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NATIONAL ASPERGILLOSIS CENTRE NEWSLETTER
PLEASE NOTE The next meeting will be held on the 3rd March in Seminar Room 4, ERC,  Wythenshawe Hospital  and will be on Aspergillus Genomes by Dr Jane Mabey-Gilsenan.
The ninth patients’ meeting entitled ‘Progress in Quality of Life research at the National Aspergillosis Centre’ was held on 3rd February 2011 and featured Information Architect Dr Graham Atherton talking about the work the NAC team has been putting into using information on quality of life given to us by some patients at the NAC clinic.
 22 people attending; 18 patients & carers and 5 staff.  A further 18 people watched the meeting via the internet, many overseas particularly in the USA.  If you can’t make it to the next meeting you can view it online at http://www.ustream.tv/channel/aspergillosis-patients-meeting and at the same address you will be able to view recordings from the webcam of the last 3 meetings. 

NB If you would like to receive a text message reminder on the morning of the meeting please send  a text containing your name and mobile number to 07791687029 or write it on a piece of paper and give it to one of the nurses in the clinic. 
If you would prefer a condensed version of each meeting and you can read about all of them by going to the webpage at  http://www.nacpatients.org.uk and clicking on the ‘Notes From Meetings’ links at top right. E.g. January (Fungal Allergens) Notes Slides
Some of the most important points were:

[image: image1.jpg] Why do we use our QOL questionnaire? Where does it come from?
The questionnaire we use was constructed by a respiratory research team at St. Georges Hospital in London. The questions address 3 different parts of how their respiratory illness can affect patients, and to what degree the symptom interferes with their lives. Each answer is converted into a score and we get a computer to analyse the scores and come up with a total score.

This series of questions has been researched thousands of times over the last 10-20 years and is proven to be useful to assess asthma patients – the scores indicate how the patient is doing in a way that has been shown to be reflected in their clinic assessments.

Why are we using it for Chronic Pulmonary Aspergillosis (CPA)?
CPA causes several respiratory problems that are similar to asthma, so we concluded that it might be useful to use an asthma questionnaire to assess our patients. The St. Georges questionnaire is not designed for this purpose so we now have to prove that it is useful to assess CPA patients by comparing the scores we get with clinical assessments. This is the main aim of our research.
How are we doing this?
We have a complete database of scores for all patients taken since the start of the NAC, generally one questionnaire every three months for each patient. We have been comparing the scores with clinical assessments made by doctors and nurses for each time our patients visit the clinic.

What is the result?
An interim study last year showed that we could predict some clinical signs using the QOL questionnaire scores. A broad based simple assessment of each patient was partially successful in identifying changes using QOL scores. This encouraged us to carry on and do a full scale assessment & comparison and this involved getting every patients notes and going through them in detail. This was done by both doctors and nurses. We now have all our data in and are about to analyse it in detail.

Preliminary comments made about the data suggest that it is now possible for us to predict changes in the clinical wellbeing of each patient using the QOL score with an improved level of accuracy, but only the detailed study will reach firm conclusions.
Inspired? Get involved in one of our research projects
We need your help to recruit your GP to get involved in a study to count how many people suffer from asthma in the UK and grade them according to severity. We would ultimately like to introduce a screening program for asthmatics in the hope of identifying more SAFS & ABPA sufferers. If you are prepared to give them some information from us in the hope that they will help us please contact me. 

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 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.
National Aspergillosis Centre, January 2011
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