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NATIONAL ASPERGILLOSIS CENTRE NEWSLETTER

The next regular meeting will be held on the 1st December in Seminar Room 4, ERC, Wythenshawe Hospital . Our speaker (Dietician) cannot attend so we are working on an alternative.
Internet access: Watch and listen to the meeting live and ask the speaker questions via our text chat facility – all while you are at home anywhere in the world http://www.aspergillus.org.uk/newpatients/monthlymeetings.php 

The speaker at our November meeting was Livingstone Chishimba  who is a Clinical Fellow at the  National Aspergillosis Centre – many of you will have met him at clinic. Livingstone held a Question & Answer session using questions posed by patients over the last 4 weeks (some from last month’s meeting, some from our online group) and this triggered an intensely interactive meeting with Livingstone asking as many questions as he received!  The meeting went so well that we had to hold a second session after the tea break to fit as much in as we could one and a half hours passed very quickly.

The questions ranged from worries about side effects to more broader concerns about the level of understanding and training given to all doctors about aspergillosis – on this last point we can state that we are currently attempting to set up a ‘GP support & training’ meeting here at the NAC to raise awareness of aspergillosis, ABPA & SAFS amongst our primary care practitioners throughout the UK – more news on this when we have it.
Our online chat facility was also well used at the meeting with 10 participants for the whole meeting listening to the live broadcast and ‘chatting’ via our text chat and using the opportunity to ask many questions of their own.
We will be publishing notes of the questions and answers on our website page http://www.nacpatients.org.uk/  and you can look and listen to the whole meeting with slides by clicking on the ‘Audio & slides’ link on the same page. If anyone would like a printed copy of the Q & A please ask the next time you are in clinic.
By popular request it was decided that Livingstone will repeat the session regularly at roughly 6 monthly intervals – he is next booked to present in March 2012.

Research group We hope to set up a group of patients who have ideas about what research is needed & investigate how they can help current research which will be chaired by Graham Atherton. If you are interested please contact us on 0161 291 5866 or admin@aspergillus.org.uk
Your own stories are now being collected and made available to all patients at http://patientswithaspergillosis.wikispaces.com/   We have found that all people affected by aspergillosis are helped by reading the stories of the experiences of others. Please feel free to register & add your own or send them to us via email or by letter next time you are in clinic.
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We hope to raise enough money to provide a researcher to study aspergillosis for 3 years. The sum required is quite daunting (£150 000) but when you consider that this is the equivalent of every person we have in our support group giving £1 per week for 3 years. Consequently if everyone can sell 10 ribbons you will have contributed 4 months worth of money!

Lewis Fraser successfully completed his Himalayan Challenge on 22nd October. 100 miles over 5 days climbing over 10 000 feet (twice the height of Ben Nevis) all in aid of the Fungal Research Trust. 

Please offer your support on: http://everestendurance.blogspot.com/p/steph-smith.html
Our campaign ribbons are white and carry the new Fungal Research Logo. If you would like to purchase one or more while you are at the clinic put some money in our box or there is now a very convenient way to pay using your mobile phone. Your payment will come out of your credit or monthly bill. 

Text  ‘ASPR44 2’ to 70070 to donate £2, or substitute in 3, 4, 5 or 10 in place of the 2 to donate more. We will receive your entire donation plus 25% in reclaimed tax. The text will cost you nothing other than your donation. There is a stock of ribbons available at each clinic.
Christmas is coming! We have a selection of Christmas cards (£1.00 each, 6 for £5) which we hope will be available at every Friday clinic from now till Christmas – have a look by the WRVS shop in clinic. These are made to a very high quality by a volunteer patient.
Graham Atherton November 4th 2011
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