Nurses minutes – BSPAR meeting Sept 2011
Chaired by Liz Stretton in Helens absence

No list of attendees 
At BSPAR meeting in Nottingham the largest number of attendees were nurses!. Please can everyone check their email addresses and notify Gill if not correct or if it’s a long time since you heard anything from Gill maybe worth checking she has your contact details.

BSPAR website – leaflets are now on the website and Liz has plans to proceed with the outstanding ones. We now need to consider how to expand the nurses section. Vanessa (Leeds CNS) is now working 8 hrs /month on the website so any ideas to contact her.

RCN update – we have no link member working for our community. Still outstanding for Ruth & Helen to link with the adult rheumatology as discussed at the nurses meeting.

Liz Stretton has being working on a job plan and is happy to circulate to those interested. She does this annually to make sure activity is captured. She commented about it is important to maintain 70% clinical and 30 % non clinical activities. Some centres do record activity but find it very time consuming and not always accurate.

Civil Eyes (civil-eyes.com) – Liz informed the group of this organisation who are involved working with children’s Hospitals. They are looking at a variety of aspects and were involved in the activity collection data previously. They are now looking at paed rheum nurse specialists and there is a meeting on 10th October at GOS. Liz, Ruth, Gill have invited themselves along as their mangers are all going.
Etanercept – Ruth told the group that the paed pack is being withdrawn in the next 6mths. This is due to the preservative in the pack. Due to an EU ruling to reduce exposure in children. We shouldn’t change our prescribing just yet and there will be some new 10 mg packs available soon. Once these are available a group of nurses from BSPAR are meeting with Pfizer to make sure the same issues we had when etanercept changed last time don’t reoccur. _ see attached email
Polly (GOS) – discussed new leaflets for “Humira and friends” and Pam will send us an electronic copy. Polly also discussed some issues relating to tocilizumab. Jane (Liverpool) and Polly have been approached to review the company leaflets. GOS has 24 patients currently on it and they have had some issues re infections. They have devised a letter for families (circulated to us) .They have adopted the standard of the patients must have a blood count checking on the day prior to starting infusion following serious adverse events. They also have their SATs checked on the day.

Pam (Birmingham) – updated us from her visit to PRES

AOB 

– Liz Stretton and Helen Strike term of office complete next year and new nominations need to be considered. Speak to them for further info if interested there needs to be 2 nurses on the executive

-Dates for nurses meeting next year Bristol 9th and 10th May 
Summary of email from Pfizer

Here is a summary of our discussion, next steps and my commitment to get the transition from the Enbrel 25mg paediatric pack to Enbrel 10mg/25mg achieved with as little disruption for units and importantly patients.

Enbrel 25mg Pack

As you know this presentation will be phased out as part of Pfizer commitment to European Medicines Agency to remove the exposure of paediatric patients to the benzyl alcohol preservative used in this pack. I have asked for sufficient stock to last until April/May 2012, to give time for patients to be transitioned to a suitable alternative Enbrel presentation. We discussed the attached data and the data in your unit, it would appear that about 20 – 40% of paediatric patients are on the 25mg paed pack.

Enbrel 10mg Pack:

The new presentation of Enbrel is now licenced and the product SPC and Patient Information Leaflet can be found on the electronic Medicines Compendium website at – www.medicines.org.uk. This contains the prescribing information. Due to manufacturing timelines the 10mg product will not be available to use until Nov/Dec 2011 at the earliest. Once the timelines are confirmed for product availability we will make sure every paediatric unit is notified of these changes, this will ensure a consistent message.

Administration materials:

I have been told there will be training / demo packs available from Nov 2011. Once I have these I would like to arrange a small paediatric nurse meeting as previously discussed to review the suggested support materials. This will allow us some time to make any necessary amends and have them ready for a December launch of Enbrel 10mg.

Patient support:

I will discuss with the homecare providers and ensure that all patients are offered support and training as they move from the 25mg paediatric pack to an alternative presentation. Perhaps we can discuss this further at the October meeting you have planned with Kathryn?

BSPAR activities:

Pfizer has a small promotion stand but we will not be promoting the new 10mg Enbrel pack. As it is not yet available I am keen to ensure the communications are made at the correct time and obviously once we have agreed the level of support for patients etc. Sam will be at the meeting and I know will be happy to manage any queries that maybe raised… unfortunately as I am on holiday I won’t be at the meeting.

I hope this accurately summarises our discussion… look forward to catching up soon.

Thanks, Julian

