Aspergillus Patients meeting – September 2010
NB All notes stored at http://www.aspergillus.org.uk/newpatients/patientsmeeting.php
The meeting was streamed out to the internet using a webcam and was recorded using a video recorder. Both focused on the speaker and slides rather than the audience. 4 people where noted to be watching via webcam.

Staff attending: Georgina, Marie, Philip Langridge, Chris and Graham. 

28 attended, 23 patients & carers and 5 staff
The meeting was well attended but the start was delayed until 1.15 for various reasons, not least that several patients where busy writing down their questions for the speaker. 

The meeting began with announcements including:

1. The hospital (UHSM) are organizing a monthly classical music concert and have agreed to hold it on the first Thursday of the month at 12 till 12.30 in order to coincide with the Aspergillosis Patients Meeting each month if enough interest was shown by this group. This will be a professional orchestra playing a program varying form month to month – more details if and when we can get them.

The event will be held in the courtyard at the hospital between the pharmacy and the WH Smith shop, handy for lunch before the meeting. A vote on whether to ask for this to go ahead was passed unanimously and we have had conformation that this will now happen.
2. The National Aspergillosis Centre are holding a ‘drop-in’ weekend at the Edinburgh Botanic Gardens on 2nd & 3rd October 2010. All are welcome to attend.
3. Graham asked if there was any interest in the use of name badges/stickers so that people could make themselves known and this was well received – something to do for next month.

4. Graham asked for objections to the use of a webcam to stream the speaker out to the internet and gave an idea of what parts of the room the webcam covered so that people could move to other parts of the room if desired. Few where in the covered area and no-one made an objection or moved.

Georgina then presented an interesting and thorough analysis of the problems that patients face taking antifungal drugs, side effects, best ways to take the different drugs etc. NB Slides are available on the link above. Prior to the meeting we circulated a request for any questions patients may have about their drug usage and several were returned which Georgina & Marie addressed at the appropriate points in the talk.
Q Itraconazole: Usually taken as sporanox but when taken as a brand ‘itraconazole’ caused more digestive upset – what is the difference between brands?

A Itraconazole is now available as three brands; Sporanox, Sandos & Jencons. Patients might be offered a different brandname to that which they have been taking by for example a different pharmacy to that which they use regularly. We recommend that people ALWAYS TAKE THE SAME BRAND as different brands do seem to provide different levels of the drug in the bloodstream of the same person. The aim of all our drug regimens is to provide a consistent drug level for each individual so switching brands is not recommended. 

NB Each brand has a distinct capsule colour combination so it is easy to spot if you have been given the wrong brand. Sporanox (pink & blue), Sandos (Green), Jencons (brown & red).
There have been one or two cases where GP’s or pharmacies have not understood this – please tell us if this is the case and we will provide a letter explaining the reasons behind this requirement.
Q When you start on itraconazole is this a long term or just for a short time?

A This is almost always a long term drug regimen, often for a minimum of 6-12 months provided it is tolerated well. 

When starting on an antifungal it is routine to monitor liver and kidney functions as well as drug levels in the blood by taking blood samples at every visit to clinic. This is so we can pick up signs of the beginnings of problems long before the patient becomes aware of it – at that point we may change dosage or switch to another antifungal drug.

Q Would it be beneficial to us to ask our GP for a prescription of antibiotics to take on holiday [to be used] in the event of a chest infection?
A Yes – particularly if going abroad. If allergic and normally on steroids as well as antibiotics then obtain those & take with you.
Q What is the role of terabinafine?
A Has some activity against Aspergillus but alone is not useful and antagonizes (fights against) Amphotericin B (another antifungal drug). We use it to help prevent development of resistance to micafungin.

Q Is sitting outside in the garden OK?
A If you are on Vfend (voriconazole) then it is best to avoid sitting out in the hottest parts of the day, and at all other time protect your skin with clothing, hat and high factor suncream. This is because voriconazole can make your skin highly sensitive to the sun.

With regard to exposure to Aspergillus in the air in your garden our main advice is to carefully avoid activities or situations that cause clouds of spores to be released e.g. digging, turning compost or bark chippings or any rotting material. Opening bags of the same. Walking through woodland kicking up leaf mould is also a bad idea.
 If very worried use a facemask for higher risk situations - see
Q Is it important to take it every 12 hours?

A Yes it is important with Vfend. If forget take it a couple of hours late rather than not at all.
Q Are there certain foods which do not agree with medication? 

A Avoid grapefruit juice. Other fruit juices seem to be less of a problem but for taking your antifungal preferably use cola.
The effect of taking grapefruit juice is to increase the amount of drug in your bloodstream and thus increase the possibility of side effects. It would also make it very difficult for us to maintain your antifungal blood levels, which is an important part of your treatment.

Q Prednisolone side effects. Weight increase and redistribution of body fat – how can I combat or reduce these effects?

A Very difficult situation with no easy answers. Need to maintain healthy diet and this drug tends to increase appetite. Eat regularly 3 times a day, snack on carrot sticks or celery if you have to.

Q How to tell if we are anaemic as patients can have the same symptoms whether they have aspergillosis or anaemia.
A This is monitored at every clinic visit as a routine part of your blood testing. Staff also have a role in clinic where they observe all patients for clinical signs while they are in the clinic out with your actual consultation with the doctor in the surgery. You are being watched!
Once Georgina’s highly informative talk had finished (45mins including questions) – see slides and the recorded session here: http://www.aspergillus.org.uk/newpatients/patientsmeeting.php Graham mentioned that unused & unopened drugs can be returned to us to be reused in some African countries that would not normally have access to such expensive drugs. All other drugs can be disposed of by taking them back to a pharmacy or returning them to clinic.
Graham also mentioned that all attendees should complete a register of attendance so we can keep track of how many people attend. Chris Harris organized the register.

Marie raised the point that the next two meeting will be held at an alternate location in the Transplant Centre – see map.

Tea & coffee followed with staff talking to as many patients as possible!
Partway through this part of the meeting our new Physiotherapist introduced himself. Starting on Monday 6th September (NAME??) will be providing physiotherapy to patients as part of the National Aspergillosis Centre.
18 Christmas cards were sold raising money for the FRT.

The next 2 meetings will be held at the Transplant Centre Seminar Room, after which we will be back at ERC Seminar Room 4 for the foreseeable future.
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The Speaker at the next meeting will be our new Physiotherapist Philip Langridge
· Date: Thursday 4th November 2010 

· Title:  Physiotherapy. 

· Group Needs: Specifically the group requested a talk which would help them optimise their general well being: Topic should include activity and exercise in the chronically ill, muscle strength and maintenance and Active Cycling Breathing Technique. 

· Suggested speakers: New Physiotherapist 

Graham Atherton, 3rd September 2010
