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NATIONAL ASPERGILLOSIS CENTRE NEWSLETTER

The next regular meeting for patients will be held on the 2nd February in Seminar Room 4, ERC, Wythenshawe Hospital . Our speaker is Khaled Al-shair  from this centre who is an expert on the analysis of Quality of Life data. We recently submitted our first research paper on this subject.

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 

Our January meeting hosted an excellent, detailed talk from photosensitivity expert Ann Haylett on how to avoid sunlight if you are very sensitive to it – something that happens occasionally if you are taking medications including voriconazole. Sometimes even relatively slight exposure to sunlight will cause a severe rash and it can also affect our eyes as well.

Precautions included how to keep out of the worst of the sun, appropriate clothing, appropriate textiles to look out for, the best hats to use, the right suncreams to use &  how to use them effectively. We will be providing a leaflet at clinic on this subject and the whole talk with slides will be made available at http://www.nacpatients.org.uk/ and on the Aspergillus Website (Patients section).

Vox-Pop  At the last meeting five patients volunteered to record a 1-2min 'Vox-Pop' of themselves talking about aspergillosis, how it affects their lives and how the Aspergillosis Centre has helped. We aim to use these as material to emphasis the health problems caused by aspergillosis and the value of having a specialised centre to treat it. This was a great success and we hope to do more in the future. The videos are now available to watch at http://www.aspergillus.org.uk/newpatients/videos.php
Unused Antifungals  Our efforts to re-use unused antifungal medications were rewarded in the week before Christmas when the charity that accepts our donations (InterCare) informed us that we donated drugs worth £38000 last year and most of it had been sent out to communities desperately needing such expensive medication in Tanzania, Africa. Thank You for your help!

Mobile Phone video’s  We are collecting video’s you have taken on your mobile phone which have something to do with aspergillosis. It could be a diary of your day, a description of your symptoms, a video of mould you might come across – anything you think we might find interesting up to 10 mins long and we hope to build up a library of video’s of people experiences – rather like the ‘Patients own stories’ website it offers a lot of support for people who don’t know anyone else with aspergillosis.  Send any videos you take to our private group at koowtxvrsd6k@m.youtube.com
Local Support Groups Volunteers are setting up Support Meetings for people  where they live in the UK. This can be at your home for a cup of tea, local community centre,  or a pub. We need a UK-wide network of groups supporting fellow people living with Aspergillosis. For more details email admin@aspergillus.org.uk, text Graham on 07796 908395 or leave a message on 0161 291 5866.

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 to read 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.

New fundraising campaign for the Fungal Research Trust (http://fungalresearchtrust.org/campaign.html )

[image: image1.jpg]Regular readers will be happy to know that we have had a terrific year of fundraising and consequently have comfortably exceeded last year's total of £14 000. We do not know the exact total  yet and we will let you know of the grand total in the next month.

Aspergillosis Research  Campaign Ribbon

Our campaign ribbons are white and carry the new Fungal Research Logo – we have just received a new batch with bigger lettering. If you would like to purchase one or more while you are at the clinic (there will be a supply on the desk at the WRVS café) 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. 

TextGiving: 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.

Valentines Day is coming! One of our patients (Jill Fairweather) makes all kinds of cards to order which are very good value for money at £1.00 each or £5 for 6. All of the money you pay goes to the Fungal Research Trust.

You can purchase online at http://www.aspergillus.org.uk/newpatients/cards/index.php or phone me to order on 0161 291 5866 – we can accept payments via TextGiving

Graham Atherton January 5th 2012
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