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Letter from the Editor
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Welcome to our delayed summer newsletter, 

I have been overwhelmed by the responses from 2 recently published articles about GS, hence I have been prevented from getting down to the serious business of writing this newsletter. I hope you’ll forgive me in the interests of reaching out to more people with GS.  We had one entire page in the Times Supplement, and a couple of pages in ‘Candis’ a subscription health based lifestyle magazine, with a larger circulation than Marie Claire.  For a few weeks I was kept busy returning phone calls and answering enquiries.  Plus, I have given the website a new look, and added the latest thing in online diaries a ‘blog’.  Do have a look and send me anything you’d like to see on there.

Meanwhile, I have also read the excellent book on toxins in the environment, by Pat Thomas, and a review is below.  Due to the alarm this book raised in me I had a toxicity test conducted at my own expense – and the results have been marked. Another common theme with GS is the link with ME or Chronic Fatigue Syndrome, here Nicola tells us her story.  

Please, do read on, and let me know if any of our information is of help or rings any bells with you.
Best wishes

Adina Farmaner, Director.
‘Living Dangerously.  Are everyday toxins making you sick?’ By Pat Thomas. Book Review.
This book is enough to make anyone feel like a hypochondriac!  It offers so many possible causes for feeling unwell that I began to wonder how anyone managed to have the vigour and health to carry out their daily functions.  As you can see I reacted with alarm, but on the other hand this book is balanced by scientific explanations and grounded in references. Most crucially, it provides solutions to help combat the daily onslaught of our toxic environment.  In that sense it reflected my own personal battle to help people with GS to reduce the stress on their liver.  
As the blurb on the back of the book says : ‘Today, a feeling of vague unwellness is extremely common, and while most doctors believe it has no particular cause, the fact is that we don’t get sick without a reason.’  For many GS sufferers we have spent years trying to combat our feelings of general unwellness.  I’ve always put this down to our liver’s 30%+ reduced capacity to process anything nasty.  This book does provide an overwhelming number of sources for this, but each section has many sensible and practical steps that we can take to avoid over exposure.  
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My practical response to reading this book was to find out how to get a toxicity test done.  This book and the stories I have been uncovering of Mercury toxicity convinced me that I needed to know my own position.  If there’s one good thing this book has done, it’s to encourage me to take that step, and, well, I’ll tell you the results below.

If you’re interested in purchasing this book these are the details: 
ISBN: 0717136000

Published by Newleaf

Needless to say you can find it on Amazon, currently priced new from around £9, and second hand from around £3.50.

Toxicity Test

So, after the alarm I felt at the prospect of being choc full of heavy metals, fluoride, pesticides and other toxic substances, I determined to find out more. Having had many a blood test I knew that wasn’t really going to tell me much.  And so I investigated the possibility of hair analysis, here’s an extract from a scientific website that explains more:

The Purpose of Hair Analysis

Hair mineral analysis is a screening test, which measures the mineral content of your hair. Mineral content of the hair reflects the mineral content of the body's tissues. If a mineral deficiency exists in the hair, it usually indicates a mineral deficiency or excess within the body. Nutritional physiology takes place at the cellular level, not within blood or any other location. What you eat is not as important as what is reaching your body cells. Tissue mineral analysis is unique in that it inexpensively provides information directly about cellular activity the main site of nutritional metabolism.

Since the structure of hair remains unchanged, the minerals are fixed, in the hair. The levels in hair are not subject to change and the analysis accurately provides concentrations of minerals that have accumulated in the hair tissue over the hair growth period, approximately the last three months.

As a screening tool, hair, according to many researchers, is the tissue of choice for measuring toxic and many nutrient elements. Hair analysis is "not" considered a stand-alone diagnosis. Test for essential elements function, and should be used in conjunction with symptoms and other laboratory tests such as blood and urine.

Hair analysis clearly shows individual deficiencies or excesses as well as the presence of toxic metals. The test highlights the interrelationships of the various nutrients. There is a biological antagonism that exists between certain nutrients. That is why ratios are important and are reported in your results. It is important for these ratios to be in the expected ranges so that one mineral excess or deficiency does not affect the metabolism of another. Vitamins cannot function and cannot be assimilated without the aid of minerals and though the body can synthesize some vitamins, it cannot manufacture a single mineral. 
Having been convinced that a hair analysis test would be complementary to anything the GP could do, I looked further and found the website www.mineralcheck.com  It very comprehensively tells you how it works, and I found it reassuring enough to enquire further.  Here’s some of their blurb:

Mineralcheck is the simple way of checking your body's mineral levels - through a small sample of hair. Vital information about the body's chemistry is locked into every strand of hair, reflecting your energy, diet, environment and well being. Mineralcheck tells you whether your body has all the minerals you need - and in the right quantities. 

Are you wasting money? If you don't know your body's mineral levels, you won't know your body's needs. Which is why taking mineral supplements without Mineralcheck can be wasteful and may contribute to future imbalances. 

Mineral imbalances or deficiencies can cause: Depression ; Infertility; Insomnia; Brittle bones; Headaches; Heart failure; Hair loss; Skin disorders.
 How will Mineralcheck help you?

Analysing your mineral levels is the first step. Once you know your individual needs, a personal Mineralcheck programme of supplements exactly designed to suit you can help your body function better and improve your health.

Why use hair? Hair is ideal for mineral testing. Unlike blood, it can be sampled easily and it is simple to transport. When it reaches the skin's surface, the hair's outer layers harden and lock in a blueprint of the nutritional metabolic activity during the past 1-2 months. A properly obtained sample indicates your body's mineral levels and your accumulation of toxic metals. You can detect what the levels are right now and see how the levels have changed during the last month or two. A blood test cannot do this. 

My enquiry email was swiftly responded to.  And a pack for taking a hair sample was instantly despatched.  Unfortunately for me, the hair sample required is of the hair closest to your head. So I lost a few of my long locks in the pursuit of knowledge.  Fortunately no-one seemed to notice as I’d cropped the hair at the lowest layers.  In the post it went with the £49 fee, and I waited.  

A few weeks later a very large envelope plopped onto the mat, and inside was a very comprehensive set of charts with initially unintelligible chemical symbols and ratios, but backed up with straightforward explanations of what my results meant, and supplements or foods suggested that could help.  Phew – I wasn’t choc full of mercury, and wouldn’t have to go to the expense of replacing all those fillings, I thought.  However, it did appear that my magnesium and calcium were out of sync, and the recommendation was to steer clear of foods with lots of calcium and to supplement with magnesium and B vitamins.  There was some conflicting advice (do eat fish, don’t eat fish???) as each section dealt with different results.  This was slightly perturbing, but I resolved to follow the general advice.  

I have taken supplements for years in the hope of gaining greater vitality and dealing with various aches, pains and bothers, from Milk Thistle, Aloe Vera, Ginseng, Glucosamine, Fish Oil, Multivitamins, Echinacea, Ginger, Turmeric, Artichoke, CQ10, Amino Acids, and so on and so on… So, I embarked on taking some Magnesium plus B6 without much expectation.  Unbelievably, within a few weeks, I gained energy for the first time in years (without having a holiday!).  I began to find I didn’t need that afternoon nap.  I didn’t need a sit down after a few hours of household chores.  My exercise levels were easier to sustain. I haven’t had a bout of nausea in a long time.  Now, I can’t possibly say if it would work for anyone else, and I haven’t had the follow up check to see if my imbalances are now balanced.  All I know is that I’m feeling better, and that’s enough for me!
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If you want to get in touch with mineralcheck, and don’t have access to the internet here are their details:

Mineral Check 

62 Cross Keys 
Bearsted

Maidstone

Kent ME14 4HR

Tel: 01622 630044
You can find other hair testing labs at: 
http://www.hairscientists.org/hair-mineral-analysis.ht
GS and ME or Chronic Fatigue Syndrome

By Nicola Theobalds

It has come to my attention whilst looking on the internet for information about GS that many people have also been diagnosed with Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME).  This has happened to me and as I was sitting feeling guilty for being off work ill again I decided to start writing some of my thoughts down.


This particular string of illness started about six months ago, I can’t be exact as, I’m sure you’ll empathise, my memory deserts me on such details.  I had several colds, which just seemed to knock me off my feet, followed by a bout of gastroenteritis, followed by a chest infection.  I seemed to improve for a little while then started with a chesty cold again.  As it felt similar to the infection, I went sheepishly back to the doctor (I feel so silly going just for a cold) who said that I had probably had a viral infection last time and this is a secondary infection caused by me not taking the time to recover, so I should have antibiotics again and a week off work.  If I took the time to recover from every illness I would never leave my bed!

I decided to take this opportunity to quiz my new doctor on GS.  He had a very pleasant manner and said he had read my notes thoroughly, very unusual in my experience of doctors...as a sideline, I have moved area several times over the last 7 years, due to going to uni in Yorkshire, coming back to Lancashire, going to work in the North East, coming back again, then moving to a different town.  I have therefore unfortunately had no continuity of care and have also been exposed to numerous incompetent GPs (one told me wrongly I’d had hepatitis, which resulted in Infection Control being called into work as I was working in a hospital at that time – very embarrasing!).  

Anyway, back to the present.  My current GP proved he knew my background by stating that I’d had numerous tests in 2002  when I was in the North East (the GS was found at this point and immediately dismissed)and had been sent from pillar to post with a misdiagnosis of fibromyalgia and a final diagnosis of chronic fatigue syndrome.  I said “yes, but what about the GS?”  As I had done many times during this process.  He said “Don’t worry, its not fatal”.

I have absolutely no misapprehensions about this.  We all know its not fatal.  My worry is living 60 more years feeling like I do now!

I tried to pin him down, asked if, in his opinion, my syptoms were casued by GS or CFS.  He passed no opinion on GS and directed me to the internet to find a graded excercise programme for my CFS.  I asked what I should be doing to control the GS, he said there is no magic pill and to just carry on with a careful diet, and not to worry, its not fatal (!).

After my initial diagnosis of CFS in 2002 I did quite a lot of research on the internet, but still felt the health care professionals were ignoring the obvious cause, which they could actually prove I had with a blood test.  CFS is a condition of disabling, long term fatigue along with other symptoms such as muscle and joint pain, disturbed sleep or sleeping too much (the reason I first went to the doctor in the North East), poor concentration, headaches, excessive sweating...and the list goes on.  The cause is unknown, there is no test to diagnose it, there is controvesy over what to call it (ME was the term more commonly used in the past but has bad connotations - “yuppie flu” - and also implies inflammation in the brain and spinal cord which are not proven).  There is a massive range of severity.  There is also controversy over whether this condition is in fact one condition, two separate conditions (CFS and ME) or many different conditions for which CFS is an umbrella term.  In this instance I suppose GS would be one of those conditions encompassed by the category CFS.  This makes more sense to me than saying – you are a very unlucky person, you have GS and CFS.  


The advice from my doctor to try graded excercise seems also a little odd, considering I am in the mild category, I still work (part time now because of my symptoms) and am fairly active in terms of getting to work, housework, shopping etc, but at the expense of a social life (and if i’m being honest, my husband does most of the housework!). The point of graded exercise is that if you are immobilised by CFS your muscles and heart and lungs will become weaker, so perpetuating the CFS, but if you try to start with very gently excercise and gradually build up it will put you on the road to recovery.  

But my muscles, heart and lungs can’t be weakening because I am out and about.  Also even if I did manage to increase my activity further, wouldn’t my body still have this small amount of waste product travelling around it (bilirubin) due to the GS, and purely common sense tells anyone that this is not good for your body and is bound to have some effects.  


I immediately dismissed the CFS diagnosis in 2002, being sure that the cause of my symptoms was obviously GS and not understanding why they were insiting on making something else up.  I have to say though, I do fit perfectly into the ‘mild CFS’ category, 

‘you can care for yourself and do light domestic tasks, but with difficulty.  You are still likely to be able to do a job, but may often take days off work.  In order to remain in work you are likely to have stopped most leisure and social activities.  Weekends or other days off from work are used to rest in order to cope’,

but who is to say that this isn’t actually GS?

I felt I might start to look into the graded exercise, go back to the doctor, quiz him on the fact that I would still have too much bilirubin, ask for a referral to a physio (all the advice I found on the web about graded exercise stated that it should only be undertaken with the supervision of a physio or occupational therapist).  At least this way I would be having some kind of monitoring and feel like I wasn’t being quietened down or ignored.

The antibiotics I got for the second chest infection didn’t work so going back for this reason seemed like the ideal opportunity to speak about CFS and GS too.  I went back and mentioned that my chest was still bad, he listenend to it very briefly then wrote a prescription for stronger antibiotics (this can’t be good for my liver, surely?) and said “I suppose you’ll want a sick note too?”.  I said “yes please” and he handed it to me.  He didn’t explain that he had given me more antibiotics or what we would do next if these didn’t work, or how to look after myself in the meantime.  I believe this is a common experience for a lot of people with chronic mild illness. 

I then took a deep breath and said I had looked up the graded exercise and was he sure it was right for me given my circumstances, mentioned above.  He said “Yes, from what you’ve told me”.  Hmm.  So I asked if I could be referred to a physio.  He looked at me blankly.  So I said “...Or...do I just have to sort it out myself...?”  He said “Just do as much as you can” and that was the end of that.  I wish I had stood my ground more but I was upset and tired and didn’t want to cry infront of him because then of course I would have been neurotic and I certainly don’t need any more useless labels!

On this occasion the antibiotics worked, thanks goodness and I got back to work.  Unfortunaltely, 3 days after I returned to work I caught a sickness and diarrhoea bug that has been doing the rounds!  More time off.

Now I am completely recovered and after all this moaning would like to mention a few positive thing that have come out of this whole experience.  I had started being very strict with what I ate after Christmas 2004, only eating fresh food: veg, fish, fruit, nuts beans and pulses etc.  During my illnesses I had very little alcohol, no large amounts in one sitting, which I had previously done.  During my last illness I replaced tea with lemon and ginger tea, initially to ease the nausea but I love it now!  I also had a good rest.  

I think these factors have resulted in me feeling better than I have in a couple of years.  This has given me the incentive to carry on with my improved diet, even though it’s often a pain to get home from work and start peeling veg and make a full meal from scratch.  

Unfortunately I have come to the conclusion that there is nothing my doctor can do for me, a chance to talk and some advice on exercise would have been useful but he’s clearly not the kind of person who will openly say “I don’t know much about this but I will listen and try to help”, even though I am fully aware that nobody really knows much about it.  I plan to try to start some gentle yoga this week, now I am feeling better, but am very aware if I push too hard I could end up back at square one.  This is a really difficult balance to reach and I still believe we should get professional help to reach it. 

I hope this story has helped anyone who has gone through similar experiences feel they are not the only one and maybe given some hope that diet and lifestyle can really make a difference.
Notes and queries
Yellow Eyes! I’ve had a number of enquiries over the web from people who don’t particularly have many pronounced symptoms apart from yellow eyes.  One lady was particularly distressed as she felt her boyfriend found it very unattractive, but she couldn’t get rid of it.  I was able to offer little advice, apart from – drink plenty of water and eat oily fish to help cleanse the system and dilute the bilirubin, and get lots of sleep.  I have suffered from cloudy yellowish eyes for a while, and tried those eye brighteners from the chemist.  Unfortunately they are not long term solutions as their effects wear off with continued use, plus they didn’t really do anything for me any way.  So, maybe someone out there could offer some help.  Let me know if you can.

Diagnosis: I am also regularly asked how to get a GS diagnosis.  I developed a short piece which I now use in response.  I thought I’d add it for your information:

The most common mechanism for diagnosing Gilbert's syndrome in the UK is as the result of a routine blood test which establishes bilirubin levels outside the normal range.  If other liver conditions have been ruled out, then the health professional will usually diagnose Gilbert's syndrome.  However, a diagnosis by exclusion can be both lengthy and not absolute.

Typically Gilbert’s syndrome presents via a mild elevation of bilirubin in a set of liver function tests ordered for another purpose. The bilirubin typically fluctuates in the range of 20 – 40 mmol/L although normal values may occur, and results as high as 80 mmol/L may be seen in patients who have not consumed food for several days. 

A more specific route by which Gilbert's syndrome can be diagnosed is via a blood test taken after a 48 hour reduced calorie intake. A blood test is taken on the first morning, and followed with a further blood test after reduced calorie intake after 48 hours In patients with Gilbert's syndrome an approximate twofold increase in bilirubin levels is usually observed.

As a genetic disorder, you would've thought Gilbert's syndrome could be diagnosed through a genetic test.  There has been research into such diagnostic procedures, however, at present it is not recommended as a routine test.  This is because the prevalence of some of the elements that are involved have not yet been established, and this test would not rule out other liver problems or diseases.

So at present, diagnosis of Gilbert's syndrome must be undertaken after evidence of symptoms combined with exclusion of other conditions.

	Web:www.gilbertssyndrome.org.uk

	Mail: PO Box 37848, LONDON, SE23 2WX

	Email: feedback@gilbertssyndrome.org.uk

	Phone/Fax: 0845 226 2394 



