IDDT’S 2009 CONFERENCE
‘UNDERSTANDING YOUR DIABETES’

Jenny welcomed over 100 people to the Conference with a special welcome to the people who joined us from other countries. As this year is IDDT’s 15th Birthday she reminded everyone of the beginnings of IDDT. How IDDT started with about 5 people and virtually no money – even having to count the petty cash to find out if we could afford postage stamps!

She explained that IDDT has grown steadily over the years and the main reason for this is that we have stayed focused on what is important to people with diabetes. Seeking recognition for the adverse reactions some people have to synthetic insulin and maintaining supplies of animal insulin started out as our aims and has remained so. Above all, we have kept out core beliefs that people with diabetes should have an informed choice of treatment and that this information should be independent, unbiased and not influenced by industry. IDDT’s way of doing this is to remain an independent organisation run entirely by voluntary contributions and it is thanks to you and all our members and supporters that we are here today – stronger than ever. 

The programme continued with speakers, discussion groups and plenty of informal discussions during the breaks.
Confessions - Twenty things I wouldn’t necessarily tell the medics

Jane Essex
1. I don’t make confessions; if I think it’s absolutely wrong I generally don’t do it, and if I did I wouldn’t advertise it to other people! (See points 2 and 3).

2. This isn’t a morality contest, I prefer the term ‘effective’ to ‘good’ when applied to control. Use of the word ‘naughty’ in conjunction with diabetes is liable to trigger a knee jerk reaction of the fist! I know (Geoff Gill and co-authors) that not all unstable diabetes is patient-induced.

3. For me, effective diabetes control is far more about making an informed choice than achieving a statistically desirable blood glucose or HbA1c value. (But even I was upset when it reached 10.4 % recently.)

4. I understand the difference between population statistics and individual determinism; I also understand that researchers can find outliers frustrating. I should do, most days I have outlying blood glucose levels that don’t correspond to what might have been predicted from prior experience! 

5.  Outliers in terms of long-term outcomes are commonly skewed by socio-economic class, the last great unmentionable it seems. In this respect, diabetes hasn’t changed much since 1922 (see Chris Feudtner’s book, Bittersweet).

6. There’s only so much sacrificing of the present that I’m willing to do to offset a future with no guarantees! Control for me is about finding the balance point for these conflicting pressures. Good care is about prioritising the things that matter most to me.

7.  When things are going well, I panic in case there is going be a compensatory problem later to even out the glycaemic karma!

8. Choosing my insulin type is emblematic of the type of informed choice that I want to exercise more generally. I don’t know it all, and will consider other people’s ideas, but I don’t like it when staff assume that I have learnt nothing from 40 years’ experience. Ask me where I’ve been before you tell me where I’m going.

9.  Gin and slimline tonic with a slice of lime is low carb. Thank goodness!

10. I eat chocolate, sometimes when I’m hypo, and other times when I’m not, including the ‘pariah’ chocolate, sugar-free. It’s a calculated risk and I’m willing to chance it …on occasions! 

11. I know the value of being part of an economically and politically significant population. I keep a glass syringe and a set of re-sharpenable needles in my drawer to remind me of how far we’ve come as a consumer group.

12. I understand the (often unmentioned though far from unknown) relationship between insulin and body weight. I choose to keep my dose low and resist the common response to step it up repeatedly. 

13. I don’t believe that changing insulin dose gives a response directly proportional to the size of the change; our bodies adjust. We are stuck with the problem of always trying to hit a moving target!

14. I test when I judge it’s needed for safety / well-being (e.g. before I drive), to get a picture of what’s happening, but only very reluctantly to satisfy the clinical fixers. My needs vary, so does my testing frequency (0-15 times a day). 

15.  I wonder why clinical staff so rarely ask about why we do things (including inducing unstable diabetes).

16. I am surprised by how little use diabetes care staff routinely make, even selectively, of my day-to-day records.
17. Conversely, when staff do look at my results, I am surprised by how unrealistic many health care workers’ expectations of good control are (a flatline at 5 mms!). It’s a disorder of carbohydrate metabolism, get over it!

18. Diabetes is a big but involuntary part of my life. I don’t want it made into a bigger feature if it can be avoided e.g. attendance for duplicitous tests, fighting bureaucrats over the refusal of an indwelling BG monitor.

19. I wasn’t prepared for how the condition would age, independent of my own aging and have felt cheated recently when I couldn’t straighten it out despite strenuous efforts.

It was foolish (in light of point 12) to expect diabetes to behave like a sewer, ‘you get out of it what you put into it.’
20. Diabetes is an integral part of me but I wish it was covered by EU working directives. Paid annual diabetes leave would be great! 
Myths and Misunderstandings - Please don’t let me be misunderstood
Dr Laurence Gerlis

Christopher’s story

· Type 2 diabetes on a very strict diet and tablets for 8 years.
· Slight increases in sugars to 7 – 11.
· Switch to insulin 3 times daily, 4 -6 units.
· Sugars went up.
· Insulin up to 14 units 3 times daily.
· Sugars up to 12 – 19.
· Stopped insulin, back to tablets

· Sugars now 6 – 8.
Myths

· Insulin doesn’t make you fat.
· The higher the insulin dose the better.
· Most doctors understand diabetes more than most patients.
· You either have Type 1 or Type 2 diabetes.
· If you need insulin you must be Type 1.
· Human insulin is superior to animal insulin.
· Breast feeding is better than bottle feeding.

More myths

· Analogues are superior to human and animal insulin.
· Low fat, high carbohydrate diet is best.
· Regular 3-4 times daily exercise are the worst part of diabetes.
· Thee are lots of jobs that cannot be done by those with diabetes.
· Diabetes is scary and people often become suddenly very ill.
Even more myths

· Your must eat every time you take insulin.

· If you are on insulin you must eat 6 times a day.

· If you have diabetes, even Type 2, you must have a high carb / low fat diet.

· If you have diabetes, there are certain foods you can never eat.

Misunderstandings

· If your sugars are high, just keep on increasing the insulin.

· If you want to eat more, just take extra insulin (?)

· Patients are better if they have some higher sugar readings.

The Truth

· No insulin has ever been shown to be superior to purified pork insulin.

· Good control is difficult if there are frequent hypos – get rid of the hypos first!

· Treat insulin with great respect – it is a potent protein. It is also very sensitive to heats and can go off easily.

· Exercise, fluid intake and low carb diet are as important as insulin dose in managing diabetes.
· Try to get the insulin dose to the minimum, especially in Type 2 diabetes, to avoid hypos and weight gain.

· Alcohol is a carbohydrate which is toxic to the pancreas.
Insulin Pump Therapy – the pros and cons

John Hughes

There was a lot of interest in pump therapy and people who had thought they would never consider using an insulin pump, were tempted to look into it further. The following points were made:

· Pump therapy is a matter of choice.

· Contrary to the information people are often give, pumps can be used with all types of insulin, including pork and beef insulins. It is a matter of adjusting the timings according to the type of insulin being used.

· Pump therapy requires blood glucose testing several times a day and training in carbohydrate counting.

· Pump therapy can reduce the number of hypos.

· The next development is the link up of a continuous blood glucose monitor and a pump. This has already been under trials in the UK but the manufacturers have withdrawn them for further developments. 
Points from Discussion Groups

· Discussion of insulin regimes and as most of the participants were using animal insulin, there was a sharing of adverse experiences of their time on synthetic human insulin. There was a sadness at the feeling of lost years during the time they experienced these adverse effects, years that cannot be recovered.
· Many of the participants in the ‘Become aware of your care’ group felt encouraged to go home and find out more about what their local services offered and get involved in improving care for people with diabetes and their families.
· It was clear that the education people received about carbohydrates is very varied with some people counting carbs and others not knowing what this meant. Generally people who had been diagnosed a long time counted carbs but for more recently diagnosed people, it appeared to depend on local policy those as to whether they received education in carb counting. 
The conference closed at 4.30 with thanks to the speakers, group leaders and IDDT’s staff for organising the day.
