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NATIONAL ASPERGILLOSIS CENTRE NEWSLETTER

The next regular meeting will be held on the 6th October in Seminar Room 4, ERC,  Wythenshawe Hospital  and will be presented by Ray Ashleigh, Consultant Radiologist here at UHSM and the person responsible for performing the embolisation therapy for the National Aspergillosis Centre. He will be talking about this technique, what it involves, when it is used and so on.
Internet access: Watch and listen to a live meeting 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 

[image: image1.jpg]The speaker at our September meeting was Derek Stewart who is a cancer patient who works for patient involvement in research (http://www.ecancermedicalscience.com/tv/video-by-category.asp?play=741&cid=5&scid=0&q=). Derek is passionate about the positive influence patients make to the planning and implementation of research in all fields of health and has recently taken up a position as patient’s representative on the board of trustees for the Fungal Research Trust. This is a major part of the aim of the FRT to get more patient involvement in research – despite many patients’ misgivings they can and do have a lot to offer, not the least being to force professional researchers to think about research from the point of view of what is most important to the patient. This is a very important part of the NHS’s recent strategy – see http://www.ecancermedicalscience.com/tv/video-by-category.asp?play=741&cid=5&scid=0&q=
Have a look at some slides and listen to Derek’s talk at  http://www.slideshare.net/GTAtherton/support-meeting-for-aspergillosis-patients-september-2011 as he gives many examples of how doctors can change the way they perceive patient input in relation to research – and that includes simple research such as better ways to get dressed in the morning if you have a particular illness right up to getting senior researchers to explain their work in terms that are easily understandable to the public.
Inspired by Derek 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
Last month Nicola Smith gave us a very detailed talk on her work on the genetics of susceptibility to aspergillosis – in other words will our children inherit a ‘weakness’ that leave them vulnerable to infection (the current answer is we don’t know). I have tried to expand and simplify some of her points and these can be found in the notes of that meeting at http://www.aspergillus.org.uk/newpatients/patientsmeeting.php and can also be listened to in the second half of the slideshare presentation linked above.
The Expert Patients Programme begins on September 16th 2011 – places still available
New fundraising campaign for the Fungal Research Trust (http://fungalresearchtrust.org/campaign.html )

[image: image2.emf]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 is Running the Himalayas on 18th October 2011. 100 miles uphill all in aid of the Fungal Research Trust in memory of his partner Steph Smith! Please offer your support on : http://everestendurance.blogspot.com/p/steph-smith.html
[image: image3.emf]Our campaign ribbons are white and carry the new Fungal Research Logo. We have sold around 160 of these at £1.50 each – Professor Denning can often be spotted wearing one on his lapel! If you would like to purchase one or more while you are at the clinic (sell one to all your friends too?) there is now a very convenient way to pay using your mobile phone. Your payment will come out of your credit or monthly bill. Just send a text message reading ‘ASPR44 2’ 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 –ask one of the nurses.
Recipes for our book idea are still being collected. They must include an ingredient that involves a fungus in some way – so mushrooms, soy sauce, blue cheese, Quorn are all good and there are lots more if you do a little research. Send contributions to admin@aspergillus.org.uk
Please consider supporting the Trust: We need your time just as much as we need donation! Contact us at admin@aspergillus.org.uk  or 0161 291 5866 for details.
Graham Atherton September 9th 2011
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