Aspergillus Patients meeting – February 2011
NB All notes are stored at http://www.nacpatients.org.uk/ 
The meeting was streamed to the internet at http://www.ustream.tv/channel/aspergillosis-patients-meeting, and took place in Seminar Room 4, Education and Research Centre, UHSM. 

Staff attending: Georgina, Debbie, Chris, Phil and Graham. 

23 attended, 18 patients & carers and 5 staff. 18 viewed the meeting online over the internet. 
The meeting was hosted by Graham Atherton and after a change at very short notice due to the arranged speaker becoming ill Graham gave a talk on progress in our research on the use of Quality of Life assessment in the National Aspergillosis Clinic
What is a Quality of Life Assessment?
· A device to measure various parts of a patients wellbeing

· Reliable

· Tested

· Input by patients
What information do we get?
· Symptoms – how you are feeling on the day of filling out the questionnaire

· Impact – how your illness is effecting your life e.g. employment, effects on public life, medication, what it stops you doing

· Activity – how you illness effects your mobility and ability to go about your normal daily life
Why bother?

· A good way for all patients to assess themselves (in private)

· A good way for us to get useful information out of patient (standard questions, validated by research)

· A broad range of questions – might cover something not mentioned when talking to the doctor, or might prompt questions
What use is this?
· We have to get the patient’s input when judging how our service is performing (DoH requirement)

· If we can show our QOL results relate to clinical judgement then we might be able to use QOL results in the clinic to flag up changes in how the patients is doing

· More thorough, less likely to miss something

· Saves time for everyone
Research – what are we trying to find out?

· Does the QOL score reflect clinical judgement?

· Can we use QOL result to indicate improvements or problems?

· Complete QOL prior to seeing doctor

· Write results into notes

· Doctor reads & interprets result, can immediately start working ‘in the right direction’ – saves time
Proof of concept
· Last summer we analysed QOL data for all patients against clinical measurements eg CRP levels

· We analysed all data to see if changes in QOL scores correlated with changes in clinical assessments 
Results - Do QOL scores reflect severity of initial illness?

We found that Total scores and Impact scores correlated well with some clinical test results e.g. measurements of infection
Can we use these results to provide an indicator of a patients wellbeing?

Of those patients judged to have improved

· 14 (48%) agreed with clinical judgement

· 6 (21%) disagreed with clinical judgement

· 9 (31%) suggested no change

Of those patients judged to have got worse

· 2 (17%) agreed with clinical judgment

· 3 (25%) disagreed with clinical judgment

· 7 (58%) suggested no change
So we only have success rates of 48% and 17% respectively – not very impressive but encouraging and we continued our research  

· Look at every patient (more people involved) and get doctor & nurse assessment every time they take the QOL

· Include information on which drug is in use & side effects
After many months work we have now collected & collated this data for 104 patients and are about to start analyzing the results. A preliminary examination is encouraging and suggests that we have improved the accuracy of our predictions, so perhaps we might be able to implement some of our aims in the fairly near future. We will keep you informed!
Help us in our future research
There are now a lot of indications that aspergillus  plays an important role in asthma (SAFS). We also know that ABPA occurs relatively frequently in asthmatics & cystic fibrosis patients - we should be identifying cases of ABPA at a rate of about 1-4% in asthmatics, but this is far higher than the actual numbers diagnosed.
We want to initiate a study (see http://www.aspergillus.org.uk/newpatients/patientresearch/Prevalence and econmic costs to the NHS of SAFS and ABPA in asthma.doc or ask for a copy at clinic) where we review the patient records of asthmatics and see if we can identify undiagnosed SAFS & ABPA patients from their standard diagnostic tests – most of which should already be in their notes. If we are successful we would like to test the viability of a national screening strategy for SAFS & ABPA.
For this study we need your help as it is often difficult to get GP surgeries to participate in research. We have drawn up a research proposal (ask one of the nurses at the clinic) that you could give to your GP and ask them to contact us to get involved.
Are we doing the right research?

Patient input into research has never been more important. Doctors & scientists can think logically about what we would like to find out but they cannot know what it is like to be a patient or carer of a patient suffering from the illness being researched. We cannot know all of the implications the illness has for the life of the patient and there may well be subjects we have not thought of that could be researched.

In the SAFS & ABPA study described above we would be very grateful if you would read through our research proposal and ask questions about what we are trying to do, then if you can think of any – and nothing is ruled out – suggest additions or changes to what we are proposing. 
We are trying to justify the initiation of a national screening program for aspergillosis, but in these financially difficult times we have to show value for money before we can hope to get this funded. So far we have identified that if we are able to diagnose and treat SAFS & ABPA earlier via a screening program then there might be financial benefits to the NHS & the country as a whole as well as to the patient:

The patient may be able to stay in work which will help the country by

· Saving on benefit payments

· Individuals paying taxes

Benefits to the NHS might be

· Cheaper to treat eg drugs costs

· Fewer beds used (fewer severe asthma cases)

Our proposal includes the economic impact of your illness on the patient but not the carer – are there facts we could collect about the carer that would make our case for a screening program stronger – like how many carers have given up work to care for the patients? 
Please read the proposal and have a think about anything we may have missed, then send an email to me at admin@aspergillus.org.uk or pass a note to me next time you are in clinic

Thanks

Graham Atherton

Tea & coffee followed with staff talking to as many patients as possible!
The next meeting will be 

· Date: Thursday 6th March 2011 

· Title:  Not yet finalised
· Speaker: Speaker withdrew
Graham Atherton, February 16, 2011


















