
>TAPS HEAD< 

What’s all this about then 

For a while now I’ve been toying with the idea of writing “my story”, or at least the story of 

the last couple of years. It won’t be a story as such (I’m no wordsmith as you’ll soon 

discover) more a collection of incidents and anecdotes written in chronological order, or at 

the very least the order in which I remember them.  

I want stuff down on paper before I forget bits, so the kids can read all about it when they’re 

older and can understand things better. 

I’m going to be as honest as I can be no matter what that makes me look like, otherwise 

what’s the point? 

I hope it also serves as a bit of a thank you to everyone who helped along the way. I’m not 

going to try and list everyone, not only would it take me several weeks just to do that, I’d be 

bound to miss someone out and I would hate that. A lot of people will get a mention along 

the way, but if you don’t please don’t think that I am anything less than eternally grateful.  

I was repeatedly taken aback by how fantastic people were to us during all of this; even now 

I still can’t quite get over it. Something I’ll mention a lot is support, it’s the one thing above 

all else that is needed and I got it in spades. You simply can’t get through something like this 

without a mass of support and my friends, family and work colleagues delivered it.  

Can I squeeze in another thank you here? Yes I can, it’s my “book” after all and you can’t 

stop me  

I have to say there were a few individuals that disappeared into the woodwork and who Deb 

nor I have heard from since this all began, there’s no excuse for that and I’ll never forgive 

them for doing it, if any of you happen to read this, f**k you. 

Be warned 

I can waffle on a bit  

How it all started 

I guess I’d better start at the beginning, which would be sometime in late 2011. I’d been 

suffering from some fairly mild headaches on a slightly-too-frequent-for-comfort basis, so I 

made an appointment with Simon, my GP. He wasn’t overly worried, I think his words were 

“I don’t think it’s anything sinister or there’d be other symptoms”. They weren’t very severe, 

and as long as I caught them early enough then paracetamol or ibuprofen dealt with them, 

and as they didn’t increase in severity or frequency over the next few months and there 

were no other symptoms I just lived with them. 



About a year or so later I started to notice a slight loss of hearing in my left ear, not a big 

loss, but noticeable nonetheless. Off to the GP again, a locum this time if I remember 

correctly, who referred me to Audiology at Bedford Hospital, although an appointment 

never came through by the time the real fun started. 

A few months after that we were on holiday in Dorset in the caravan. The kids were off 

somewhere on the site and Deb and I were sat in the caravan chatting. Deb pointed out that 

whenever I looked at her I was turning my head to the left and looking at her slightly 

sideways; and that my left eye didn’t appear to be moving much. I said I’d make an 

appointment with Simon when we got home and we left it at that, although later on when 

stood in front of a mirror I spent a few minutes moving my head from side to side trying to 

see if my eyes were moving correctly. This was when I first realised I was getting a bit of 

double vision when looking to the left, and that I’d obviously subconsciously been turning 

my head to counteract it. 

I made an appointment to see my GP (a locum again) when we got home and saw him a 

week or 2 later. I discussed the double vision with him and he made a referral to the eye 

clinic at Bedford Hospital. As we were talking we discussed the hearing problems I’d had and 

the headaches, at which point he said that considering all 3 factors together it was probably 

prudent to refer me to Neurology as well, which he did. Again this appointment never 

materialised, for the same reasons as the Audiology appointment. He also advised me to go 

and have an eye test, I was due one in a couple of months anyway and it would be useful 

considering everything else. 

I wasn’t particularly worried at this point, but I am nothing if not practical, and will always 

do as I’m told by a clinician (except maybe by Deb from time to time ) so I made an 

appointment with the optician at Tesco’s for a week or so later.  

They did all the usual tests and my eyesight was ok, no deterioration since my last test, but 

something wasn’t right. I had already explained to the optician why I had made the 

appointment and that I had been referred to Neurology. When they’d finished with all the 

tests she handed me an envelope and told me to take it to my GP and put it in his hand 

myself. I replied that I would drop it in the next time I was passing, but she told me that I 

should drive there straight away and deliver it, and that I should tell him that the Neurology 

referral was now urgent and that I should be seen within a week. This made me a bit 

nervous so I asked why, to which she responded “We need to see if anything’s going on with 

your brain, but I don’t think it’s anything life threatening”. Very reassuring! 

I got in the car and rang Deb before I set off and told her what was going on, I tried to play it 

down and act casual about it but Deb knew I was worried. She got me calmed me down a bit 

and I set off to my GP. 



On arrival I told the receptionist that I needed to see the duty GP as soon as possible. She 

informed me that I had to make an appointment despite me telling her what the optician 

had told me. While we were talking I noticed one of the other receptionists talking to a 

woman to the rear of the reception and they both kept looking my way. I figured out that 

this was actually the duty GP, so when she walked past me I stopped her and handed her 

the envelope, repeating what the optician had said again. She opened the letter and read it, 

then told me she would talk to Simon about it, then said “Don’t worry; I don’t think it’s a 

tumour or anything”. Another dreadful attempt at reassurance! 

At this point the left side of my face was feeling a little numb at the top of my cheek, but I 

put this down to being psychosomatic. 

My GP rang me shortly after and told me he’d referred me to the eye clinic at Bedford for 

some more in-depth examinations and we’d take it from there. First off I saw an Orthoptist 

who checked my eye movement and measured how bad my double vision was, and then I 

saw an Ophthalmologist who did a shedload of tests. One of the things he discovered was 

that my left eye was sticking out 1mm more than my right eye, he didn’t seem overly 

concerned about it but it was enough that he ordered a heap of blood tests and an MRI 

scan. At this point it was purely to look at the area around the eye, the prime suspects for 

the symptoms being either something to do with my thyroid or some sort of palsy. 

I had the MRI on 18 September. I thought MRIs were just one scan but it's actually a bunch 

of scans ranging from 30 seconds to 5 minutes, in my case the last few of which were done 

after injecting a contrasting dye. Unfortunately I reacted to this and felt sick so 

embarrassingly had to press the button to get me out of the scanner. Fortunately it passed 

after a few minutes and we got the rest of the scans done. 

At this point I wasn’t due to be seen until mid-November so of I trotted glad not to have any 

appointments for a while.  

On the 23rd September, my birthday as it happens, I was over at our HQ having a 1-to-1 with 

my boss, Clare. I’d kept her up to speed with everything and she asked how I was doing, to 

which I replied “I’m ok, as long as they don’t ring me and ask me to come in any earlier as 

that’ll mean something’s wrong”. 30 minutes later my phone rang and it was the hospital 

telling me I needed to come in! 

The person calling me was Mary, the matron of the eye clinic. Deb and I have known Mary 

for years, Deb more so than me as she’d worked with her for many years, and had managed 

her for a while. She told me I needed to get there as soon as possible and to bring Deb with 

me. It was obvious it was something bad and I remember saying “What is it Mary? You’re 

scaring me now”. There was nothing she could tell me over the phone so I popped my head 

round Clare’s door and told her what was going on and set off for home. I rang Deb on the 



way and told her what Mary had said and that I’d meet her at home then we’d go in, her 

being at her office in Bicester at the time. 

Deb was in no state to drive once I’d spoken to her so a very kind lady whose name I can’t 

recall drove Deb home in her car. We then left her in our house waiting to be collected 

whilst we shot off to the hospital. 

We met Mary who took us straight into one of the consulting rooms and we waited for the 

doctor, I can’t remember his name or what grade he was. This is probably a good thing as he 

turned out to be bloody awful at breaking bad news. I appreciate what he had to tell us 

wasn’t the sort he of thing he would normally have to do in Ophthalmology, but even so he 

was particularly bad at it. 

He managed to position himself behind one of those eye scope machines so we couldn’t 

really see him, Deb had to push it out of the way. He started telling us about a “mass” that 

had been found and continued to babble on in what sounded 90% Latin to me, some of 

which Deb understood being a nurse of over 25 years, but most of which meant nothing to 

me.  

He mumbled away for a while not making much sense to me, but I understood that there 

was something big in my head that wasn’t supposed to be there. At one point he asked if we 

had any questions and all I could think to ask was “Whereabouts is it?”, and he proceeded 

to talk in medical speak leaving me utterly clueless. I was getting a bit frustrated; Mary could 

see this and snapped at him “Just point at it!” which actually had me stifling a nervous 

giggle. 

Eventually I got out of him that it was a tumour on the brain stem, and that it was huge 

(34.1mm x 40.8mm x 48.2mm) and the pressure it was putting on the nerves in my head 

was what was causing all the problems I was having. He told me everything had been sent 

over to Addenbrooke’s (Bedford don’t deal with this sort of thing) and that I’d get a call the 

following day from them to arrange to see a neuro consultant over there.  



 

Yeah, that all makes sense then…. 

We went home and I sat on the sofa and we were both somewhat stunned and didn’t really 

know what to do with ourselves, I remember saying to Deb that I didn’t know what to feel 

or think, or how to act.  I didn't feel ill. Nothing hurt. Nothing was visible. Yet there's this 

thing which they'd told me would kill me before long if left alone. 

We told the kids the following night. Zak didn’t really understand but Erin being a bit older 

knew it wasn’t good and we both sat on her bed for a while afterwards and answered a 

bunch of questions she asked as best we could. We were as honest as we could be with 

both of them, although we did try and soften the blow as much as we could. 

I’d been ok up to this point, but telling the kids pushed me over the edge. After telling them, 

and handling it quite well I thought, I went into the kitchen to get a drink of water and had a 

bit of a meltdown. I was a bit annoyed with myself, hunched over the sink crying my eyes 

out when I should have been upstairs trying to reassure Deb and the kids. It took me a while 

to work out it was quite ok for me to have the odd meltdown, that in fact I needed to 



release that pressure now and then, and so long as kept control as much as I could in front 

of Deb and in particular the kids then that was ok. 

The kitchen sink meltdown was nothing compared to the one I had later though. Zak came 

running down the stairs late that evening and wrapped himself around me in floods of tears 

saying “I don’t want you to be ill Daddy”. How do you cope with that? I think I did ok in front 

of him but I don’t know how. He ended up in bed with me that night, with Deb sleeping on 

the floor beside the bed as she didn’t want to leave us and she didn’t want me on the floor! 

Deb had already rung the school earlier in the day so they knew the score, and to tell them 

that we would be telling the kids that night so they’d need keeping an eye on at school. The 

school were brilliant; the Head Teacher, Jim, informed all off the teaching staff and they 

were very supportive of them. Both were given a get-out-of-class-free card, which when 

brandished allowed them to leave the classroom without having to say anything, and to take 

a friend with them. I have a feeling they may have used these now and then, even if they 

were feeling ok!  

Addenbrooke’s rang on the Tuesday and I was to see the Neurosurgeon on Friday morning. 

We tried to act normal that week, and I think we did a pretty good job, but Erin asked me to 

put some music on her iPad for her while she was out and I turned it on to find this on the 

screen: 

 

I don’t know whether I was supposed to find that or not, either way I was a blubbing mess 

for a while after I’d seen it. 

For some reason Deb and I both got it into our heads that I’d end up an inpatient as soon as 

we’d seen the Neurosurgeon, I think Deb went as far as to pack a bag for me. I left work a 

bit early on the Thursday just so I had time to get myself together before the kids got home 

from school. I’d had a little wobble in the office, worrying what the consultant was going to 

say the next day coupled with writing down all my passwords and bank instructions, etc. 

caused it. Putting an out-of-office on with “until further notice” wasn’t great either! 



Richard Mannion 

We had been in the waiting room for about an hour when my name was called. Richard 

introduced himself as the consultant neurosurgeon and explained that the clinic was 

running very late (we were looking at another 45 minutes or so apparently) so, being aware 

we currently knew next to nothing and were obviously very worried he had slid off to talk to 

us. A lot of that initial meeting stuck in my head for a long time.  

He explained to us that he was convinced the tumour was a meningioma and therefore 

benign, that they did about 100 of these a year at Addenbrooke’s of which 1% were where 

mine was which was a really difficult place to get to. He strongly recommended surgery, to 

which we agreed without hesitation. If left alone it was going to kill me, maybe not for few 

years, but it would get me in the end. He expected it to be at least a 12 to 15 hour 

operation, that I’d be deaf in my left ear afterwards as that’s where they’d be going in, that 

my eyes would likely stay as they are now but a prism in my glasses would sort that out, he 

talked about what I could expect after the surgery, what I’d have to deal with physically and 

mentally, how long I’d be in hospital and when I’d be ok to work again. The one thing that 

really hit both of us was when he said “We’ll give the kids their Dad back”. We both left 

feeling a bit better about things, still very scared but better. 

Surgery was to be scheduled for the 28th October. 

The waiting 

So I went back to work, although I have to admit I wasn’t terribly productive! I don’t deal 

with emotional issues very well (there’s that practicality again) so I struggled for the next 

few weeks. I didn’t want to see people, then I did. I didn’t want to be at work, then I’d be on 

my laptop at 10 at night. I’d pity myself, then get angry at myself for being so selfish. I kept 

thinking of Deb and the kids and had to shut my office door when I did so that people 

couldn’t see me sat at my desk crying. 

One thing about working in the ambulance service is that it is rare to find anyone that 

doesn’t care, even if the language can be a bit colourful at times, and there is an air of 

irreverence. It’s an environment that suits me perfectly  

I was a bit wary of seeing people at work, but I could not have been in a better place. I 

constantly felt supported, if I needed picking up someone picked me up, if I needed a kind 

word I got it, if I needed to laugh someone made me laugh. 

I simply have to put this example in here. A couple of days after I’d found out about the 

tumour and let a few people at work know, I was sat in Dave’s office having a cup of tea, 

with him Sandra and Neil, when Dave (who likes to fracture the odd policy now and then) 

comes out with the line “Don't worry, if you end up as a head in a bed we'll just switch the 

machines off". 



I still laugh at that now  

I’d also started tapping my head as an excuse for doing something daft, often quite 

deliberately. This went on all through my treatment and well into my recovery until people 

started telling me I couldn’t use it as an excuse any more. I think it was partly a coping 

mechanism, and maybe I overused it a bit! 

My boss Clare could not have been more supportive, and everyone in the department 

followed suite. I don’t think it would be right for me to go into detail, but Clare knew better 

than most what Deb and I were going through and could not have done more for us, for 

which I will be eternally grateful.  

Around this time there was departmental meeting, which I had 2 minds about attending as I 

wasn’t sure I could handle a large roomful of people asking me how I was. I don’t want to 

sound ungrateful, far from it, but it’s very draining having the same conversation over and 

over again.  

In the end I decided to go and everyone was great, again very supportive and caring, but 

they seemed to collectively know how to do it without overwhelming me. I am a fairly open 

person, and found it helped to talk about it, not shy away from it, not bottle things up, so 

talking was good as long as it didn’t get out of hand. 

People were milling around as they do after these meetings and I was stood talking to Dan 

about the mouldy satsuma growing in my head. Whilst telling him about it he said “I don’t 

feel too good” and promptly fainted. Luckily I managed to catch him as he fell and lowered 

him into a chair. I turned to Clare, Stu and Paul who were stood talking nearby and asked for 

some help, but by the time they reacted Dan started to slide off the chair and it was all I 

could do to slow his fall. Once on the floor and with his feet raised he slowly came round 

and said “Sorry about that, I don’t know why I asked, I can’t even watch Holby City”! I still 

refer to it as the day Dan fell into my arms, the poor guy got stick about it for weeks  

The waiting period did give us a chance to do family stuff which was much needed.  

Back in January I’d booked a surprise night away for Deb and I at Coombe Abbey near 

Coventry, a former monastery where I’d booked one of their feature bedrooms and a 

medieval banquet complete with costumes. She knew nothing about it beyond the kids 

were going to my Mum’s overnight and we were going away somewhere. I’d planned it as a 

combined birthday/anniversary thing but the timing could not have been better, although 

we did debate whether to go or not as it was the weekend after we’d found out about the 

tumour. In hindsight it was the right thing to do, we got a bit of us time and to the kids 

things appeared normal. 

We had a brilliant time: 



 

Check out that buxom wench  

We also had a short family break away in the caravan in Oxfordshire with a day out at 

Warwick Castle. It was something we all needed and did us all good; I still have a photo from 

that day as the background on my phone.  

During this time word was spreading about my “condition”, I’d posted about it on Facebook 

and had created a group email to keep people informed, not just to let people know but so 

that we kept control of the flow of information. I started getting messages left right and 

centre, emails, FB messages, texts, etc. Every one of them was a little boost, knowing people 

out there cared and wanted to help any way they could, but every so often one would press 

a button that would set me of again, one in particular (I’m looking at you Colin !) had me 

blubbing like a baby again. 

I had a pre-op meeting with Dr Mannion on 22nd October; I cannot begin to say how good he 

is. Not just clinically but the way he treated us was incredible and went a long way to 

putting me in a better state of mind. Even little things, like when leaving the pre-op meeting 

he patted me on the back as we left the room. Docs don't really do that and it had me 

welling up a bit. This wasn’t just a tumour to him, it was something affecting our lives and 

that was his primary driver. He wanted it gone for us. He had a way of explaining the 

scariest things in such a way as to make you feel positive about things.  

He was straight with us about the operation, it'd be massive. 2 ENT consultants taking it in 

turns would take 4 or 5 hours to get to the tumour, then 3 consultant Neurosurgeons would 

take over and again taking it in turns get as much of it out as they can, then they’d swap 



over again on the way out. It could take as long as 20 hours. Somehow he managed to make 

it sound fairly straightforward. 

So far I’d avoided looking at the scans, as far as I was concerned I didn’t need to see them. 

At the meeting we went into his office and started to discuss things, at one point he was 

describing things when he said “here look” and moved his mouse, and his screens livened 

up to show the inside of my head. Initially I turned away rather than look at them, but then 

thought what the hell and had a look. I think I actually swore rather loudly. 

 

Look at the size of it! 

The pre-op itself was fairly non-eventful, just a heap of blood test, an ECG and 

approximately a million questions just to check I was ok to have the operation, and to get 

things like having some of the right blood handy just in case I needed it. 

I’d joined Twitter earlier in the year, not to tell the world what I was having for tea, more to 

play “Get the celebrity to retweet you” against Paul, a game I took an early lead in when 

getting a reply from Gary Lineker, from only my 2nd ever tweet, about the World Cup 

coverage. I had pretty much forgotten about it, but in the lead up to the operation I 

distracted myself a bit by seeing I could get any good luck messages from anyone. I didn’t do 

too bad as it happened; David “Bumble” Lloyd, Kirsty Gallacher, Susanna Reid, Al Murray, 

Charlotte Hawkins and probably the coolest of them all Paul Teutul Sr; all replied wishing me 



well. I even struck up a bit of a conversation with Amanda Lamb who wanted me to let her 

know how it all went, which I did which she also replied to. 

On 24th October Dave took me , Sandra, Neil and Amy out to Pizza Hut which cheered me up 

no end. 

On 25th October I shut down a bit early, locked the office door, and after a few hugs and 

handshakes headed for home (blimey, that was almost poetic!). As I was pulling up at home 

Deb appeared by the gate visibly upset, I hopped out and she told me the hospital had rung 

and my operation had been postponed due to one of the surgeons being unwell. Good in 

that I got to spend a week with Deb and the kids (bonus: it was half term) but bad as we’d 

got ourselves geared up for it and would have to go through it all again.  

I got a letter from the hospital the next day saying it had been rescheduled for the following 

week.  

On the Tuesday Richard rang me to say the surgeon that was sick would be off all week but 

they were expecting him back on the Monday for the operation. Whatever it was was "not 

serious" but they obviously needed everyone to be fit and well.  

I found it a bit unsettling to be calling him by his first name to be honest as I saw it as a sign 

of the seriousness. 

The hospital rang on the Friday to confirm the op would be going ahead on the Monday. 

The night before the operation I had to shower using “antimicrobial” wash, repeated in the 

morning, and by 07:00 we were at the hospital. 

I’d been flooded with messages on Facebook, text, and email which pepped me up a bit 

despite what was looming, again thank you to everyone who got in touch. 

I put up a thank you message on Facebook along with details of how to get in line to come 

and visit me, something I’d subcontracted out to Tog to take some of the pressure away 

from Deb. 

I also set up an email template for Deb so she could easily email out updates, and those 

people would then circulate news through their respective circles; work, friends, etc. 

Going under 

The next hour or so was a bit of a blur of nurses and doctors and surgeons and anaesthetists 

and forms. Once everything was ready, and after a big hug with Deb, I was wheeled off to 

theatre.  

They started getting me ready, a final check to make sure they’d got the right person and for 

the clinicians to double check everything. This was led by one of the neurosurgeons, Nick 



Hall. Nick was a “fellow” which is basically a consultant that has done his training abroad, in 

Nick’s case despite being British he’d trained in Australia. 

As the anaesthetist was starting to put me under Nick gave me a reassuring look, said 

everybody was ready and asked if I was (I don’t know what he’d have done if I’d said no !) to 

which I responded with “Just don’t sneeze”, as potential last words go they weren’t 

particularly profound! 

Waking up and HDU 

The operation lasted 18 hours in the end, during which time Deb wandered around Tesco 

talking to herself for a while before heading home and trying to be normal for the kids. She 

spoke to Nick a couple of times during the operation but beyond “It’s going ok” I don’t think 

there was much else to say. In the early hours he rang to say they were finishing up and I’d 

be in intensive care overnight then in the morning I’d be moved to the high dependency 

unit. 

 

Check that out! 

 



The next day is a blank to me; I was completely out of it and have no idea if I was awake at 

any point.  

 

Grim 

Wednesday is the first day I remember anything. Apparently I woke up briefly and mumbled 

“Alright wife?” (I don’t know if this was on the Tuesday or the Wednesday). I have a habit of 

calling Deb “wife”, Erin “girl” and Zak “boy”, Deb often calls me “husband” too. It’s a daft 

thing we started doing after watching the Neanderthal characters on the Armstrong and 

Miller show. Before the operation Deb had said to me that she’d know I was me if I woke up 

and called her that. My voice was a bit knackered at that stage and the 2 consultants there 

didn’t know what I’d said, so Deb had to explain while crying her eyes out, if I could have 

smiled I would have  

I was taken for an MRI at some point and was aware of being taken, although I was 

struggling to keep my eyes open to actually see anything. I remember trying to help the 

nurses in getting me from my bed onto the trolley, and not being able to do anything. 

Apparently on Thursday I asked how Chelsea had got on in the Champions League the 

previous night, something which I think Deb was very happy to hear me ask as it showed I 

still had my memory. 

Although there was nothing physically wrong with me, I had very little control over my arms 

and legs, my brain needed time to learn how to control everything again. It’s a bit like being 

out driving, not knowing the area and also not having a map or sat nav; and coming up on a 



closed road with no detour signs. You just have to learn a different route by trial and error. 

My brain had to learn that some instructions couldn’t go down the usual routes to get to the 

other parts of my brain; it had to figure out a way around the now blocked bit. 

I was being fed through a nasogastric tune which was annoying the hell out of me, it was 

being like being pumped full of baby food. Obviously I was in no condition to eat properly 

for a few days after the operation anyway, they were worried I couldn’t swallow properly as 

not only had I started to have a few problems doing so before the operation due to the 

location of the tumour my facial nerves had taken a bit of a battering so the left side of my 

face had dropped. I couldn’t close my left eye properly and my mouth was constantly open 

on that side. 

In HDU you get a nurse assigned to you, they are your primary carer and will look after you 

with help the other nurses only when needed. One night a young male nurse was assigned 

to me, and by this point I was getting more and more conscious and was taking notice of 

what was going on in the unit. I remember one night watching him leaned up against a desk 

playing on his phone, then a short while later (could have been hours really!) I vomited what 

looked like about 50 gallons of baby food. I was covered in it, I still couldn’t move much so 

had no option but to lie there, luckily I could move my head to the side. Within seconds two 

nurses were beside me and were checking I was ok and then started to clean me up; no sign 

of my assigned nurse. I was furious, where was he? There were these two young girls having 

to mop up a mess that he should have been dealing with. Having to roll me backward and 

forward to clean me and the bed, cleaning or replacing all the plumbing and cabling I’d been 

fitted with. I didn’t seem fair to me and I kept apologising to them. They were great, kept 

telling me it wasn’t a problem, it was there job, they were glad to help; but I was still angry 

at this guy. For all I knew he was just on a break and knew nothing about what had 

happened, I never found out as once I was all sorted I nodded off again for a few hours and 

the shift changed. 

One morning I woke up to see Deb and Nick looking at a monitor on the nurses’ station, at 

one point they both turned and looked at me with quizzical but serious looks on their faces. 

I fell asleep again but later discovered they hadn’t got as much of the tumour as they would 

have liked and were considering more surgery.  

Deb, the HDU consultant and the neurosurgeons discussed it and the end result was they 

decided they’d got enough not to do so, and more major surgery would be extremely risky 

given the state I was in at that point. I think the HDU consultant advised against it too. 

At a later consultation with Richard he told me all surgeons like to perform surgery, but part 

of being a good surgeon was knowing when not to operate, and that that was one of those 

times when not doing more surgery was the right thing to do. 



Towards the end of the week they decided I’d been lying around for long enough and 

started getting me to get out of bed and sit in a chair. I was surprised and a little shocked to 

discover I had almost no control over my legs, I felt like and old man and needed a couple of 

nurses to keep me upright (no, not like that!) and guide me into the chair. 

The weekend after my operation I was moved up to one of the neuro wards. 

On the ward 

Initially I was put in a bay with the door to the corridor to my left, which because of my 

double vision meant I couldn’t really people watch. As my eyesight was a bit knackered at 

that point reading or watching TV weren’t possible so watching what was going on around 

me was about all the entertainment I could get. Fortunately the bay opposite became 

available so Deb and one of the nurses had a quick game of musical beds and wheeled me 

over there before anyone else was put there. 

They guy that had been in the bay had not long been discharged. He’d taken a blow to the 

head and had something they needed to get out; to look at him you’d think he’d just banged 

his head and cut it but if left alone it’d get a lot worse very quickly. Shortly before they took 

him off to theatre his family were with him, and I got it in my head that they needed to be 

told just how good this hospital and its staff were. I became very insistent that Deb go and 

speak to them and tell them, and was telling her to tell them to look at me, look how good a 

job they’d done. Deb did go and talk to them, and the son did nod and smile at me 

afterwards, but only later did it occur to me that pointing at a bloke with half his face 

hanging down probably wasn’t the most reassuring thing! 

One of the HDU nurses stuck her head around the door one day when passing to say hello 

and said something about giving them a fright on the Wednesday when I was in HDU. Turns 

out although I didn't go into respiratory arrest I did stop breathing - some sort of apnoea. 

They jumped on me and slapped me awake a bit sharpish, 3 times it happened. I don't mind 

admitting to being a bit shaken by that revelation! Deb knew but hadn’t told me so I didn’t 

worry, but this poor nurse obviously didn’t get the memo about not letting me find out. 

I’d lost 10 kilos (22 lbs in old money) in little over a week, despite spending the vast majority 

of that in bed. I think the baby food that was being piped into me just had the nutrients I 

needed without the fatty stuff. It was still finding the nasogastric tube massively annoying 

and was sick a couple of more times, each time ending up with the tube hanging out of my 

mouth whilst still being up my nose, but they always put a new one back in telling me I 

couldn’t have it out until I could eat “normal” food. It’s not a painful process, but it is quite 

uncomfortable. 

When they did start me on “normal” meals I was put on a pureed diet as there were still 

concerns about my swallowing, and although the meals looked appetising enough (despite 

being made of mush they actually looked like meals, the pureed carrots were carrot shaped, 



etc.) they actually tasted horrible. Coupled with still having baby food pumped into me I 

could barely manage more than a few mouthfuls. Deb had to feed me to start with because 

of my lack of coordination, and I’d have 2 or 3 teaspoons then turn my head away like a 

petulant child and refuse to have any more. 

I repeatedly requested the nasogastric tube be removed, arguing that I’m not going to want 

to eat a meal on top of the baby food, but I was told no. In the end I had a bit of a strop and 

told the Sister that if the Doctor wouldn’t agree to taking out by the next morning I’d take 

the bloody thing out myself! Fortunately he agreed and it was removed the following 

morning.  

I was seeing a nutritionalist as they wanted to get my weight back up a bit, and make sure I 

could actually eat ok. I’d developed a taste for Weetabix but despite my face slowly sorting 

itself out and by now being able to feed myself I still couldn’t close my mouth properly, so 

after breakfast there’d be Weetabix everywhere! 

Another tube I had to contend with was the catheter. Obviously I couldn’t do without it for a 

while, but it was the one I looked forward to having removed the most, although that was 

tinged with a bit of fear! Eventually it was removed, thankfully with very little discomfort, 

and I looked forward to the freedom in the normality of using an actual toilet. No such luck. 

After 24 hours of not being able to go an ultrasound showed my bladder was at bursting 

point but it was unwilling to actually do anything to get rid of its contents. Apparently this 

was fairly common, with not having to do anything for a while it had just become lazy, the 

only option being to put a catheter back in and wait another day or so and try again. So, yet 

another surreal moment with Chrissy (one of the Ward Sisters) gently fitting a catheter 

whilst we chatted about the weather! 

I’d started working on getting back on my feet and re-learning how to look after myself. I 

could walk a few yards within a week or so as long as I had someone each side of me. Zak 

helped out on a couple of visits by providing me with a target to reach, he’d stand a distance 

away from me and acted as my target, moving a little further away each time.  

I’d got to the point where my bladder had started working again and I could use the toilet 

rather than a commode. It took about 10 minutes to get there with my old man shuffle, and 

afterwards I had the joy of having to have one of the nurses wipe my backside as I couldn’t 

do it myself. I felt sorrier for them than myself at that point!  

Showering was fun too. Once I’d got a little more mobile and was now allowed out of bed 

accompanied by just one person, I had to start showering myself, doing my own teeth, 

having a shave, etc. One morning Suzanne, the occupational therapist in charge of my 

physical rehabilitation, and another OT, turned up at my bedside and announced “right 

then, we’re off for a shower”. No it wasn’t a Carry On film; I had to have a shower and 

obviously couldn’t do it on my own. They have a bathroom in the OT department replicating 



an ordinary home bathroom and I had to wriggle out of my wheelchair and onto a bath 

board and shower myself. As I got more mobile I used the shower room on the ward, again 

accompanied by one of the OT ladies. It was another one of those odd moments, sitting 

down to have a shower with a relative stranger stood in front of me, and a woman too. It 

didn’t bother me though; it needed doing so I just got on with it.  

Gradually I learned how to control my body better and without waiting to be given the 

green light to do so, started going to the toilet on my own  

On one of Nick’s visits he confirmed to us the tumour was a grade 1, the lowest possible, 

benign and slow growing, phew! 

Deb would come every day and after a quick catch up with me would don a disposable 

aprons and start helping out with the other patients, to the point that the other guys on the 

ward started calling her Nurse Debbie  

A guy called David was brought in one day who l assumed had fallen while rock climbing 

going by the clothing he was wearing and the helmet on his head. He was asleep almost 

constantly, but would wake up now and then and instantly be in a rage about something. I 

was a bit concerned for the nurses as he was a big lad, he launched Faith (one of the nurses) 

across the room one day, to the point where she almost landed on Wayne’s (one of the 

other patients) bed opposite who later commented “I thought my luck was in for a minute”! 

I felt very sorry for him. Whatever he was like prior to his injury I doubt he was like he was 

now. He asked for a salad sandwich the first evening he was there and Mark (nurse) went 

and got one for him. He immediately flew into a rage as it had the wrong sort of lettuce in it. 

Mark tried to reason with him but had no luck, and in the end David threw the sandwich at 

him. Thankfully it was still in its packaging so when Mark caught it he just said he’d put it to 

one side and he could have it later. Deb got up and got the sandwich and walked over to 

David. I was worried about what he would do given how he was at that point, but I should 

have been more worried for him. She opened the sandwich and put it on his table then 

proceeded to give him a telling off about his behaviour and the language he’d used, and 

then told him he needed to eat. As soon as she started he hung his head like a naughty 

schoolboy and apologised, then quietly ate his sandwich! 

I had a constant stream of visitors in addition to Deb coming every day, it’s impossible to 

survive the boredom without them.  

On the first of Ade’s visits he asked me if I wanted anything. At that point I could only sip at 

drinks and I almost constantly felt thirsty as I couldn’t have a good gulp of something due to 

the state of my face; so I asked him to pop down to Burger King (they have one on site at 

Addenbrooke’s) and get me a large Pepsi with a straw. At that point it was the best drink I’d 

ever had and I demolished it in no time. For the rest of my stay Deb and my Mum would 



bring me carton of drink and I stashed the straws in my bedside cabinet to use when the 

nurses weren’t watching. 

Dave and Sandra came in one afternoon and Sophie, a student nurse, seemed transfixed by 

Dave’s uniform. She kept coming over to talk to us and from that point until I went home 

she always seemed to hang around my bed talking ambulances. 

On the 20th, just 16 days after the marathon operation, I was allowed home. Martin, a good 

friend of mine, was coming to visit me that night and was bringing Erin with him, so when 

they arrived I told them I was going home with them. 

I had to be discharged by every department I was under before being allowed out, the final 

one being Ophthalmology.  It was getting late and I had to go down there, and as I was still 

not allowed, and couldn’t manage, to walk on my own too far I had to be wheeled down 

there which was a bit of a trek in Addenbrooke’s, it being the size of a small town. A porter 

was called but an hour later still hadn’t arrived, so Sophie asked the Sister if she could take 

me down there, she agreed so off we went. I waited for a couple of hours to see him, finally 

when he did see me he gave me a prescription for some eye drops and lubricant (my left eye 

was having to be taped shut at night as it wouldn’t close on its own) and said I could go. 

Back on the ward I handed the prescription to Chrissy who told me pharmacy was closed for 

the day, and that I might have to stay until morning, I was gutted. A short while later she 

came to see me and said she’s pulled a few strings and got the on-call pharmacist to sort it 

out and my drugs were on the way. As soon as they arrived I could go, I could have kissed 

her. 

Martin couldn’t drive quickly enough for me, but for some reason I was worried about being 

sick in his car. There were no grounds for my concern at all, I hadn’t been feeling sick, I just 

got it into my head that a car journey would bring it on. Weird.  

Home 

I thought I’d sleep like a log in my own bed after 2 weeks of being in a room with 5 other 

blokes snoring, coughing and moaning, plus all the other noise you get on a busy ward. For 

some reason though I just couldn’t settle and ended up watching Australia commence their 

battering of England in the Ashes series down under. My sleep pattern was all over the 

place for a couple of months after getting home, I’d struggle to get to sleep before 3 in the 

morning, sometimes even later, then I’d sleep most of the day away. 

Speaking of the Ashes, an old friend of mine who I played cricket with for Little Staughton 

for a number of years was down in Australia with the Barmy Army, him being one of the 

founding members known as “The General”. He’d emailed me to say he’d taken the old St 

George/Little Staughton Cricket Club flag with him and would be hanging it up at the 

matches for me. I spotted it a few times, and Dave popped up on the news a couple of times 

doing little sound bites. It cheered me right up  



Although my face was slowly getting itself into line again I still had no feeling on the left 

hand side, and this was affecting my eyesight a lot. I was struggling to see the keyboard on 

my laptop, and using my phone was extremely difficult, and given this was my only contact 

with the outside world other than Deb and any visitors that came to see me it was pretty 

frustrating. 

I’d been given some exercises to do, but even though I couldn’t actually do them I still tried. 

A couple of weeks after being home I was stood in front of a mirror trying to get my face 

moving, and I noticed a tiny movement on the left hand side of my mouth when trying to 

“do the Elvis”. Progress!  

I was being seen by the community neuro rehab team at home, doing all sorts of exercises 

to teach my brain how to control things again. Due to the amount of cycling I had been 

doing before my operation I was in pretty good shape and had good strength in my legs so it 

was really just a case of sorting out my coordination and balance. Miriam came initially and 

carried out an assessment, and then Chris would come 3 times a week with Miriam popping 

in periodically. At this stage I had the physical ability of a 79 year old! Subsequently Chris 

would work with me to get me back to normal, and if Deb and the kids were there they’d 

join in. They worked wonders and I’ve no doubt my recovery would have taken far longer if 

not for them. 

I had a follow up with Richard on 13th December where he showed me the MRI I’d had a 

couple of days after the operation, and put it side by side with the scan I’d had before so I 

could see the comparison. 

 

After meeting with Richard we were taken to meet the lead Oncologist, Sarah Jeffries, to 

talk about the radiotherapy I’d be having. Basically I’d be having another MRI to work out 

the angles as things would have settled a bit, they’d make a mask to pin me in position and 

protect my face from burns, and then start zapping me, every weekday for 6 weeks. They 



wouldn’t be doing this for a few months though, not until my body had recovered from the 

surgery a lot more. 

 My left eye was beginning to bother me a lot so I rang and made an appointment at the eye 

clinic to see the Ophthalmologist. Thankfully there was no damage to the eye but it needed 

treating so they changed my drops in the short term and arranged a follow up appointment 

for me to have a Botox injection that would close the eye for 3 months. This would allow it 

to recover and protect it until such time as my face was working properly again. However, 

when I went back they told me they’d rather avoid any “invasive” treatment, especially as 

there was a chance my face would get sufficiently better before the Botox wore off. I had to 

continue taping it shut at night, which although was quite tricky, was better than being a 

pirate for 3 months. 

In late November Deb attended her work’s awards evening and was awarded the SCAS 

Chairman’s Special Award for services to the ambulance service. I was incredibly proud of 

her, probably way more so than I was able to show. 

 

On 6th December Kev texted and asked if I fancied a ride out to Bushey, he had to pick up a 
treadmill he’d bought. I was grateful to get out of the house for a bit and give Deb a break 
but it made me realise quite how messed up I was as I was no use at all at getting it loaded 
into his car! 

Clare and June came to visit me a few days later and brought me a card filled with good 

wishes from everyone at work from all across the region, plus a heap of Amazon vouchers 



(which I used to buy the new TV I’d had my eye on). It was one of the few times where I 

have been speechless, much to Clare’s amusement. 

Just before Christmas I was able to hobble around sufficiently that Martin took me out for a 

pint one night, without doubt the best pint I had ever had  

 

Pub fitness was returning 



 

10 weeks post op – scar healing nicely 

On 10th February I was deemed sufficiently recovered that the neuro-rehab team discharged 

me. 

Even though it was great to no longer need something, each time I was discharged from 

anywhere I had a tinge of disappointment as it meant I would no longer be seeing people I 

had got to know and become friends with. It just seemed a bit of an odd feeling; after all it 

meant I was getting better. 

At the end of February the DVLA wrote to me to tell me my driving license had been 

revoked for 12 months, it only took them 4 months to let me know. As it turned out that 

was pretty quick for them!  

The DVLA are without doubt the worst organisation in existence, they are shoddy, slow, 

power mad, dishonest, shameless and devious in equal measure. I went on their website to 

see what the guidance was on my condition: 

 



 

So it actually described my condition and treatment EXACTLY and stated that I could drive 

on recovery. It couldn’t be any clearer. I was going back to work on Tuesday and was now 

doing more or less everything I used to do before the operation (if a little slower) so I 

classed myself as recovered. I rang to question this and was told they’d review my case 

again; the next day that information had been removed from their website. Bastards. 

On a brighter note I’d started cycling again, just 5 or 6 miles at a time but it felt good to be 

out again, although it did highlight just how unfit I’d become! I started going further and 

quicker within a couple of weeks, despite being very conscious of my poor balance and 

eyesight I was determined to get as fit as I could before the radiotherapy started. 

On March 13th I moved my left cheek muscle for the first time, and with herculean 

concentration and effort I could move my lip a couple of mm. I nearly cried with delight  

On 14th March I met with Sarah again. I’d had another MRI a couple of weeks before and the 

results showed there was more tumour left than they first thought, now the swelling has 

gone down they could see more clearly. They were now saying that more surgery may be 

the best option, although it was still under discussion with the multidisciplinary team, which 

is Neurosurgery, ENT and Oncology. They get together and discuss cases that cross over 

between the disciplines to figure out what's best and apparently I was a regular topic! The 

good thing was there was no rush so they could take their time coming to a decision.  

The main concern was that the radiotherapy would cause swelling. If the remains of the 

tumour were smaller it wouldn't be a problem but as there was a fair bit left the swelling 

could be greater and it could cause a rise in inter cranial pressure, and if that got too high it 

could require emergency surgery so they discussed whether to go in again and remove 

some more first.  

There was the option of doing nothing and just monitoring things instead, but I thought that 

would have me looking over my shoulder all the time so I at the time I was of the mind that 

I’d rather they chopped more out and zapped it, unless they actually recommended just 

monitoring.  

Obviously it was ultimately up to me but I'd be going with whatever their recommendation 

was. If surgery were the chosen option then it'd be a different approach, through the front, 

and would likely be only 5 or 6 hours instead of 18! It took the wind out of me a bit. 

One nice thing that day was Nick walked past, recognised us, and stopped for a quick chat. 

One quite funny thing was one of the radiologists came in and said "It's nice to meet your 

outside, I've met your inside already.” 



At the end of the month I had an Optometrist appointment, during which she stuck a 

temporary prism on my distance glasses to sort out my double vision; it was a massive relief 

to just see one of everything again! 

This shows just how bad it was: 

 

We met with Richard on 11th April, the multidisciplinary team had discussed my case and 

they all agreed that radiotherapy was the best course of action. We met with Sarah 

afterwards and she ran us through the treatment and I signed the paperwork to get the ball 

rolling. It'd take a few weeks to setup and I'd have to have a couple of scans before they 

started, then it’d be 6 weeks of treatment followed by a 2 to 4 week recovery.  

Although there was still a fair bit of tumour left Richard reassured us that it had been 

"significantly" reduced. Surgery was considered but as Sarah had said it was ok to go ahead 

with the radiotherapy they decided against suggesting surgery, primarily because I had 

recovered so well and they didn't want to expose me to the risks of surgery again. 

Richard dictated a letter for the DVLA while I was there, stating that in his opinion I was fit 

to drive.  

I was feeling much better after that day. 

Radiotherapy 

On 2nd May I was back at Addenbrooke’s to have another MRI and have my radiology “shell” 

fitted, which is what they use to lock your head into position during treatment. They make it 

by warming a plastic mesh which is attached to a frame, then stretch it over your face and 

gently mould it around your face as it cools and hardens. I then had a CT scan during which 

they made marks on my mask so they know where to shoot. Treatment would start on 27th 

May. 



 

My shell and the big brain zapper 

I was asked if I would take part in a research programme called Voxtox that was focussed on 

reducing toxicity from radiotherapy. It would last for 5 years during which I’d have odd days 

in hospital where they’d poke and prod me, along with any other volunteers, in the hope 

that would learn enough to improve the effectiveness of treatment in the future. I figured 

that as I was benefitting from what had been learnt from others that had suffered from 

similar conditions to mine that it would be a bit selfish if I said no. 

I started the programme just before my radiotherapy started so they could get some 

baseline readings, and on the first day the nurse seeing to me, Julia, told me I was only the 

second person to sign up so far so I was pleased I had. I can understand people not wanting 

to do it given what they'd been through but it's not really a hardship, it's just a few hours 

out of the day to lie in bed looking at nurse's bottoms after all. 

I had to fast from midnight but I don't tend to eat when I'm asleep and I don't normally eat 

much during the day anyway so that wasn’t a problem. They sent a driver for me, Martin,  

(the programme was funded by Cancer UK) and he turned out to be the driver my old CEO 

used when he was unable to drive for a while through injury. For the return journey a 

different driver (Chris) took me and he turned out to be a good friend and former workmate 

of one of my work colleagues, small world. In hospital they popped a cannula in then over 

the next 5 hours took blood samples whilst periodically putting stuff in me. They were 

getting the baseline readings so they could see if my endocrine system, in particular my 

pituitary gland, was affected by the radiotherapy.  



The other person on the programme was there the first time I went, a young woman called 

Lucinda who was with her mother. We got chatting and Lucinda told me about what had 

happened to her. Suffice to say she had gone through a lot more than me and yet was still 

positive about things, I found her a huge inspiration. That someone so young had had to 

deal with so much and was doing so well and staying so positive, and yet she was more 

concerned about how others had to cope with it, especially her Mum. Lucinda is also partly 

responsible for my ramblings, having written about her own experiences and kindly sending 

me a copy it prompted me to do the same. 

The radiotherapy started the following Tuesday, 27th May, and I have to admit to being a 

little apprehensive about it. Surgery makes sense to me, a practical solution to a physical 

thing, but radiotherapy just seemed like black magic. Transport was all sorted, Deb would 

do the first week and then every Thursday (I had a review on Thursdays to see how I was 

doing, and as it turned out Deb ended up doing a few extra due to unforeseen 

circumstances), Clare released some of the guys from work to do a bit, a few friends who 

are shift workers, my Mum, and Sarah (a family friend) were doing the rest. I’d posted my 

schedule on Facebook asking if anyone could help out as Deb had already had 2 months off 

following the surgery so couldn’t really take much more. I was frankly astonished by the 

response. I got a message from Sarah almost immediately saying “I’ll be over on Friday with 

my diary”, and when she came over I had a job getting her to not do it all! 

I’ve tried as time has gone on to do something to thank everyone that helped, but I won’t 

ever be able to thank them enough. 

The kids were coping well and were even taking the micky out of me a bit which was a good 

sign.  

They put me on some steroids and anti-sickness drugs to counteract the effects of the 

radiotherapy and warned me the steroids would cause me to put weight on and have a very 

round face, Erin thought that was hilarious, along with the fact I'll lose a bit of hair! 

Interestingly the Tour de France would be interrupting my treatment. My last day was due 

to be Monday 7th July but they had to skip that day and tag another day on the scheduled 

end of my treatment as stage 3 of the TdF started in Cambridge not far from the hospital so 

a lot of the roads would be shut.  

Each treatment didn’t last long. I’d lay down with my head on the block, and then my shell 

was clamped in place holding me rigid. You go into the machine for a quick CT then the 

imaging was used to guide the beams. I could see lights passing over my eyes and could hear 

the beam shooter thing rotating around. I reckon about 1 revolution every 15/20 seconds or 

so. It only took about 10 minutes. 



The worst bit was getting an itchy nose and not being able to scratch it, but I was lucky in 

that I suffered no ill effects at all beyond getting very tired at times towards the end of the 6 

weeks.  

A couple of weeks into my treatment I started feeling a bit unwell. I’d been a bit breathless 

for a few days; it got a lot worse one Sunday evening and was accompanied by some chest 

pain. I rang a Pav, a paramedic friend of mine, for a bit of advice and a few minutes later a 

Paramedic Response Unit turned up, shortly followed by an ambulance. He hadn’t liked the 

way I sounded and called it in! 

The guy on the PRU was Phil who I had known for a few years, and I had another surreal 

moment sat in my living room while he shaved little squares on my chest so he could stick 

on the pads to do an ECG. 

They took me into Bedford A&E where initially the doctor thought I had some fluid on my 

lung that might not even be related to my condition or treatment. Although to start with 

they were thinking all sorts of horrible possibilities. They wanted to scan me and tap the 

fluid to see what it was and admitted me with the intention of transferring me to 

Addenbrooke's in the morning.  

I don't mind admitting I was more than a bit scared, and only really started to calm down 

when the ECG showed my heart was fine. The potential, serious, side effects of the 

radiology have got me a bit jumpy. 

Given my history (I’d had multiple pulmonary embolisms following some knee surgery I had 

in 1995) they were also investigating this, and a CT scan revealed this to be the case. 

The doctor looking after me on the Acute Assessment Unit could have caused me real 

problems with the treatment he wanted me to have. He wanted me admitted to Bedford 

and put on Heparin (intravenous anticoagulant) for a few days before switching to Warfarin 

(oral anticoagulant); the Warfarin could have caused the tumour to bleed which could well 

have been fatal for me. He also wanted to stop the radiotherapy, which would have been a 

disaster as you only get one shot at it; there would have been no option to restart and finish 

it. I later overheard the Oncologist at Addenbrooke's on the phone to him giving him a right 

telling off! 

While he was dithering around Dave turned up at Bedford to see me, between him and Deb 

they decided I'd be better off at Addenbrooke's and as he was in his kitted out car they 

effectively kidnapped me and Dave took me over while Deb went home and packed a bag 

for me, assuming I’d be staying in. The look on the face of the Doctor and Ward Sister at 

Bedford was a picture as we just got up and walked out the back door with a cheery wave   

As it was lunchtime we called in at a McDonalds drive through, I don’t know what on earth 

the poor girl serving us must have thought when we pulled up at the window. Me still with 



cannulas in, with lumps of cotton wool, and the little pads from the ECG stuck all over me, 

with Dave in uniform driving his car with blue lights all over it. 

Deb had been speaking to the Oncologist and one of the Radiographers so she was acting on 

their advice really, and they were all ready for me when I walked through the door. They 

had received all the detail from Bedford, assessed me and had me on my way home with a 

big box of Fragmin in no time. No need to stay in, no Warfarin (yet). Fragmin is an anti-

coagulant which is given by injection, so Deb got to stab me in the stomach every day for a 

few months. 

I never met a single member of staff at Addenbrooke's, clinical or not, that I did not take an 

almost instant liking to. It's just astounding just how good the place is. I know I was a bit on 

edge, just a bit, but the way they looked after Deb and I on that day had me welling up a bit 

at times. If you talk to anyone else being treated there you will hear exactly the same from 

them. 

A couple of days later I gave the DVLA a call. A month after they received the letter from 

Richard it was "still waiting for review". I asked the call taker why it was taking so long and 

she said "it's complex information”. I lost my temper with her, pointing out that the words 

"From a medical point of view I believe him to be fit to drive" is hardly complex!. I started 

having a few digs at them via Twitter and Facebook (all of which were unsurprisingly 

ignored), I lodged a formal complaint and dropped my MP an email.  

I have to admit to getting quite abusive towards the end of the call; something that she took 

exception to, although that only made me worse. 

A week or so later I got an email form Nadine Dorries’ (my MP) office saying “I have just 

heard back from the DVLA Ministerial Complaints Department. They have now agreed to 

allow you to reapply straight away. All the details you will need to do this are in the post to 

you now.” Result! 

The steroids I was on to counteract the effects of the radiotherapy caused me to put a lot of 

weight on, something they’d warned me about. Since leaving hospital I’d piled over 5 stones 

on! 

Every now and then I’d bump into Lucinda and her Mum as Lucinda’s radiotherapy 

overlapped mine. It was really nice to see her and see how well she was doing. 

It was odd given the circumstances but I actually quite enjoyed the radiotherapy. Not so 

much the treatment itself, but bumping into Lucinda, and seeing different people each day 

for a chat was nice. Even the 2 hour round journey each day was enjoyable, being able to 

chat and catch up with people I wouldn’t normally have seen very often. 

A few weeks after the radiotherapy had finished we’d taken the kids up to Deb’s Mum’s for 

a few days (we didn’t stay with them) and we were due to go back up the following 



weekend for her 70th birthday after which we’d bring them home. Unfortunately the day 

before we were due to go my calf swelled up to twice its normal size; so I called BEDDOC 

(the out of hours GP service) and ended up in hospital again. 

Over the next few days I had a bunch of tests and a Doppler scan which revealed a clot in my 

groin. 

At this point Sarah cleared me to start on Warfarin so I was started on that, which to start 

with meant daily blood tests while they got my INR (basically my clotting level) right. There 

was initially talk of possibly fitting me with a filter in one of my veins to stop any clots 

moving up from my legs into my lungs, but that was subsequently dismissed.  

Warfarin meant no more Fragmin which was great, but I was also told that no way was I to 

sit in a car for 4 hours so I couldn’t go up to Deb’s Mum’s, poor Deb had to drive up there 

and back on her own  

The impact this was having on Deb and the kids was getting me a bit down. I was getting 

upset, angry and fed up with it all. There was a light at the end of the tunnel; back to work in 

a couple of weeks, hopefully getting my driving license back soon, holiday booked; then 

someone would turn the light out, or at the very least turn the dimmer right down. 

The DVLA wrote to say they had everything they needed, but it would take them at least 12 

weeks to review it, so I fired off another email to my MP’s office. 24 hours later I got an 

email back saying “I’ve just heard back from the DVLA complaints team. They have marked 

this case as a ‘high priority’. The medical examiner has just had it placed on the top of her 

pile and should have an answer within the next 24 hours. All being well, you should have 

your license back this week.” At last some good news, although I still wasn’t holding my 

breathe. However, on 31st July I received an email from the DVLA saying “We very much 

appreciate your patience and apologise for the length of time you case has taken. I can 

confirm however, that on checking your record today the information received by us has 

been reviewed and a decision has been made. A new licence has been sent to you.” Proof 

that sometimes it pays to kick up a fuss and make a nuisance of yourself, and kudos to 

Nadine Dorries’ office for speeding things up. I went straight out for a drive around the 

villages  

The relief at not only having the freedom to go out on my own, but for Deb or anyone else 

not to have to chauffer me around was fantastic. The guys in the Bedford office in particular 

were brilliant, going out of their way to take me to work then bring me home again; and I 

have to say a huge thank you to the other Dads at Zak’s football team for taking him (and 

later me) to matches, without which he’d probably have had to have dropped out of the 

team for a season. 

On 8th August I had a follow up with Sarah who gave me a schedule to wean myself off the 

steroids and told me I’d have another MRI in 3 months to see how things were going. 



I was feeling pretty good at this point, I hadn’t had any more incidents that required more 

treatment, I had my license back, I was phasing myself back into work and the gaps between 

my blood tests had gone out to 2 weeks. 

In August we took the caravan to the Cotswolds for a holiday. I had dropped my steroid 

dose as per the schedule a few days into our holiday and started to feel a bit out of sorts. I 

normally had a couple of slightly wobbly days when dropping the dose but this was worse; I 

completely lost my appetite and was regularly feeling nauseous. I’d lay down to have a quick 

rest and fall asleep for hours on end, not much of a holiday for Deb and the kids   

I was getting quite down again now, nothing seemed to be going right and I could see how 

much it was affecting Deb which was very upsetting. 

On 3rd September I had a scheduled CT scan on my abdomen to check for clots which was 

thankfully all clear. 

Simon rang me for a catch up that week and decided he wanted to see me. I told him I was 

getting really fed up with it all, and about the nausea and he told me it was likely down to 

reducing my steroid dose. He explained they it could partly be down to “losing that euphoric 

feeling” on top of everything else, which made sense. Things have been getting to me a bit 

more, and I’d probably been guilty of ignoring this and stubbornly acting like nothing was 

wrong when there clearly was. Not entirely out of character.... 

I stopped the steroids completely on 8th September and spent the next few days wandering 

around like a zombie, sleeping for 2 or 3 hours in the afternoon and still struggling to eat. 

Thankfully, slowly, over the next week things started to improve and I didn’t feel as much 

need to sleep; although my appetite didn’t start to come back for a while. At least one good 

thing was I’d lost 19lb in 8 weeks or so as I’d ballooned whilst on the steroids! 

Eventually I rang Simon again and he put me back on Omeprazole, the drug I had been 

taking to settle my stomach when on the steroids. Within a couple of weeks my appetite 

was back and I was feeling much better. 

On 15th October I had an ultrasound on my leg to check for any new clots, thankfully there 

were none, just the residual stuff from one of the old ones which was expected. Up until she 

told me there were no new ones I hadn’t realised how worried I’d been about it and was a 

little bit emotional about it! I was so happy I drove straight to Halfords and ordered myself a 

new carbon road bike that I’d had my eye on for a while  

On 17th October the Haematology consultant rang and said all the results looked good so he 

didn’t want to see me again unless anything untoward happened, then on 20th I saw the 

Optometrist who told me my eyes had been stable long enough that she’d prepare a 

prescription so I could have a proper pair of glasses made, a relief as the temporary sticker 

they’d put on my distance glasses was starting to discolour a bit so everything was 



developing a yellow tinge. I had to chase this prescription though; as good as the care is 

Bedford Hospital the organisation is dreadful. I’d already fallen foul of it a few times with 

results going missing and the like. 

On the 11th November I had another MRI scan at Addenbrooke’s, and had a follow up 

appointment with Sarah on 28th. She told me the tumour had responded to the 

radiotherapy and was continuing to be affected by it. A follow up was arranged for 6 

months’ time, and all being good at that one they’d extend the gap to 12 months. She did 

warn me that my pituitary gland might stop working due to the location of the tumour, but 

that the Voxtox team would pick it up early and it would be easily treatable. 

On 2nd December my INR was stable enough that the hospital agreed I could self-test if I got 

myself a machine. I mentioned it to Deb who mentioned it to a friend of ours, Anne. She 

took it upon herself to start investigating the possibility of a grant towards the cost of the 

machine, and test strips. Thanks to her efforts Helen Bulbeck of The Brains Trust got in 

touch with me and subsequently they gave me over half of the money so I ordered one 

immediately. It meant no more spending 2 hours going to and from the hospital each time 

for a blood test, instead I could now do a simple finger prick test using the machine before I 

set off for work, ring my result in when the clinic opened, then later in the day they’d ring 

me back and tell me what my dose was to be and when to test next. 

At one of my eye check-ups I was sat in the waiting room in the eye clinic and a middle aged 
woman and her mother were sat nearby discussing Xmas, who's going where and when, etc. 
Every time the middle aged woman mentioned somebody by name the Mother said "I don't 
like him/her, he/she is too..." and gives a one word reason. 

There was too loud, sarcastic, pompous, smelly, crude, sleepy and fat, but the best one was 
"I don't like her, she's a funny shape." 

They started whispering after that, maybe something to do with the loud snort/giggle I let 
out. 

When my radiotherapy had finished they gave me my shell to take home as they’re no use 

to anyone else and can’t be recycled. Rather than have it cluttering up the house and 

scaring the kids I took it to work and hung it on the wall. Remember I said the ambulance 

service sometimes had an air of irreverence about it? When Christmas arrived Pav and Amy 

decorated it and subsequently sat it on the windowsill in my office. 



 

So much for the Dignity at Work policy ! 

Someone suggested a book to me around this time, “Do No Harm: Stories of Life, Death and 

Brain Surgery” the memoirs of Neurosurgeon Henry Marsh. The title is a bit grim, and some 

of the stories are very sad, but I would highly recommend it. It gave me a real insight into 

what Richard and the other surgeons have to deal with on a personal level. 

In May 2015 I had my 6 month scan and met with Sarah on 22nd. There had been no changes 

in the remains of the tumour and she was happy enough with things that she didn’t need to 

see me for another 12 months. 

In June Deb suffered 2 strokes, thankfully very small ones, but a stroke is a stroke, it 

affected her quite significantly and for a while we were extremely worried. I’m not going to 

go into detail as Deb is far more private than I am and she’d kill me, but she has recovered 

very well despite some sizeable speed humps along the way. We both eat far healthier and 

Deb has done fantastically well to get herself in shape and massively increase her fitness. 

When sat in the office one day I picked up my desk phone to make a call, and without 

thinking I held it to my left ear, the deaf one. I did the usual thing of tapping the button a 

few times, then got up and was just about to walk down the corridor to see if anyone else 

had a similar problem when I realised what I’d done! 



In September 2015 I did it again, and was just about to swap ears when I thought I heard 

something. Moving the handset towards and away from my ear I was certain of it, so I got 

my earbud out and played some music. If I turned the volume right up I could definitely hear 

it. I was a little bit surprised to say the least. I wondered if it was somehow being picked up 

by might good ear, and that was what I was hearing, if that were even possible. It was only 

just perceptible though so I didn’t bother to get it checked out, but at the time of writing 

this it seems to have improved a little and I have an Audiology appointment later in the year 

to check it out.  

Back in the July my driving license had expired, the DVLA had only issued me a new one for 

12 months, at which point I had to go through all the rigmarole of filling in forms and 

Richard doing the same to apply for a new one again. Thankfully I was allowed to drive while 

they dithered around doing this, and I carried photocopies of the forms which stated this 

along with a photocopy of my driving license around just in case. I had sent the forms in in 

May, it took the DVLA 6 months to read them and see that nothing had changed and issue 

me a new license, this one for 3 years when I have to do it all again. 

I was asked a number of times if any of this had changed me at all. I'm a lot more thankful 

for things now, but I think that's pretty standard when something happens that might take it 

all away from you as you know. That increased a lot when Deb got poorly. 

I don't get wound up so much about little things any more, on the flip side although I've 

always been quite spirited when Deb or one of the kids is being given any grief by anyone, I 

can now get quite unnecessarily ferocious about it.  

After the operation my confidence was utterly shattered, being so reliant on people and not 

being able to do things really took its toll on me. Despite me making a good recovery it’s 

something I struggle with even now and I have to fight hard to overcome it at times. 

I'm a lot less serious than I used to be, even more so than standard blokeyness. We went to 

the football one night and I was messing around doing/saying something daft, as I tend to 

do a lot more now, and Zak turned Erin and said "The older Dad gets the more immature he 

gets"  

Having written all of that I don’t know how to end it now! I’ve no doubt I’ve missed things 

out, I probably should have started a diary or something when we first found out, but then I 

had other things on my mind, quite literally.  

Things are still getting back to normal, or at least a new normal. Deb and I are still regulars 

at our respective GPs and have periodic appointments at various departments at Bedford 

Hospital, with 2 or 3 a year at Addenbrooke’s for me. The kids have coped incredibly well 

and, despite the teenage tantrums now and then, I am immensely proud of them. As for 

Deb, I am constantly in wonder of her. None of us could have coped with any of this without 

her, we are extremely lucky to have her. She’s simply the best  


