI) – has been submitted to KKR – forwarded for peer review.

Agenda for meeting on 7th October

Registry:


Progress with processing 2009 data (FB);

· All paper returns (approx 250) have been entered into database

· Enquiries have been made with specific queries to individual centres. Awaiting replies.



Thanks expressed by committee for hard work involved with this.

· The aim is to put all data (inc. electronic returns) into ML’s database and then download the whole file into the registry at later date.

· Approx 282 entries do not have NHS numbers, these have to be looked up manually. 

· FB visiting Southampton on 19th Oct, as they are still not sending the correct data (e.g multiple bloods), and concern re: overlap with Guys, for transplant patients.

· Aim to have data complete by end of Oct.

· DA expressed concerns about level of registry resources being used on Paediatrics.

Action Points:

· FB to forward outstanding queries to CI, to be divided up amongst the committee to chase up.

· CI to liaise with Southampton to forward their patients under follow-up (divided into transplant and dialysis) for the last 3 yrs, to aid analysis and avoid overlap.
Plans for analyses for the 13th report. (CC & DvS);

· All plans and graphs for both chapters have been received. Just awaiting data.
· DA concerned re: expectations for timeline for chapter – unlikely to have ready by December AGM meeting. CI explained the importance of having something to feedback to BAPN members, therefore compromise that aim to have some rather than all data/graphs to feedback.

· ML offered alternative option, if all data in his database, he could produce some of the graphs instead, but may need to compromise on validation if do this.

Actions to increase electronic submission of 2010 data;

· Evelina – see previous notes for update
· Glasgow – still awaiting Vitalpulse system, in meantime, although PROTON is available, the extraction systems are not in place and would cost £2000 to install. All agreed that if installation of new system is imminent, then this would not be cost-effective. Agreed offer local copy of ML database to enter data electronically for next census date. 
Discussion surrounding paper returns vs. creating a one-off PROTON quark to pull of all timeline data as well as bloods, +/- giving Glasgow a static datafile of ML’s database with just Glasgow patients for them to complete.

Also need to ensure that Vitalpulse has copy of paediatric dataset items on their system, for future.
· Belfast – DF provided update;

Progress has been made. DF has spoken with Mediqal – a lot of patient data is now on system. Need to ensure all of paediatric dataset items are on.

· Newcastle – CI updated;

Communication with Heather Lambert, who has been asking for help to 
move situation forward. Although they have been in discussion with 
Clinical Vision (version V), problems still exist, although unsure as to 
what these are (? Access or training issues). The adult teams submit 
their data electronically to the registry so need to explore access for paediatric unit. 

Cardiff –
Vitalpulse system should be installed by April 2011. Need to ensure all of the paediatric items are included within the system. 
· Manchester –  ML updated;
Because of financial constraints, the data-manager post has still not been advertised. At present although the adults are using CCL, the paediatricians do not have access to this.

For 2010 returns, will continue to use ML’s database.

DF went through options available:

· For paediatricians to walk to the adult terminal once a week to input data

· To pay the adult data manager 1-2 sessions per week to input data

· To ask the adults to input data for them

Need to liaise with adults re: options and to remind the paediatric service lead of the statutory obligation to provide returns to the registry and hence the need for investment. 

· Liverpool – 
Planning to move to Cybernius system, and reluctance to use PROTON in the meantime. 

Previously it has been looked at exporting file to Bristol Proton, but firewall issues ++, and therefore was stopped.

For 2010 to accept paper returns and to re-address problems next year.

Action points:

· To liaise with Glasgow re: which option they would prefer CI
· FB to liase with Colin Aldridge to ensure has list of all paediatric dataset items

· FB to send paediatric dataset items to other systems (e.g Vitalpulse and CCL etc) to ensure all up-to-date

· DF to contact Alison Brown (adult nephrologist in Newcastle) to enquire about issues and then CI to liase with paediatric team after – deadline of Jan 2011.

· ML to send DF details of number of prevalent and incident patients in Manchester, and details of lead adult nephrologist

· Mary McGraw to be asked to contact Naomi Davis (service lead for paed neph in Manchester) to remind about the statutory obligation to provide returns to the registry and need for investment for this. CI
· Keep Liverpool on the agenda for 2011.

Data for EDTA-ERA registry

ML updated;
· Karlijn normally would first ask for 2009 data in Feb 2011, needing the data by May/June

· The export routine is established

· Over the last 2 yrs, ML has not had all of the data, but if this year, all the data is being placed in his database prior to transfer to the registry, this will be easier this year.

· After next submission, all data will go through the registry

· At present, Paediatrics submits a lot more data in comparison to the adult submission, DA explained that this is because from an adult point-of-view, they make up the majority of the database, and this would prevent them from being able to publish in their own right.

· CI mentioned that because of the UK contribution in paeds, we have been allocated 13 authorships from the UK to write various chapters, although some that are due for publication in 2010, will be fairly advanced already and so input may be limited.

· DA asked that CC should be included in the list of authors

· CI also mentioned that Karlijn has had lots of questions about the data that has been sent in terms of validation. DA felt that we would not have the capacity to deal with all of the queries at the present time, but as and when we do, a ‘validated field’ should be set up, so the same questions are not asked each year. 
Action points:

· CC to be considered as an author in future projects
· Validated field to be set up to deal with queries. FB
Audit: Project updates


Funding;

CI updated – current attempts to find funding for projects have been fruitless.

Although Kidney Care initially gave the go-ahead, following the board meeting, it was declined, with the explanation that the projects should be prospective.

DA suggested re-submitting the current proposal with a prospective element to it.

CI to speak directly to Beverly for feedback

Both the Anaemia and the infant dialysis projects have now been forwarded to the BKPA

If no response, will approach commercial sponsors;

Baxter – Infant dialysis

Venofer / EPO / Darbopoietin – anaemia

DA suggested considering ERA as a potential source


Hypertension;

MS – first paper was submitted to clinical JASN, revisions were made, and 2 out of 3 reviewers happy with this, but paper was declined yesterday. MS to talk to the editorial board
The 2nd manuscript is nearly ready, and if both papers are submitted together, they may get accepted.

If not, considering submitting to NDT, KI or Journal of Hypertension. 

DA suggested considering AJKD.


Infant dialysis:

HJ  - no lab data as of yet. MB to provide download, including blood results (likely to be approx 100 pts).

Has already started collection from London centres, Jo Clothier helping with this.

Several queries raised;

· If patients dialysed for less than 3 months, will not feature on registry lists, but these are an important group of patients. This will be down to individual units to flag this group up

· If dialysis is not started, issues with logging the cause of death on the registry. This may require a separate prospective study in the future

· If wish to capture all infants (including neonates) with renal failure, may need to widen the search, and may require a BPSU study in the future.

· Mention that ‘conservative management’ is on the timeline, and all users should register those who are not dialysed as well as those who are
Anaemia:


Shazia still collecting data


Issues surrounding honorary contracts and HR issues discussed.

AOB

(i) Belfast – Maurice Savage has spoken to CI about the possibility of obtaining outcome statistics for Belfast patients only.

DA – the figures from Belfast are so small that unlikely to get any statistically significant data out

DvS – with funnel plots, the smallest centres are removed prior to plotting.

Action::CI to reply saying ‘ with x number of new patients over y years, where z = number of deaths. The analysis is not statistically significantly different in comparison to the UK average’
(ii) Suzanne Myall from Kidney Research UK has written to CI to ask what was the youngest patient to start RRT each year in the 80’s? 
Unfortunately there was no database in the 80’s to look back at.

Malcolm Coulthard did an audit in 86’ looking at infants on dialysis, so may have some information. 

DA – the registry could look at a cohort of patients 
who are currently ≤ 25 yrs, who started prior to 1990, and see what their starting date of RRT was. 
Action point: Registry to do the above.

(iii) Future projects – could look at the history of dialysis.

Note the age of the youngest dialysis patient for each year.

(iv) Ongoing projects – 

Young adults project  - should be easier when database has merged

HeS data – this should be the next main project

(v) HJ due to finish her term on the committee after the next meeting in Jan. HJ to e-mail all current trainees to ask if anyone interested in joining committee next year, if more than 1 interested, to have a formal application process.
HJ to overlap, so both trainees will attend in Jan.

(vi) The renal biopsy re-audit will be due next year.

The date for the next Paediatric RR sub-committee will be decided by e-mail poll in the near future.
