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NATIONAL ASPERGILLOSIS CENTRE NEWSLETTER

PLEASE NOTE The next meeting will be held on the 2nd June in Seminar Room 7 (next door to Seminar Room 4), ERC,  Wythenshawe Hospital  and will be presented by Nigel  Clayton, Chief Physiologist at the North West Lung Centre and will be about the lung function service he runs; the tests they run, why & what the results mean.
The twelfth patients’ meeting ran on the 5thth May in its regular location of Seminar Room 4 in the Education & Research Building at Wythenshawe Hospital (UHSM). 19 patients & carers attended with 4 staff members. 42 watched our internet broadcast live and at the time of writing 13 have watched the recording.

Our efforts to chat to remote users live were thwarted this time as the Ustream text chat service failed to work properly. Despite this we managed to get feedback from remote users to the speaker during the meeting  and to get the speaker’s response – our first live online interaction!
Watch the meeting here: http://www.ustream.tv/channel/aspergillosis-patients-meeting
This month’s speaker was Caroline Powell from the ‘Expert Patients’ programme (EPP) run by the NHS specifically for people with long term health conditions. They run a 6 week course that aims to get people to take control of their own health and thus to be in a better position to optimise their own care.  This is very much seen to be the future of healthcare in the UK and is well worth considering.
Caroline opened the meeting by discussing the merits of the Expert Patients Programme, specifically intended for those with long term health problems and proven over 12 years to improve the management of your illness, reducing your need for hospital visits, reducing stress on yourself and your carers and family. 

The audience was split into 3 groups, each with its own facilitator and each discussed and suggested answers to the question “What are the main problems caused by living with a long- term condition or caring for someone with a long term condition?” 
Responses were collected  and it was discussed how each point could be addressed in a positive way, and how the Expert Patients Programme could help in each case. 
We are hoping to initiate a course if we get enough interest (exploring rolling this out nationally over the internet) so please contact me if you are interested at admin@aspergillus.org.uk or 0161 291 5866
Read the full notes of the meeting at http://www.nacpatients.org.uk 
Patients support meeting – London

We are pleased to announce that we will be holding a support meeting for patients based in the south east on the 18th June 2011 at the Medical Society of London (http://www.medsoclondon.org ) with talks from Prof David Denning and Specialist Physiotherapist Phil Langridge. This will take place in the afternoon as part of the 20th Anniversary celebrations for the Fungal Research Trust. There will be a series of talks about the research supported by the FRT in the morning to which all are inivited. If you are interested let me know at admin@aspergillus.org.uk or 0161 291 5866
Fundraising - update
In this era of shrinking spend on public money by governments all over the world we are ever more reliant on our fundraisers to help plug the gaps in our funding. Your help & ideas have never been more needed. With your help we came up with the following ideas:

· Write a cookbook 'Fun Guide to cooking - dispelling the myths'. We need your recipes! Good food for fattening up, food including fungi  Send them to admin@aspergillus.org.uk, 0161 291 5866 or pass a note to staff at the clinic

· The red mushroom badges are receiving some interest – we will keep you posted
· Running a shop on the High Street is proving to be too expensive to try.  Far cheaper option is an eBay charity shop. An eBay shop provides facilities for people to sell their unwanted goods and donate the proceeds to us (eBay refund fee’s).  Lots of volunteers would be needed to help us package up donations to send to purchasers! More on this soon. 
Have you any more ideas?
admin@aspergillosis.org.uk or 0161 291 5866

Support the research efforts of the Fungal Research Trust

The Fungal research Trust has supported many research projects like this over the last 20 years. Last year we raised over £13 000 from the efforts of our supporters, mainly from the efforts of a few dedicated people who spent a lot of time and effort organising fundraising events. We would like to be able to support a researcher every year (£60 000 per year)so we need to redouble our efforts.

Please consider supporting the Trust by donating, organising a fundraising event, a raffle or include FRT in a legacy. Take a look at our fundraising page on the Aspergillus Website (http://www.aspergillus.org.uk/newpatients/donations.php ) or contact us at admin@aspergillus.org.uk for details.

Graham Atherton April 11th 2011
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