Preface 

I was working on an article for The Times when I first stumbled across the condition known as 'sticky blood'. The piece was about lupus, my interest fired by the fact that I suffer from this disease. I had been interviewing one of the world's leading specialists, Dr Graham Hughes. We were huddled in his Tardis-like office at St Thomas' Hospital in central London and I'd been grilling him for an hour or so. Things were going well as he is a consummate performer :in front of journalists and had given me plenty of strong quotes. The interview was winding down and I was about to shove my notebook back in my bag when Dr Hughes began talking about 'antiphospholipid syndrome'. I must have looked dumbstruck by this mouthful because he quickly explained that it was a relatively new condition known in lay terms as 'sticky blood' and it would become the most common autoimmune disease of the century. 

Instinctively I picked up my notebook again and began to scribble. After twenty years as a correspondent you develop a nose for what we call a 'cracking tale' and this sounded like just that. 

With the calm of a man talking about the weather Dr Hughes described the syndrome that thickened the blood and thereby caused clots. It affected men and women, young and old alike. It attacked any part of the body at any time. 'Sticky blood' was responsible for a quarter of recurrent miscarriages and a fifth of strokes in young people. It was often mistaken for multiple sclerosis (MS) or early Alzheimer's. It caused deep vein thrombosis — including so called economy class syndrome' — memory loss, speech difficulties, headaches, fatigue and joint pains. It damaged major organs, made you blind or even killed you. 

Another key concern was how many patients struggled for years to get a diagnosis and had often been mis-diagnosed, mainly as a result of medical ignorance about 'sticky blood'. At one recent clinic three people who'd been told they had MS were tested and told that in fact they had Hughes syndrome. The difference could not have been more profound: multiple sclerosis can consign the sufferer to what can be an appalling degenerative condition; the disease has varying degrees of severity but no matter how it affects someone the treatments available for the symptoms are limited and very expensive. On the other hand, there is a broad range of medications for 'sticky blood' which have been shown to be highly effective; these drugs are generally inexpensive and easily available, like aspirin, for example. 

That was the good news about Hughes syndrome, the 'magic', as' Dr Hughes would say. It was highly treatable with medication that thinned the blood, even something as mild as 'junior' (low-dose) aspirin would work. The cost was minimal, and there was an excellent chance that given the right monitoring a patient could live a normal life. The moving stories of the people in this book bear this out. Like the woman who was virtually blind for example, and after a few weeks of treatment got her eyesight back, or the former airline stewardess who found herself confined to a wheelchair, unable to control fierce spasms in her lower body, but after one week of treatment was walking with the help of sticks and is now striding up and down hospital corridors helping others in her situation by tirelessly devoting her time to the Hughes Syndrome Foundation. 

Dr Hughes said that one area where they have had their greatest triumphs against this disease is in pregnancy. Women who had been through the agony of repeated miscarriages, some suffering twenty or more, had been given anticoagulants to thin their blood and had I gone on to have healthy babies. For the first time I noticed the pictures that clung to the walls of Dr Hughes' office; they were mainly of mothers and children with beaming smiles. The pregnancy clinic showed a success rate that rose from under 20 per cent to over 75 per cent. 

I am not known for being lost for words but there was a moment when my mouth fell open and I was silent. The weight of what I had heard was staggering. Here we had a new condition that was common but as yet seriously under-diagnosed. It touched on every area of medicine and affected a significant slice of the population not just of Britain, where it was first identified — but of all over the world. A plethora of questions came to mind but the most pressing was: why hadn't I heard of Hughes syndrome? 

One reason could have been that it is still a 'new' disease, first identified by Dr Hughes in the early 1980s. Another relates to the age-old issue of funding. To do lots of research or have the staff and time to get the message across takes money, a commodity that is not in large supply in this field of medicine in the UK. Those involved in treating patients are too busy doing just that and don't have time to worry about writing press releases and publicity. It is rather like HIV or lupus, it has taken time to recognize these new conditions, and to get the message out. 

As a sufferer of lupus I know first-hand how difficult it is to cope with having an autoimmune disease where the range of symptoms is broad and diverse. The biggest hurdle is the first — namely getting the diagnosis. When I became ill, before we had a name for the disease, I had so many things wrong with me that I wrestled with the fear I was going mad. I tried to ignore my symptoms for as long as I could, hoping they would go away. Not an easy task when I could no longer pick up my children for a cuddle without experiencing excruciating pain in my shoulders and chest and muscle weakness in my arms. Or when a simple task such as getting up the stairs left me shuffling on my bottom taking one step at a time as my aching hip and knee joints just wouldn't do as they were told. My feet were so numb that I could put them in scalding water without feeling it. Typing no longer came automatically, my mind had to guide the frozen fingers across the keys. Worst of all was the fatigue. For someone who lived on her energy waking up to a flat battery was as good as a prison sentence. Some days I would lie in bed and feel as though I had an elephant sitting on me. I couldn't move. 

And all the time in my head I doubted this was really happening to me. As I lay prone in my bed listening to my 12-year-old getting the 7-year-old ready for school because 'mummy wasn't well', I would tell myself off for slacking. In my head I would see all the jobs I had to get on with, work out the agenda for the day. The trouble was that my body didn't respond to the call for action. 

How could it be that every part of me was involved? From my eyes to the tips of my toes, with lots in between. I was embarrassed to tell the whole story to my consultant. The monologue went on and on, the student doctors would raise their eyebrows — impressed by such a catalogue of illness. In the end I would do a summary of symptoms on my laptop, and hand him a printed copy. It took two years to get a diagnosis and in that time I had a plethora of tests. They took armfuls of blood, a biopsy of my lip, I was irradiated, X rayed, warmed up and cooled down. I felt like a laboratory animal but I was glad of any efforts made to give my illness a name. It sounds odd but when I was eventually diagnosed as having a form of systemic lupus erythematosus (SLE) I actually felt delighted — not because I had an incurable and potentially life-threatening disease but because at long last I had a name, and that meant I could find more about the illness, and fight it. 

As with lupus, getting a diagnosis for Hughes syndrome is notoriously difficult. The campaign to improve awareness of SLE has been working hard for over a decade. 'Sticky blood' is still virtually under wraps on this front. This means there is limited information available in the public domain so far. Trawl through bookshops and you are likely to come out empty handed. If you look on the internet there are some sites that are helpful: the Hugh Syndrome Foundation is one and you can order the book written by Dr Hughes called A Patient's Guide, which gives a excellent explanation of the disease from a medical perspective. But if you are like me, you always want more, you want to hear from fellow sufferers so you can compare notes. That is why this book is built up around a core of people who have 'sticky blood' and are happy to tell their stories. Perhaps what they went through rings a bell an might prompt others to put the pieces of the jigsaw together. That would bring them one step closer to getting some answers and stopping this disease from doing any more damage. 

After hearing about 'sticky blood' from Dr Hughes I wrote a piece for The Times which triggered off a staggering response from readers who jammed the switchboard at the clinic in St Thomas' and generated more than 70 000 'hits' on the Hughes Syndrome Foundation website in a matter of days. I couldn't help but feel I was just scratching the surface and there was a pressing need to make more information available to the public at large. Hence this book. 

When you find you have a major illness you unwillingly and unwittingly join a club. Only fellow members can understand the dreadful reality of what you are going through. As a fully paid up member I feel qualified to know something of what it is you need. I am a journalist not a doctor so I approach the subject from the point of view of the lay person. What I have tried to do is plough through, the medical jargon, sift out the facts and present them to you so that they are easily understood. It is important to remember you are not alone, that is why so many patients have happily agreed to talk openly in this book about what happened to them. As 'club' members they know how lonely and depressing illness can be. The - disease is common, it just so happens that it is early days and you are having to do more research than those who follow in your footsteps. It is also crucial you hang onto the knowledge that there is plenty you can do about this disease if you test positive for it. The key is to get the diagnosis; to do that you need to know what to look for, who to insist on seeing and what tests and treatment you might require. I hope this book gives you the information, support and encouragement you need to fight 'sticky blood'. 

Triona Holden, London, 2002 
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