Ladies & Gentleman,

I have been asked to give a short talk about survival after cancer -  in my case, childhood cancer, and how it affects my life at present. 
	On thinking about this I now realise I’ve inadvertently become a collector. My collections are related to each other, have just accumulated and are still doing so. I would actually prefer to be without them although I like them and need them,
	So a short personal history is in order.
	Up to age 13 (19yrs ago) apart from allergies & asthma, I was well, but then started to become excessively weary. A lump in my neck was biopsied and I was diagnosed with Hodgkin’s lymphoma. Investigations available at the time suggested that this was confined to my mediastinum. The top treatment at that time was considered to be ‘Mantle’ radiotherapy. This was an example of a certain ‘law’,  my mother, (a radiographer) had always felt strongly about minimising radiation. I had a huge dose to my chest, neck & shoulders. Apart from the concurrent symptoms of sickness & skin burns, the oddest symptom was complete weakness of my back & neck muscles. I just could not straighten my back at all and sat slumped forwards, neck horizontal. Repeated requests for physiotherapy were not forthcoming & I am left with a marked upper thoracic kyphosis and atrophy of back, neck & shoulder muscles, with osteoporosis of the spine.  Now I have to attend an osteopath who helps relieve my stiff muscles & aches & pains in my neck. The radiated area stopped growing too, and I have an unusual high hair line at the back. The good news is that I do not have to shave under arm & don’t sweat either. 
	The huge doses of steroids left me overweight. Only my top half has slimmed down, my legs have remained larger & I am told I have lipodoema. I have a size 10 top and 18 lower half, I hate my vast legs, they are heavy & uncomfortable.
	I have taken penicillin ever since.
	At the time my school was most understanding, but it did interfere in the run up to GCSE, though I did well enough, I only took 7 rather than 11. My interest in music & Girl Guiding developed during 6th form but 2 1/2 yrs later aged 16, my spleen was noted to be enlarged & abdominal & retroperitoneal masses were found- labelled a ‘recurrence’ but probably an extension of previously undiagnosed sub diaphragmatic Hodgkins.
	This time I was treated with chemotherapy (LOPP) and again it interfered with my schooling but I did well enough at A-levels & with letters of support & a good CV I gained a place at Cambridge (Music with a BEd) and I went on to achieve Qualified Teacher Status . 
The combination of radiotherapy & chemotherapy proved too much for my thyroid & it atrophied so I have taken thyroxine since then. Soon after my ‘chemo’ I was hospitalised with ophthalmic herpes (same‘law’- my dad is an ophthalmologist). 
	During the next 8 yrs I became allergic to all sorts of things, but was declared in ‘permanent remission’ I went to university, became a Queen’s Guide, sang in a national choir, competed at international level at air-pistol etc. Unfortunately my current medication now excludes me from such competitions.  
Just before graduation (forecast 2:1) night sweats & weariness sent me to my GP & within hours to my consultant, where I was found to have Grad IV B Hodgkins with bone involvement etc. I was admitted immediately to my London hospital and treated initially with Vapec B chemotherapy. I missed my final exams and though I attended the graduation in a wig & wheelchair it was only later was I given an ‘Open’ grade, a huge disappointment and an inhibition to academic progress since.
	Straight back to hospital afterwards, I then had BEAM chemotherapy & an autologous stem cell transplant & was obviously very ill. But as I recovered I discovered that most of my allergies had gone & now 8 yrs later am considered in ‘permanent remission’
	But all is not well, Ovarian function failed 3 yrs later & a premature menopause ensued (more tablets). Osteoporosis needed treatment (even more tablets). My thyroid remnants became cystic then lumpy, and after repeated needle biopsies to exclude malignancy it was decided better to remove the remnants. My parathyroids failed after this & my calcium levels have to be monitored & treated (yes- tablets). Regular monitoring for breast changes (post-radiotherapy) is necessary.
	However I was a full time primary school teacher, which I really enjoyed, for 6 years, in spite of the long hours & burden of paperwork. About 3 yrs ago I started to have ‘blank’ attacks, particularly on standing up, but at other times too. These were sometimes associated with slight hand twitches & lip licking. My weight became erratic, varying by kilograms over 2/3days, assumed to be fluid retention. I would occasionally wake in the morning, feeling awful with a petechial rash over my face & neck, unable to go to work. I would sleep all day & be almost normal by the next. These episodes were directly associated with the fluid retention. Colleagues were not sympathetic- it was inconvenient for everyone & I left teaching. Then I had a major epileptiform attack and was hospitalised with concomitant severe pulmonary congestion.  It now became obvious that I had been having nocturnal major epileptic attacks, and these now started to occur during the day as well. All neurological investigations failed to find any exact cause for these fits, and they were controlled within a few months by more medication (and have not recurred since) Not being able to drive for a year was a real loss. 
	Referred again to a cardiologist, because of episodes of palpitations, query arrhythmia, I was found to have heart valve lesions & possible constrictive pericarditis, and it was realised that I am one of the cohort of people treated by mantle radiotherapy who are, even decades later, prone to cardiac problems. Unable to catch & record one of these attacks of palpitation I was fitted with a subcutaneous ‘reveal’ monitor only a couple of weeks ago, and the first abnormality, recorded only last week, was one of a three second long asystole. Perhaps we have tracked down the cause of my odd symptoms of the past 2-3 yrs. I would bet it means more tablets.
	I do get fatigued easily now, especially when I retain fluid. I could not now manage that teaching regime of 3 yrs ago. I  tried training as an occupational therapist but was still having fits when I started the course, and the faculty could not really cope with my perceived ‘ill health’ & I was forced to leave, having completed the 1st of a 2yr MSc.  This is an ongoing problem. Job applications nowadays all include the question “Do you have a current medical condition” Answering this truthfully automatically puts me at a disadvantage, I personally feel it is a question that should not be included in any job application.
I am currently not working but, subject to occupational health clearance, (always extremely difficult to gain) am due to start a part-time training course as a ‘play specialist’, a lovely job, that I could cope with part time if necessary. 
	This brings me up to date: My collections I mentioned earlier, I seem to collect consultants- I’ve had:
· A haematologist/oncologist
· An endocrinologist
· A cardiologist
· An electro-cardio physiologist
·  Nephrologist
· A family history (breast cancer) specialist
· An HRT specialist
· A neurologist
· An ophthalmologist
· A respiratory medical physiologist
· A gynaecologist
· A dermatologist
· A lipodema/lymphodema specialist
· Surgical team 

I also see my bemused GP who receives letters from all of these. Only the last 7 I’m no longer seeing.  All these kind, concerned people generate investigations & outpatient appointments (20 follow up appointments a yr, at least) not to mention repeated blood tests at least monthly. I have a collection of appointment cards, but my biggest collection-on going- is my tablet collection. We have cupboards full, because each consultant generates treatments, often multiple. At present I take 18 tablets each day, 13 in the morning & 5 at night.
	I must have cost, and still be costing the NHS a fortune. I would not be alive but for the treatments I’ve received, even if they have themselves generated problems. I’ve known a few of my consultants for 19yrs & would actually feel lost without them, they have become like friends.
 	I must be like many other survivors of childhood cancer who attend multiple hospital departments, and support the idea that perhaps there should be a speciality that could draw at least some of the strands of our diverse complaints under one roof. It might even save money. 

Thank-you for listening.

Katherine Lee
7th July 2010

Katherine83@btinternet.com


To anyone with Hodgkins Lymphoma who may read this, please don’t be alarmed as virtually all of the complications are due to the radiotherapy, which is no longer the standard treatment.
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