Aspergillus Patients meeting – December 2010
NB All notes stored at http://www.nacpatients.org.uk/ 
The meeting was recorded using a video recorder and streamed to the internet at http://www.ustream.tv/channel/aspergillosis-patients-meeting. 
The meeting took place in Seminar Room 4, Education and Research Centre, UHSM. 

Staff attending: Anne-Marie Nixon, Debbie, Marie, Chris and Graham. 

25 attended, 20 patients & carers and 5 staff. 53 viewed the meeting online over the internet which was very successful with sound and video running well throughout. Unfortunately the speaker was quite quietly spoken and what she said didn’t come over on the internet very wellbut the video recording used a lapel mic so should have captured what was spoken well.
The meeting was hosted by Graham and consisted of a talk from UHSM dietician Anne –Marie Nixon on a variety of subjects related to Aspergillosis and diet:
Maintain Weight

Patients with lung disease are prone to experiencing difficulty maintaining muscle mass and weight. This can be due to their treatment (long term use of steroids tend to lead to weight gain) and/or loss of appetite or inability to eat comfortably.
It is important to maintain weight as part of your effort to fight the infection:

· great weight loss can weaken the muscles used to support breathing and leave the patient vulnerable to infections, especially if the weight loss is unusually rapid

· Great weight gain can lead to weight gain around the middle of the torso which can make breathing more difficult as the fat stored tends to press on the lungs and reduce lung volume. Daily activities become more difficult to manage leading to loss of fitness, muscle tone and a spiraling down to more weight gain & depression.

· Your healthy weight can be defined by your Body Mass Index (BMI) http://www.eatwell.gov.uk/healthydiet/healthyweight/bmicalculator/ , but keep in mind that this assumes an ‘average’ build. Anne-Marie suggested a BMI of 25 or slightly above was about right for a patient.
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Maintaining weight is achieved by eating a balanced diet with all the various food types in the correct proportions, one guide for which is the Eatwell Plate:
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Unwanted Weight Gain
This can happen if you are exercising less than you used to and are still eating the same amount of food. It can also happen if you are on long term steroids – some experience never feeling ‘full’ after a meal and can comfortably eat several large meals a day.
Patients suffering from this problem should cut down on carbohydrates and try to exercise more. The biggest factor is willpower & avoiding giving in to the hunger that can be caused by steroids too easily. Exercise is also a great way to maintain muscle mass & thus breathing efficiency.

Unintentional Weight Loss

There are several reasons this can happen:
· increased effort of breathing

· Loss of appetite

· Difficulty with breathing can make eating difficult and less enjoyable

· A stay in hospital can cause anxiety, stress and reduction in food intake

· Food may taste different

· Medications & treatments may cause stomach upsets

You need to concentrate on eating more calories in order to put on weight. This can be achieved by 
· eating higher calorie foods (high carbohydrates) as a proportion of your normal diet - so bread, pasta, rice & potatoes are to be taken in a higher proportion than usual

· Eat small frequent meals every 2 hours

· High calorie snacks e.g. dried fruit, cheese, nuts, yoghurt

· Eat when you feel hungry & eat your favourite foods
· Eat higher calorie foods first

· If unable to eat a meal use a nourishing drink such as build up soup, milk or shake (see examples below)

· A unit of alchohol may stimulate your appetite – though if you are taking medication check with doctor first.

Once your appetite has returned it is important to return to a balanced diet!

There are several ‘tricks’ to consuming enough calories if eating large meals is difficult. Eating several small meals a day and high carbohydrate drinks & supplements can be very useful. High carb drinks & other supplementary foods are often available on prescription in the NHS and Anne-Marie brought along several examples to show the variety available. 
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UHSM uses Nutricia products http://uk.nutricia.com/index.php/products/results/P15/ but other suppliers are available.
Common Nutritional Problems for people with breathing difficulties

Taste changes
· Concentrate on food you like the taste of
· Re-try foods again after a few weeks as your taste may have returned

· Use seasonings to flavour your food – salt is ok in reasonable amounts as your priority is to eat enough – but use caution if you have blood pressure problems

· Fresh fruit & fruit juices are often refreshing

· Marinated meat in fruit juices or wine or sauces

· Some people prefer cold food

· Try foods you may not have previously enjoyed as your palate has changed

Feeling tired
· Save your energy. Rest before & after meals
· Accept offers of help with cooking. Use ready made meals.

· Have meals delivered e.g. Meals on Wheels

· Avoid tough foods

· Take your time

Dry mouth
· Drink plenty of fluids – 2 litres per day. Keep cold drink by your bed at night
· Suck ice cubes/lollies

· Moisten foods with gravy & sauces

· Suck boiled sweets (but ensure you pay extra attention to teeth brushing)

· Avoid chocolate & pastry

· Fresh fruit such as orange, grapefruit & pineapple can help keep mouth fresh

· Consider artificial saliva spray

Feeling bloated
· Eat small meals more frequently
· Take your time chewing, take small mouthfuls
· Avoid fizzy drinks
· Avoid beans, sprouts, cabbage etc. as these produce wind
· Ry to avoid becoming constipated
Constipation
· Eat plenty of fibre rich foods
· Drink plenty of fluid (2 litres per day)
· Gentle exercise
· Try natural remedies such as figs, prunes & prune juice
Difficulty swallowing/excess coughing
Softer food may be better tolerated. Eat your usual food but make changes that will soften it e.g. finely chop and casserole meat & vegetables, remove crusts, use sauces and gravy.

Soups, pasta, milk puddings, porridge, cheese and so on are all nutritious & soft.

Avoid dry flaky foods.

Effect of steroid medications
· Increase appetite resulting in unwanted weight gain 

· Increases the risk of developing diabetes, particularly if overweight or have family history
· Increases risk of osteoporosis so important to have foods rich in vitamin D and calcium e.g. margarine, oily fish, egg yolk but also lots of sunlight!

Dairy products and the production of mucus
Some people feel that dairy products thicken their mucus though there is no sign of this happening when looked at scientifically. If you find that this is a problem try rinsing your mouth out with a few sips of water after a milky drink.

Thick mucus IS caused by dehydration so if you are having problems ensure that you drink 2 litres of fluids per day, reducing alcohol and/or caffeine intake.

If you do avoid dairy products it is essential to replace them with a source of calcium if you are taking steroids. You need 700mg per day which is the equivalent of a pint of milk or 3 oz cheddar cheese – check labels of other foods to ensure you get enough.
http://www.calciuminfo.com/about/foodsources.aspx
NOTE There is a lot of useful information on eating well on the Food Standard Agencies website at http://www.eatwell.gov.uk/. 
This information and more detail can be found in the UHSM leaflet entitled ‘Nutrition and Lung Disease’ – ask at the clinic or go to http://www.uhsm.nhs.uk/patients/Patient Information/Nutrition and Lung Disease.pdf.
Any specific foods that may be beneficial for the lungs?
Omega-3 fats and antioxidant vitamins have been suggested recently but we do not have enough evidence to support its general recommendation as a supplement yet. Aim to have 5 different fruit & veg in your diet every day and eat a portion of oily fish every week
************************************************************************
Research Appeal for help
Graham then presented a short talk appealing for involvement of patients in research at UHSM & NAC

Raffle

The raffle held on behalf of Aspergillosis Research by Maureen Dean was drawn with the following winners:

Winners List for The Charity Draw
In Support of The Fungal Research Trust

	Prize
	Winning Number
	Winners Name

	1st £200
	00235
	Pete Boyd

	2nd £100
	00883
	Sue Smith

	3rd £50
	00601
	Mrs Simpson

	4th £20 M&S Voucher
	00993
	Mr E S Whelpton

	5th Bottle of Whiskey
	00987
	B&S Slater

	6th Bottle of Wine
	01009
	E&G Kershaw

	Tin of Biscuits
	00224
	Mrs Foy

	Tin of Heroes
	01233
	Shirley Riley

	Tin of Roses
	00249
	Sarah Harling

	Micro Master Dish
	00045
	Angela Fretwell

	£5 Lottery Ticket
	00571
	A. Kennedy

	£5 Lottery Ticket
	00633
	Frank Darlington

	£5 Lottery Ticket
	00357
	Mary Clough

	£5 Lottery Ticket
	00775
	Chris Pace

	£5 Lottery Ticket
	00885
	Sue Smith

	£5 Lottery Ticket
	00855
	Anne-Marie Cassidy

	£5 Lottery Ticket
	00832
	Hannah Traynor

	£5 Lottery Ticket
	00625
	Bill

	£5 Lottery Ticket
	00526
	Joan Daniels

	£5 Lottery Ticket
	00599
	Pam


I would like to thank everyone for buying tickets to help raise money for The Fungal Research Trust. I can assure you it is greatly appreciated.

Final Total Raised was £1070

Many thanks 

Maureen Ken & Family.
Tea & coffee and a mince pie followed with staff talking to as many patients as possible!
35 Christmas cards were sold raising money for the Fungal Research Trust.

The next meeting will be 

· Date: Thursday 6th January 2011 

· Title:  Aspergillus Allergens
· Speaker: Dr Paul Bowyer
Graham Atherton, 10th December 2010


















