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THYROID CANCER FOR BEGINNERS  

RELAPSE!

INTRODUCTION

Thyroid cancer is an unusual cancer, but fortunately often a very treatable one.  Nobody really knows what causes it.  As it affects mostly women, one theory is that the sudden weight gain and weight loss during pregnancy precipitates it, but there is also the theory that radiation to the face and neck during childhood (for example dental x-rays) may be a factor, and also some say the fallout from Chernobyl could be a cause. Incidences are rising. GP’s only get to see one or two cases per year, so they are not always very knowledgeable on treatment procedures.  

Anyone newly-diagnosed with thyroid cancer will find only some specialist hospitals can treat it (for example the hospital where I work does not treat it, and the oncologist there does not know much about it).  They will also find that treatment procedures vary up and down the country.  In some areas patients are offered multiple radioactive iodine (RAI) treatments, but patients in other areas are not.  Some patients are given tracer scans with a very low dose of radioactive iodine before treatment is given, to see whether there is any uptake of radiation in the thyroid tissue, so in theory making sure that the thyroid tissue is receptive to the larger dose of radiation to come.  Others are not offered a tracer scan, as another theory is that it stuns the thyroid cells and does not make them as receptive to the actual therapeutic dose of RAI and prolongs the treatment.  There can also be differences of opinion on how long a patient is left on the T3 fast-acting liothyronine sodium before he or she is given the slower-releasing T4 levothyroxine tablets that they will take for life.  

I have been supported over the years through being a member of the British Thyroid Foundation (http://www.btf-thyroid.org/ ) where you can find not only information regarding thyroid cancer, but also details on many other thyroid disorders (for example hypo/hyperthyroidism).

I hope this book is informative for anyone just diagnosed with thyroid cancer.  I suppose we have the ‘best’ sort of cancer you can get, as survival rates are usually around 95%.  I have heard it said that thyroid cancer is not really a cancer, but unfortunately it certainly is and what is more may prove fatal if not treated, as there might be spread to the lungs and/or bones.

This book follows on from ‘Thyroid Cancer for Beginners’ which I completed in 2008.  Most of the original words from the first book are still in place, but I have now added more pages to let the reader know what has been happening to me in the years since the first book was published.  

Please do not expect this story to be a walk in the park; the treatment I had to undergo left its mark on me in many ways.  However, I am still here and fortunately have found a way of (as it says in the title) living with thyroid cancer.  They say everyone has a story to tell.  I did not for a moment expect mine to be this one.  

Perhaps he knew, as I did not, that the Earth was made round so that we would not see too far down the road.

Karen Blixen 
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CHAPTER ONE – THE START OF IT ALL
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On the Isle of Wight’s Sandown beach in October 2004, I stand barefoot with my husband, Phil, at the water’s edge.  Looking back across the beach, I spot Phil’s sister Mary and her husband Dave wrapped up in towels on their sunbeds to protect them from the cold wind that has suddenly sprung up.  Dave and his camera are never too far away from each other, and I hear him calling to us to pose for a photo.  He walks over to us, camera in hand, and says something silly to make us laugh whilst he snaps away. 

The four of us are on a long weekend break staying at a bungalow in Bembridge owned by Dave’s sister Betty.  We had all had a pretty good year thus far; we had attended the wedding of our eldest son Lee to Sarah on a glorious day in May, and Mary and Dave had recently announced a third grandchild was on the way.  Phil and I were due to become grandparents the following July as Sarah was newly pregnant.  We were also looking forward to another long weekend break together at the Center Parcs holiday village in Elveden, Suffolk, in December, about a half hour drive from our home.  The short break would not only be with Mary, Dave and their daughter Jenny, but also Lee and Sarah were coming along and our youngest son Matthew and his girlfriend Anna.  

We often met up with Mary and Dave, and we had all married within a week of each other early in October 1980.  We originally lived near to them in Croydon, Surrey, where Phil had been born and brought up, but moved to a village near Bury St Edmunds in 1991 due to Phil’s new job being based in Palgrave, near Diss in Norfolk.  Problems had arisen when it was taking him three hours to travel to Palgrave from Croydon, and usually longer than that to travel home every night.  We had two young sons and welcomed taking them out of the London suburbs and living the country life.  After the first year of adjustment to the slower pace of life we were now fully-fledged country folk.  After 13 years of living the country life, we had no plans to ever move back to London.

***
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WHAT WE WERE ALL UNAWARE of as we posed for that photo on Sandown beach, was that before a month had gone by Dave was to suffer a heart attack (which luckily he recovered from after treatment), and I was to find a lump in my neck whilst putting on a necklace.  Nobody knows what fate has in store.  I read somewhere that the world was made round so we don’t see too far down the road.  Perhaps that’s just as well.

I had no idea how long the lump had been there.  The oncologist I saw a few months into the treatment said it could have been there for years.  The neck area is not a place where you’re told to check for lumps.  Leaflets picked up in the GP surgery told me that I needed to be ‘breast aware’ and to have cervical smears every three years, but I’d never even considered the neck area when thinking about cancer – even though I’ve since found out that thyroid cancer affects mostly women.  My father and his brother had both died of cancer at age 49, one of prostate cancer and the other of a brain tumour.  My mother contracted cancer of the uterus in her sixties, but survived after having a hysterectomy and radiotherapy (she is now in her eighties and living near me in warden-assisted sheltered housing).  Two of my grandparents had also died in their seventies of cancer, one of pancreatic cancer, and the other of lung cancer (probably due to my grandfather being a heavy smoker though).  

As I approached my forties I started to worry that maybe I too was at risk of cancer due to this unhealthy legacy.  Also over the previous decade I had begun to put on weight, and suffered with terrible PMT symptoms.  At about age 37 I was feeling so awful that I had to do something about it.  I saw a gynaecologist who prescribed the mini-pill (Norethisterone) which miraculously took all my PMT symptoms away, and I began a long-overdue exercise programme.

Ten years on, at age 47, I was still jogging nearly every day before starting work at 7.30am as a ward clerk at my local hospital, rising at 5.15am to run a 2-mile circuit of our picturesque village. I enjoyed the early morning sunrises and the feeling that the village was mine alone as I pounded the pavements when everyone else was in bed. I ate a low-fat diet to keep my weight down; indeed since being pregnant with Matthew in 1985 I could not stomach any fried or fatty foods anyway, as they would instantly make me feel nauseous.  In my early forties I had also started to feel sick if I had cow’s milk in tea (a skin test confirmed a milk intolerance), and cheese and chocolate which previously I had eaten with abandon started off migraines, so I had switched to soya milk, which luckily I preferred the taste of in tea (de-caffeinated of course!).  From being overweight and feeling miserable and eating lots of unhealthy foods in my thirties, I was now the veritable picture of health.  The only problem I had started to suffer with was a locking jaw at night.  I had no idea why the jaw locked whilst I was asleep – the dentist said that it could be caused by the unconscious grinding of my teeth.  

I decided to make an appointment with the GP about the lump in my neck but was not overly worried; it was probably a pulled muscle due to all the neck exercises I did to keep the ravages of time at bay.

The end of November 2004 saw me waiting in the GP surgery.  The doctor felt my neck and noted that the lump moved when I swallowed.  She wanted to refer me to a consultant endocrinologist at the hospital where I worked, as she thought I had a cyst on my thyroid.  The thyroid is a butterfly-shaped gland at the front of the neck which secretes the hormone Thyroxine, and this has an effect on the body’s metabolic rate (how quickly you burn up food).  As I was included on Phil’s medical insurance policy and wanted to be seen sooner rather than later, I let the GP know I would like to be seen privately at the Nuffield hospital in Bury St Edmunds.  I completed the paperwork required and waited for an appointment to arrive through the post.  

[image: Centre Parcs 079]

The lump seems quite visible here on a Center Parcs holiday in August 2003, but surprisingly enough I never noticed it until over a year later.

[image: Isle of Wight September 2004 018]

Photo shows Phil and I on the beach at Sandown, Isle of Wight. October 2004.

Dave’s saying something to make us laugh, but I can’t remember what.
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CHAPTER TWO – EARLY YEARS


[image: ]


I was born Glenda Ann Wood on October 28th 1957, and spent my early childhood living in the East London suburb of Poplar, with my parents. Originally we had lived in a large (and haunted) flat above what used to be Barclays Bank at 819 Commercial Road, Poplar (the flat is still there, but the bank is now a café).  

I was aware at a very young age of a strange presence in the flat; my bedroom was always colder than the rest of the house, and I often saw the ghosts of animals in the hallway. My mother once told me of an occasion where I was staying overnight with my grandmother, but the imprint of a body in my bed still remained even though the bed had been tidied the previous day and nobody had slept in it.  I remember as a very young child that sometimes my bed would shake uncontrollably and I would dive under the covers in fright, hoping the shaking would go away.  I had no idea what caused it, and over a period of time accepted it as ‘normal’. The psychic phenomena I experienced as a young child in the flat started my lifelong interest in the spirit world.  

My parents rented the flat at a reduced rate as my father was a bank employee (or maybe it was cheap because of the other-wordly presence?).  Years later I found out that somebody had committed suicide in the flat.  It was no place for a young child of five to live in though, as there were no children nearby to play with, and I was too young and the streets below far too busy for me to play outside.  I had no siblings, and had started to play with imaginary friends.  My parents wanted a home in a quieter location away from the constant heavy traffic rumbling past outside, and from the undesirables that often slept on the main doorstep downstairs that led out onto the Commercial Road.  They also wanted to move me from Mayflower Primary School in Upper North Street, as I was not enjoying the experience (to put it mildly).  The council found us a prefabricated home a mile or so away at number 3 Layfield Place (off Byron Street, but alas no longer there) that was supposed to have been only temporary whilst we waited for permanent accommodation.  The ‘temporary’ wait eventually stretched to seven years!  

The ‘prefab’ as far as I was concerned, was idyllic. I much preferred it to the flat in Commercial Road, as we were on the ground floor and I could play in our sizeable garden.  The psychic happenings disappeared, and were only to surface very infrequently from then on.  I found a couple of ‘best’ friends who lived nearby, and attended a new school, Manorfield Primary, in St. Leonard’s road, where my fledgling musical talents were encouraged by the formidable Miss Anderson. I began to play the violin, but the road to perfection was long (after an evening sawing away, I found that Dad had ‘accidentally’ trodden on the violin the next morning!).  

At age 11 I attended George Green Grammar School in the East India Dock Road.  My fondest memories of that school were throwing left-overs from my lunch down to the boys’ playground on the street level from the girls’ playground up on the roof, and hoping to score a direct hit on one of the more obnoxious boys in the process who constantly made fun of my wild, curly hair.  When going home from school I had to walk through Crisp Street with all its shops and market stalls, and I can still hear all the market traders’ calls in my head.  My favourite stall was the old 45rpm record stall.  Most of my pocket money was blown on rock n’ roll records, comics, sweets, and Enid Blyton books bought from Segal’s bookshop (my favourite shop but alas no longer there) on the East India Dock Road .  

My childhood years were very happy and I had total freedom to roam the streets with friends, something I would not have let my own children do if they had been brought up in the same part of London today, as it has now totally changed as you can imagine. We explored condemned houses that were due to be demolished to make way for the A102M motorway, played ‘Knock Down Ginger’ in Balfron Towers, and scared ourselves silly playing ‘Chicken’ down by the Blackwall Tunnel. Mum and Dad were not on the end of a mobile phone, and if we got into scrapes, then we had to get out of them ourselves. When our prefab home (and in fact Layfield Place itself) was due to be demolished to make way for what is now a technical college, the Council had no choice but to re-house us.  We moved across the river and I suddenly had to leave behind all that was familiar when I was 13 (the photo below shows me aged about 10 with my parents).

[image: Aged 10 with Mum and Dad041]

My teenage years were spent living in Kidbrooke, South East London, on a huge sprawling Council estate that is now thankfully in the process of being demolished. I loathed the estate as soon as I saw it, and my opinion never changed in the seven or so years that I lived there.  I was content though with my new school, Kidbrooke Comprehensive (the same school that latterly Jamie Oliver trialled with the new healthy school meals), after the initial strangeness had worn off.  I had a few very good friends, and took part with them in virtually all extra-curricular musical activities. I left school in 1976 and went to work as a laboratory technician for a company that has now been taken over by GlaxoSmithKline.  The following year, when I was 19, my father died of cancer of the prostate which had spread to his bones.  He had contracted cancer at the age of 47; the same age as I had been when I found the lump in my neck. I helped my mother to organise his funeral, but due to my young age I realise with hindsight that I was not much of a comfort to her in the months afterwards.

I knew by the age of 20 that I wanted to leave home to forge a life of my own, as my late nights (due to my increasingly regular attendance at various local discotheques) were having an unfortunate effect on my mother’s sleeping habits (what goes around comes around, and it would be me waiting at the top of the stairs 25 years later as Lee crept up at 4am after a night out on the lash).  I rented a flat in Anerley near Crystal Palace with a workmate.  It certainly helped both of us as my mother then aged 54, after finding herself living alone for the first time in 25 years, learned to drive, drove herself and friends to various local dances, and even in time found a boyfriend.  I quickly learnt to look after myself, cook, and do small repair jobs on my car.  Myself and my flatmate had the time of our lives whilst living in our little attic flat, staying out dancing until late, giving parties, and falling in love with undesirable work colleagues, all the things you do when you’re young and silly! 

Whilst living at the flat in Anerley, I met the man who was to be my husband.  Phil had also come from a huge Council estate in New Addington, Croydon and had lots of siblings, something I envied him for, having always wanted a sister or brother of my own.  We became engaged three months after meeting, and married on October 11th 1980 in St. James Church, Kidbrooke.  In the same month I left my job due to various allergies to workplace conditions, and became a library assistant at Anerley library near to my old attic flat in Waldegrave Road. We went on to have two sons, Lee, born in July 1982, and Matthew, born in November 1985.  Life was good.  I had a lovely husband, two sons to love and care for, and we now had a home of our own in Addiscome near Croydon, albeit with a mortgage up to the hilt.  

I stayed at home for 12 years looking after the boys, which had its rewards as well as its down moments.  During that time we moved from London to a village near Bury St Edmunds to be closer to Phil’s workplace, and also to give the boys a better life.  When Lee was 12 and Matthew was 8 I started back at work as an office clerk for a small company dealing in the sales of lime and fertiliser to the farmer.  It had taken me three years of applying for jobs to secure the post, and I was beginning to think that at the age of 36 and with two young children I would never work again.  I am very determined though, and vowed I would not give up until I did get a job.  I carried on over the next 10 years through two other administration jobs ending up working as a ward clerk at my local hospital in Bury St Edmunds, and all the time applying for higher-grade administrative vacancies in the NHS which sadly seemed very elusive.  I did not mind working as a ward clerk though, but was ever hopeful that something better would be just around the corner.  Unfortunately it would be something worse around the corner and it was coming straight at me ...
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CHAPTER THREE – VISIT TO THE ENDOCRINOLOGIST & 1ST SCAN
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The appointment date to see the consultant endocrinologist was not long in arriving.  I went to see him in early December 2004 at his private clinic at the Nuffield hospital.  He explained that the lump probably was a cyst, but would take some blood to check if the thyroid was working properly, and there would be more blood tests and a 24-hour urine test also to determine whether cancer was present, but he stressed that the lump probably was not cancerous at all as there was no history of thyroid cancer in my family.  I was told that I would also need an ultrasound scan and possibly a needle biopsy of the cyst at the same time.  I explained I would soon be on a long weekend break at Center Parcs and he said he would speak to the consultant radiologist to ensure I had the scan before I went.  He said it was also a good idea to get a sample of blood to see if I was at the menopause.  I was to come back and see him near the end of December for the results.  

His nurse took the blood tests there and then, and I was sent home with two large plastic urine collection bottles.  He explained that as I was at work during the week, it would be best to wait for a Sunday to fill the urine bottles as it would be more convenient than having to carry them about at work all day!  I agreed totally, and spent the next Sunday dutifully filling the bottles ready to take to Pathology on the Monday morning when I went back to work.

We were due for our Center Parcs visit on the 10th December, and on the 9th I had my ultrasound scan in the X-Ray Department at the Nuffield.  The consultant radiologist could see my thyroid was covered in cysts.  He said he was not worried as the whole thyroid was lumpy rather than just one piece of it. He said he was not even going to take a needle biopsy, as the result would just come back as benign cells.  I was reassured when he said nothing needed to be done other than regular check-ups to see if the cyst had grown any bigger.  He would report back to the endocrinologist, and I would get his report and the results of the blood tests when I had my second endocrinology appointment just before Christmas.  He thought it was a multinodular goitre (looking back with hindsight, it would have been a good idea at that point to seek a second opinion!).

Meanwhile there was Center Parcs to enjoy.  Myself and Phil, Lee now aged 22 and his new wife Sarah, plus Matthew aged 19 and girlfriend Anna met up with Mary, Dave, and Jenny.  We had adjoining chalets and everyone was set to have a good time.  We had all been visiting Center Parcs since the boys and Jenny were small.  Dave had recently had to have one of his arteries opened up with a stent.  The artery had become clogged over the years, which had given him the mild heart attack a couple of months before.  He looked pale and seemed more tired than usual, but was still cracking jokes and making people laugh.  He did not fancy playing Badminton which he had done in the past (which was a shame as he is so bad at it that it’s hysterical to watch), but to my surprise put on a pair of roller skates and skated around the rink with the rest of us.  We could not believe he had been in the Coronary Care Unit only a short while before, and now here he was balancing on a pair of skates.  He had been told by his cardiologist to change his diet to a low-fat one which meant cutting out his beloved cheese, but other than that was set to lead a normal life.  

Center Parcs turned out to be not so much fun as it had been in previous years when the boys and Jenny were small.  I was still thinking about the lump in my neck and what the blood tests would reveal.  Dave was tired and not as jolly as he used to be (understandable due to what he had undergone), and there was also some friction between a few of the young people, which also affected us and Mary and Dave. Unhappily the holiday ended on a rather sour note, and I think everyone was pleased to go home on the last day.  

Left to right, Lee, Sarah, Jenny, Matt, Anna, and myself at Center Parcs Dec 04

[image: Center Parcs 2004 016]

Phil and I skating at Center Parcs December 2004.  

[image: Center Parcs 2004 029]

A week or so after the Center Parcs break, it was time to return to the endocrinologist at the Nuffield hospital  to learn the results of all the tests.  He was most encouraging.  He told me my thyroid was working normally, that the blood and urine tests were clear – indeed I had lovely ‘rich’ blood.  He diagnosed a multinodular goitre (I suppose he was basing his findings on the ultrasound report) and told me I would need only regular scans to keep an eye on the cyst to check it wasn’t getting any bigger.  If it was not causing me any problems he suggested leaving it alone.  

The only cloud on the horizon was that he was unable to determine if I was menopausal.  Apparently the norethisterone tablets which I had been taking for ten years to combat the dreadful symptoms of pre-menstrual tension were keeping my follicle stimulating hormone and luteinising hormone levels artificially low (if I had been menopausal the levels would have been sky-high). In order to obtain a blood sample that wasn’t affected by the tablets, I would have to come off them for at least three months and then have another blood test.  I could do that I thought – that was easy.  What with my healthy eating I probably wouldn’t have the symptoms now anyway.  I made an appointment for March 29th to have another check-up scan and then I positively skipped out of the hospital – now I could enjoy Christmas with my family.

We usually treat ourselves and have Christmas day lunch out at a restaurant. That year it was at the Rushbrooke Arms  in Bury St Edmunds with Phil, Matt, Anna and my mother.  A New Year’s Eve dinner and dance at The Quality Hotel in Norwich was planned with Phil, Lee and Sarah (ever-expanding with our first grandchild), and Matt and Anna. We stayed overnight at the hotel and all had an enjoyable time.  We usually saw Mary and Dave over the Christmas period but this year they had other plans (I think the disappointing Center Parcs holiday still loomed large in everyone’s minds).

New Year’s Eve dinner at The Quality Hotel, Norwich.

Left side from the front, myself, Phil, and Anna.  Right side from the front, Lee, Sarah, and Matt.
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CHAPTER FOUR – VISIT TO THE ENDOCRINOLOGIST & 2ND SCAN
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January and February 2005 passed in the usual whirlwind of work, eat, and sleep.  I was also organising quite a few gigs for Matt’s heavy rock band and we were often out weekends until the early hours at gigs in London and the South East.  Phil and I had grown up in the Seventies’ listening to loud rock bands, and it was with a certain amount of relief when Matt mastered the intricacies of the electric guitar and veered towards the music we loved instead of the (as far as I’m concerned) terrible house, garage, trance, dance, rap/crap genres that Lee had favoured as a teenager and had us reaching in for the earplugs.  Funnily enough though, as Lee has got older he plays rock music in his van all day, so perhaps some of our tastes did rub off on him after all.

I kept a close watch on the cyst during January and February to see if it was getting any bigger. Towards the end of February I thought that it had increased in size a little bit, but decided the scan in March would show if it had.  I felt ok.  I’d had no real PMT symptoms either. Thank goodness I can come off the tablets now I thought, because it must be the healthy eating that had altered my body chemistry.

By the time the scan was due at the end of March, I knew the cyst was bigger.  I could feel it
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