THE ROAD TO RECOVERY JOAN CRAWFORD

GROUP MEETING 15th JUNE 2006
Our guest speaker on the 15th June was Joan Crawford and she kindly came along to tell us how she has managed to improve so much that although she is not fully recovered she is around 90%.

Joan started by telling us that she was originally from Scotland where she spent much of her youth camping and walking and where she gained her degree in engineering.  She then worked in Yorkshire at a processing plant using chemical engineering.

She then moved on to outline her talk which would take us through her experience of ME, the tests she has had, and the treatment that she feels is responsible for her ongoing recovery.

Basic assumptions are that everyone is very different as this is a very complex illness and everyone has a different range of symptoms, so many people can be years before they get a diagnosis and even now it is not widely taught to medical students.

Joan showed us the Canadian consensus document which is available on the internet ( www.fm-cfs.ca/me_overview.pdf (for the overview)  www.mefmaction.net/documents/journal.pdf ( for full document) and which clearly makes the distinction between people with fatigue and those who have ME.  It was developed in Canada to help doctors to make accurate diagnosis.  

Symptoms of ME that are listed include post exertional malaise, loss of both physical and mental stamina, sleep disturbance and dysfunction (too much sleep, too little sleep, sleep pattern alteration) pain which can migrate.  Neurocognitive manifestations e.g. disorientation, poor balance, light sensitivity, sound sensitivity, loss of words.  Autonomic problems such as irritable bowel syndrome, bladder problems, vertigo.  Neuroendocrine manifestations e.g. the need to be in a stable environment with no extremes of heat or cold, no ability to handle stress of any kind whether it is a virus, chemical or psychological.  Immune system problems include hypersensitivity to medication, a constant sore throat, tender lymph nodes.

Joan stressed the importance of diagnostic tests, many of which can be done by the NHS in order to exclude other illnesses which can produce similar symptoms such as Addisons disease, Colealiac disease, diabetes and Rheumatoid illnesses.

She then listed all the symptoms of CFS/ME that affected her:

	Fatigue

Malaise following physical exertion

Inability to get fit

Diarrhoea

Irritable Bowel Syndrome

Weight gain/loss

Compulsive eating

Depression

Anxiety

Arthritis

Tender muscles and skin

Headaches/migraine

Foggy head

Short term memory loss

Poor attention span


	Light and sound sensitivity

Sweats/fever

Swollen glands

Sore throat

Chest pains

Neck stiffness

Neck cracks

Poor balance/ disorientation

Tinnitus

Need to sit down

Confusion

Too much sleep

Sleep reversal (day time)

Alcohol sensitivity

Poor word finding skills




Then Joan continued by telling us of her Borrelia journey, she said that 1997/8 she went to work in the Far East and needed lots of vaccines and she felt that this added strain on her body allowed the Borrelia to take over.  By 1999 she was severely fatigued and although she had tried to carry on working she had no social life and she was diagnosed as having depression.  She became more and more ill; however in October 2001 she got married.

Joan logged her energy levels each day and she showed us a graph on which her energy levels were down to around only 10% during 2004 and of course, even though she had been managing to work from home she now had to give up work altogether.  Because her GP had diagnosed Joan with depression she was given an appointment with a counsellor, which turned out to be a good thing as the counsellor said that Joan was not depressed and helped Joan with pacing skills.  Joan’s boss went to see her and asked her to see a psychiatrist, which also turned out to be a good thing because he diagnosed Joan with ME.  Her diaries of symptoms and her energy levels were very helpful towards this diagnosis.  He advised Joan to go to see an ME specialist and in January 2005 she first went to see Dr Wright and started his treatment.  Dr Wright had found that Joan not only had Borrelia but she also had Blastocystitis Hominis which is a parasitic infection.  When Joan started her treatment she went down at first for a little while(this is known as a Herxheimer response) but then she started to pick up and has improved steadily and now she manages to work 2 days a week and says that her energy levels are up to 90%.

Joan was then kind enough to list all the tests that Dr Wright did on her and the results from these tests.

Stool sample
     revealed the parasitic infestation

Blood sample
     this was done on Dr Wright’s Video Microscope and was looking for Borrelia and other stealth pathogens

Urine sample
     a very accurate way to diagnose low thyroid activity

Saliva tests
     looking at levels of DHGA and cortisol (adrenal hormones)

Blood test
     Vitamin D metabolites which shows chronic inflammation

Dr Wright told her from these tests that she had Chronic Borrelia, Blastocystitis Hominis; she was also borderline low thyroid, borderline low DHEA, low cortisol and high Vitamin D which meant severe chronic inflammation and infection.

Joan was quite dismayed when she went to her GP and whose reaction to Dr Wright’s diagnosis was emotional in that she was quite angry and dismissive, very closed minded and was not prepared to offer any ongoing support.  However when Joan started to improve her GP said that maybe he is on to something and she was pleased that Joan was making progress.  Joan however has changed her GP.

Joan also listed the treatments that Dr Wright has used to help her improve:

Armour thyroid      

1 grain daily

Roxythromycin (antibiotic)
300mg daily for 5 days per week

Flagyl (antibiotic)

800mg daily other 2 days per week

Coenzyme Q10

200mg daily with meals

N-acetyl L – carnitine;
Alpha Lipoic acid

Green tea (an anti oxidant)

Magnesium malate (helps with muscle pain)

Vitamin E (another anti oxidant);  Selenium

She also uses sauna treatment and hydrotherapy to get rid of all the toxins and now she is able to go for gentle walks and is beginning to do some gentle exercises using weights to improve her muscle tone.  She has also tried colonic irrigation and lymphatic drainage and care with her diet, rest and pacing.

Joan also gave the cost of her treatment, tests and supplements:

Consultations with Dr Wright


£270

Tests





£314

Treatments




£212

Supplements




£348

Total




          £1144

Joan said she was most impressed with Dr Wright, he has a scientific approach, he reads all the available literature and he has been to the USA to meet all the people involved in research there, such as Dr Linda Mattman who has been nominated for a Nobel prize for her work, she also mentioned Bill Harvey whose research into Lyme disease found that many insects besides ticks can pass on Borrelia, Dr Burrascano an expert on Borreliosis, Trevor Marshall whose work has been on Vitamin D inflammation and Dr Vance Spence whose work has been investigating the early death of the cells which line the walls of blood vessels causing inflammation.  Joan spoke about many other doctors and their work on the physical abnormalities in ME e.g. Dr Kerr and his research with genetics and Hyde whose research found that ME sufferers have shrunken thyroid glands and adrenal glands.  She told us that there is at present an investigation called the Gibson Enquiry and on the internet there is page after page of literature showing the organic evidence regarding ME and Professor Malcolm Hooper is at present reviewing all the evidence.

Joan’s 2006 update is that her parasitic infestation is resolved, her fatigue is still present but in the background, she still sometimes has a foggy head, now she has a normal sleep pattern of 8 hours of refreshing sleep, she has occasional chest pain, she is much more active and now manages to work 2 days per week.

A special day for Joan was Tuesday 13th June when she had a full day symptom free.

In summary Joan said that ME:

Is a complex condition.  There is ongoing biomedical research- most of which is small scale and privately funded but in the USA $100 million has been made available for research into Lyme disease.  A big positive is the Gibson Enquiry.  There is change from the bottom up as more people get better information about their illness.

Finally Joan said that all truth goes through 3 stages:

It is ridiculed

It is opposed

It is accepted.
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