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Letter from the Editor
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This edition we’re looking at equipping yourself with the knowledge and tools to manage your GS, and any other conditions you might have.  There’s a common concern to many callers to the AGS phone line – and that’s not just the GS, but their other conditions, and how they interact.
The difficulty for many of us is that we’ve got more than one ‘diagnosis’.  Western medicine tends to look at each ‘condition’ separately, and can often end up offering conflicting advice.  It’s more important than ever to equip yourself with the knowledge and skills to manage each of your conditions, and an understanding of how each interact, because in the 10 minutes you may have with your GP they may not have had time to reacquaint themselves with your entire medical history.  Although they do their best, of course, I’ve found it really useful to be able to interject when I know that the advice or prescription offered may cause more harm that good.  It’s certainly saved me some adverse effects!

As chronic conditions continue grow as the major expense for the NHS, it helps us all to be able to become an expert patient.  So, here are details of the Expert Patient Programme that the NHS has begun to roll out.  Results show that patients who undertake it spend less time at their GP’s and have much higher quality consultations – and quality of life.
In that spirit, I’ve also included some more technical information on what causes jaundice – one of the main symptoms of GS, to equip your understanding of exactly how it works, and what you can expect to happen if you have it as a symptom, and what other conditions can cause it.
Best wishes, Adina Farmaner, Director

______________________________________________________________________________

Expert Patients Online

What is an Expert Patient?

Expert patients are people living with a long-term health condition, who are able to take more control over their health by understanding and managing their conditions, leading to an improved quality of life. 

Benefits of becoming an Expert Patient

Expert patients... 

· Feel confident and in control of their lives 

· Aim to manage their condition and its treatment in partnership with health care professionals 

· Communicate effectively with professionals and are willing to share responsibility on treatment 

· Are realistic about the impact of their disease on themselves and their family 

· Use their skills and knowledge to lead full lives. 

Become an Expert Patient

Take control of your condition by becoming an Expert Patient. Find ways to control your symptoms so you can live the life you want. Expert patient courses take place over 2 1/2 hours per week for six weeks and are led by people who, themselves, live with a long-term health condition.

 The EPP Online course and research study is an Internet based version of the community based Expert Patients Programme self-management courses. EPP Online provides a 6-week course for people with long-term health conditions such as heart disease, lung disease, diabetes, multiple sclerosis etc. This is a 'pilot' project conducted as a research study, which means that it is being run for a limited time to test its format and usefulness for participants. 

What will I learn?

EPP Online is free except for your telephone costs and any charges from any Internet service provider that you use to access the Internet. It is a six-week online course that provides opportunities to people who live with long-term health conditions to develop new skills to manage their condition better on a day-to-day basis. 

Topics covered include:

1. Managing tiredness 

2. Starting and maintaining an appropriate exercise or physical activity programme 

3. Dealing with difficult emotions 

4. Helping solve problems caused by your condition 

5. Managing medicines 

6. Improving communications with care professionals 

7. Pain management 

8. Communicating better with friends, family and colleagues. 

Everyone who takes part can apply for a free copy of the handbook, Self-Management of Long-term Health Conditions 

How much time will I be spending in the course?

You will undertake the course with 20 - 25 other people like you with long-term health conditions. Each week you will log on to the course website on the Internet at least three times for a total time of about 2 hours. The first time you log on each week should be on the first or second day of the course, but you may log on at any time you find convenient. You may log on as often and at any time you wish. There are no fixed times. There is no need for everyone to log on at the same time. In order to get the best out of the course, you need to be available to log on for all six weeks. At the end of the six weeks, you will be able to log on to the course for another two weeks to review the materials, if you wish.

Who is eligible?

For the purposes of this course and research study, you must:

· live in England 

· have at least one long-term health condition 

· not have been in active treatment for cancer in the past year 

· not be pregnant. 

You must be at least 18 years old, and you should not have taken part in one of EPP's local courses in the community, or equivalent self-management courses such as Challenging Arthritis - the arthritis-specific self-management course, or the Positive Self-management Course for people with HIV and AIDS. 

How do I find out more?

You can find out more about EPP through: http://www.expertpatients.nhs.uk/online.shtml 

If you have any questions relating to research, you can contact the Stanford Research team of Katy Plant or Diana Laurent by email at healthylivinguk@med.stanford.edu or ringing them free at 0808 234 6184. If you have any questions about EPP Online you can contact the EPP Online Team by emailing them at epp.online@nhsepp.org
If you’d like to attend a course in your area then ask your GP if they are aware of one available.
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Benefits of the Expert Patients Programme: Cathy Stillman-Lowe
I am a freelance health professional writer and editor, having spent the best part of my career in the NHS as a health promotion manager at a national level at the Health Education Authority. When I asked to attend the Expert Patients Programme (EPP) course recently, I had multiple health problems, including chronic depression, obsessive compulsive disorder (OCD), migraine, an under-active thyroid, and Chronic Fatigue Syndrome (CFS). I had received successful NHS treatment for these over more than 10 years, including medication for depression (which I still take), and Cognitive Behavioural Therapy (CBT) for CFS and OCD, but the problems of dealing with the symptoms from day to day were still daunting. The EPP seemed to offer an opportunity to improve my quality of life, a 'cure' being frankly an unrealistic goal.

"On a psychological level, I appreciate now what I can still do, rather than what I can't do..."

To some extent, I was in a downward spiral when I began the course. I was frustrated by the repeated cycle of wanting to do more than I could reasonably expect, over-tiring myself and falling into a depressive state, then dropping some commitments, recovering and starting the whole process again. Having completed the course, I have taken stock of my position, drawing on the experiences of the other patients in my group, and am taking some positive steps for the future.

On a psychological level, I appreciate now what I can still do, rather than what I can't do, compared with my previous existence when I worked in London. I am grateful therefore that I can still work on a freelance albeit very part-time basis, rather than having to give up completely. I am lucky to have the opportunity to do voluntary work using my professional skills as well, as it is flexible in line with my energy levels, but really boosts my self-esteem. I am also more aware that I am still relatively physically fit - I can cycle, walk a good distance and do heavy gardening regularly, and I can look after my family to a substantial degree as I would like. Having to rest for two hours in the afternoons to cope with CFS is not perhaps such a significant disability therefore. I also sleep much better at night than I used to, as hearing other's experiences of insomnia reminded me.

I was the only person on the course with a history of mental illness, and I think that there is a gulf between those with enduring physical as opposed to psychological problems which the EPP needs to reflect more carefully. However, hearing other people's experiences and ideas has broadened my mind, and sometimes been humbling. I was prompted to find out more about Action for ME and have taken up membership, and will follow up the concept of 'pacing' about which the charity offers information. The emphasis on action planning in the EPP sessions (perhaps rather relentless) prompted me to dust off my bike after its winter hibernation and begin cycling again. This boosted my energy levels. I also committed myself to regular stretching exercises, and there is no doubt that a statement of intent in front of fellow course members can be very motivating! Lastly, I contacted the local Patient Advice and Liaison team about the availability of a migraine clinic in the PCT, as it might be that the number of attacks that I suffer could be reduced by better management. They put me in touch with migraine charities whose specialist publications and training may enable me to work on this.

To conclude, the programme was an effective antidote to the inertia that can result from the seemingly endless struggle with the symptoms of chronic illness(es). Peer group learning was rewarding, as sometimes the best suggestions came from the other participants, rather than the tutors. In particular, I will remember the kind comment of a fellow group member when I talked about my harsh and negative image of myself as a 'cabbage' (due to CFS). It was suggested that instead I could substitute the much more attractive mental picture of an artichoke, and that was the best 'self-talk' that I could have.
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David Turner

Course Participant, Volunteer Tutor and EPP member of staff
"A few years ago I was a firm believer that life was made out for you at birth and one followed that path until death. I could never therefore understand, even after living with 3 chronic health conditions and not having worked for 8 years, the comment 'I have had a life changing experience'.

That was until March of this year (2003). When faced with a complete lack of confidence and no self-esteem or feeling of self-worth, and being close to facing life as a wheelchair user and wondering if I wanted to carry on with life, I tentatively began the first session of the EPP. Right from that moment I realised that this course had the ability to change my life's path. What I did not realise was how drastic the change would be. Thanks to the excellent course content, professional delivery of the course and encouragement of the EPP trainers I began to regain those qualities that I had lost. That even included my mobility.

"Right from that moment I realised that this course had the ability to change my life's path."

I have to say that I was suddenly amazed one week to finding myself sitting alongside a trainer preparing to deliver my first session as a volunteer tutor. I was even more amazed one evening to find myself sitting in front of a 100 strong audience of health care professionals delivering a talk about how the EPP had benefited me. So after attending an interview for a vacant post as a full-time trainer, imagine my elation when I received a phone call to inform me that my interview had been successful and I had secured the post.

That was 3 months ago. My confidence, self-esteem and feeling of self-worth are growing daily and yet for me the EPP has been a life changing experience."
______________________________________________________________________________________
JAUNDICE
WHAT IS JAUNDICE?

The word "jaundice" comes from the French word jaune, which means yellow. 

Jaundice is a yellowish staining of the skin, sclera (the white of the eyes), and mucous membranes by bilirubin, a yellow-orange bile pigment. Bilirubin comes mainly from the breakdown of red blood cells, and is basically a waste product that’s then disposed of by your liver. 

Jaundice usually appears when the bilirubin in your blood is more than 3 mg per dL (51.3 µmol per L). The classic definition of jaundice is a serum bilirubin level greater than 2.5 to 3 mg per dL (42.8 to 51.3 µmol per L) as well as having yellow skin and eyes. 

Your body processes bilirubin in 3 phases: prehepatic (before it gets to the liver), intrahepatic(whilst in the liver), and posthepatic(after leaving the liver). If any of these aren’t working properly you can become jaundiced.

PREHEPATIC 
The human body produces about 4 mg per kg of bilirubin per day, from the breakdown of blood cells. Bilirubin is then transported from to the liver for conjugation (where it needs to link up with other enzymes and chemicals so that it can be removed from the body) . 

INTRAHEPATIC
Unconjugated bilirubin is insoluble in water but soluble in fats. Therefore, it can easily cross the blood-brain barrier or enter the placenta. The unconjugated bilirubin is conjugated with a sugar via the enzyme glucuronosyltransferase (the enzyme that people with GS don’t have enough of) and is then soluble in the bile. 

POSTHEPATIC
Once soluble in bile, bilirubin is transported through to the gallbladder, where it is stored, or passed on to the duodenam. Inside the intestines, some bilirubin is excreted in the stool, while the rest is dealt with by the bacteria in your gut.

JAUNDICE AND OTHER SYMPTOMS
Some people with jaundice have no symptoms at all.  But some may have an acute illness, which is frequently caused by infection, may seek medical care because of fever, chills, abdominal pain, and flu-like symptoms. For these patients, the change in skin color may not be their greatest concern! 

Patients with noninfectious jaundice may complain of weight loss or itching / skin discomfort. Abdominal pain is the most common symptom in patients with pancreatic or biliary tract cancers.Even something as nonspecific as depression may be a symptom in patients with chronic infectious hepatitis and in those with a history of alcoholism.

‘False’ jaundice can happen if you eat foods rich in beta-carotene (e.g., squash, melons, and carrots). Unlike true jaundice, you don’t get yellow eyes, or changes in bilirubin level.

CAUSES OF JAUNDICE:
PREHEPATIC CAUSES 

Unconjugated hyperbilirubinemia (this is when you’ve too much bilirubin in your bloodstream because it’s not been processed in the liver, as in GS) might happen before bilirubin has entered the liver cells or within the liver cell. If you’ve had an unusual breakdown in your red blood cells then there may be too much of the waste product, bilirubin, for your liver to process as normal. 

This will usually result in mild bilirubin elevation, to about 5 mg per dL (85.5 µmol per L), with or without clinical jaundice. The blood might be breaking down because of a number of causes in the blood cells or your enzymes which mean your red cells have stayed alive longer than normal, and built up.  Other causes include autoimmune disorders, drugs, and defects in hemoglobin structure such as sickle cell disease and the thalassemias. 

INTRAHEPATIC CAUSES 

Un-Conjugated Hyperbilirubinemia Gilbert syndrome is a common, benign, hereditary disorder that affects approximately 5 percent of the U.S. population. It usually results in a mild decrease in the activity of the enzyme glucuronosyltransferase. Gilbert syndrome is typically an incidental finding on routine liver function tests, when the bilirubin level is slightly increased and all other liver function values are within normal limits. Jaundice and further elevation of the bilirubin level may occur during periods of stress, fasting, or illness. 

Conjugated Hyperbilirubinemia. Main causes are when there’s a blockage preventing bilirubin from moving into the intestines. Viruses, alcohol, and autoimmune disorders are the most common causes of hepatitis. Inflammation also disrupts transport of the bilirubin and causes jaundice. 

Hepatitis A can cause acute onset of jaundice. Hepatitis B and C infections often do not cause jaundice straight away, but can lead to jaundice when chronic infection has led to liver cirrhosis. Epstein-Barr virus infection occasionally causes hepatitis and jaundice that resolve as the illness clears.

Alcohol has been shown to affect bile acid uptake and secretion, stopping the normal flow through the liver. Chronic alcohol use may result in fatty liver (steatosis), hepatitis, and cirrhosis, with varying levels of jaundice. Fatty liver, the most common liver problem, usually results in mild symptoms without jaundice but occasionally progresses to cirrhosis. Hepatitis secondary to alcohol use typically presents with acute onset of jaundice and more severe symptoms. 

More rare conditions that can cause jaundice: Autoimmune hepatitis traditionally has been considered a disease that affects younger persons, especially women. Two serious autoimmune diseases that directly affect the biliary system without causing much hepatitis are primary biliary cirrhosis and primary sclerosing cholangitis. Primary biliary cirrhosis is a rare progressive liver disease that typically presents in middle-aged women. Fatigue and itching / skin discomfort are common initial complaints, while jaundice happens later. Primary sclerosing cholangitis, which is also rare, is more common in men; nearly 70 percent of patients also have inflammatory bowel disease. Dubin-Johnson syndrome and Rotor's syndrome are rare hereditary metabolic defects that disrupt transport of conjugated bilirubin.

Common drugs can also cause problems, such as acetaminophen, penicillins, oral contraceptives, chlorpromazine (Thorazine), and estrogenic or anabolic steroids. Cholestasis can develop during the first few months of oral contraceptive use and may result in jaundice.

POSTHEPATIC CAUSES 

Gallstones in the gallbladder are fairly common in adults. Obstruction within the biliary duct system can inflame the gallbladder, and can lead to infection. Cholangitis is diagnosed clinically by the classic symptoms of fever, pain, and jaundice, known as Charcot's triad. Cholangitis most commonly occurs because of an impacted gallstone, which might then be removed.

Biliary tract tumors are uncommon but serious causes of posthepatic jaundice. Gallbladder cancer classically presents with jaundice, enlarged liver, and a mass in the right upper quadrant (Courvoisier's sign). Another biliary system cancer, cholangiocarcinoma, typically manifests as jaundice, itching / skin discomfort, weight loss, and abdominal pain. It accounts for roughly 25 percent of hepatobiliary cancers. 

Jaundice also may arise with pancreatitis. The most common causes of pancreatitis are gallstones and alcohol use. Gallstones are responsible for more than one half of cases of acute pancreatitis, which is caused by obstruction of the duct that drains the biliary and pancreatic systems. 
Evaluation 
The initial work-up of the patient with jaundice depends on whether the hyperbilirubinemia is conjugated (direct) or unconjugated (indirect). A urine anlysis that is positive for bilirubin indicates the presence of conjugated bilirubinemia. Conjugated bilirubin is water soluble and so passed through urine. [image: image1.png]



SO IF YOU’RE JAUNDICED WHAT DO THEY DO TO WORK OUT WHAT’S CAUSING IT? Here’s the clinical information :
BLOOD TESTING 

First-line serum testing in a patient presenting with jaundice should include a complete blood count (CBC) and determination of bilirubin, aspartate transaminase (AST), alanine transaminase (ALT), gamma-glutamyl transpeptidase, and alkaline phosphatase levels. 

Depending on the results of the initial tests, further serum tests or imaging studies may be warranted. The second-line serum investigations may include tests for hepatitis A IgM antibody, hepatitis B surface antigen and core antibody, hepatitis C antibody, and autoimmune markers such as antinuclear, smooth muscle, and liver-kidney microsomal antibodies. An elevated amylase level would corroborate the presence of pancreatitis when this condition is suspected based on the history or physical examination. 

IMAGING 

Ultrasonography and computed tomographic (CT) scanning are useful in distinguishing an obstructing lesion from hepatocellular disease in the evaluation of a jaundiced patient. Ultrasonography is typically the first test ordered, because of its lower cost, wide availability, and lack of radiation exposure, which may be particularly important in pregnant patients. While ultrasonography is the most sensitive imaging technique for detecting biliary stones, CT scanning can provide more information about liver and pancreatic parenchymal disease. Neither is good at finding stones inside the ducts.

Further imaging that may be done by a gastroenterologist or interventional radiologist includes endoscopic retrograde cholangiopancreatography and percutaneous transhepatic cholangiography. 

LIVER BIOPSY 

A liver biopsy provides information on the architecture of the liver and is used mostly for determining prognosis. It also may be useful for diagnosis if serum and imaging studies do not lead to a firm diagnosis. Liver biopsy can be particularly helpful in diagnosing autoimmune hepatitis or biliary tract disorders (e.g., primary biliary cirrhosis, primary sclerosing cholangitis). ________________________________________________________

And finally a thought to leave you with:

If the wind will not serve, take to the oars. 
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 Motivational saying by Latin Proverb
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