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No part of this book may be reproduced in any written, electronic, recording, or photocopied form without written permission of the author. The exception would be in the case of brief quotations embodied in critical articles and reviews and pages where permission is specifically granted by the author Glenda Shepherd.

Dedicated to my husband Phil, who has given me unconditional love and support in the darkest times.  The book is also dedicated to my surgeons and oncologist, whose treatments between them have increased my lifespan by twelve years so far.

OTHER BOOKS BY GLENDA SHEPHERD:

THYROID CANCER FOR BEGINNERS 

LIVING WITH THYROID CANCER  

Description:

After being free of papillary thyroid cancer for 7 years, I was told in October 2014 and again in January 2017 that the disease had returned.  This third book describes my further treatments, and also my thoughts and feelings at being diagnosed yet again.  There is also a section on the legacy of thyroid cancer.

NOTE FROM THE AUTHOR

I am not a doctor, nor am I medically trained. All my thoughts are from my own 13 years’ experience of various procedures and treatments to try and banish the scourge of papillary thyroid cancer.  

If you have any worries or concerns about your health, please see your usual doctor.  

In this book I’ve tried to use a bit of humour to lighten what can sometimes be quite grim reading to the uninitiated.  Whatever I’ve written about I’ve gone through myself.  If you’d like to contact me with any experiences you’ve had that are different from mine, I can add them to this book.  My email address is glenda.shepherd@btconnect.com

Oh yes, and one last thing... whoever said thyroid cancer was a ‘good’ cancer was talking out of their arse.
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I suppose I had become rather blasé about the whole thyroid cancer thing.  Whilst waiting to see the oncologist in her NHS clinic in early October 2014, I sat patiently reading my Kindle and waiting for my name to be called.  All my previous check-up appointments since December 2007 had been fine, and almost seven years down the line I had no doubts at all that this latest follow up would be exactly the same.

The clinic was running over an hour late.  There were 70 patients on the list to be seen, and I was one of them.  After five years of follow ups, my insurance company had informed me that they would not be paying for any more check-ups, and so it was to the large NHS thyroid clinic at Addenbrooke’s Hospital that I had driven that morning, which was about 50 miles from my home in Suffolk.

As I sat there wondering when it would be my turn, I looked around at some of the other patients and felt relief that I had finally shaken the disease free some time ago.  I saw the lines of worry on the faces, and did not envy them the surgery, radiation, and possibly more surgery that they would have to endure to get to the stage where I was now at.

At last the nurse called my name and ushered me to another waiting area just outside the consultant’s office.  I smiled at her as I sat down and picked up my Kindle again.  However, the wait was brief this time, and about an hour and a half after my appointment time I was finally called in.

Usually the oncologist would inform me that my latest MRI was fine almost before I had sat down. This time I noticed a nurse was present.  The oncologist did not mention the results of the MRI at all, and instead asked me about how much thyroxine I was taking, and whether I had good energy levels.  A little warning bell started up in my brain, and I asked her for the results of the MRI scan.  She replied that she would ‘get to that in a minute’.

As soon as I heard those words I knew something was wrong.  My heart sank and I quickly looked over at the thyroid cancer nurse, whose expression was inscrutable.  I sighed, put on a brave face, and waited impatiently to hear my fate.

The oncologist tried to break me in gently, but when she informed me of two lymph nodes that had increased in size on the right side of my neck, I knew the cancer had returned.  Thankfully the left side which had undergone a radical neck dissection in 2007 was still clear, but the unaffected right side was now of some concern.  

I asked the consultant whether the myriad of insect bites I had suffered over the summer could have caused the lymph nodes to enlarge.  She nodded and said this was possible, but she had discussed my case at a multi-disciplinary meeting that morning, and to be on the safe side she wanted me to have a detailed ultrasound scan and fine needle biopsy, and to come back and see her in a month’s time for the results.  

Silently I nodded in agreement, and could not wait to get out of the consultation room.  My husband Phil was not with me, as for the past few years I had told him not to bother coming along to all my routine check-ups.  He now mostly worked at home as technical support for an American company, but thankfully was not out travelling that day.  My eyes filled with tears as I talked to him on my mobile phone whilst walking back to the car park. He agreed the ultrasound and biopsy were needed just to make sure that the enlarged nodes were not caused by insect bites.  He told me to think positive.

This is not a very easy thing to do, and I then had a terrible three weeks waiting for the ultrasound appointment.  It seems to be worse on the run-up to Christmas, when all the family are cheerfully looking forward to time off work and getting together for lunches and dinners.  My daughters-in-law tried to sort out Christmas arrangements with me, but my mind was elsewhere and I kept forgetting what they were telling me.  I could not think past October 28th, which was the date my ultrasound scan was booked for.  Coincidentally it was also my birthday, and I was keeping fingers and toes crossed for a good result.

Unfortunately the good result was not to be.  I had the worst birthday ever as the radiologist doing the scan gently informed me that he did not need to perform a biopsy, as he could see papillary thyroid cancer on the right side of my neck, and possibly some more down near the thyroid bed, but the latter could have been just due to scarring.  He assured me the lymph nodes were only small and that the cancer had had been detected early, but also told me that they needed to be taken out.  

I lay on the couch, closed my eyes, and tried not to cry in front of the radiologist, but on the way back to the car the tears started to flow.  When I got home Phil gave me a cuddle and reiterated that the lymph nodes were only small and that there only seemed to be two of them, but that was two too many as far as I was concerned.

After the ultrasound came the bit about telling the family that I needed more surgery on my neck.  At the time my mother was 90 years old and very frail, but fully compos mentis.  My eldest son Lee lived nearby with his wife Sarah and their two daughters, and my youngest son Matthew lived with his wife Anna and their son William about 25 miles away.  Anna was also pregnant with our fourth grandchild.  I hated telling them, but had to do it.

Mum said that she would pray for me.  Lee cuddled me and started my tears falling again, and Matthew asked lots of questions on the phone and gave me an extra cuddle when I saw him.  I could hardly believe that I was messing up their Christmases all over again.

The next appointment with the oncologist was on 4th November.  I wanted to ask her whether the cancer had returned due to me having to reduce my thyroxine dose to counterbalance the osteopenia (the very early stage of osteoporosis) and palpitations that I was now suffering from, caused by too much thyroxine.  I also wanted to ask her if she thought there may be other cancerous lymph nodes elsewhere in my body apart from the small non-growing nodules in the lungs that we already knew about.

I waited with Phil for about 45 minutes in the thyroid clinic to see the oncologist on the day of my appointment.  She asked me what I had learned from the radiologist, and reiterated his news that I needed to be seen by the ENT surgeon who had performed my left neck dissection in 2007.  This time I would need a right neck dissection to remove 2 lymph nodes in the right side of the neck, and a small amount of suspicious-looking tissue in the thyroid bed.  After my surgery I would need to see the oncologist again for a PET / CT scan, to make sure there were no other cancerous lymph nodes elsewhere in my body.

Deep joy.

I asked her whether I should increase my thyroxine dose, and she shook her head.  Apparently it is important to make sure long-term thyroxine patients are not having their thyroid stimulating hormone too over-suppressed with large doses of thyroxine, as the extra thyroxine in the body causes low bone density and palpitations, something I had started to suffer from.  I was due to have another bone scan in January 2015 to ensure that my lower back was not losing too much bone, but was feeling better regarding the palpitations with taking a lower dose of thyroxine.

Coincidentally my British Thyroid Foundation magazine was delivered around this time, and I read of the effect of calcium on the thyroid stimulating hormone level (TSH).  My TSH had been slightly raised from previous levels, and it started me thinking whether my daily calcium tablets were affecting my TSH levels as well as the reduced thyroxine.  Apparently oestrogen also raised TSH levels; I had been seriously considering starting HRT to help with my low bone density, and to read this was like having a slap in the face.

I was still feeling the after-effects of previous thyroid cancer treatment, and did not relish any more.  The thought of more surgery made me feel terribly depressed, and I could not seem to concentrate on my usual pastime of writing women’s fiction novels.  I had just finished my seventh book (under my usual pen name), and decided to start writing this book instead as a form of therapy.

Leafing through my first book ‘Thyroid Cancer for Beginners’, I gave a wry smile at the few sentences I had written describing a fellow thyroid cancer sufferer’s neck in the clinic as being like a ‘map of the Norfolk Broads’.  I had not long had my thyroidectomy at the time, and only had a small scar across the base of my neck.  Little did I know what was waiting for me – my own neck would soon be just as scarred.  Perhaps I should have kept my mouth shut......
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The surgeon greeted me with a smile as I walked into the consultation room on 10th November.  I hadn’t seen him for a couple of years as he had stopped working at my hospital and my insurance company had stopped paying for any further follow-ups, but he still remembered me.

He felt around my neck and was convinced that he could feel the two lymph nodes in question on the right side of my neck, although they were very small.  He assured me that the cancer was slow-growing and there was no real urgency for the operation, but said if I did not have the surgery then the nodes would grow bigger.  I agreed to him performing the operation on 4th December, and was secretly relieved that I didn’t have to go to work over the Christmas period.  He inserted the hated camera up my nose to ensure my right vocal cord was still working – it was.

The surgeon thought that the operation this time would not take as long as when he did the left side, as there was less work for him to do.  He mentioned there was a ‘big lump’ previously that he had had to take out of the thyroid bed on the left side, and that had taken quite a few of the 6 hours that I was under the anaesthetic.  He did say there was still a ‘small area’ in the thyroid bed that he would need to remove, but that it was
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