Aspergillus Patients meeting – October 2010
NB All notes stored at http://www.nacpatients.org.uk/ 
The meeting was recorded using a video recorder. 

The meeting took place in the Transplant Seminar room, Transplant Unit, UHSM. Quite small with no outside windows so became quite warm as the meeting progressed. 6 patients found it difficult to locate and were a few minutes late.

Staff attending: Georgina, Debbie, Marie, Philip, Chris and Graham. 

30 attended, 24 patients & carers and 6 staff
Philip then presented an interesting and thorough case for the adoption of regular exercise by all patients 
Main points: 
1. Addressed some preconceived ideas about exercise:
Yes/No

a. The worse my lung function test results are the less I am able to do N
b. All exercise is good for you N
c. If you have arthritis it is bad for you to exercise N
d. There is a recommendation about how much exercise to do Y 30 mins/day
e. If you exercise more you live longer Y
f. Those who exercise are healthier Y
g. Exercise is necessary for weight loss N Diet more important
h. The gym is the best place to exercise Not necessarily
i. You need special equipment to exercise N
j. You must warm up and cool down every time you exercise Y
k. The older you are the less fit you become N
l. If you have heart disease it is bad for you to exercise N
2. I believe

a. Exercise can help people cope better with everyday life (physically, mentally and socially)

b. Exercise can reduce risk of several problems

c. Eg stroke, deep vein thrombosis, heart disease, osteoporosis, depression, social isolation

d. There are lots of potential difficulties that limit/prevent exercise

e. Everyone can do exercise that will benefit them
3. Potential mechanisms of exercise limitation in lung disease
a. Anxiety/tension and depression

b. Abnormal perception of breathlessness and ventilatory control 

c. Alteration in pulmonary mechanics

d. Impaired pulmonary gas exchange

e. Cardiovascular dysfunction

f. Poor nutritional status

g. Respiratory muscle fatigue

h. Deconditioning due to inactivity

i. Decrease in endurance and power of peripheral muscle

4. So what’s the point then?
a. Physical benefits

i. You can improve how you use what you’ve got and improve existing muscles including your breathing muscles

ii. You can transport oxygen better around your body and get rid of waste products more effectively

iii. You can become more flexible and reduce pain etc

b. Non-physical benefits

i. Improved mood, confidence, perceived breathlessness, social health, sleep, etc
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The message to take home from the graph above is that it only takes a little activity to give a large benefit – all you need to do is a little low intensity exercise regularly to make a big difference to your wellbeing.

5. Principles of exercise progression
a. FITT

i. Frequency (times per day/week)

ii. Intensity (e.g speed of walking, weight used)

iii. Time (how long spent each session)

iv. Type ( e.g. cycling-walking-running)

6. Increase a little at a time
7. How do I know I’m doing enough / too much
a. Breathlessness

b. Pain

c. (Heart Rate)

d.  Goals
8. Controlling breathlessness
a. Pursed lip breathing

b. Pacing

c. Prioritising

9. Age as a barrier to exercise
10. Phil’s Top Tips for exercise – Be realistic
1. Have goals

2. Monitor your progress

3. Make it routine not exceptional

4. Make it enjoyable

5. Don’t go it alone

6. Expect effort

7. Be creative

8. Give it a fair go/ Be patient!

9. Recognise your achievements!

10. Warm up and warm down

11. Blow as you go! (pursed lip breathing)

12. Use it or lose it!
NB If you have a look at the slides (www.nacpatients.org.uk – click on ‘slides’ for the October meeting) there are lots of examples of simple exercises you can do at home.

The second part of Phil’s talk encompassed the active cycle of breathing technique, recommended to help keep lungs clear of mucus. Mucus can be cleared in stages, starting with the tiniest air spaces (green in the diagram below). Once moved out of those spaces the mucus moves on to the next largest lung spaces (orange) and finally the widest airways (red)
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Movement is achieved by Long slow gentle huffs (green), then short fast strong huffs (orange) and finally coughing (red). See the video recording (www.nacpatients.org.uk) for examples.
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Tea & coffee followed with staff talking to as many patients as possible!
30 Christmas cards were sold raising money for the FRT.

The Speaker at the next meeting will be Debbie Kennedy (formerly Carr)
· Date: Thursday 4th November 2010 

· Title:  Virtual Clinic. 

· Group Needs: Learning what goes on at a typical clinic, why we do particular things and how to get the most out of it
· Suggested speakers: Group 

Graham Atherton, 13rd October 2010
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