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 Prologue

 


Wednesday 29 October 1980

 


‘Gmmn.’ The sound of my own groan is
enough to shove me through the bits of dream and sleep fog into
wakefulness. Yuck, I’m wet. I’ve wet the
bed!

I hurry into our tiny bathroom, disgusted
and alarmed. The last time I wet a bed was pre-memory. I don’t
understand what’s happening. I’ve been unwell all weekend, achy and
weary, but that can’t be it. My first antenatal class will be
tonight. The baby isn’t due for six and a half more weeks. I’m
frightened.

‘Howard,’ I call from the toilet,
‘something’s wrong. I’ve wet the bed and can’t stop weeing.’

‘You mucky cow,’ he says. The bed creaks.
‘It’s not even six o’clock.’ I hear his head flop back down onto
the pillow.

‘Could you phone the hospital to find out
what we should do?’ I ask.

‘I’m not going to tell someone my wife can’t
stop weeing!’

I dribble down our narrow stone stairs and
phone myself.

‘It sounds like your waters have broken,’
the nurse tells me. ‘An ambulance is on the way.’

My repentant husband is suddenly wide awake
and rushing about like any new father in a television sit-com. I
dress and run a comb through my wild hair. I’m still leaking.

It takes ages for the ambulance to arrive.
We live in an old cottage, in a remote village, on the edge of the
hospital’s catchment area. The driver suggests Howard lead the way
because of his knowledge of the winding country lanes.

Howard speeds off then has to stop and wait
for the ambulance, which won’t travel much faster than 30 miles an
hour for fear of hastening the arrival of the baby. I waddle into
the hospital and the soggy seat of my maternity dress slaps against
the back of my legs. I feel like a child that’s had an accident in
class. The doctor examines me and says I’m not in labour and it
could be another week but I will have to stay in hospital. He sends
Howard off to work.

They’re very busy in the maternity ward so
I’m put in a bare, little side room on my own. The muscles across
my huge bump may not be contracting but I’m struggling with
excruciating back pain. I alternate between worrying about the baby
and the fact that I don’t know how to relax yet. We’re supposed to
learn that at antenatal class, tonight.

I try to think about how much I’ve loved
being pregnant, couldn’t wait to ‘show’. Howard and I were both
keen that we did everything to help our baby have a good start in
life. Neither of us smoked anyway but we cut out alcohol and Howard
encouraged me to drink plenty of milk and eat spinach and liver
(which I hate).

All the way through my pregnancy I felt I
was a month further along than my dates or the doctor indicated.
Ultrasound was relatively new and not standard practice. The
signposts I read about in the baby books appeared to happen earlier
than they should. But you assume doctors know best.

To squash down my rising fear and pain, I
try to recall funny things that happened. Like the fact that a
couple of my older colleagues at work guessed I was pregnant before
I did, when I went off tea and coffee. At least my cravings weren’t
too bizarre, family sized tins of rice pudding usually
satisfied.

Howard looked younger than his twenty four
years, probably due to good health and his golden curls. I remember
how upset he was, one day, whilst in the local sandwich shop near
where he worked. The woman on the till had asked him when the baby
was due and the customer behind almost dropped her shopping.

‘How old are you? she squeaked.

‘Well, how old do you think I am?’ he
replied, quite unprepared for her revelation that she thought he
was only fifteen.

I found it hilarious and assured him he
would be very grateful when he was forty-five and looked
thirty-five.

The howling ache in my back has clawed
through every corner of my body now, slashing further memories from
its path. I try everything I can think of to cope with the pain,
including attempting to remember how to count to a hundred in
French. The single window is high and off behind me. There is
nothing to read, no one to talk to and nothing to distract me. I’m
afraid to move in case it will hurt the baby. I imagine the poor
thing trapped inside me without its warm amniotic bath to cushion
against bumps and bangs.

By afternoon, the torture becomes
unbearable. I can’t stand it any longer and ring the bell for
help.

A very harassed midwife huffs in and snaps
on some rubber gloves. ‘We’re very busy, you know.’ She pulls my
legs up and examines me.

‘The head, the head!’

Suddenly, everything is in motion and I’m
hurtling down the corridor on my bed. The delivery suite isn’t
ready so I’m parked in a tiny, windowless side room with a young
nurse. I can’t think beyond the agony and plead for relief. The
nurse gives me an injection of Pethadin, which she shouldn’t have,
apparently, so close to delivery. It sends me spinning into
space.

Meanwhile, Howard has sorted things out at
work for this unexpected event and returns as soon as he is able to
be by my side. We’d talked about whether he should be present at
the birth but being exceptionally squeamish about blood, he wasn’t
sure he could do it. He’s been known to pass out just having his
blood pressure taken. But when the nurses see him walk in through
the hospital doors, they press a shower cap thing on his head,
plastic bags on his feet and push him into the room.

I’m so relieved to see him that I want to
cry. The drugs have made me loud and gushy. The delivery room is
full of people because they expect the baby to be premature but I
feel almost invisible. There are specialist nurses, a midwife,
paediatrician and heaven only knows who else, all busy doing their
jobs around me. Thank goodness the Pethadin and the pain have
removed my inhibitions or I don’t think I could bear lying there
with my legs in the air, naked from the waist down.

A masked person leans over and asks, ‘Do you
mind if these twelve student midwives come in to watch?’

‘Sure, why not?’ It all seems unreal and I
don’t care what they do anymore, as long as they get this baby out
as soon as possible. But poor Howard is embarrassed on my behalf.
He unsuccessfully tries to shush my shrieks.

After the head, the shoulders slip through
with a last push. The baby is whisked away and panic creeps into my
spinning mind. I can’t even feel the stitches they’re putting in
where I was cut to ease the passage.

When James is finally in my arms, breathing
on his own, with all his fingers and toes, I’m euphoric, far beyond
the effect of the painkiller. He’s so tiny, so perfect that I’m
overwhelmed by the responsibility of his care. My body feels full
to bursting with electric sunshine and gratitude to God for this
precious child.

The baby isn’t, as it turns out, six weeks
premature. I’d been right about being a month further along. As
good, hardworking and clever as doctors are, it’s worth knowing
they don’t always get it right.

 


 Chapter
1

 


Monday 1 July 1996

Despite rain today, the school purrs with
summer lethargy. The air is warm and damp, heavy with the smell of
children. The term is winding down, only finishing off, tidying up
and final assemblies stand between us and the six-week break.
Howard hasn’t booked our holiday, yet. This is almost unheard of
but things have been crazy for him at work and we’ve had to cancel
one trip already this year.

Because of the weather, my playground duty
is indoors. I reflect on my recent interview for a deputy headship,
as I patrol the classrooms. The feedback had been positive and I’d
just missed out, apparently. But the whole process, of deciding to
change jobs, ‘selling myself’ in the application and preparing for
the presentation and interview, has given me a boost. I feel more
confident and optimistic about my future.

I move from room to room, reassuring the
timid and the attention seekers. A little girl, 5 or 6 years old,
accompanies me. She’s tiny for her age and speaks limited English.
Two larger girls have been picking on her.

Another child comes to tell me that I’m
wanted on the phone, in the office – this is unusual. Apprehension
buzzes beneath my skin. I hold my companion’s small hand a little
tighter and hurry along the shiny corridor. All appears normal in
the cupboard-sized room. The secretary moves about her business
amongst tidy clutter.

‘The consultant wants to see us in two
hours, without James.’

Howard’s voice tries to hold me, to shield
me but it’s too late. Panic squeezes my lungs, recalls the blood
from my limbs and screams in my ears. My eyelids are ripped open
and I’m forced to see all the warning signs I’d buried. I know
instantly what I cannot bear to believe. My son has cancer.

*

Watch news coverage of any disaster and you
will see people searching for something or someone to blame,
desperate to believe it’s possible to prevent catastrophes. Now,
with the binoculars of hindsight I can see the tiptoed footprints
of Terror; hear the echoes of its whispers. But then, my eyes and
ears were firmly closed. Everything in me resisted even a tiny peek
at the possibilities it was suggesting.

In the autumn of 1995, James would come to
us, usually at night, to say his leg hurt. These pains seemed to
come and go and vary in intensity. He didn’t want us to touch it
when it was sore but the next day, when it didn’t hurt, he wouldn’t
let us fuss him. He was a busy, active fifteen-year-old so we
thought it must be a forgotten sporting injury or bump, then
possibly ‘growing pains’ or the result of being run down.

As part of my fortieth birthday
celebrations, Howard, James, David and I went to America for the
holidays. It was only the second time I’d been ‘home’ for Christmas
in eighteen years.

We had a wonderful but different kind of
celebration with my dad, two brothers, stepsister and their
families, in Michigan. My brother, Keith, kept in touch with my
first stepmother, Nicki, and his wife’s parents were divorced with
new partners so their extended family arrangements were very
complicated, as several of these adults couldn’t bear to see one
another.

After a few days of playing in the snow and
catching up with my family we flew on to Arizona to spend some time
in the sunshine with my dad and his wife, Lynda, in their winter
home. I didn’t suspect a thing when they took us out for a meal on
my birthday and my friend Christine and her family were there, all
the way from England. They travelled with us the next day to the
Grand Canyon. Despite having seen photos and even a 360-degree film
of it, my knees buckled at the sight.

But the pains in James’ leg persisted after
our holiday away and appeared to be getting worse. I wanted to take
him to the doctor but we couldn’t seem to find a time that would be
convenient, when neither of us had a commitment.

Finally, I received a phone call at work to
say that someone had poked James in the eye, which had swollen
shut. The school nurse felt he should see a doctor immediately. I
downed tools, collected him and took him to our GP. Thankfully, his
eye was fine but while we were there, we asked about his leg. The
doctor checked him over and to my horror declared there was
definitely something abnormal and he would refer James for an
x-ray.

The x-ray technician bounced into the room
and said, “Don’t worry, lad, this will only take a minute”.
Returning, he was a changed man and told James he needed a few more
pictures. We experienced brief fluttery panic when we went back to
the doctor and he reported that he didn’t think it was cancer but
it was worrying. Cancer was an obscenity we hadn’t allowed to cross
our minds and since it had been dismissed, we quickly shut it out
again.

James was then referred to a consultant and
given CT and MRI scans. We were told it was an osteoblastoma or
benign growth, like a wart on his bone, which should go away on its
own. If the pains became worse, he could return and it would be
surgically removed.

Relieved that everything seemed to be OK, we
all got on with our lives, each of us busy at work or school,
meeting friends, enjoying social events. On a brief holiday in the
Lake District, James seemed to struggle with the walking we
normally all enjoyed. We alternated between being sympathetic and
exasperated with the pain he occasionally complained about.

To understand our exasperation you need to
know a bit more about James. As he approached high school age, we
seemed to visit casualty more and more frequently. The first time,
he’d been playing on a rope swing and crashed into the tree. I
looked at his arm but it wasn’t swollen and he had full movement in
his fingers. It wasn’t until the next day that I took him to the
hospital. What kind of mother tells her son off for playing in his
best trousers and makes him do his piano practice with a broken
arm?

The following year, a punch to my younger
son David’s head resulted in a broken hand for James and a trip to
see an orthopaedic surgeon to patch him up. A few months later, he
broke his arm on a scout trip. Once again the arm didn’t swell and
no one believed him. He was teased and told to stop whining. One
boy even yanked on it and asked if it hurt. The next day the scout
leader walked him to the local GP who sent him on by ambulance to
the hospital where he had to be anaesthetised so that they could
pull and twist it back into place.

A week after having his pot off James was
back in casualty. Tripping over a curb, he smashed into a wall and
lacerated his face, bruised his knee, shoulder and wrist. When he
fell off a wall, we were all interviewed to eliminate the
possibility that James was the victim of child abuse. In the
meantime, he’d been hard at work devising other ingenious ways to
hurt himself. For instance, whilst ironing naked (like you do) he
turned quickly and burnt his stomach. Or there was the time he
managed to get a video box stuck on his eyelashes…

James’ asthma wasn’t improving with age
either. He didn’t/couldn’t/wouldn’t remember to take his inhaler
regularly. He was susceptible to hay fever and minor colds would
get into his lungs and set up germ cities. None of it had any
impact on his approach to life. He played badminton, football,
basketball, roller hockey, swam, played the piano, was active in
scouts, took part in school plays and excelled at school.

David, was equally active but, thankfully,
with a lot less drama. Quieter, he’d long since learned that
getting a word in edgewise in his noisy family was impossible. He
displayed a healthy respect for his body, ran in the cross-country
team, swam, played badminton, was just as busy with the scouts and
in high school took up the saxophone and joined the music centre.
By eleven, he’d been captivated by jazz and was beginning to expand
and develop his wide taste in music.

After our walking holiday, the pains began
to get much worse and James decided he wanted the operation the
consultant had mentioned earlier in the year. He reacted very badly
to the anaesthetic and was dreadfully sick. The doctor was in a big
rush to get away and tried to leave the room three times before I’d
finished asking my questions. Fortunately, I’d been advised to
write them down in advance. Excellent advice, as you can’t always
think clearly under pressure.

A few weeks later, for David’s fourteenth
birthday, we celebrated over a weekend. On Saturday, he took
several friends to laser quest and bowling then home for cake and
ice cream. Sunday was a quiet family party with lunch out at a
nearby hotel. There had certainly been no warning, in the laughter
and chatter or the game of snooker on a sun-warmed table, of what
the next day would bring.

***

I slump into the office chair and try to
speak. My throat is choked and only cracked partial words escape.
The little girl’s eyes round with fear and she backs into the
secretary’s silent grasp. I put the phone down. I can’t explain.
‘We have to meet the consultant without our son’ doesn’t seem to
justify my reaction. But I can’t say that other word out loud.

I’m at work. The fragments of my old life
remind me there are things to do. Like wreckage in a storm, I want
to grip on to them. Somehow, I’m back in my classroom trying to
read a story to thirty 6 and 7 year olds. Immediately, they sense a
change.

‘Have you been crying?’

‘Why?’

‘James will be OK, though, won’t he?’

Their questions go right to the heart of the
matter. I manage to get through the half hour to home time. The
children don’t know any platitudes so offer instead small, sad
smiles. Many touch my hand or hug my waist on their way out.

My boss materialises. Gently, she says,
‘take whatever time you need.’

I know I should be grateful but I panic. I
want to escape in the familiar. The demands of teaching young
children are so intense you can feel like you operate in two
parallel existences, one at work and the other outside work. I
mumble.

She is wise enough to leave her offer open
until I’m ready. She can also see that I’m too fragile for anything
else. Silently, she leaves.

Frantically, mechanically I busy myself.
Then it’s time.

Howard and I sit beside each other,
separately locked in our own fears. The man, who only a few months
ago told us it was nothing to worry about, looks distressed and
uncomfortable. He won’t meet my eyes or give definite answers. I am
paralysed with pain.

An appointment has been made for us, later
in the week, with Dr Edwards (not his real name), a leading
paediatric oncologist based in a teaching hospital in Leeds. We
drive home alone, each in our own car having come straight from
work. We tell the boys. Push food around plates. James insists we
keep it secret until he’s met the oncologist, not ready to believe
what the appointment implies until the details are spelled out.

Howard and I go to Parent’s Night. We listen
in agony, as the teachers tell us what a wonderful, clever boy
James is and that he needs to make sure he works hard next year for
the all-important GCSE exams.

In bed, my eyes won’t close. My skin and
muscles prickle with the fight or flight instinct. But who can I
fight, where can I run? Under attack, we’ve curled in on ourselves.
Unable to comfort one another, we lie side by side in shocked
silence.

I tiptoe into James’ room. He’s awake, full
of hard questions with no answers. I bring him back to our room to
lie between us. But he’s as tall as I am and I have to cling to the
edge until I hear his breathing deepen. I finally sleep in his bed,
taking an irrational comfort in knowing he is safe with his
dad.

*

On New Year’s Eve 1976, my twenty-first
birthday, I was home alone making a winter coat for my trip to
England. My friends were scattered around Michigan and other family
members were out with their friends. My belongings had been brought
back to my dad’s house, from university, for the last time. All I
would need, for my four-month teaching practice in Yorkshire, was
packed for the journey.

I never really liked New Year’s Eve. The
foot-stamping, self-centred child in me blamed ‘her’ for stealing
the special-ness of my birthday. A disturbance, as I fell off to
sleep, reminded me of another reason I wasn’t keen. My
fourteen-year-old step-sister had arrived home and was vomiting in
the bathroom. I managed to manhandle her into the bath, shower the
filth off then dump her into bed. Black thoughts grumbled out of
me, as I cleaned up the mess.

The flight from Detroit to London was long
and I was wearied as much by my nerves as by the journey. Sometimes
it seemed as though there were two of me, one that signed up for
adventures and the other who had to go on them, amazed to find
herself there.

I located the bus into London from the
metropolis that is Heathrow and, struggling with heavy bags, made
my way to the accommodation information desk at Kings Cross
station. I wasn’t due to meet the other exchange students until the
next day and hadn’t booked anywhere to stay overnight.

‘I’m sorry, there are no more single rooms
available.’ The woman behind the desk announced to the person in
front of me in the queue. She didn’t appear to be sorry at all,
more bored and fed up with the never ending supply of
poorly-prepared tourists she had to deal with.

Panic rushed through me. I had visions of
freezing to death on a park bench, being robbed and raped.

‘Would you consider sharing a room with me?’
A heavily accented voice penetrated my fear.

‘There aren’t any rooms,’ I babbled, when I
realised the Middle Eastern woman behind was speaking to me. She
was old enough to be my mother and had warm, kind eyes.

‘There aren’t any single rooms,’ she said, gently.

She spoke to the woman on the desk and
booked a double room for the two of us. It was perfect for me, as I
felt safer and it was cheaper. We shared easy conversation, which
filled our evening.

More luggage-lugging, the next day, and a
coach journey north among yet more strangers brought me finally to
my destination.

Wentworth Castle College of Education,
Barnsley, was a world away from home, literally and figuratively.
It didn’t look like the Disneyland, fairy-tale kind of castle but
it was impressive all the same. Rebuilt and renamed in 1708, it was
older than the United States. It sat grandly at the top of a hill
surrounded by forty acres of historic gardens. We walked in through
enormous double doors into a vast hall with wide, twin staircases
curving upwards like embracing arms. Between them stood a carved
brass gong the size of a table.

I was allotted a large sunny room on the
third floor, once probably servants’ quarters. My roommates were a
quiet girl from London and a lively girl from Newcastle, whose
accent I could barely understand.

I was restless and felt like an
intruder so, after introductions, I set off to explore nearby
Barnsley. There wasn’t a lot to see and soon I was trying to
negotiate my way round the unfamiliar bus station to find a way
back to the college. ‘What am I doing
here?’ kept repeating like a mantra in my mind. I was
lost amongst busy people rushing confidently around me.

My shabby hooded sweatshirt and short, dark
hair, that I cut myself, were probably only two of many signs that
announced that I was a foreigner.

‘Are you one of the exchange students from
the college?’

The Yorkshire voice drew my eyes from the
incomprehensible signs above the bus bays. Two fair-haired young
men were grinning at me.

‘We’re on our way up to the college now, if
you want to join us.’

I was pleased to have their company and
chatter and especially relieved to know I was on the right bus. As
we parted company, they invited me to join them and some of the
other students in the pub later.

The Stamford Arms was unlike the strident,
frantic nightclubs in the university town I’d come from, with their
‘conquest’ games and superficial contact. The pub was a maze of
small cosy rooms with roaring coal fires, shining brasses and
baffling unwritten rules of etiquette. There was a snug and a ‘men
only’ room, darts and dominoes to play and ‘rounds’ of drinks to
buy.

Despite not knowing my fellow American
students or any of the English ones, I quickly felt comfortable.
There was plenty of light-hearted banter, as the lads tried to find
a drink I would like. I could recall tasting one, when I was in
England two years earlier, that was warm and smooth as honey but I
couldn’t remember what it was called. Eventually, they decided it
must be mead but it wasn’t sold in this pub.

There were 25,000 students at my university
in Michigan, 500 or so at this college. Already, I felt less
anonymous then I did during the three and a half years I lived in
Kalamazoo. Perhaps in a smaller group, people on their own are
noticed and attempts made to draw them in.

With a thrill of excitement, I realised one
of the two men from the bus station, Howard, the one with the blue
eyes and curly blonde hair, was interested in me. Considering my
pale, freckled face, unruly hair, scruffy clothes and generally
scrawny appearance, this was nothing short of amazing.

‘I’ll walk you back up to college,’ he
offered, when I tried unsuccessfully to stifle another yawn. The
male students were housed in another building in town so it was out
of his way but the path back to the college was lonely and went
through a stretch of woodland.

‘Thank you, I would really appreciate
that.’

It was magical walking through the
moon-dazzled snow that had fallen whilst we were in the pub. We
chatted and laughed and threw snowballs, exhilarated by the crisp
night air and the chemistry between us. Little alarm bells began to
ring in my mind. There were only twelve guys and 500 or so girls
studying at this college and he was fun, charming and gorgeous. My
plans were to be in England for four months then back home to work
and study for my master’s degree in Florida.

‘Are you the local lady-killer?’ I asked, as
he held me in his arms. But I could no sooner resist that first
kiss or control my feelings than make the snow stop falling.

We arranged to meet in the morning. I was to
give him a lesson in swimming crawl-stroke in exchange for being
shown the local sights. I was very self-conscious about my body and
used to swim in my jeans and tee-shirt when I was a teen. I changed
as quickly as I could in an effort to be in the pool before Howard
but he still beat me to it. Luckily for me, without his
long-distance glasses, I looked sufficiently fuzzy that he wasn’t
put off.

It didn’t take me long to become accustomed
to taking baths instead of showers and responding to the massive
gong that summoned us to the four enormous meals we were given each
day in the sumptuous dining rooms. After surviving on homemade
granola cereal, yoghurt and fruit for the previous four months, it
was a miracle I wasn’t the shape of the gong by the end of the
first week.

I discovered a new way of life. Howard
introduced me to walking as a pastime and not just a means to an
end. We spent many glorious hours hiking through woodland, round
sparkling reservoirs and over rolling moorland. I always found it
easier to talk to someone without looking at him or her and this
was the perfect opportunity to get to know one another. There were
no distractions and it was just the two of us surrounded by peace
and beauty. I was enthralled by his knowledge of the plants and
animals we saw but really showed myself up when Howard made a
comment about ‘dickey birds’ and I asked him how he knew it was a
dickey bird.

From the beginning, Howard and I spent every
bit of time available to us, together. It was as if we were two
parts of a whole and I had found my home, yet was seeing everything
through brand new eyes. All the clichés were true. Within two
weeks, we were talking about marriage, as naturally as if reading
each other’s minds.

Of course, it wasn’t quite so clear-cut for
everyone else. Friends, family, college tutors, even the dinner
ladies couldn’t fail to register what was happening between us. I’d
never had so many letters from my dad before, as he began to
realise I might not come back. The college were anxious about any
perceived responsibility and we were summoned to ‘serious chats’
with a number of important people. The dinner ladies were aghast
that one of their favourites would choose an American girl when
there were so many ‘English roses’ available.

Neither were we insensitive to the
difficulties before us. At a time when divorce rates continued to
climb, we knew marriage was a huge step for anyone to take. I
couldn’t imagine my life without Howard, but would I be able to
settle in a strange country, away from all of my family, and
forever be a little bit different from everyone else? I was once at
a function with Howard when a ‘friend’ of his told me, quite
calmly, that he hated all Americans (a miniscule peek at
prejudice).

We joked about the fact that Howard was
exactly nine months younger than me, saying that God must have
whispered to his mum and dad to get a move on, as I was already
here. But there was a part of me that knew this was God’s will for
me and I wondered at His plan for my life.

***

Robot-like, somehow we get through the week
and manage to keep James’ secret. On Friday, he and his dad meet
with Dr Edwards. As part of the oncologist’s excellent practice,
his nurse writes down everything that is discussed in the meeting.
This is incredibly helpful because there is only so much your brain
can take in when it’s being pummelled by terrifying facts and
information. He offers answers to questions we haven’t even thought
of yet.

Back home and armed with these notes, Howard
calls David and me to join them in the lounge to hear what the
doctor had to say.

David refuses to come. Slamming his door, he
tries to hide in the security of his bedroom. We begin to realise
how much he is suffering. Quieter than his brother, he’s never been
comfortable talking about his feelings. Eventually, we persuade him
to join us but he is silent, his tall, thin frame crumpled in a
chair, his face stiff and stony.

Howard tells us that the doctor was open,
brutally honest and encouraged them to believe we will all be part
of the team that will work to help James get well. They think the
cancer is Ewing’s Sarcoma or pPNET and that James has a better than
average chance of survival but he will need follow up checks for
the rest of his life. ‘Cures’ are not spoken of in relation to
cancer, Dr Edwards has told them, firmly.

These words lift and stab. ‘Getting James
well’ and ‘better-than-average chance’ are phrases that sing out to
me but I want a solid clean bill of health, a guarantee. ‘Cure’ is
the cement I think we need to fix our shattered world, to return to
that confident sense of safety from this overwhelming danger.

James doesn’t have anything to add. He sits
quietly, stunned by the day. Howard continues to explain that a
full range of tests, to determine an exact diagnosis and to
discover if there are other cancers anywhere else, will be done
first. These are booked to begin on Tuesday.

A new wave of panic sucks the air from my
lungs. I’d never even considered that this evil predator might be
eating my son alive from more than one place in his body.

Together, we agree that we will need all the
support we can get so we plan to keep our family and friends fully
informed. David vanishes back to his room and we suspect he isn’t
ready to talk to his friends. We don’t push him.

Dialling my dad’s number, I remember the
excited phone call I made years earlier to let him know that he
would be a grandfather. He’d guessed my surprise before I could get
the words out. Now, I wish with all my heart that I didn’t have to
tell him about this threat to his beloved grandson. It won’t be any
easier to tell Howard’s mother, a task we will have to do face to
face. We are a large, close family; between us we have eight
brothers and sisters (not including their partners), seventeen
nieces and nephews, ten aunts and uncles and many cousins.

James speaks to each of his friends
separately before the news becomes general knowledge. He is open
and honest and encourages them to ask questions. He is able to
convey how much he needs them to be as normal as possible, to be
his friends. I can only praise God for blessing James with the
friendships of these lads. You hear a lot about teenage
troublemakers but these fifteen-year-old boys are absolutely
fantastic.

Howard and I tell our badminton friends in
the changing rooms after the game. Despite their obvious shock and
dismay, we can feel their concern and desperation to help us. Tony
takes Howard to one side in a quiet moment and offers him the
precious ‘lucky coin’ that he’s kept for nearly 35 years, since
going into the merchant navy at fifteen.

*

Howard and I were anxious to get on the
housing ladder, once we were married and both working. We felt rent
was money lost and our flat, with its flooded, rat-infested
basement and pink, bottom-nipping plastic bathroom suite, was
hardly a dream location. Given our financial situation, we started
quite near the bottom rung. We dreamed of finding a derelict
farmhouse somewhere out on the moors and becoming
self-sufficient.

Happily, with hindsight, we found a tiny,
stone cottage built in 1824, in a lovely village between Barnsley
and Holmfirth. Technically, it was a semi-detached house but in
reality it was shorter and smaller than the other part of the
building and only about 10cm from the row of terraced houses next
door. It had a coal fire, stank of cats and to reach the small back
garden you had to go out the front door, walk down the road, up the
farmer’s lane and across a field.

We bought it for £6,500 and in the three
years we lived there we dug out all the plaster three feet up on
the ground floor, put in a damp-proof course, re-plastered, added a
gas fire, back door, new kitchen, shower, shed, raised flower bed,
fencing and re-decorated throughout. We did all but the specialised
work ourselves, with a little help from Howard’s family, saving up
for each new job in between. Those were the days before easy credit
and instant access were common. We’d been brought up to believe
that debt (excluding mortgages) was akin to leprosy, something to
be avoided. I can still remember the thrill of pleasure each time I
saw the new net curtains I’d saved up for.

We sold that house for double what we’d paid
and moved to a larger end terrace, when James was just over a year
old and I was pregnant with David. Many of my peers had grown up in
the village; their childhood friends, mothers, aunties,
grandparents and sisters lived locally. They weren’t all that
interested in making new friends. Perhaps it was also that I hadn’t
quite assimilated enough, but I was lonely. The more I tried to
convince these women that I was worth the effort of friendship the
more I’m sure I put them off. Sometimes I would cringe when I
recalled comments I’d made about myself, recognising the truth in
what my mom had told me of the insecurity of show-offs.

After David was born, I joined a Mums and
Toddlers group held in the church hall. The boys loved it and I met
a very special person called Christine. Petite and fair, she was
also a ‘comer-in’ and had a son that was a year older than James
and a baby daughter a month younger than David. We hadn’t been
friends long when she said she’d been reading in a magazine that
spouses that do things together have a better chance of staying
together. After much discussion, we settled on badminton. As
neither of us knew how to play, we signed up for a course at the
local sports centre. It was great fun and I’m sure my stomach
muscles got more exercise from the laughter than the actual
badminton.

At about this same time, my incredible
in-laws came to visit us. Geoffrey, Howard’s dad, was small and
wiry. A Thespian at heart, he was energy on legs. Howard’s mum,
Cynthia, was softer, more practical and packed with common
sense.

‘We think it’s important for married couples
to have time to themselves,’ Mum explained. ‘It’s all too easy to
focus your lives on your children and your jobs but one of the best
things you can do for your children is to keep your marriage
healthy. We’d like to offer you a regular, weekly night out. Would
Friday nights be any good?’

These wonderful people would join us for tea
then stay on to baby-sit whilst Howard and I met our friends for
badminton. Christine’s husband, Tony, and Howard already knew how
to play and they tried hard to be patient with us as we learned.
The drinks and chat at the pub afterwards were as important as the
exercise we got on the court. Over the years we added other couples
to our group, Pat and Dave, Ed and Lyn, Tim and Hazel. We all had
children of similar ages and shared our worries and delights,
enjoyed parties and holidays together.

***

I can’t sleep, can barely breath and am
struggling to eat. My brain is full of screamed obscenities. I make
an appointment to see my GP.

‘We don’t really want to start down that
path, yet,’ he tells me gently, when I ask if he can give me
something to help with the anxiety. ‘I think we should wait and see
if things get worse.’

I’m unable to contemplate
things getting worse and frantically
try to bury thoughts of what that implies. It’s clear he’s
desperate to help but he’s a good doctor and doesn’t prescribe
lightly.

‘I’ll write you a sick note for the final
nine days of term,’ he offers.

It isn’t what I want. Miraculous, medical
magic is what I crave, a pill to make everything better. I’m afraid
to let go of my ‘normal’ routine but feel unexpectedly lighter to
have one whole chunk of my life lifted from my shoulders. Now I am
free to concentrate on helping James and David, if he’ll let
me.

On Tuesday, James and I set off to the
hospital for what we’d been told will be a range of tests and
operations to put a portacath in, biopsy a lymph node in his groin
and take bone marrow samples from his spine. A portacath is a
little metal cup they insert just under the skin below the armpit.
It has a tube running up to the neck, where it enters a vein,
straight into the heart. It means that the chemo, blood tests and
other drugs can be administered directly into this instead of
sticking endless needles anywhere else.

Tears wet my face and blur my vision most of
the way to the hospital.

‘Why are you crying, Mum? I’m going to get
well.’ It’s a cross between a statement of challenge and a
question.

I’ve always tried to be honest and
open with my children but I can’t bear to bruise his hope or cause
his resolve to falter. ‘I know you’ll get well, sweetheart.’
Please God, let it be so, I plead in
my head.

‘I cry at cartoons like Dumbo so there’s no
chance I can hold my tears back now.’ I try a smile but it feels
stiff and artificial.

When we arrive on the ward, none of the
promised tests have been booked. There is no bed for James and we
are left in a playroom for an hour and a half whilst they try to
sort something out for us. James, expecting an operation, has had
nothing to eat and his leg is incredibly painful. There seems to be
no urgency in any of this, whilst all I can think about is the
cancer multiplying exponentially and spreading throughout his
body.

Eventually, we’re sent to another hospital,
in a different part of Leeds, for tests on his heart as a baseline
to monitor any possible side effects of the chemotherapy. Driving
to Leeds has been bad enough, searching for this unknown hospital
in an unfamiliar, busy city just adds to the apprehension I already
feel.

*

In the summer that I was 15, I took the
drivers’ education class held at the high school during the long
holiday. It was quite a comprehensive course. We were taught how to
change tyres, did simulations of night driving and had lectures and
quizzes on theory, as well as practical hands-on experience,
including motorway driving. My dad supplemented this training by
taking me out in his car. He insisted that I keep a log of the
miles that I’d driven, as he wouldn’t allow me to drive
unaccompanied until I’d logged 1000 miles. He was generous with his
time and it didn’t take as long as I feared it might (months rather
than years).

My dad also wanted to teach me how to drive
the boat we had on the lake. I’d driven it a few times, when he
thought I could have a go at pulling a water skier. My brother,
Charlie, and one of his friends wanted to ski so I went along.
Charlie’s friend got in the water and my dad made sure he had swum
well away from the boat before he turned to show me how to pull
away gently until the ski rope was taut. We didn’t have a rear-view
mirror and we failed to check a final time before we started up.
But the boy had panicked, swum back to the boat and been sucked
under, into the propeller. The blades had sliced his leg to the
bone in three places.

Incredibly, he didn’t cry all the way to the
hospital, as I tenderly held his leg in a towel. The body shuts
down the pain sensors if the trauma would be too great to cope
with. I felt hysteria and nausea seething under the surface, which
I desperately fought to control for his sake.

I never drove a boat again, nor do I enjoy
driving of any sort. Had it not been a vital life skill where we
lived, I probably wouldn’t have continued to learn to drive a car.
Accidents happen in an instant, a momentary lapse and the
unthinkable can occur. No reprieve, no opportunity for ‘But I
didn’t mean…’

***

Eventually, we find the hospital and miss
the entrance. It’s a dual carriageway so I must continue on until I
can turn around, drive past on the other side of the barriers, turn
around again and hopefully discover the entrance without the
fast-moving traffic crashing into us from behind. The car park
seems to be randomly plonked at the side of the long driveway. The
hospital can be glimpsed in the distance between some trees. At
every step, I feel James tense with pain.

We stand for ages at the reception desk. The
young woman ignores us and continues what sounds like a social
conversation on the phone. When she finishes, I pass the bit of
paper we’ve been given across to her and without looking up she
gestures vaguely off to the left.

‘Follow the yellow line on the floor.’

More walking. The yellow line runs out.
Apart from a cupboard, we appear to have come to a dead end. James
is white with fatigue. I try a giggle at the ridiculousness of it
all, to lift our spirits. It sounds mad. I wonder if I’m losing my
mind.

Someone pops out of the cupboard. There is
another long, narrow passage. We come to a small room with very
busy people rushing about.

‘Your details?’ asks a woman sitting behind
a computer. She holds her hand out. We stand silently whilst she
transfers information to her machine from the bit of paper I give
her. We answer her questions and are then sent back to the first
desk.

We wait in hard chairs and feel like aliens
in this world where we don’t know all the words or rules. James is
given a test that involves sticking lots of square plasters to his
chest and connecting them by wires to a machine. The technician is
cheerful and answers all James’ questions. Then we’re sent back to
the cupboard room for another test.

I want to scream, to tell these people that
every step for my son is agony but I don’t think they’ll hear me.
Worse, I don’t want my tantrum to turn them against James. It feels
like they’re just people at work, doing their job in the enormous
factory called a hospital. We are the irritating patients (and
worse, parents of patients) they have to work around.

At last, we head home feeling
completely mangled and despondent, enraged and helpless. I have to
do something. I stop at the library and find a book called
Love, Medicine and Miracles by Dr
Bernie Segal. Once home, I start to read. It’s full of excellent
advice about how to begin to regain some control, to lessen the
awful feeling of being a helpless victim.

In the middle of another sleepless night, I
get up and write a letter to Dr Edwards. I tell him all about James
as a person and how important he is to us. I thank him for his
treatment of Howard and James but also outline the appalling events
of the day. I feel better for getting these thoughts and feelings
down on paper and manage a little sleep.

*

One of my earliest memories was when my
family moved out of Detroit to a ranch style house in a much more
rural area. At four years old, I was allowed to take my two year
old brother, Keith, out to meet some other children, on our own,
for the first time. I stood at the edge of the road, tightly
clinging to Keith’s hand, and looked both ways loads of times
before daring to pull him quickly across, despite there being no
cars for miles around.

My first friend, Gail, lived just down the
road from me and we were inseparable for a few years. I remember
the night the nursery-school teacher came to our house to explain
to my parents why this best friend, whose birthday was exactly a
month before mine and a few days before the admission cut off date,
would start proper school a full year before me. I never forgave
the woman. As far as I was concerned, it was also her fault when
Gail moved away not too long after that. My other memory of nursery
school was when my hands stuck to the frozen chains of the
playground swing.

I never really had another
best friend in that neighbourhood. I
was always too old or too young for the other girls that lived
nearby. By the time my youngest brother, Charlie, was old enough to
follow his big brother about like a puppy, it was clear Keith
preferred this ‘hero-worship’ to the bossy meddling of his sister.
Despite their endless squabbles, they didn’t really want to include
me in their games. I used to wade into their disputes and try to
protect Charlie, which wasn’t appreciated by Keith. He and I always
seemed to be arguing and were once sent to another room to ‘sort
ourselves out’ during a meal. Without an audience, we soon ran out
of steam.

However, Keith was my brother
and I was the only one allowed
to fight with him. Walking home from school one day, I came across
a bully, larger and older than I was, beating Keith up. The anger
that exploded in me made me feel about seven feet tall and without
hesitation I flew at the brute with my metal lunchbox until he ran
off.

It was the early sixties and children’s TV
was becoming popular but my mother felt that children should be
outside and in motion to keep healthy so we were regularly turfed
out. I rode my bike, joined in the neighbourhood hide-and-seek,
kickball or softball games, climbed trees, rerouted streams, made
dens and watched cloud shapes. In winter, gangs of us used to ice
skate on the ponds, play hockey, build snowmen and have snowball
fights.

But I still spent a lot of time on my own. I
found escape in books and expression in writing. Often, I found
that getting thoughts down on paper made them more manageable.

***

Back in hospital for the rescheduled tests,
we pass Dr Edwards in the corridor. He stops to speak to James and
introduces himself to me. He is a great bear of a man, quite
overpowering in the narrow space. I am impressed and grateful that
he has recognised James, after meeting him only once, and freely
offers my son some of his precious time.

‘I hadn’t expected to see you today, Dr
Edwards,’ I explain. ‘I’ve written you a letter.’ Embarrassed that
this isn’t quite normal, I hand it to him. I’m further alarmed when
he tears it open to read in front of us.

He becomes very still. A male nurse passes
us in the corridor and Dr Edwards stops him with a sharp bark. He’s
furious to discover that the tests he’d ordered haven’t been done.
I’m sorry for the innocent nurse but hopeful that perhaps it won’t
happen again.

James is taken into theatre. At last things
are happening. I can’t sit still. My eyes travel over the words on
a page but are unable to make sense of the black-and-white shapes.
I recognise myself in the faces of other mothers. The new ones,
like me, are easy to pick out. We’ve yet to adjust to the
laboriously slow heartbeat of hospital time. We’re up and down from
our seats and in and out of the toilets.

I meet a mother with very young
triplets. One of them has cancer. She smells of smoke and nerves. I
think of Edvard Munch’s painting of The
Scream.

Another mother rushes to the sink to wash
her hands. I can feel the waves of adrenalin pulsing under her
skin. Her eyes are wild with fear. I have a bad habit of studying
people. She catches my gaze. Her son is fourteen.

‘They say he only has a one in five chance
of survival,’ she pleads.

‘He might be the one who makes it.’ Gentle
words, given to me, whisper through my lips. ‘You can’t give up
hope.’ I touch her arm, longing to steady her. I’ve thrown her a
paper life belt but for a moment it holds and she can catch her
breath.

She looks more carefully at me and pauses.
‘Yes, I guess that’s true.’

We talk. She’s on her own. Her doctor
husband works abroad so they can afford the private schools they
believe their four children need to make it in this world. They are
from Nigeria so she may be right. She is a bereavement counsellor,
a statement that chokes her as she tells me. Her son, Foluso, has a
rare form of kidney cancer. Her name is Agnes. Like me, she is a
Christian.

*

I didn’t grow up in an overtly religious
household. We did go to church sometimes but not regularly. We also
prayed at mealtimes but not often. From about age eleven, I begged
to stay in the main church rather than go into Sunday school,
finding the stories and games silly and childish. I felt grown up
being part of the discussions we occasionally had at home
afterwards about the sermon.

My clearest memories of church were the
fellowship and refreshments that followed and it was something we
did as a family. Best of all were the crisp autumn days when we
would call into the cider mill on the way home. This was in a faded
old barn, framed by crimson leaves. You could watch the massive
wheel turn and smell the tang of crushed apple. The sweet,
non-alcoholic, cider was perfect with the hot, sugared doughnuts
also on offer.

My grandmothers and both sets of aunts and
uncles were Christians, all practising in churches of different
denominations. None of these significant adults in my life were
preachy or spoke much of their faith to me as a child. Rather, they
lived it in my presence.

Despite attending church classes and taking
part in a rite of passage in the Presbyterian Church, I still
didn’t know God in any significant way. Nothing I had been taught
seemed particularly relevant to me or revealed the possibility of
relationship with God. But perhaps seeds had been sown.

Most summers, I would spend a couple of
weeks with my cousin Beth in their log cabin. Aunt Joy and Uncle
Glen were both teachers with twelve-week summer holidays. They
built their retreat themselves; hidden in the woods on a bay off
Lake Michigan. It smelt of pine inside and the sunrise used to make
the knots in the logs glow red. We drank cold mint tea made from
leaves we’d gathered by the stream.

I was nine months older than Beth,
definitely bossier and possibly more confident. Once, I persuaded
her to come out further into the lake, on the slippery boulders,
than she’d ever been before by giving her a ‘magic’ pebble that
would keep her safe.

My aunt and uncle loved children but, after
Beth, had suffered five miscarriages before they had Charlie. One
particular day, this precious toddler was standing on a chair at
the big table where we shared delicious meals and rowdy games of
cards, Monopoly or Scrabble. He was making noisy demands on his
mother and Beth and I were ignoring him, intent on our own
activities.

Suddenly, for no apparent reason, he fell
and began screaming. Even as children ourselves, we recognised that
it wasn’t a normal baby’s cry. My aunt tried desperately to calm
him but soon they rushed him off to hospital. Later we learned that
he’d had a cerebral aneurysm, which had burst, causing him to fall
or because of the fall. Either way there was nothing anyone could
have done to prevent the accident.

We were stunned and my cousin distraught. As
my aunt and uncle kept a vigil at his bedside, we were left much to
ourselves. Desperate to help, I told Beth that maybe, if we were
very good, God would let him be OK. I was severely told off for
this but didn’t fully understand why, then.

My own family had arrived by the time the
baby died but nothing in my experience could help me make sense of
what was happening. The vision of that tiny white coffin seemed so
wrong, so impossible, so unutterably painful.

Not long after that, my other aunt’s infant
son developed symptoms that seemed to point to hydrocephalus or
‘water on the brain’. His surgeon operated before he’d received the
results of all the tests, leaving the child blind, retarded and
severely epileptic. The tests, when they were consulted, revealed
there’d been nothing wrong. These tragedies played at the periphery
of my understanding of religion, creating more questions and
confusion than comfort. It was to be another tragic event that
brought me to faith a few years later.

***

James returns to the ward and this time all
the procedures are booked and go to plan but he’s very sick from
the anaesthetic. He’s allowed to come home at the weekend but on
Monday we’re back for the results.

‘The good news is we haven’t found cancer
anywhere else in James’ body but he will need another biopsy. We’ve
booked the surgery for you in Birmingham. They specialise in these
paediatric orthopaedic oncology cases. The surgeons there will be
able to tell you about possible future options, if your treatment
goes to plan.’

“…if the
treatment goes to plan.” Those words reverberate. All these tests
and consultations, days and weeks, and now a further delay whilst
we go to Birmingham, I just want the treatment to begin.

‘Oh, and we discovered James has
Wolff-Parkinson-White syndrome. They picked it up when they were
doing the baseline tests.’

Words kick the air from my lungs, questions
buzz my brain.

‘It means there’s an extra cluster of nerves
that misfire in his heart. Usually, there are no symptoms apart
from possibly palpitations. Rarely, it can cause a sudden heart
attack or stroke.’

I’m struggling to disentangle the words
crashing in my head to form an articulate question. Complications,
danger, heart…

‘What can we do?’ I can hear the begging in
my voice.

‘I think we’ll wait and see. It shouldn’t be
a problem.’ The doctor looks away.

Wait and see if he survives the cancer. The
completed sentence slides off the doctor’s face. I feel sick.

It may be cancer in my family but it’s
definitely heart disease in Howard’s. His father was one of six
children, three of them boys. One died of a heart attack in his
thirties, another in his fifties. Geoffrey, non-smoking, teetotal,
vegetarian and wiry-fit only just made it to sixty.

The drive to Birmingham is a breeze compared
to the other things I’m now afraid of. The day is very hot and the
nurses are not as approachable as the ones we’d met in the oncology
unit in Leeds. It’s a big ward with high ceilings and tall windows
glaring with July sunlight. The room is full of children, babies
through teens, and their families. We’re told the boy in the next
bed, who is on his own and curled beneath a sheet, had come in the
previous Tuesday for tests and they’d taken his leg off on
Wednesday. There is no TV to distract the children and it’s very
noisy. James is in a lot of pain and frightened, particularly about
facing another anaesthetic.

Thankfully, the anaesthetist comes to see
him in the evening and she is lovely. She tells him she will use a
new gas, which is very expensive and also agrees to try the ‘power
of suggestion’ techniques I’d read about.

The surgeons also come to see James to
explain the possible surgical options that will be considered, in
October, when he will return once the chemotherapy has begun its
work. The cancerous section of bone can be removed, when enough of
the cells are dead, and a metal replacement fitted. They tell us
that cancer surgery is highly specialised and that cancer cells
would have been spilled into the wound during his previous
operation so even the scar tissue on the front of his leg will have
to be removed.

He is given a pre-med, which makes him sleep
all day, and it works, he isn’t sick at all. The biopsy goes
smoothly and Howard is able to rush tissue samples back to Leeds on
Wednesday night so that their lab and the lab in Birmingham can
work on them simultaneously.

When James wakes from the surgery, he finds
the spot where his groin biopsy had been done the previous week has
swelled to the size of an egg. He’s terrified. We ask a junior
doctor about it.

‘Oh dear, it wasn’t like that yesterday.
I’ve no idea what the problem is.’ The young man shakes his head
and walks off.

I don’t know what to say to James.

When a nurse comes to take the crepe bandage
off, the cotton wool underneath is covered in blood. Horrified,
James cries out, ‘Oh no, the cancer cells will be all round my leg
now!’

The nurse makes a peculiar face and goes
away. It doesn’t feel much like the team work Dr Edwards had
described to Howard.

James and I have to stay an extra day, as
James needs an additional test but is too sleepy to drink the
radioactive contrasts needed to highlight problems undetectable by
more ordinary methods. We are sent to yet another hospital in
Birmingham, by taxi so at least I don’t have the anxiety of
driving.

After a 45-minute wait, a man appears and
says, ‘Where are your notes?’ The notes are then dispatched in
another taxi and we wait 45 minutes more. I’m furious at being made
to feel stupid for not bringing the notes, when I’m simply a
complete novice to the whole system. (James’ notes apparently don’t
specify that he needs to drink contrasts so he will have to have
the test done again, a week and a half later in Leeds.)

By this time James is long overdue for his
painkillers and is in some distress. It’s difficult to describe
what it feels like to witness your child in agony and be unable to
do anything about it. Imagine every muscle pulsing with angry bees
and their buzzing filling your mind. I ask a passing nurse if James
can be given something for his pain.

‘I’ll see what I can do,’ she says. She
smiles then proceeds to walk across the room where she stops and
talks to a friend about her holidays. She doesn’t bother to lower
her voice. Their laughter fills the space between us. She doesn’t
return. The buzzing gets louder. My hands ball into fists.

The hospital pharmacy won’t sell me anything
over the counter so in desperation I leave James and go in search
of a chemist. The people I ask for directions step back in alarm. I
must look wild. I’m slick with sweat when I return with the
Ibuprofen.

The nurses in Birmingham don’t like to use
portacaths so, despite having a needle in already, they insisted on
putting another needle into James’ hand. This then has to be
removed before we will be allowed to go home. The nurse is busy and
asks us to wait. After forty-five minutes (a magic number in
Birmingham?) I suspect she’s forgotten us. I ask her again, and
finally we’re on our way.

James is quiet, always a bad sign, and tries
to disappear into the music on his walkman. My skin feels too small
and tight to contain the thoughts and feelings swarming inside.

*

Animal-mad as a child, I almost always had a
pet of some description, usually adopted waifs and strays. Often
they were either rescued, like the baby wild rabbits I’d found when
their mother was killed by a dog, or captured like my collection of
grass snakes. I’d been given a puppy one Christmas, when I was six,
but he’d been returned to Santa when he resisted all attempts at
house training.

I was forever getting involved with animals
I should have stayed away from. Once when bitten by a stray dog, I
had to travel the neighbourhood in a police car to try to find it,
in case it had rabies. I was strictly forbidden to touch wild
animals so I didn’t tell my parents when the field mouse I’d caught
bit me. Miraculously, I escaped unscathed when I waded into a
dogfight to split up the combatants but wasn’t so lucky when I
tried to feed a pet monkey tied up in someone’s garden.

My all-consuming passion was for horses.
From age eight it was all I ever asked for when it was my birthday
or Christmas and I saved every penny I was ever given, found or
earned. When I was thirteen, I came to an agreement with my parents
that I would do all the housework in exchange for the cost of
renting a fat old horse called Missy, from a girl that was going
off to university but couldn’t bear to sell her.

Eventually, at fifteen, I bought a two year
old, unbroken appaloosa horse with huge ears. Spook was very cheap.
I think my record was being thrown off twelve times in one day but,
gradually, I trained her and she became a lovely, gentle
companion.

I had several part time jobs in order to pay
Spook’s board and save for university, including the housework at
home, bookkeeping for my dad’s company, regular babysitting, a
Saturday job in a chemist and exercising two polo ponies. I also
worked off some of the cost of keeping my horse by feeding all the
other horses and cleaning the stables.

I began to learn the patience I would need
as a teacher and a mother, especially the mother of a seriously-ill
child.

***

Back in Leeds, we’re told that James’
cancer, like many of the cancers that affect teenagers, is very
unusual. It’s a desmoplastic small round cell tumour, which is
closely related to pPNET/Ewings but hasn’t been recognised in bone
before. Thankfully, no cancer has been found anywhere else yet,
always a great fear with this disease, as it then becomes much
harder to treat and contain.

His treatment will be fourteen cycles of
chemotherapy, assessment of response after the second and fourth
cycles, with surgery just prior to the fifth, assuming a good
response. He will be given the drugs intravenously from Tuesday
lunchtime until Friday evening, followed by two weeks off to
recover. The possible side effects come in three categories:

 Acute visible – hair loss,
nausea/sickness, nutrition/weight loss, constipation

 Invisible – bone marrow suppression
leading to anaemia, infections and bruising

 Long term – infertility, second
tumour, heart function, kidney problems

 


James qualifies for participation in a
clinical study for which he will receive 10 daily injections,
between the chemotherapy cycles, of a drug called Granulocyte
Colony Stimulating Factor (GCSF), which stimulates the production
of white cells and can reduce the risk of infections by 50%. He has
to learn to give these injections himself.

My aunt telephones. She’s a doctor and for a
time worked for the United States government in Washington DC.

‘I’ve been praying for you all, every day,’
she tells me. ‘Last night I woke up, knowing I had to phone a past
colleague of mine. When I reached him, he gave me the number of a
doctor who works for the National Cancer Research Centre. I’ve
spoken to her and she has suggested you phone her. She wants to
help, if she can.’

My heart leaps to think that God is
answering prayers about James.

I telephone this woman and she’s lovely. She
tells me about a food supplement called Coenzyme Q10. There has
been some positive research that appears to show it can help to
protect the heart and other organs from the effects of
chemotherapy. I check with Dr Edwards, who doesn’t think it can do
any harm, and start James on them immediately.

*

Whilst we’d been at the hospital for all the
earlier tests on James, I’d taken this same aunt’s advice to enter
a regular mammogram-screening program. She was my mother’s only
sister and had both breasts removed with cancer. My maternal
grandmother, great aunt and grandfather had also suffered from
various forms of the disease.

Having squashed my delicate bits into this
ruthless machine, the technician took several ‘plates’ and went
away. She came back after a while and took some more, then returned
to inform me that I’d had the maximum dose of radiation for the
day. She asked me to come back for some more pictures the following
week.

Trying not to worry, I carried on until my
next appointment. After examining yet more ‘plates’ I was told
there was an abnormality and I would be referred to a specialist.
It was as if the sound of the woman’s voice was going into someone
else’s ears, the same person who was operating my arms and legs for
me. I went on from there to the supermarket and, as I walked
through the door, I burst into tears.

The specialist used ultrasound, which was a
great deal less painful than the mammogram, and declared that what
I had was a harmless, flat cist. I suggested it had probably been
round before they flattened it in their machine. I had to return in
six weeks to be certain that it was nothing to worry about and was
then given the all-clear. They told me my badminton muscles made it
hard for them to get good pictures but I blame that machine, which
was obviously invented by a man with limited understanding of
female anatomy.

***

We are determined that at the end of all
this we won’t have to be haunted by ‘what if’s. We try to
investigate every possible way to help James; items brought to our
attention by family or friends, information found on the Internet,
in newspapers, magazines or books. We attempt to double-check
anything we find to ensure whatever decisions we have to make are
as well informed as possible.

Fast or pre-packaged foods are discarded in
favour of lots of fresh fruit and vegetables and home-made meals. I
take James swimming because it’s an exercise he can do without
pain. I encourage him to try visual imaging. This is when you
visualise your immune system to be made up of strong and powerful
creatures, which attack the horrible cancer cells. We go to funny
films, share jokes and watch things that make us laugh on TV
because laughter releases endorphins to boost the immune system. We
claw back some control over the situation.

Perhaps because of his age and the very real
risk of infertility, the doctors offer James the opportunity to
have some of his sperm frozen before his treatment begins. He finds
this excruciatingly embarrassing. But James is determined that he
will get well and wants at least to have the opportunity to lead a
normal life so he perseveres until the mission is accomplised.

Adjusting to being pushed in a wheelchair is
another experience that takes courage. James says he can’t believe
the difference in the way people look at him when in a wheelchair
compared to when he’s managing on crutches. But a wheelchair
enables him to get out more, as walking on crutches is quite
exhausting to say nothing of coping with the increasing pain. To
all critics of shopping malls, I would suggest they try to push an
adult in a wheelchair. Certainly in our local town, if not most
towns, broken pavements, curbs and doorsills often make it
impossible.

*

The phone call from my mother’s sister and
the thought of my son being a parent some day makes me think about
my mom. We were opposites in many ways, which made understanding
one another challenging at times. I was a ‘homebody’ and didn’t
mind being on my own where Mom thrived on the company of others.
She’d been a ‘daddy’s girl’ and didn’t always see eye to eye with
her mom. My dad worked and played hard, wasn’t very affectionate
and, as a child, I found him a bit aloof. I knew he loved me and
was proud of me. There were tickling games when we were little and
I remember my first time skiing down a slope in the awesome Rocky
Mountains between the protective ‘v’ of his skis. But I longed to
be a ‘mommy’s girl’.

I remember feeling a mixture of guilt, pride
and excitement as a little girl, when my mother took me out of
school early on Wednesdays to learn to ski. She was a high school
PE teacher then and ran a ski club. Judging by the amount of time I
spent sitting behind the class piano for talking, I imagine my
teacher was relieved to see me go.

From a young age, Mom tried to instil
in us a love of music. I can vividly remember, dancing round the
living room to the powerful notes of Grieg’s ‘In the Hall of the
Mountain King’. She enjoyed a wide range of genres but I always
think about her when I hear ‘Climb Every Mountain’ from
The Sound of Music or ‘To Dream the
Impossible Dream’ from Man from La
Mancha.

Once when I’d broken the rules and stayed
out after dark, losing track of time in the excitement of a
neighbourhood game, my mother told me she would have to spank me.
We had a wooden paddle that was a souvenir from a fraternity or
sorority house. She said it was the only way she could think of to
make me realise the importance of being home on time and respecting
rules. There were tears in her eyes when she’d done it and they
hurt a lot more than the tap on my bottom.

When my mother decided to go back to
university to do a Master’s and PhD in clinical psychology, she
continued to work part-time and remained active in her sport and
social activities. I was very jealous and disappointed when my
brothers were able to go off on various ‘boys only’ events with my
dad but the promised ‘girls days out’ never materialised.

As busy as my mother was, for a few years we
had a wonderful woman called Bertha who looked after us a few days
a week and tried to keep the house clean. She was originally from
Mexico and introduced us to a new culture and delicious foods. For
a time, my youngest brother knew more Spanish words than
English.

One day, when I’d brought a friend home from
school, I found my mom and Bertha enjoying a cup of coffee together
in the kitchen. I proceeded to introduce them to my friend saying,
‘This is my mom and Bertha, our cleaning lady.’ There was a
horrified silence and I was subsequently informed that I had done a
gross unkindness to Bertha in not introducing her as ‘our friend’.
It hadn’t occurred to me that cleaning ladies weren’t also,
obviously, friends.

My mother encouraged me to believe in
myself. One summer I had the idea of setting up a sort of day camp
for younger children from the neighbourhood, in our garden. I must
have been about twelve. She listened to my enthusiasm and gently
added questions that would help me to think it through more
carefully and make it a success. I went door to door asking the
parents, planned outings we could do on foot, got cookies and juice
ready, played games and read stories, all good practice for the
teaching I would do later in life.

The long twelve-week holidays were a
struggle for working parents. I resisted organised groups like
summer camps but I was often sent to spend a fortnight with either
my cousin in the log cabin in Northern Michigan or my cousins in
Maryland. My brothers never seemed to do this, although they also
had male cousins of similar ages, and neither did any of my cousins
ever come to stay with us.

Perhaps because of this I developed quite
overwhelming homesickness, which was treated as silly nonsense. It
wasn’t so bad during the day, when I could keep busy, but alone at
night it engulfed me. When my crying disturbed my cousins in
Maryland, after trying unsuccessfully to soothe me, I was made to
sleep in my uncle’s office attached to the house and eventually
given something to help me sleep. At sixth grade school camp, I
cried so much I was ill and they sent me home. My mother promptly
sent me back the next day.

In my pre- and early teen years, my mom
would sometimes come and lie beside me at bedtime and we would
talk. She discussed in general terms the kinds of problems some of
the children in her care were facing and the ways in which she
tried to help them unlock their fears and pain. She taught me that
loud show-offs were often the most insecure and made me wonder at
the idea that you need to love yourself before others can love
you.

I felt grown up and privileged to be able to
share in her experiences and felt secure enough to talk to her
about my most secret discoveries, personal trials and tribulations.
Away from distractions, what we lacked in quantity of time
together, we made up for in quality.
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James has his first dose of chemotherapy,
today, at last. He’s frightened, twitchy and unable to take his
eyes from the tube, as he watches the toxic orange chemicals travel
down from the bag into his body. It makes him feel very tired and
he sleeps most of the day. On Wednesday night, he starts to vomit
and carries on all through the next day. I fetch endless cardboard
bowls, stroke his clammy skin and beg nurses and doctors to do
something. Finally, heavily sedated he collapses into a deep sleep
on Thursday night, beginning to be sick again Friday morning.

By Saturday, he’s able to keep fluids down
so they let him come home. Unfortunately, he’s severely constipated
(he hadn’t ‘been’ for three weeks) and by Sunday he starts vomiting
again.

It’s late but our GP comes out to our house
and tries to help him ‘go’ for about an hour until James collapses
from exhaustion.

‘His pulse is stable,’ this kind man says.
His youngest son went to nursery school with James. ‘He’s asleep
now. I’ll come back in the morning.’ I can see desperation in his
eyes.

James wakes an hour later and begins to be
sick again. This time he brings up blood so we rush him back to the
hospital at 2am, breaking a few speed limits on the way.
Thankfully, my dad and his wife, Lynda, have come over to help so
are able to stay with David.

James looks like we’ve snatched him from a
concentration camp. He’s lost a stone (6+ kg) in weight from his
previously slim frame. His skin is grey with hollow cheeks and
black sunken eyes. The doctor, who staggers sleepily in to see us,
looks too young. She tells us that James is badly dehydrated and
very low on potassium. James is hooked up to a drip and by morning
is much improved. It takes the greater part of the week to clear
the backlog and get his system back into something like working
order.

Being young and relatively fit before all
this began, and possibly due to the GCSF and the Coenzyme Q10,
James bounces back quite quickly. Much of his pain seems to go with
the first chemotherapy and the tumour, which is now a very visible
swelling on his lower leg, begins to shrink. He puts some weight
back on and goes swimming most days to keep his strength up. He
begins to lose his hair and asks his dad to shave it off. Seeing
James without his thick, wavy, dark hair isn’t so bad but the
missing eyebrows and eyelashes take some getting used to.

We begin to appreciate the wonderful team of
people working on the children’s and teenage cancer wards. We’re
visited by dieticians who provide us with supplements (like
Build-up to maximise the calories and vitamins James can take in
when well enough to eat), social workers to support the whole
family (helping with benefits, sibling clubs, etc),
physiotherapists, a liaison nurse to coordinate between all the
services (organising a wheel chair, communicating with the school
and GP), play coordinators (providing games, videos and the Jolly
Trolley full of sweets), teachers to help the children keep up with
their school work, psychologists, nurses, porters, cleaners and not
least the doctors and consultants. The Macmillan nurse sits quietly
beside me, unrushed amidst the hustle of the ward, and lets me talk
out all my fears and concerns, bringing huge relief by just
listening.

The paediatric oncology unit is part of a
university hospital so quite a few of those responsible for James’
care are students and, along with the other more experienced
people, they can and do make mistakes. So far in the course of his
treatment, we’ve been to six different hospitals. We begin to
realise how important our role in James’ care is. We are the one
constant throughout the process. I begin to keep a ring binder full
of the notes we take, information given to us from various bodies,
drug schedules, phone numbers, maps and anything else that seems
significant. It’s a tiny measure of control, a step away from
victimhood.

*

In September 1985, James started ‘big’
school. I should have been thrilled at the way he skipped off for
his first day without looking back once. After all, we wanted him
to be a confident, happy, independent person. And part of me was
glad for him, but a big part was heartbroken that he didn’t seem to
need me anymore. I could feel tears welling up.

Suddenly, our very wise doctor’s wife
invited all the new mums to her house for a Tupperware party. She’d
just seen her third and youngest child enter the next phase of his
life and understood what we were feeling.

The thrill of meeting James, with open arms,
at the end of that day and listening to his excitement was
tremendous. I was still needed, it was only the role I was allowed
to play that had changed.

School and its attendant germs resulted in
James developing rather a lot of chest and throat infections. There
are some things you pray your children won’t inherit but it seemed
we shared a susceptibility to tonsillitis. Our doctor told us he
had something called ‘exertional wheeze’ and gave him a spinhalor.
Increasingly it became apparent that this wasn’t enough and the
doctor put him on the waiting list to have his tonsils out.

Just before Christmas, James was called for
his tonsillectomy. I was terrified. When I was thirteen and new to
the neighbourhood, I had been shown the house where a boy had died
having his tonsils out. I couldn’t escape from that haunting
memory.

I tried to put a brave face on for my son.
We read, talked and played until they anaesthetised and wheeled him
away into theatre. I waited in the overly heated room, too anxious
to eat, with the parents of three little girls, also in surgery for
their tonsils. The girls all returned to their beds, awake and
vomiting but safe. Time ticked by and no James arrived. When
finally he returned to his bed, he was still unconscious. My fear
mounted with each passing moment. At last, just as his eyes
fluttered open, I was completely overcome with relief and passed
out.

I discovered, once I’d recovered from my
embarrassment, that the girls had been given different drugs to
James so had responded differently. My son wasn’t sick like the
others but he did develop an infection, which left him unable to
eat without pain or sleep through the night for ten days. Whilst
the operation did reduce the number of throat infections and
antibiotics James had to have, it didn’t solve the fact that he had
mild asthma and rhinitis and needed to use an inhaler throughout
his childhood.

***

We are overwhelmed with gratitude for the
response of our friends and family. It truly is the love of God in
action. People think of small gifts, kindnesses and practical,
useful things, which amaze us. James makes a collection of all the
cards and postcards he receives and covers his bedroom wall with
them.

My Aunt Joy sends me a small, spiral
‘thought for the day’ book. I stand it on a shelf in the Welsh
dresser and flip it over each morning. It’s one of the comforting
routines I cling to. I’m amazed by how often it seems to speak
directly into whatever situation I find myself in. One morning, it
stops me in my tracks. The reading is from 1 Thessalonians
5.15-18, Be joyful always; pray
continually; give thanks in all circumstances, for this is God’s
will for you in Christ Jesus.

I can not be thankful that James is so ill. For days I
feel defensive and confused. My brain can’t let it go. I talk to
people, pray and worry at the puzzle like a demented terrier.
Gradually, I begin to understand that it means I should look for
something to be thankful for within every circumstance not
necessarily for the circumstance itself. It becomes a challenge for
me to seek out, each day, things I can thank God for. And it does
help. There is power in choosing how you respond to a situation.
The principle is the same as ‘counting your blessings’, finding the
‘silver lining’ in a black cloud or looking at the glass as
‘half-full’ instead of ‘half-empty’.

We spend part of every evening on the phone,
as friends let us know we’re in their thoughts and prayers. I
welcome the opportunity to talk but know some families who tape an
update on their child’s progress straight onto their answering
machines, when they can’t face re-living the day.

David has a holiday with the scouts, to
Wales, which is a very important break for him. He has a wonderful
time and we’re grateful to the sensitive leaders and other boys who
help him to escape the ordeal at home. He looks even taller, when
he gets back, tanned, fit and healthy. He’s been swimming every
day, walking, playing sport and riding quad bikes.

‘We played a game where we had to swim out
deep in the sea, take our trunks off, whirl them around our heads
then race to see who could get them back on the quickest.’ David
blushes with the memory. ‘I always won,’ he claims.

‘We even went to the pub one night,’ he
grins and pauses to watch our reaction to this, ‘but I only had
lemonade.’

‘I saw my first adder,’ he boasts and
brushes off my alarm.

‘The younger scouts were very annoying.’ He
pulls himself up to his full height and saunters off to tell his
friends about his adventures.

*

I remember when David was born. I woke up
feeling strange tightening sensations around my huge bump. This
was, of course, the one day when Howard would not be in his usual
office and very difficult to reach. It was two and a half weeks
before my due date but I began to suspect that this baby might
decide to emulate its brother and make an early appearance. I asked
Howard to phone periodically during the day, as this could be ‘it’.
He said he would but I could tell he was hoping this was just
another pregnant woman’s fancy.

I alerted my wonderful, elderly neighbours,
who were very excited and started making contingency plans
immediately. Then the ‘nesting’ instinct took hold and I cleaned
the house with fervour. The tightening sensations gradually
increased in frequency and strength throughout the day.

In the evening, Howard’s eighteen-year-old
brother, Matthew, kindly came over to spend the night, as cover for
James in case we had to go to the hospital. Then the pains just
stopped, at about 11pm, and I went to bed feeling slightly
disappointed. They started again with a vengeance around 5:30 am
and we were able to get up, without a fuss, fully prepared and go
to the hospital.

This experience was so completely different
to my first delivery it was almost unrecognisable as the same
event. There was time for all the usual preparations, even
breakfast had I wanted it (who were they kidding?). Howard
gratefully enjoyed the bacon and eggs they brought for me. I had
been to the antenatal classes this time and knew that movement
would actually help. My attentive husband rubbed my aching back and
kept me company until my beautiful baby boy made his welcome
appearance about 9:30am. Remarkably, David has continued to be as
easy and thoughtful throughout his life.

David had been born in an old fashioned
maternity hospital with big windows and pleasant companions. I was
almost sorry I hadn’t opted for a longer stay to catch up on some
rest and get to know this new little mite. In a quiet moment I was
filled with wonder at the gift God had given me in the safe arrival
of this precious, healthy child.

Later in the day when Howard went home to
collect James, he was surprised to find James’ shirt was wet all
around the bottom edge. Apparently, Matthew had tried to change a
disgustingly dirty nappy and in the end had decided the only
solution was to put him in the bath. However, as James cried when
he tried to take off his shirt, Matthew had decided to leave it
on.

When Howard and James arrived to take me
home, I was staggered to see the size of my eldest son. He had been
my little baby the day before but now, next to David, he looked
like a giant. How would he react, at only twenty months old, to
sharing his parents with a little brother? Thankfully, apart from a
major hiccup in his potty training, there didn’t seem to be any
real problems on that front.

When we’d brought James home from hospital,
Howard’s mum explained that she’d always started her babies off in
their own rooms because otherwise you would have to wean them from
sharing your room at some point and it would get harder the longer
you left it.

That seemed to make sense, she did have
rather a lot of experience with her own six babies, but I was
worried that I wouldn’t hear him cry. After all, I once slept
through a fire alarm in the dormitories at university. I needn’t
have bothered. It is one of the many miracles of motherhood that no
matter how tired I was, and breast-feeding mothers get extremely
tired, I always woke whenever either of them cried.

With James, I used to talk, sing or tell him
stories the whole time I was feeding him but with David, I would
just doze in the comfy quiet as he suckled. I was either so much
more relaxed or so much more exhausted. It’s interesting that James
has always been a boisterous, chatty person whilst David is much
quieter and more reserved. We loved them both the same and they
grew up in the same environment yet it always amazes us how
different they are.

***

Just in case we’re tempted to think we have
enough on our minds, Howard’s company is sold. On the Monday before
James’ second chemotherapy; Howard has to endure a three-hour
interview with the new directors, presumably to decide if they want
to keep him. Howard feels that their response has been positive and
his job is probably safe, but there will be a lot of changes,
additional pressure, stress and insecurity. He is keenly aware that
he won’t be able to put everything into making a good impression,
given our situation, and worries about being passed over or
demoted.

On the positive side, we’re able to cash in
some of our share options, reducing our mortgage and overheads,
which will relieve possible future financial pressures should I
have to stay off work beyond the time I am eligible for full
pay.

The petrol needed to drive James to
hospitals as far as Birmingham and to visit him whilst he’s there,
does not come cheap, to say nothing of car parking charges. The
worries a family faces when a member is seriously ill are many and
complex. Sadly, financial difficulties often add layers to the
distress.

Discreetly and separately, I am approached
by members of two different families in our church. They offer
whatever financial assistance we may need. Churches are full of
flawed human beings who make mistakes and get things wrong but my
heart almost bursts with wonder at God’s love in action through the
body of this church.

*

Finances were also one of the practical
problems to be solved before Howard and I could get married. In
England on a student visa for six months, with only two months left
after my teaching practice, I was not allowed to work without a
permit. I had no money and no place to stay, without adding further
financial burden to Howard’s family. Howard still had a year and a
bit of college to complete. We didn’t want to feel we were being
forced into marriage and I wanted to be sure I could live away from
my family.

Howard’s parents had both left school in
their mid-teens, as was usual for their day, but unusually had
taken on a mortgage and bought the largest house they could
possibly afford. This turned out to be an inspired decision in
later years. They were both extremely hard working; he turned his
hand to various jobs including salesman, postman and progress
chaser and she was a mender in a local mill, continuing the work
from home when her children were small. They took the problem of
another mouth to feed in their stride and made me feel part of the
family but I was anxious to contribute.

To get a work permit at that time you needed
a job, as the employer applied for the permit, but you couldn’t get
a job without a permit ~ classic Catch 22. You also needed to prove
that there were no English people available to do the job. I
managed to get a position with a Pakistani family, as a nanny. They
had advertised for a year without success. The mother was a midwife
who worked twelve-hour night shifts and the father had only just
lost his job but was actively searching for another. So keen were
they to get someone to care for the children that they were
prepared to apply for my permit and let me work for them whilst we
awaited the results.

It was perfect. It provided me with a place
to stay and a small income. The family were lovely with a little
girl of four and a boy, two. I tried to keep the children out in
the park or swimming during the morning to allow their mother to
get some sleep but without fail she would be up working in her
house when we got back for lunch. I don’t know how she could keep
up such a pace.

I shared many a good-natured discussion with
the father about the advantages of arranged marriage verses the
western approach. I never could convince him and he was appalled
that I was planning to marry someone my dad had never even met.
Still, they welcomed Howard into their home, when he came to visit,
and even fixed a meal for us.

After three months the application for
the permit was turned down and I had to move back to Howard’s
parents’ home. I had been a regular visitor over the previous
months and got on very well with his parents and siblings. He was
the second of six children. They were a very lively, musical family
and had even been on TV in Stars on
Sunday.

I loved the hustle and bustle as everyone
got ready to walk to church and the sound and feel of the music
there. The church itself gave me the sensation of a large, comfy
grandma embracing me to her bosom. Coming from a place where
families seemed to spread across the country like dice on a gaming
table, I was attracted to the stability and closeness of this
family, who had been part of the same community for generations and
who welcomed me without question.

Quite quickly, I secured another job, with a
Church of England Children’s Home. They’d also had the position
advertised for twelve months without success, as they wanted
someone with childcare qualifications that was prepared to live in.
But they weren’t able to let me start until the permit came
through.

In the meantime, I tried to make myself
useful to Howard’s family, helping with the housework, cooking,
watching his youngest brother’s football games. Howard was back at
college for some of this time and also working for a man he’d
worked for since he was thirteen, fitting tyres and exhausts. To
help fill my time, I made Howard a silver grey suit, from locally
produced wool, to get married in. It was my first attempt at a suit
and it is a measure of his love for me that he actually wore it at
our wedding.

Howard’s younger sister, Lorraine, arranged
for me to do a few hours of work at the bakery where she had a
Saturday job, which earned me a few more pennies. I also helped
voluntarily on the church’s Thursday coffee morning rota.

This was a great service to the local
community, especially its elderly members. It was market day in the
small town and the church opened its schoolrooms, selling coffee
and biscuits at a very affordable price. Because it wasn’t a
commercial enterprise people were allowed to stay as long as they
wished, providing a warm, safe, social outlet for many single
and/or isolated people. We also took hot coffee out to the frozen
market traders.

During the three months following the end of
my post as nanny, we were busy trying to get the necessary
paperwork in place to enable me to stay in England until Howard
finished his course. The local MP appealed on our behalf and we
even travelled to London during the Silver Jubilee to speak to
people at the Home Office, in person. However, it was all in vain.
In October, I received notification that I had two weeks to leave
the country. My student visa had expired and I was deported.

***

As James begins his second round of
chemotherapy, a boy with Down’s syndrome is in the next bed. He’s
cared for by a foster family. As well as leukaemia, he just has one
arm. But there is only ever laughter in their corner of the room.
Nurses come from other wards just to chat with these remarkable
people. The boy and his parents move among the other families and
ask after our children. Their hopefulness and love lighten the
day.

James is given a cocktail of anti-sickness
drugs this time. I’ve bought him an acupuncture wrist band, for
people who suffer seasickness, to try as well. It’s not meant to be
worn for long periods of time, though, and rubs his wrist raw.
Thankfully, the drugs work and although he feels dizzy, nauseous
and thoroughly rotten, he isn’t sick. This means he’s able to come
home on Friday night and bounces back much more quickly.

However, his leg is beginning to hurt again
and it’s clear that the tumour is getting bigger. We tell ourselves
it’s just fluid and measure the circumference of his leg every day
but there is no denying that the chemotherapy isn’t enough.

I wait for James outside the clinic in the
sunshine. He’s gone to the toilet before the long drive home. The
cloying smells from the over-warm waiting room upstairs cling to my
clothes and clog my throat.

There’s a father and daughter, Clair,
outside waiting for her mum to pick them up in their car. Clair is
seventeen and has been in hospital almost without a break for a
year. She’s had cancer in several places in her body. Hope glows
from her smile. The cancerous bone in her leg has been replaced
with a metal substitute and she can walk again. Her wheelchair,
with pink go-faster stripes is home in the garage. She giggles and
tells me she’s learning to drive.

Her father listens to my account of James.
Parents learn to share these horrors with each other. We
understand. We are united in this war against cancer. There can be
comfort in numbers.

‘Before this,’ he gestures to encompass the
clinic and the hospital, ‘I never would have believed how many
different ways there are to be terrified.’

We swap news of other families. I’m
heartbroken to hear the mum with the triplets has had a nervous
breakdown. I ask if they know anything about a tiny baby I often
noticed on its own in a side room.

The father looks away before he explains.
The parents of the infant are very young. There is no hope. They
can’t cope.

I realise that I will be no good to anyone
if I don’t make some effort to look after myself. So even though
it’s like forcing sawdust down my throat, I make myself eat and
although I would rather stay in James’ hospital bed in his place, I
make myself go home at night to sleep and at least see David. I
also decide to take my doctor’s advice and accept extended sick
leave from work.

There is some guilt attached to this
decision. James is determined to go to school as often as he can.
We support this and believe the normality is important and his
friends are vital. He’s in the second year of his GCSE studies. The
grades he earns in the exams at the end of this school year will
determine where or if he will go to university. The work gives him
something to focus on, a goal to strive for.

To teach very young children you have to be
100% and I’m clearly not that. But if I went into work when James
was at school and only took days off when he wasn’t well enough or
needed to go to the hospital, my school would have to wait until I
was off for a day each time before the insurance would pay for a
supply teacher for my class. This would be very disruptive, as the
head teacher would have to stand in or my children split up and
distributed amongst the other classes. There would be no guarantee
of having the same supply teacher each time, either. The children
and my colleagues would suffer and I would feel responsible. But I
also feel guilty when I’m at home and James is in school. To try to
assuage the guilt, I spend some of the time making teaching
resources for my colleagues.

The awesome power of ‘church’ strengthens
me. On Sundays, week by week, the congregation prays for James and
often the music releases the tears I try to hide from my family. We
receive a card from a prayer team in Pennsylvania. They are praying
for us, which is amazing because we don’t know anyone who lives in
that state. Family and friends from around the world report that
prayers are said for James in their churches, too. But I am
struggling to pray.

*

Nine days after my fourteenth birthday, I
kissed my mother goodnight, as usual, and never saw her again.

I was the ‘new girl’ in school. We’d moved
into the area four months previously and I struggled to make
friends. News leaked out that I had skipped a school year and many
thought I must be a freak. Tall and scrawny with ‘mad professor’
hair, I never quite fit into any of life’s ‘little boxes’. Athletic
but also academic, I loved animals, writing and art. Self-conscious
about my height, I always wished to be a petite, pretty girl who
would be easy to cuddle instead of the spiky, gangling tomboy that
I was.

One girl befriended me but I later learned
that she was very disturbed. She self mutilated and was pregnant by
the age of fifteen. It became apparent that she’d spread nasty
stories about me so that I would be dependant on her for
friendship. I caught her showing private letters of mine, relating
details of a current crush, to people on the school bus. To my
shame, we fought in front of everyone.

My mom had persuaded me to invite another
girl home, in an effort to help me build some new friendships.

The road was dry and clear for a January
afternoon. We walked to my house from the bus, having said little
on the journey amongst the jungle noise of teenagers escaping
school. My mind had that chill-cabinet sluggishness and the fear of
saying something stupid paralysed my tongue.

‘Wasn’t Mr Richards weird today?’ I
ventured, as the throbbing silence pressed.

‘Yeah,’ Melanie said.

‘Are you hungry?’ I asked.

‘Yeah, are you?’

‘Starving, we should be able to find
something at home.’ Our footsteps scuffed against the tarmac. ‘It
isn’t far.’

Melanie glanced round. She looked as unsure
of what we were doing as I felt.

Seeing an unfamiliar car on the drive sent
the first ice critters skittering round my stomach. My aunt and
uncle were waiting inside the house. The look on my aunt’s face
sucked the air from my lungs and I scrabbled to sit down. I heard
her voice muffled through miles of fog.

‘Your mother’s been in an accident.’

‘But she’s going to be OK, right?’ A tiny
voice came from my mechanically moving lips.

‘It’s very serious. She’s in a coma and your
Dad’s at the hospital with her now.’ My aunt’s voice ached in the
telling of this news and blew sour fear in my face.

Over time we learned that my two brothers
had missed their school bus that morning. As I was older and in
high school, I always left at 6:30 am, before the rest of the
family was awake. The extra journey had made my mother late for
work and she carelessly rushed through an often misleading railway
stoplight, on a blind corner. A fairly slow-moving train had hit
Mom’s car, causing her lunchtime tin of soup on the passenger seat
to fly up and crack her in the head.

I don’t know what happened to the poor girl
that had come home with me. Sitting in the hospital waiting room,
my brothers and I were silent. We daren’t look at one another for
fear of seeing our worst nightmares mirrored in each other’s eyes.
Outrage, that I wouldn’t be allowed to visit my mother because I
was too young, mixed with a kind of relief that I wouldn’t have to
see her bruised and helpless when I most craved her strength. But I
have spent my life wondering if the sounds of our voices or the
sensation of our hugs could have called her back to us.

My brothers and I spent the next week at my
aunt and uncle’s house. I felt like a jigsaw with all the pieces
pushed into the wrong places and had the curious experience of
looking out at the world and seeing it in negative. There was an
unnatural quiet, even my young cousins sensed the black fear that
had moved in with us.

It was then felt that we needed some
semblance of ‘normality’ back in our lives so we were sent to
school the second week. If I’d felt a freak before, it was nothing
to the silence or stilted speech that followed me everywhere and
did little to ease the hypersensitivity through which I sieved
every utterance. At least at school I could focus my mind on the
work, escaping my feelings. It was the nights alone in the dark,
when my heart would race and unformed fears would press down on my
skull. The possibility of life without my mother was an unknown
that made all else pale into insignificance.

We had only lived in our new house for nine
days, when the accident happened. We’d been in rented accommodation
for four months previously so that we children could start the
school year in our new classes. It was a beautiful house, my
parent’s dream, but never achieved that feeling of home I’d known
in the place I’d grown up. It was built into a hillside so that
from the front it looked like a bungalow but on the lakeside the
lower level revealed itself through large glass sliding doors.
Unfortunately, in the midst of our troubles, the whole of this
level flooded, ruining all the new carpets and causing the freshly
stocked chest freezer to fail. In addition to this, some people who
had been involved in a minor bump a few years earlier decided it
would be a good time to sue my mother whilst she was unconscious.
There was a tension among us, wondering what the next blow would
be.

My dad worked all hours to establish his
fledgling business and spent as much time as possible with my mom.
He looked haunted when I did see him, which wasn’t often. My
brothers were on stunned autopilot, in as much need as I was. My
grandmothers, who had full and active lives themselves, struggled
to take it in turns to help us out and were also shattered that
this was happening to their children. I had no friends to turn to.
In the darkness, and in desperation, I talked to God.

Perhaps because I came to Him as a child, or
because the depth of my need had stripped me of any illusion that I
could cope with this loss on my own, I began to pray. I begged. I
pleaded. I even tried to make bargains with God. I promised to stop
fighting with my brothers, to always be good, to pray every
day.

As the weeks went on though, my mother
didn’t seem to improve. At first we’d been given a 20% chance,
which to a child meant hope. Gradually and gently my grandmother,
who was a nurse, made it clear that if Mom did survive, she would
in all probability be brain damaged, a vegetable.

I couldn’t imagine a worse fate for a woman
as beautiful, clever and active as my mother, someone who despised
self-pity and dreaded being old or infirm. She was 37 years old,
the loving mother of three young children, had been studying for a
PhD, worked as a clinical psychologist, was the State’s golf
champion, skied, played bridge, bowled regularly and enjoyed a very
full social life.

As the reality of the situation became
clearer for me, I didn’t know what to pray for. I couldn’t bear to
be without her yet couldn’t ask that she survive at
any cost. Finally, I went to God and
put all my trust in Him. I prayed that His will be done; it was far
too enormous for me. A kind of peace smoothed the brittle spikes in
my chest. I felt released from any responsibility. I suddenly knew
that I would never be alone whilst I had God and he would help me
face whatever was to come.

When I was little, my brothers and I used to
play a game where we had to stand at the end of the bed, close our
eyes and fall backwards, without bending our knees. We knew in our
minds that the bed was there and that it would be safe but our
bodies had no sensory confirmation and had to trust in the mind’s
message. Like a fairground ride, it was fun to be able to feel fear
in safety.

I could learn about God from the Bible,
church or the stories of others but I needed to have faith before I
could feel His presence, before He became real for me. When I
prayed ‘Your will be done’, it was as if I’d closed my eyes to all
that I ‘knew’ about the world and fell back into the arms of
God.

That revelation didn’t mean my life would be
pain free, that I would be cocooned in some kind of protective
bubble of peace. I knew, five weeks after the accident, when my
grandma answered the phone at half past six in the morning, Mom was
gone. I ran to my room, a strangled scream in my throat, fell to
the floor and prayed without words. Gradually a numbing kind of
stillness came over me, a sensation of being held.

***

Never one to swear much, I find a torrent of
obscenities scream through my mind and sense that something akin to
the alien is growing in my chest. Fear makes us restless and TV
isn’t able to distract. In the evening, Howard and I set out in the
dark for our regular walk. We skirt round the subject that
monopolises our minds and talk about everyday things, details.

‘Did you pay the milk man?’

‘I have to go to Stratford on Monday.’

‘David needs some more trousers.’

It’s lonely and I’ve never felt like this
with Howard. I’m blind to the scattering of lights shimmering in
the valley below us and the moon silvering the edges of the clouds
above. I shiver in the darkness, although it isn’t cold.

Gradually, the exercise and the familiarity
of the closeness loosen the stranglehold enough for me to grip hold
of every scrap of courage I possess. I whisper the question that is
torturing me. ‘We’re not going to lose him, are we?’

There is silence and I hold my breath. I can
imagine the clenched muscles of Howard’s face.

‘We might,’ is his choked reply.

It’s not the answer I want, and I gasp as it
slices through me, but it’s honest. Somehow, voicing that dreadful
fear, forces the monster filling my chest into the open where we
can share the burden of it.

*

Trust is essential. When I was growing up,
casual sex was common in my high school. But it wasn’t something I
aspired to. I’d seen the devastation experienced by my friends when
immature boys treated their ‘gifts’ with disdain. I wanted
something better for myself. My older, long-term boyfriend was not
enamoured by this but went along with it. When he went off to
university, I suffered the drama of a long-distance
relationship.

He only lasted a term away then came back
home. But within a few weeks he stopped phoning or calling
round.

Eventually, I phoned him. I felt like I was
handling an unexploded bomb and tried to keep my tone as light as
possible. ‘Hi Bill. It’s me.’

‘Uh… hi.’ His reply was stiff, guarded.

‘Is everything OK? Only I haven’t seen or
heard from you for ages.’ My stomach was twisting painfully but I
was determined to escape the limbo of uncertainty I’d been living
in.

‘You wouldn’t understand,’ he said.

Now sweaty anger stamped on my quivering
heart and gave me the grit to voice the fear I didn’t want to
admit.

‘Let’s see if this is what you mean. There
is someone else and you don’t want to see me anymore. Is that about
right?’

‘Yeah,’ he said in a small voice.

The blazing strength had nearly dissipated
and I was only able to manage a feeble slamming down of the phone.
I was heartbroken. I couldn’t eat, sleep or imagine my life without
him. Seeing him with his new pretty blonde girlfriend was like
being wrapped in razor wire.

Then suddenly, after a few months, he was
back. I felt triumphant, absolved. But it wasn’t long before I
realised I actually didn’t want him anymore. The relationship had
changed. I couldn’t trust him.

Howard and I began our relationship in
complete honesty. We each tried to give the other as full a picture
as possible of our past life experiences. This was painful and
quite challenging as it brought out jealousies, insecurity and
disapproval. I don’t know if this was absolutely necessary but, for
us, we started as we meant to go on. We had no secrets that could
ambush us and I don’t think there’s anything that we can’t
discuss.

***

‘Have you got everything?’

‘Yeees, Mum,’ the boys answer in unison,
dragging out the word to emphasise their impatience with my
fussing.

‘Ring if it’s too much and I’ll come and get
you.’

James ignores this and hurries out after his
brother, eager to be with his friends and start the new term.

The door bangs shut and a quiet stuffed with
worries settles over me. Summer’s over and for the first time,
since David was four, I’m not going back to school myself.
Autopilot switches on and I move through my days cleaning,
preparing, making resources for school. I try to stay near in case
James should phone. My life is holding its breath, waiting, oddly
disconnected.

David and Howard both travel to Germany but
not together. Howard is off to the Motor Show for work and David to
stay with Hannah, the exchange student we’d hosted the previous
school year. He has grown up so much and become so independent that
it’s ages before he phones to let us know he’s OK. He’s having an
absolutely wonderful time and claims that Hannah is less wild under
the watchful eyes of her parents. They are seeing and doing lots of
interesting things and he’s making new friends, including an older
girlfriend…

*

The day that James had come out of hospital
following the initial operation, before we knew it was cancer,
Hannah arrived at our house. She looked about 18, complete with
spiked hair and pierced nose, but was, in fact, 14 years old. When
asked what she’d like to do, she said she liked to go to pubs,
clubs and discos. To begin with, she managed to lose her handbag
and thought all of her money was in it (fortunately it wasn’t) so
her first sightseeing trip was to the police station.

When Howard went to collect a group of the
students from bowling, they were all there having fun, except
Hannah who was at the bar with a lager in her hand. When I came
home from work on Tuesday, it was to find she’d dyed her hair, and
several of my towels, purple.

I went to pick them up from a party and
there was no Hannah. Thankfully, I met her and a friend coming up
the street frantically trying to hide something from me. I offered
the friend a lift home, to save her hosts a trip out, but Hannah
pretended not to understand, trying to get me to let her stay later
and come home with her friend. Two can play at that game, though,
so I pretended not to understand her and told her to get in the
car. On her final full day we planned a picnic with another host
family and ended up picnicking together, sharing exchange student
stories, whilst the two girls went off shopping.

On the positive side, she was a very
pleasant, cheerful girl and easier to talk to than the French boy
we’d had the previous year for James.

***

It’s the third round of chemotherapy and I
spend the day by James’ bed, as the poison is dripped into his
body. We have devised ways to pass the time and keep his spirits
up. I wheel him down, via the lift, to browse in the shop and treat
him to magazines and snacks. He drags his drip trolley along like a
dog. Or I run him an extravagant bubble bath and stand guard
outside the bathroom door to protect his privacy (patients are not
allowed to lock the door in case of emergency). If he’s well
enough, I wheel him round to the hospital school room, where he can
use the computers to help his revision. If there’s a gap between
bags of chemo, we escape from ‘hospital world’ and sneak out to the
cinema for a couple of hours.

Howard arrives on his way home from work so
I wearily return to my car to go home to David. There isn’t
anything like enough parking for the hospital so I’ve had to
abandon my car, along with hundreds of others, on waste land
nearby. Shards of glass sparkle in the evening sun. Someone has
smashed the window behind the driver’s seat. I’m parked under a
security camera and the car is alarmed so nothing’s been stolen.
Apparently, it had just been done for fun.

Parking is one of those irritating problems
that add an extra bucketful of stress to an already difficult
situation and I fervently wish hospital planners would take this
basic need into consideration. I drive home sitting on glass with
the wind howling in, but at least it isn’t raining. David kindly
goes with me to the window repair place where they fit a new window
and vacuum out the splinters of glass.

*

James’ modesty in the face of all the
hospital indignities reminds me of when he was preparing to go to
high school for the first time. Howard felt it was time to have the
‘Father and Son Talk’ and arranged for the two of them to spend a
day out together. When James realised what his dad had in mind, he
panicked, climbed out through the bathroom window and ran up the
road in his socks. Spotting him, our good friends, Pat and Dave,
phoned up in alarm to find out what had happened. Once reassured,
James and his dad had a lovely day and discussed a wide range of
topics, which we hoped would help him in the years to come.

James’ reaction seems more understandable
once the dynamics of his relationship with Howard are appreciated.
When James first started attending the discos his friends seemed to
favour for their thirteenth birthday parties, Howard dressed up in
the most ridiculous clothes possible and offered to take him to the
party. James nearly died of horror and I had to take him in the
end. His dad, dressed more appropriately, arrived early to collect
him and, after much heated negotiation, was allowed to wait inside
until the party finished. Howard asserts that he watched James
dance with a girl, return her to the line of those waiting and say,
“Right, whose next?” James denies this.

One of the boys’ favourite games as children
was to hide in the pitch darkness of their bedrooms, with their
friends, and have their dad come looking for them as the Tickle
Monster. Howard would make roaring monster noises and they would
squeal with delight. James stopped letting us kiss him goodnight,
aged six, when Howard and his cousin teased him about his missing
milk teeth being the result of kissing girls.

***

I’m holding back from God, afraid to trust
in His will in case it means I will lose James, as I lost my
mother. The air is thin, like walking on the sharp, slippery edge
of a mountain’s spine, nothing but deep, screaming emptiness on
either side. Howard is angry and confused that a supposedly loving
God can allow this to happen to children and I have no answer to
that. My faith is challenged by him and others. But I know that if
I let go of God’s hand, I will be lost.

By the time of the fourth chemotherapy, I’m
in quite a state. James’ leg is huge and painful. The toxic
chemicals aren’t enough to halt the growth of the tumour. We meet
up with Agnes and Foluso (the boy with a rare form of kidney
cancer) at the clinic. The routine is to see the doctor and have
several tests in the morning before being admitted to the hospital
to begin the treatment later in the day.

After the initial check ups, Agnes is
excited about something and invites us to her nearby home for our
lunch. When we last met, I’d told her about the trouble I was
having with my prayers.

Agnes sends the boys off to play on the
computer and begins to assemble the ingredients for her amazing
rice dish. The bright kitchen fills with delicious aromas.

‘I’ve shared your prayer problems with
my other Christian friends. They’ve assured me that we must ask God
for what we want. In Matthew 7:9-11 we’re told: Would any of you who are fathers give your son a stone when he
asks for bread? Or would you give him a snake when he asks for a
fish? Bad as you are, you know how to give good things to your
children. How much more, then, will your Father in heaven give good
things to those who ask him!’ Agnes’ huge grin
reflects the relief I feel.

In the evening, Howard’s brother, Simeon,
phones and I tell him what Agnes said.

‘You’re not going to believe it,’ his
voice is excited, ‘I’m ringing because I felt compelled to share
the parable of the persistent widow with you. It’s the story, in
Luke chapter 8, about the poor widow who’s been cheated. She goes
every day to complain to the judge to do something. He’s not a good
man, or God-fearing but he helps her just to get rid of her. In
verse 7, Now, will God not judge in favour
of his own people who cry to him day and night for help? Will he be
slow to help them?’

At last, I feel able to pray for my heart’s
desire and to hope that my prayers will be answered. I thank God
for reaching out to me through these people and His word.

That night and the following day, as I drive
to the hospital, I pray and pray for James to get well. When I
finish my prayers, I listen to the radio, park the car, pop in to
see James then nip to the toilet. As I walk back to the ward,
across the star tiled in the centre of the small foyer at the top
of the stairs, I distinctly hear a voice in my head say, ‘James
will be all right.’

Icy prickles flame my skin and I stop.
The area around me is empty. I’m alone in the foyer. I know it
isn’t my voice in my head because I clearly hear myself cry,
‘What?’

The first voice calmly repeats, ‘James
will be all right’. The knotted fears in my chest burst open and I
blush to think that God should speak to me.

I run to tell James but not even his retort,
‘What if He means I’ll be alright in heaven?’ or the mounting
physical evidence to the contrary, can steal the nugget of peace or
the feeling of sheer wonder fully away.

*

I’ve had several experiences of that peace
of God, the tiny stillness deep in my core where I’m certain of
Him. Despite whatever panic, horror or chaos is going on round me,
I know I’m loved and will be given whatever I need to face whatever
comes. Just as when my mother died, the peace doesn’t keep horrible
things from happening but it enables me to cope, to learn and to go
on. This is the essence of a life less lost. I’m stumbling along
just like everyone else but I know I’m not alone and there is a
plan for me, even if I don’t know what it is.

Another time when God’s peace made all the
difference had to do with our finances. Howard enjoyed the physical
work of tyre fitting, being his own boss and managing youngsters on
training schemes. When Brian finally decided to sell the business
to a larger company that had a few other tyre fitting outlets,
Howard was made a director and got a pay rise, more responsibility
and a better car.

Then, like a crack of summer lightening,
Howard came home from work early one day to tell me the receivers
were in, he was out of a job. His body was tense and there was a
catch in his voice with the effort of marshalling his churning
emotions. The owner of the company was not all that he’d appeared
to be. Howard had not been involved in the financial aspects of the
business and, in his inexperience, had no inkling of any problems
until the axe fell. Our children were two and four years old. I was
taking time off teaching to look after them. We had no income and
very little savings.

Because Howard was a ‘director’, the company
car we enjoyed had to be returned but we were left with the
repayments. What would it mean? Should Howard have another try at
being a teacher? How long would he be unemployed? How would we
manage?

Howard punished himself wondering if he’d
missed something that could have enabled him to see it coming, to
have prevented this disaster. His self-esteem took a blow just when
he would need all his confidence to find a new job.

He applied for all kinds of employment. One
of the hardest aspects of redundancy is the suddenly uncertain
future. Being human, we kid ourselves that we know what tomorrow
will bring. Trying to plan and make decisions when you don’t know
when or if you’ll work again, is incredibly stressful.

One company called Howard back for a third
interview and our hopes were running very high. When Howard phoned
to say the other candidate had been given the position, I could
hear the despair in his voice. A wordless ‘arrow’ prayer was
answered in an instant and I felt an unexpected, peaceful calm, an
assurance that something better was in store. Somehow I was able to
convey that to Howard with absolute conviction.

One of the silver linings in black clouds is
often discovering the potency of friendship. My aunt and cousins
came to visit during this time and took us out for treats, someone
loaned us a car, a friend let Howard work in exchange for petrol
and many more people lent a hand. My cousin, Suzanne, a single
mother herself, hid money around the house so we would find it
later. Christine and Tony invited us for a meal and encouraged us
to explain our situation.

At a subsequent business meeting, Tony gave
Howard’s details to a man called Darrell. He was looking for
someone to help set up a small group of tyre and exhaust outlets as
part of an expansion of the existing company, a chain of retail
shops selling motor accessories. Within a day or two, Howard was in
Darrell’s office having a ‘chat’. The boys and I were waiting at a
nearby supermarket and I felt as though my stomach was being
whisked as the time crept by.

Howard got the job. It was a position within
travelling distance and was ideal, as opposed to the job we’d been
hoping for when he’d made it to the third interview. Had he been
successful then, he would have had to travel to Northern Ireland
and be away from home three or four nights a week. God’s
fingerprints were everywhere.

***

The chemotherapy is adjusted, but the tumour
continues to grow. James is in constant pain. I can see it in the
pinched muscles of his face and the old-man movements of his body.
His skin has a sea-sick pallor. He doesn’t complain but he is
quiet, a sure sign that things are bad.

I don’t want to think what this means. The
long wait in clinic to see the doctor is even harder than usual. I
can’t sit still, can’t concentrate on reading, can’t think of
anything to talk to James about. He’s ignoring me anyway, trying to
vanish into a hand held game. The air is stuffy, laden with smells
I don‘t want to identify. The room is full of people.

A play coordinator tries to engage the
younger children. Some of them are swollen with steroids, tubes
snaking from their noses; some are stick thin, hairless and
unnaturally quiet. But most continue to play, tussle over the best
toys or beg for treats. This isn’t our normal pre-chemo appointment
so the families we’ve come to know aren’t here today. The parents
are subdued. We look like naughty children waiting outside a
headmaster’s office to hear our punishment. We must have done
something horribly wrong; we just don’t know what it is.

I don’t want to hear the words that confirm
what I can see with my own eyes. But they slice through me anyway.
Dr Edwards has made us an appointment to begin radiotherapy
alongside the chemotherapy. There is a sense of desperation in this
suggestion, a subtle implication in the way he looks at me that we
should begin to prepare ourselves for the worst.

*

When it was David’s turn for the ‘Father and
Son Talk’, he was more prepared and endured it with less drama than
James. David soon settled into high school and we were relieved to
learn that he was doing well because he was often negative in his
comments about homework and school in general. He didn’t have any
time for the ‘in-crowd’ but seemed to make friends with people who
were on the fringe of things. One friend called for him each
morning to walk to school and they made a most unusual pair. David
was growing at speed and fast approaching the six foot two inches
he would finish at. His friend on the other hand was one of the
shortest boys in the class and just to complete the picture had the
most amazing, long, bushy hair that seemed to grow straight out
from the side of his head. David also befriended another boy, Tom,
who was new to the school. His parents, Tim and Hazel, joined our
‘Badminton Buddies’.

We never worried about David succumbing to
peer pressure, as he seemed to have a clear desire for
self-preservation and personal comfort. He was perfectly happy to
take himself off to bed early if he was tired, wasn’t interested in
drinking to excess because he didn’t like the way it made him feel
and I doubt he could be enticed to try drugs or any of the other
teen temptations that have risks attached. We worried sometimes at
his quietness and fear of performing, yet this care for himself
spoke of a deeper, more secure foundation of self-esteem.

James, on the other hand, who came across as
extremely confident, thrived on being the centre of attention. He
was intensely aware of appearances and what his friends might
think. We were fairly certain he would go along with any daft or
dangerous suggestion made by a friend, despite what his conscience
might tell him. This made his teen years full of difficulty and
meant we were often at odds. Fortunately, he was blessed with quite
a large circle of exceptional young men as friends, who cared
enough to look out for him when they could. But he also had a few
friends who were as daft as he was and it was often a volatile
combination.

***

The hospital where James will receive
radiation treatment is even further away from home than the
oncology unit. At the first appointment, we meet the consultant. He
barely looks at us, focuses instead on his notes and James’ leg,
snapping orders at various minions. We’re sent away and another
appointment is made. More tests are done and there are no
discussions. Another appointment follows. In all it’s four weeks of
consultations and preparations, which include making a rigid
plastic ‘mask’ designed to hold the body part in exactly the same
position for each blast of radiation, before treatment begins. All
the while, James’ tumour is clearly growing and I’m swamped by
fears that it will spread.

The first day of radiotherapy arrives,
at last. I collect James from school and we hurry to get to our
appointment on time. Just as I pull onto the busy motorway, the
steering wheel jerks in my hand and I’m forced to wrestle the car
onto the hard shoulder. The rear tyre nearest the traffic has a
puncture. With James shouting words of encouragement and cars and
lorries buffeting past me at 70+mph, I manage to change the tyre
and we’re only a few minutes late. It’s amazing how
relative unpleasant things can be and
how uplifting it can be to discover what you’re capable of when you
have to be.

The mask, which was based on measurements
taken three weeks earlier, is already too tight for James’ leg. He
is squeezed into it anyway. Because the calculations are so exact
and recorded on the plastic, it isn’t possible to start again. They
cut away some sections to try to make it more bearable but it’s
still excruciatingly painful. The radiotherapy also makes his leg
swell; the skin is red and sore like sunburn.

It’s over an hour’s drive each way to the
hospital in which James receives this treatment, with waits that
vary from 15 minutes to 2 ½ hours. We go five days a week, for
nearly three weeks.

There is a woman there who has lost much of
her face to cancer but always seems to have a smile and a ready
laugh, which inspires me when I’m tempted to sink into any small
pit of self-pity. We realise how fortunate we are to have our own
car, as many people have to rely on friends or hospital transport,
which basically takes all day.

James manages to go to school in the
mornings. He needs his friends, normality and the challenge of his
GCSE studies to keep him balanced and positive. The teachers are
extremely supportive. One offers us the use of her holiday home, if
we need a break. Many offer help out of school hours, if James
feels he needs it. His French teacher makes tapes for us to use on
the long car journeys, to help him with listening skills and
pronunciation.

*

Cars are certainly a mixed blessing. As
David approached school age I began to look for a teaching job. I
wasn’t having any success with my job applications so decided to
put my name on the supply (substitute) teacher list and was quite
surprised when I was given work immediately. Fortunately, Howard’s
brothers, Matthew and Simeon and Matthew’s girlfriend, Alison, were
on holiday from university, staying with us and could look after
the boys. My Dad and brother came to visit in January and were also
lumbered with babysitting. I was disappointed to be asked to work
on David’s first day of school but the head teacher was so
desperate that he was prepared for me to come late and go early so
that I could take and collect David myself.

It very quickly became clear that I couldn’t
manage without a car. With only one bus per hour to our village and
schools phoning in the mornings that were not on or near the bus
route, it was impossible to get to work or be back in time for my
children. We took the risk and purchased a bright yellow, six year
old, Mini Metro. As it turned out, I was asked to work at least one
day a week for the two months I remained on supply before I got a
part-time teaching job.

Not long after that, we finished the
improvements to our home and decided to continue to climb the
housing ladder, hopefully to a place with a larger garden for our
growing boys. Unfortunately, we found the house we wanted to buy
just as my Aunt Joy, Uncle Glen, Dad and his new girlfriend, Lynda,
came for a visit from the States. It was only unfortunate because
it meant that Howard had to stay at home, to try to sell our house,
on their final weekend, when we’d planned to go to the Lake
District.

We were delighted that they’d come. We liked
Lynda immediately and were relieved to see the changes she’d
wrought in my previously stressed-out dad. It was a real treat to
show my history-loving auntie so many of the treasures here in
England, the starting point for many of the early Americans.

The trip to the Lakes was the first journey
of any distance I’d driven on my own. We had a wonderful time
together then my visitors went on up to Scotland and I drove home
with the boys. It was a bank holiday weekend and the roads were
very busy.

The long queue of traffic wound steadily
along the twisting country road, when suddenly a lunatic decided to
try to overtake us all. Just as he came alongside me, another
driver pulled out from a petrol station without looking both ways.
In an instant, the first driver swerved in front of me and clipped
my bumper, sending it spiralling skyward in an explosion of
noise.

Anxious for my children and plagued by
memories of my mother, I pulled in, badly shaken. The other driver
sped off. However, several considerate people did stop to see if I
was OK and to lend assistance.

Collecting my bumper, I drove on to the
first café where I stopped to have a drink and try to quieten my
jittery nerves. I was sitting, a shivering wreck, pretending to be
normal for the boys, when a man came in and seemed to scan the
room.

‘Are you the woman from the yellow mini?’ he
asked, his eyes resting on me.

‘Yes,’ I replied cautiously.

‘I saw what happened to you and I chased
after the other driver. I flashed him to stop but he wouldn’t.’
Reaching into his pocket he offered me a slip of paper. ‘Here is
the licence number of the car that hit you and this is my name and
phone number. I suggest you go straight to the police.’

Overwhelmed by this stranger’s kindness, all
I could do was offer my grateful thanks and wonder at all the
people who had tried to help me despite the tiresome drive and
their own needs.

Once I’d reported it to the police I phoned
Howard, longing for the comfort of his voice. Shortly after my
phone call, his mum phoned to tell him she’d inadvertently set her
hedge on fire. She’d contacted him, in a panic, before calling the
fire brigade. We’ve teased Howard ever since that he would never be
able to cope with ‘another woman’ as long as he had the two of us
to look after.

That old mini gave me several years of
trusty service but once it passed its tenth birthday we began to
fall out. After replacing the brakes, I was just revelling in the
novelty of being able to stop when and where I wished, when the car
decided it would prefer to stop at times and places of its
choosing, usually in the middle of nowhere. One night in the snow
and dark, Howard had to go down a cobbled farm track, thick with
cow muck and try to tow me to the garage for repairs.

Worse than the inconvenience, was the
anxiety caused by not knowing if I would be on time to pick up my
children or get to work. Eventually, as the unexpected and
seemingly never-ending cost of keeping my old banger on the road
continued to rise, we took the plunge and bought a new car. It was
a Fiat Panda with a tiny engine and just the basics and I was
thrilled.

Travelling home from work one evening, down
a straight country lane, I noticed an elderly man pulling out from
an enclosed entrance. He was carefully watching to see that nothing
was coming up the hill on his right and I naturally assumed he
would at some point check that all was clear on his left. By the
time it was obvious he wasn’t going to do that and that he would
require the whole of the road to pull his Jaguar through the narrow
gate, I only had time to slam my brakes on and squeeze as far into
the stone wall as possible. It wasn’t enough. He smashed into the
front wheel arch, which just crumpled like so much tin foil. I
dread to think what would have happened if it had been my door
instead. The car was a complete write-off but at least no one was
hurt.

Howard happened to be in London at the time
so, feeling rather shaken, I was reading quietly after tea. Not for
long, though. Investigating a kafuffle in the boy’s room, I
discovered that James had spilt black enamel paint on David’s
carpet. Then when David had run to fetch some turpentine to clean
it, he’d found his hamster had died.

James’ hamster had passed away a few weeks
previously and then seemed to come back to life briefly when we
massaged him by the fire, only to die again once and for all. These
experiences gave him nightmares and engendered a lot of discussion
about our mortality.

Not long after this, we received a copy of a
letter sent to our insurance company’s solicitor from the man who’d
smashed into my car. It explained how the accident was entirely my
fault, as I had been thinking about what to fix my children for tea
rather than concentrating on my driving. Howard wisely suggested I
go write my own version of events in a letter of response. Having
well and truly vented my spleen, he read the letter then suggested
I go write one we could actually send. Ultimately, the other driver
had to accept full responsibility and his insurance replaced my
car.

***

With the fourth chemotherapy behind us,
James has to have all the full body tests again in what they call
‘restaging’. We go back to the horrible heart hospital, then to two
other Leeds hospitals for a CT scan, a bone scan, kidney tests and
a general anaesthetic for two bone marrow tests. James has to drink
a litre of radioactive contrasts for the CT, which tastes
disgusting he says, and scares me senseless. We are in three
hospitals in one day.

It’s Howard’s fortieth birthday and we
manage to have a mini-surprise party for him, with help from his
Mum and sister, Louise, who make most of the food. His cousin,
Michael, drives all the way down from Scotland to be part of the
surprise. James puts a brave face on and joins in with the party
games and we all have a good time. I can’t help but remember the
brilliant treat I had on my fortieth and feel heartbroken that my
lovely husband has only this subdued celebration by comparison. The
following night he has a drink with his workmates at a local pub,
then takes the next five days off (for a mini-holiday, not a
hangover).

On Friday, we collect the boys from school,
stop off for the radiotherapy treatment and then drive on to a
village called Stone in Staffordshire. We have collected vouchers
to stay at a Country Club Hotel with satellite TV in the rooms, a
pool and mini-gym. David and I splash about in the pool and play on
the exercise machines. Howard enjoys not having to rush anywhere or
answer phones.

James is pale and listless. It’s clear that
he feels dreadful but still manages a swim and watches a few films
on TV.

We eat in nice restaurants and choose
delicious sounding meals but I’m unable to taste my food, as James
pushes his around the plate. On Saturday, we visit Jodrell Bank
observatory. There’s a planetarium, museum with hands-on exhibits
and an outdoor environmental centre with paths accessible for
wheelchairs, enough to distract James and spark his interest so we
all enjoy the day. We can’t agree on what to do on Sunday so just
end up driving the scenic route home through the beautiful Peak
District. A soft rain blurs the countryside and seems to blanket
our chatter. We stop and order giant sandwiches, which we can’t
finish.

The following weekend, our wonderful friends
and neighbours, Pat and Dave, take James and David to the cinema,
keep them for a sleepover and then on to Alton Towers theme park in
the morning. They have a fantastic time and are full of stories
about the various rides and how they were able to queue jump once
or twice because of the wheel chair. It helps James to have
something positive made out of the thing that usually inspires
pity.

It’s good for James and me to have a break
from one another. Howard and I have a lovely meal out together.
We’re all able to restore a bit of strength ready for what is to
come next.

*

When the boys were five and seven years old
we moved to a house with a bigger garden and a strip of woodland
running behind, perfect for rope swings and dens. We’d tripled the
value of our previous property and planned to build an extension on
this thirty-year-old, two-bedroom, split-level bungalow.

Within eight months of moving, Howard was
invited to be part of a management buyout at work. This meant we
would be shareholders in the company, for better or worse. It also
meant we had to invest every bit of the money we’d put to one side
for our extension, plus borrow a bit more. It was a risk, but we
both felt it was a calculated risk, because Howard would be part of
the team making the company work. It had that ‘right’ feel, as when
it’s something God wants you to do.

Being part of a team, making decisions and
sharing responsibility for the success of the company gave Howard
new interest, enthusiasm and drive. As the company’s purchasing
director, he also enjoyed trips to various motor shows across
Europe and social events including theatre trips, meals, clay
pigeon shooting and opportunities to drive in racing cars or watch
rally driving. Sometimes I was invited but more often than not he
was to go on his own. Yet as busy as he was, caught up in this
high-powered, more glamorous life, I knew his family was still
central to him. He told funny stories about the things he’d seen in
the red light districts of various European cities and the ‘most
macho’ competitions, like who can stay up the latest and drink the
most, that business men have when they’re away from home.

The children had mixed feelings about the
move. James, having just turned seven and with two front teeth
missing, started sucking his thumb. When I asked him if he didn’t
think he was a little old for that, he told me he knew someone on
‘the edge of thirteen’ that sucked their thumb, so what could I
say?

David had only 2½ terms of school experience
and wasn’t yet a fluent reader. The new school had a different
reading scheme and he suddenly lost all confidence. He also began
to scream and fight against going to school, which was very
distressing for us both. Thankfully, as a teacher, I was able to
bring word games home and restore his pleasure in reading, which
helped a bit but he never really enjoyed school again. He did seem
happier the following year and when I mentioned it to another
parent, she told me that his previous teacher didn’t like boys.

It was an old-fashioned school in a modern
building. Boys had to wear shorts all year round and parents
weren’t allowed past the school gates. We had to stand in a long
line, peering over the hedge, until the teachers came out and
collected the children for the day. It was a nice way to meet the
other mothers, though. One mum invited me to a party in her home
and it turned out she knew Howard from their school days.

Parents weren’t allowed to help in
classrooms either but I was determined to find a way to ease
David’s unhappiness. I eventually managed to get past the high
security by volunteering to help teach computer skills to the
children and was given a cupboard to work in.

A boy, Jim, from James’ swimming lessons
lived one house up from ours. His birthday came between James’ and
David’s and they all shared a passion for films and the outdoors.
The two families developed lasting friendships. Jim’s two-year-old
sister, Lucy, tickled us all by declaring that blonde Howard
reminded her of Desmond Tutu. We think it had something to do with
the smiles.

Jim’s mum, Pat, is even taller than me,
stunning, thoughtful and very sociable. She has a flair for
organising outings and parties. His dad, Dave, used to play
football in his youth, has a deep, mumbley sort of voice and a
wicked sense of humour. Pat and Dave soon joined our weekly
badminton games along with good friends of theirs, Ed and Lyn.

When we first moved in, I contacted the
school to see if they could put me in touch with someone who would
have my children for about quarter of an hour and take them to
school on the mornings that I had to be at work. We made an
arrangement with a kind neighbour that had a son David’s age.
Unfortunately, the boys didn’t really hit it off. By the time David
had a plastic spade thrown at him, resulting in stitches in his
head, and James had received a black eye, we agreed I needed to
find an alternative solution. The local child-minder charged an
extortionate rate and had a manner that I couldn’t warm to.
Thankfully, Pat stepped in and offered her support.
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I call heaven and earth to
witness against you this day, that I have set before you life and
death, blessing and curse; therefore choose life, that you and your
descendants may live, Deuteronomy 30:19

 


James is due to have his fifth round of
chemotherapy and we wait to be given the results of the re-staging
tests. Howard has taken the morning off to be with us. I feel sick,
my icy skin sweats. I can smell fear’s sour stink. We want a
miracle. James’ leg has continued to swell, he is drawing into
himself. Pain and poisons rob him of his appetite and sparkle. He
is bone thin; his eyes are dark and flat, skin waxy.

The news is mixed. There is still no sign of
cancer anywhere else. We cling to this morsel. Months of learning
have taught us that metastasized cancers are more difficult to
treat.

The devastating news, that we have tried to
block from our minds but is clear to see, is that neither the
radiotherapy nor chemotherapy is stopping the growth of the tumour.
In order to save his life, James will have to have an
above-the-knee amputation, as soon as possible.

Because of his age, James must give his
consent. He cannot be forced to have the operation, even if it
means he will die without it. We are to return to see Dr Edwards on
Monday, in case the swelling is oedema from the radiotherapy but we
suspect this is really only a tiny buffer of hope to ease the shock
for James.

We’re sent to see another consultant, at a
different hospital, about artificial limbs. She is very detached
and officious. Her sentences are hard and clipped.

‘We will fit you for your prosthesis within
a week of your surgery.’

‘It takes several weeks to make it up once
the measurements are taken.’

‘It’s more difficult to learn to walk with
an above-the-knee amputation.’

‘No, you won’t be able to run or do the
things you can do now.’

On and on she goes, nailing pessimistic
words and phrases into us. I hate this woman, this stranger. I’m
terrified she’ll persuade James to give up, to refuse to have the
operation. I can’t stand it any longer.

‘Why are you being so negative? People
manage with artificial limbs. He will be able to walk, to lead a
normal life.’

‘I don’t want James to think it will be easy
and he’ll be up and running straight away. That will only make him
frustrated and depressed.’

And this is supposed to
spare him from depression? I wonder. I want to tell
her that she will have to have an amputation tomorrow and see if
she wants every scrap of hope and optimism snatched from under her.
But I haven’t the strength. A swamp of cold dark fear is closing
over me.

We meet a youngish physiotherapist, as we
stagger from the consultant’s office. He is cheerful and bouncy,
exactly what we need.

‘How old are you, James,’ he asks.

‘Fifteen.’

‘Well the good news is you’ll probably be
eligible for a mobility allowance and the DVLA will allow you to
begin to learn to drive a year earlier, at 16.’

I want to hug this man and clutch at this
information like a buoyancy aid.

James won’t talk about any of it on the way
home. Gradually, over the weekend we see glimpses of what his
thoughts are. He’s convinced there must be some other way and that
his dad and I are behind this rush to take his leg off. He spits
angry words at us, blaming us for not trying hard enough to find an
alternative. He believes he will never be able to lead a normal
life, get married or have a good job. He draws pictures of
one-legged people and leaves them lying around the house.

His friends are marvellous. Where I would
have expected teenagers to avoid anything this scary and unknown;
they visit, phone, bring cards, gifts and words of
encouragement.

I manage to make an appointment for James
and David to see a psychologist on Monday afternoon but when I tell
David, he runs away. Eventually, he comes back and reluctantly
spends about 15 minutes with Mr English. Afterwards, he talks to me
more than he’s ever done before and I try to reassure him about how
important he is to James and how very proud we are of him.

*

The teenage years are difficult for
everyone. The transition from child to adult is seldom a smooth
glide, as we try to discover who we are as individuals and where we
fit with our peers and in the community. It’s probably not the
easiest time to have a seriously-ill brother or lose a leg or a
mother.

Just as I’d once talked with my mother in
the seclusion of my bedroom, I began to share my thoughts and fears
with God, after her death. As a child, unburdened by concerns over
how to pray ‘properly’, I just told Him everything, thanked Him for
the simple blessings I’d begun to appreciate and asked Him for help
with my problems. Despite the comfort this brought me, grief would
still overwhelm me at times.

Anxious for my dad, I tried to manage my
feelings and help him as much as possible. I found I was beginning
to know my earthly father in new ways too. He began to talk to me
about ordinary domestic things.

One evening, when I was studying in my
bedroom, Dad came in with a white envelope in his hand. Somehow he
looked like a beaten old man and a trembling little boy at the same
time. Never one to discuss his innermost thoughts or feelings, I
could see he needed something from me but I didn’t know what it
was. Thoughts fluttered against the walls of my mind, tiny
frightened birds flown in through a window and unable to find the
way out, trapped.

He tried to speak, ‘Your mom… I…’ Then he
set the envelope down on my dresser and went out.

It was a birthday card, flowery and
sentimental, proclaiming love always. I hadn’t realised it was her
birthday. Mom reminded me of these things. I was forced to take
another faltering lurch towards growing up and learned to mark the
special days of others.

As ‘big sister’ I tried to comfort my
brothers. Keith, at twelve years old, seemed to have turned to
stone; he didn’t shed a tear at the funeral and didn’t want to talk
about it. Always a quiet, self-contained child, he withdrew
further. Charlie, only eight, just seemed bewildered.

As was fairly typical at the time, my
parents had only insured my dad’s life yet were committed to the
new house and business on the strength of their joint salaries.
With my grandmothers taking it in turn to help out, three
traumatised children and serious financial difficulties, my dad
repressed his own grief and struggled on.

He was not the sort of person who could live
comfortably without a companion. At 37, tall, with dark wavy hair
and deep blue eyes, he was as sociable as my mom had been. After a
while, in desperation, he began dating. This was not something my
brothers or I found easy. Being a very private person and of a
generation that believed that ‘children should be seen and not
heard’, he didn’t discuss the situation with us.

On one particular day, Dad had been called
away for a short while and his date was left out of sight, at home.
The quarrels between my brother and I were seldom physical but for
reasons that are lost in the quirks of time, I found myself sitting
on top of Keith holding his hair to the floor.

‘I’m going to kill you,’ he growled
menacingly.

Realising I couldn’t sit there all day; I
rolled off him and curled up into a ball.

Leaping to his feet, Keith grabbed my hair
and kicked me full in the face then ran off, appalled at what he’d
done.

With an anguished scream, I ran howling to
the bathroom with blood streaming through fingers held round my
nose. Rushing through the door I came face to face with the
terrified woman cowering in the corner, clutching a towel in front
of her like some sort of shield.

Unsurprisingly, we never saw her again.

Despite our unconscious attempts at
sabotage, fifteen months after my mother’s death, my dad remarried.
Nicki was eleven years older than me and eleven years younger than
my dad. It didn’t help our relationship when I learned of the
impending marriage from her seven year old daughter. It can’t have
been easy for Nicki starting a marriage with four children and lots
of baggage.

I already did the housework in exchange for
the horse I rented and Nicki frequently added the responsibility
for the children’s dinner. As newlyweds, she would often take my
dad back to their room to share their evening meal privately. I
felt I was losing the father I was just getting to know. Instead of
the appreciation I had always received from my mother and
grandmothers for chores well done, there was either indifference or
criticism. In my more melodramatic moments I imagined myself as
some sort of Cinderella figure.

The hardest part, though, was the
unpredictability and mood swings brought on by drink. Alcohol had
never figured highly in our home, my mother had an allergy to it,
but Nicki liked a drink. Seldom overtly drunk, it would transform
her intelligent insecurity into cruel sarcasm. I felt she was an
alcoholic because she drank all day, from a morning orange juice
and vodka to a late nightcap, but this wasn’t generally recognised
for another fifteen years.

One helpful thing Nicki did for me was to
take me to a specialist about my tonsils. I’d frequently suffered
from ‘strep’ throat, tonsillitis and other throat ailments. The
worst time was when I had to miss a Christmas concert for which I
had been rehearsing a solo part for months. Nicki was concerned
that I would continue to suffer whilst away from home and it might
interfere with my studies when I went to university.

The specialist used a giant Q-tip or cotton
bud, dipped it in what he said was a type of acid and touched it to
various spots on my tonsils. It didn’t hurt at all, apart from the
urge to gag, and I was told that it would create scar tissue
reducing the possibility of infections. It was certainly a less
traumatic treatment than a tonsillectomy. In fact, it has proved to
be very effective and I can only remember a few throat infections
in the past 40 years.

She also took me to another
specialist. For years I had suffered severe cramp as part of my
monthly cycle. The black moods, irritability and fatigue seemed to
be getting worse and lasting longer. The doctor did a full
examination and concluded that I was anaemic. But when we were
alone, Nicki challenged me to admit that I was no longer a virgin.
She told me the doctor had confirmed it. I felt frightened and
betrayed. For a start, it wasn’t true unless there was something in
the facts of life that I didn’t know or understand. Could a doctor
discuss things like this with my stepmother without telling me? What would my dad
think? How could I prove my innocence? All remained
unanswered.

In fairness, Nicki did try to make us work
as a family. She generously included our relatives from my mom’s
side, in celebrations and encouraged us to keep in touch. There
were many kindnesses and thoughtful deeds. And I did want my dad to
be happy and understood that I would, hopefully, be off to
university and my own life in a few years. My brothers seemed to
get on with her so I determined to make the best of it.

***

On Monday, as suspected, the buffer is
removed. The swelling is not oedema. Dr Edwards tells us a bed is
booked for James in Birmingham. The surgery will be on Wednesday
morning, a week before James’ sixteenth birthday.

David is on his half-term holiday so he’s
able to come with us and stay until Sunday. Howard has to work and
will meet us there in the evening. It’s a long journey. I feel like
I’m driving to an execution. We stop off at Meadowhall on the way
and watch the film, Dragonheart, for a shot of escapism. I hope it
will give us something else to think and talk about.

The cancer is pouring poisons into James’
system now. His temperature keeps spiking and crashing. He’s in
pain, tired all the time and barely eating. His skin’s a jaundiced
shade of grey. He’s pinched and inward looking. He sleeps most of
the way. David takes refuge in his Gameboy and I try to concentrate
on driving through my tears.

As soon as we arrive at the hospital, they
rush James down to X-ray, as it’s nearly 5pm. They’ve given him a
large private room, which we’re grateful for, as we’d found the
big, open, noisy wards very wearing the last time we’d been in this
place. There are two beds in James’ room and David thoughtfully
offers to stay over night, in case his brother needs him. Howard
and I feel guilty sloping off to a hotel and offer to take turns
but James prefers his brother’s company.

The surgeon comes to visit James in the
evening and is superb. A quietly spoken man, he seems young,
perhaps in his thirties. He stays for ages patiently answering all
of James’ questions, thoughtfully and thoroughly. The surgeon
promises an extra MRI scan first thing in the morning so that he
can clearly show James that this is the only way we can save his
life. It’s a gift for which I will always be indebted.

He’s as good as his word and shows us the
results when we get to the theatre at noon the next day. The cancer
has grown from the size of a cherry in May to a 25cm long monster
that fills the whole of his lower leg. James, groggy from the
pre-med, finally gives the surgeon permission to go ahead, as long
as he does the best job he can. I kiss him as he drifts off to
sleep and remind him not to be sick when he wakes up (power of
suggestion).

We wait back on the ward. A junior doctor
has told us the operation will take about half an hour so we’re
pretty worked up an hour and a half later, when a nurse comes to
tell us the doctor wants to speak to us on the phone.

‘Sorry about the delay,’ he says, ‘the
previous case held things up. The operation has gone very well,
with little bleeding and apparently clean, clear tissue.’

The release turns my bones to soggy pasta. I
have to remind myself to breath. All those drawings James left
lying around the house shocked me and I’m frightened of how I’ll
respond when I see my mutilated son. Sensations like static
electric pin pricks flash round my body. I pray. Somehow my
spaghetti legs take me down to the high dependency unit, where we
find James awake.

All the previous terror, anxiety and
anticipation evaporate and calm relief floods over me. The first
thing James asks is for us to look at his stump. He scrutinises our
faces to test our reactions. I’m surprised to discover how easy it
is. The bandaged limb is neat and part of him; the horrible,
scarred, cancer-filled lower leg, gone forever.

James seems satisfied with our responses and
drifts in and out of sleep. About 6pm we decide to slip out for
something to eat. We walk back into the unit, almost giddy now the
tension of the day is behind us. In an instant we’re plunged back
into fear. James is writhing in agony and the nurse is frantic.
They can’t control his pain and his blood pressure keeps causing
the monitor to cry out in alarm.

The nurse feels the problem is due to a full
bladder, which because of the epidural James is unable to relieve,
but she isn’t allowed to catheterise him herself. For forty minutes
she’s been trying to get hold of a doctor.

Nothing can describe how it feels to be
helpless whilst your child screams in pain and machines tell you
he’s in danger. Howard and David set off to find a doctor
themselves, enlisting the help of the nurses on the ward and
finally head for the canteen to drag one from their dinner.
Fortunately, a doctor is located before that’s necessary.

When she arrives, the doctor walks straight
past me, ignoring my frantic gestures and comments that ‘he’s here,
he’s here’. At the far end of the unit, I hear the nurse apologise
and say, ‘I’m sorry, I didn’t mean to be rude but we have a patient
in pain and very distressed parents’. When I hear the nurse
apologise a second time, I have to leave the room. I have never
been so close to physically and verbally abusing anyone before in
my life and that won‘t help my son.

David and I go back upstairs to calm down
and let the doctor do her work. James asks his dad to wait outside
the curtain. He can hear the doctor say, ‘I’ll need this or that
item’ and the nurse’s restrained reply that everything is ready
(and has been for some time).

’Well, I’ll need some number 7 gloves.’

‘I’m afraid we only have number 8’s.’

‘Oh, I suppose they’ll have to do,’ is the
snotty reply. ‘Right let’s have a look here. Wow, look at the size
of this!’

Howard nearly chokes before he realises
she’s talking about the glove. Six hundred and fifty ml of urine
lighter and James’ pain subsides. Needless to say, I spend the
night with James and the following day they take him back to his
room on the main ward.

*

That’s not to say I never lose my temper.
Our second house was an end-terrace and had a shared yard with an
entrance directly into the road, nearest my house. There was also
access up steps, in two places, along the lane running behind. The
gate at my end was broken so, when I let the dog out and the
children were playing, I would wedge an old door against the
opening, held in place by the dustbin.

One day, as three-year-old David and a
little friend played just outside the door, I was keeping an ear on
them whilst I washed up in the kitchen.

An almighty crash sent the dish slithering
through my wet hands and my arms plunged to the elbow in the suds
to steady myself.

Nancy, a friend of my neighbour, Mrs Wells,
was on her way to visit and barged through my makeshift barrier.
Without pausing to lift the old door back into place, this woman
stomped past the two shocked children and the now barking dog and
left them vulnerable to the road.

Psychedelic green and orange rage exploded
in my guts. Securing the door-gate I roared, like a lioness
protecting her cubs, down the yard to make my feelings known to
this woman.

‘Do you realise those children could have
been hurt because you left that gate open?’ I demanded.

‘Your dog bit me,’ she said, lifting a
clean, unblemished white cardigan to reveal an unharmed arm. ‘I’m
thinking of reporting it and having your dog put down.’

Anger now clawed its way past any
shred of manners I might have possessed. ‘If you ever come through
my yard like that again, I’ll
bite you,’ I growled.

‘You must never behave like that in my home
towards my visitors again,’ Mrs Wells informed me in a steely
voice, as I turned to leave.

For two days my fury steamed through me. I
imagined all the things that might have happened, I raged at the
woman’s ignorance at not using any of the three alternative
entrances and more.

At the same time, a different voice in
my mind was quietly repeating, ‘forgive my
trespasses as I forgive those who trespass against me.’
With great persistence, it was made clear that I had to
choose. If I wanted my sins, faults and mistakes forgiven then I
must forgive this woman. It had to be God’s way or the way of the
world. I knew I wanted God’s way but it wasn’t easy. Prayer made it
possible.

Gradually, as my own outrage subsided, I
remembered the kindness with which Mrs Wells had always treated me.
I thought about the charity of the woman who was giving her time to
visit this elderly housebound friend of mine. I realised it was our
own laziness that resulted in not having a proper, safe gate in
place.

Finally, I was able to forgive the woman and
went, at the first opportunity, to apologise. It was pretty clear
that she had not forgiven me but that did not detract from the
restored peace I enjoyed with God.

***

The rest of the week plods on to the beat of
hospital time. Howard and I cling to one another in the dark of our
hotel room and feel guilty for being whole and finding comfort. A
woolly numbness shrouds me and I observe events as though
detached.

Howard’s brother, Matthew, comes to visit on
Friday and stays with James while we go into Birmingham in search
of birthday presents. Then in the afternoon, James’ friends, Rory
and Martin, come to see him, thanks to Rory’s mum, Joan, who drives
120 miles each way. On Saturday, Jim and his family, Alex, his
parents and friend Sam also make the long journey. On Sunday,
Howard’s cousin Michael drives for five hours from Scotland to
visit. James receives over 70 cards and loads of phone calls, which
really cheer him up. He even gets a card from a lady we’d met
having radiotherapy and another from the woman who supervised his
piano exams. These acts of love and kindness penetrate my emptiness
and fill me with wonder.

The doctors keep James on an epidural for
three or four days but start him on physiotherapy on the second day
after the operation. By Monday, he’s able to go down to the gym
twice and work out for a total of two and a half hours. He even
does another half hour on Tuesday morning before we set off for
home.

It’s his birthday and the nurses give him a
little surprise party before we leave. There’s a cake, treats,
cards and even a ten-pound gift voucher. The surgeon comes to see
James and tells him he’s pleased with his progress. He also
explains that James’ tumour is so rare and unusual that it will be
written up in the medical journals.

At last, eager to be on our way, I realise
that James is hesitating. He feels I’m rushing him. I imagine he’s
afraid to be away from medical help and out in the real world where
he will have to face other people’s reactions and life without his
leg.

*

After James was born, I couldn’t wait to get
home. I shared my hospital room with three other new mothers, one
of which had just delivered her sixth son, the other five had all
been put in care. She was about my age and was apparently hoping
for a girl. Smoking was allowed in the dining room and the food was
highly refined. Constipation is not advisable when you’ve just
given birth. As this was my first baby and he was a little
jaundiced, I had to stay in for three long days.

When I finally did get home, though, it was
really scary. It hit us suddenly how little we knew about looking
after a baby and the responsibility for his health and safety
seemed enormous. It had been so easy in hospital to feed and bathe
James but completely daunting without a trained nurse standing by
in case of emergency or just to offer a little advice.

In our small cottage, the nursery had been
decorated and curtains made. We’d received many splendid baby
gifts, which I frequently admired and showed off in the months
before the birth. Howard had refurbished an old cot from his
parent’s attic and turned a woodworking project from high school
into a wardrobe. We’d also purchased some second hand baby
equipment from a woman in the village, including a wonderful
old-fashioned Silver Cross pram. The woman had been expecting her
first grandchild and assumed she was in the ‘change’ when, instead,
she discovered she was pregnant herself. She’d bought lovely new
things for this unforeseen child and had no intention of having any
more children, now that he’d outgrown them.

But we’d still been caught somewhat
unprepared for this early arrival and Howard worked his socks off
to get everything ready for our homecoming, from ensuring the whole
house was toasty warm to the embarrassing purchase of necessary
feminine sanitary wear.

We were also worried about the reaction of
our Great Dane, Lady, fearing we would have to find her a new home
if she showed even the slightest signs of jealousy. But it was
obvious from the beginning that Lady regarded this new baby as her
own pup and would protect James from any harm.

This was made abundantly clear when the
health visitor came to check the baby for click hip. I had run
upstairs for a clean nappy whilst she rotated James’ legs, making
him cry. When I returned, the dog had pinned this amazingly
composed woman to the wall with a paw on each shoulder. Lady wasn’t
growling, barking or hurting her at all, just preventing her from
touching the baby.

***

James begins to experience strange pains and
on the journey home they become worse. ‘Phantom’ pains are
sensations in the brain from the part of the body that is no longer
there so you can’t give it a rub or scratch and they are very
difficult to relieve. I don’t know what to say or do for him and
promise to phone the doctor when we get home.

But there isn’t time. All of his friends
come round in the evening for a mini-birthday party and the fun and
laughter is just what we need. One lad gives James a plastic, hairy
chest, complete with muscles, for him to prove to the
physiotherapist that all the exercises are working. Another brings
a card with a press-out garden toupee, which you tie on your head,
and magnetic earrings. His friend, Rory, has written him this
poem:

 


To you our hearts go in sorrow,

But please try to think of tomorrow

When Cancer is done

We can all have some fun

In your new car that we can borrow.

 


I now change from humour and jest

‘Cos I’m tired and my mind needs a
rest

All I want to say

On this special day

Is that Slappy, my friend, you’re the
best.

 


My rhymes must now bite the cud

So Happy 16th little Bud

You’ve been more of a man

Than most men can

But your head looks like a peeled spud

*

Like James, friends also became important to
me after my mother died. The sympathy people felt for my family
encouraged my peers to include me more and, as they got to know me,
they liked me. Gradually I overcame the earlier stigma. My best
friend, Janie, shared her family with me and I spent as much time
as possible at their house. They even took me on vacation with them
once, to a big horse show in Tennessee, in their huge Winnebago.
Janie had a Tennessee Walking-horse and rode it in the
competitions. We also shared a deep self-consciousness about our
bodies, their normal imperfections exaggerated in our teenaged
imaginations. When we would get home after the hot, dirty work in
the barn with our horses, we would jump in the lake and swim to the
island in our long blue jeans and tee shirts.

We both enjoyed skiing and were on the
school racing team. We had a laugh during training and even
relished the pre-season workouts when we had to run up and down
stairs, ‘sit’ against a wall without a chair and other exercises
designed to develop our stamina and leg muscles. Belonging in the
team put stabilizers back on my wobbly life.

In slalom racing, you ski down the course
twice and your times are added together. In one important race,
Jane and I actually tied to a hundredth of a second. My dad and
Nicki came to watch me ski once or twice but, when I discovered
they were there, I was so nervous I fell.

Janie’s mom, whom I always respectfully
referred to as Mrs Steinhilber, was wonderful to me. She’d married
young but was still very much in love with her quiet, somewhat
reclusive, husband. Her five children were everything to her and
they generously opened their hearts to me and helped me to survive
the years before I left home.

When I was upset about my Dad’s impending
marriage, Mrs Stenhilber made it easier by telling me that he
wouldn’t have rushed to remarry if he hadn’t been so happy the
first time round. I spent hours, with Jane, her mom and two
sisters, talking round their huge kitchen table, sewing or making
cookies.

Thankfully, I found schoolwork easy and the
other mothers made it possible for me to be on the ski team by
driving me to the events. I had my horse but I also had all the
extra work to keep her. I was expected to buy my own clothes so Mrs
Steinhilber helped me to make them.

My dad seemed a strict, hard father compared
to other parents. He expected us to pay our own way, believing that
we would value more the things we’d worked for than those that had
been given. He also taught us that he meant what he said, to be
responsible for our decisions and accept any consequences of our
actions. As a parent myself, I now appreciate that it’s harder to
do that than to protect your child at all costs, which is a more
instinctive response.

Between my heavenly and earthly ‘Fathers’, I
was given the freedom and responsibility to understand that the
choices in my life were mine to make and the courage and
self-confidence to make them. This didn’t stop me from making
mistakes but enabled me to try to learn from them.

I was forbidden to attend unchaperoned
parties, something unheard of amongst my peers, and the only kind
of party they would attend. One evening I was waiting eagerly for
Ryan to arrive. He was the popular rebel at school, wearing scruffy
clothes and dabbling in drugs. All my friends were envious when
they heard he’d asked me out.

‘I want to meet this young man before you
go,’ ordered my dad.

Nervously, I took Ryan into the living room
and we sat on the edge of the settee. I couldn’t bring myself to
look at either of them, hoping perhaps if I couldn’t see what was
happening then maybe it wouldn’t be real.

‘What are you studying at school, Ryan?’

‘What grades do you get?’

‘What are your plans for the future?’

‘Do you have a part time job?’

The questions seemed endless. Burning shame
battled with blazing fury, my sweaty hands unable to stop
trembling. I almost expected Ryan to be asked what toothpaste he
used.

Suddenly, my dad stood up. ‘I must ask you
to leave now. I will not permit you to take my daughter out,’ he
said, waiting to see Ryan to the door.

Without a word, Ryan went.

‘Dad! How could you? Why?’ I screamed.

‘He’s not the sort of person I want you to
go out with,’ was all he would say, walking away.

‘But it’s not fair,’ I wailed, following.
‘Why don’t you trust me?’

‘I do trust you, it’s everyone else I don’t
trust,’ he said.

‘You’re forcing me to go behind your back,’
I challenged.

‘You’ll have to do what you think is right
but you know what my feelings are,’ he replied evenly.

Maddeningly, it didn’t take me long to
decide Ryan wasn’t right for me after a few clandestine meetings. I
wondered if my dad had a tip off about Ryan because nothing like
that happened before or after that incident.

Eventually, fuelled by my sense of
injustice, I snuck out to a party. Goaded by my stepmother, phone
calls were made and I was discovered. Inexperienced as I was in
subterfuge and drinking, my befuddled mind didn’t pick up on the
clues that I was in big trouble. When asked by my father where I’d
been, I lied. For the first and only time in my life, my dad hit
me, several times in fact, watched and encouraged by Nicki. I was
left in no doubt as to the seriousness with which my father
regarded lying and I have never overtly lied to him since.

I did, however, attend another unchaperoned
party and learned something else the hard way. My friends and I
persuaded our parents to let us camp out in a local park. I set to
and erected the tents whilst my friends mixed drinks to get us in
the party mood. It was a very warm evening and I worked up quite a
thirst, downing the alcoholic drinks like the pop that was in them.
Before we were ready to leave for the party I was nearly too drunk
to stand and have only fleeting, fuzzy memories of the night.

Getting up for my Saturday job in the
chemist’s shop the next day, I felt worse than I’d ever felt before
in my life. Rushing to the basement toilet several times throughout
the morning was not an experience I ever hope to repeat. I’m
appalled when I think what might have happened to me that night and
have never drunk to that level of excess again.

***

The phantom pain is worse. James hides in
his room and cries out in despair and frustration. With each new
day it intensifies. The doctor tells us that people, who’ve been in
a great deal of pain over a long period of time before an
amputation, usually suffer phantom pain the most. It’s largely a
problem of the mind. The drugs he gives James will take four to six
weeks before they begin to reduce the pain, if they work at all.
Ordinary painkillers don’t help.

The pain is every bit as real as the agony
James endured from his poisoned leg but the surgery seems to have
knocked the fight out of him. Because there’s nothing he can do,
like shift position, scratch or rub, the pain is in control. And
it’s torture for us all.

We return to the hospital to see the
oncologist, Dr Edwards. He tells us we have three options.

1. We can stop treatment now that the leg is
gone.

2. We can finish the course of chemotherapy
he’s been on. Whilst it hasn’t been totally effective on the tumour
it would appear that it has kept the cancer from spreading to other
parts of his body.

3. We can start a new course of chemotherapy
using different drugs.

We agree on option 2, in case there are any
rogue cells still looking for a place to grow. It’s the decision
recommended by the doctor and the one James prefers. It means he
will have three more cycles to take and will be finished by
Christmas. It would also give us another set of chemotherapy drugs
up our sleeve, if the cancer should reappear, we thought.

Three days after our return from Birmingham,
James is back in hospital for his next round of chemotherapy.
Unfortunately, this seems to increase the phantom pains. James
can’t see an end to it, feels he’s lost everything and wishes he
were dead.

I understand how real this temptation must
be. There were times, when I was growing up, that the warmth of
Jane’s home and family merely heightened the sense of loneliness I
felt in my own. One summer’s night I lay on the dock that stretched
out over the lake, in the dark. I looked into the cold, black
water, sprinkled with reflected lights, and wondered about slipping
under the surface and out of this life. Somehow I felt stronger for
having looked squarely into the heart of this possibility and
rejecting it. How much worse must it be for my child? I pray he
will resist and find his way back to joy.

We try everything we can think of to
distract James from the pain. I continue to take the boys to see
the psychologist regularly and he gives us a relaxation tape. I
phone the local hospice and they are lovely. Two women come to our
house to try aroma- and art therapies. James isn’t comfortable
about a full aromatherapy massage but allows the therapist to
massage his head and neck. I’m offered a treatment, as well, but am
so focused on James I can’t bring myself to accept. The artist
unpacks an array of colours in chalk, crayon, pencil and paint. She
gives us paper and leads us into gentle play in our own space. I’m
sitting on the carpet in warm sunshine and feel a quiet peace
spread through me. James’ face is relaxed for the first time in
weeks.

*

I am reminded of the problems I had trying
to take an art class when I was in high school. Severe overcrowding
at my school resulted in an unusual solution. Half the children
attended lessons from 7am-12:30 pm and the other half from 1-5:30
pm. The school day was slightly shorter and there was no need for
lunch breaks. It meant that pupils with good grades had no choices
beyond the college prep classes, which for me meant no time for
art. So I opted to take trigonometry at summer school, in order to
free up a period during the term to take a jewellery class.

Birddog, a friend whose nickname was
inspired from such an obscure source I can’t recall it, also went
to trigonometry class in summer school and he gave me a lift each
day on his big motorbike. He was one of a crowd of friends and
because I had often found it easier to relate to boys than girls, I
felt very close to him. We had great fun that summer. I was truly
distressed when he admitted to having a crush on me and wanting a
different kind of relationship. For me it felt almost incestuous to
even consider it but I was bereft at losing the closeness of our
friendship.

I loved the jewellery class. It was a breath
of colour and freedom. My favourite piece was a tiny silver skier
that I wore round my neck until I lost it in the lake, swimming. I
also made a beaded necklace that I wore to the prom. The art
teacher was shocked and, I think, a little disappointed to discover
that someone who could do maths could also be creative.

***

Watching my son sink deeper and deeper into
misery drags time to a virtual stop. I sizzle inside, desperate to
do something. James alternately pleads with me to help him or spits
blame.

‘I don’t know what else to try, Sweetheart.’
I feel utterly helpless.

James looks into my face and I see my
failure in his eyes. We have betrayed his trust, parents are
supposed to protect their children. He walks into his room and
shuts the door.

My heart is screaming. I escape to my room,
throw myself on the bed and cry out in prayer. ‘You promised, Lord,
you would never give us burdens too great to carry. I can’t bear to
see him this way.’

Almost instantly, the phone rings. It’s my
friend, Pat, asking if I fancy a walk with her. As we walk, I pour
out my anguish and she listens. She might not believe it but she’s
the answer to my prayer, the Spirit is working through her. When I
get back, feeling stronger, James also seems to have improved
slightly.

He decides he’s well enough to go back to
school. I can hardly breathe, as I drop him off for his first day
with one leg and watch him make his way inside, thin, bald and
alone (he insisted on that). The school is very poorly designed for
the handicapped. He will have to go up and down several flights of
stairs between each class and ‘walk’ miles of corridors, on
crutches, weak from his treatments and major surgery. However, as
soon as he faces this challenge, almost imperceptibly, the pains
begin to subside. Whether it’s the removal of that particular fear
from the tempest in his mind or the distraction of lessons and
friends, I don’t know. Perhaps the drugs have finally kicked
in.

Through all of this David is incredible. He
quietly copes with his needs taking second place and tries to keep
normality for James. He teases his brother brutally, when he senses
James becoming morbid or self-pitying, until he gets a laugh or a
smile. At school, David has taken on the job of editor of the
school paper, helps set up a film club and plays keyboard and
saxophone in the orchestra and Big Band. He also has a paper round
and is still active in scouts.

Howard is trying to cope with working for
the new company. He has to fight his corner and wins a bigger
budget for his department and more realistic targets. He earns some
long overdue recognition and praise for his hard work and is
promised a fairer wage structure and more support. But he’s also
being asked to work longer and longer hours and be away from home
more frequently than ever.

The wonderful surgeon from Birmingham phones
me at home, a few weeks after the operation. He tells me that the
preliminary pathology reports show 60 to 65% necrosis (dead cancer
cells), which means that the chemotherapy was having some effect.
The cells had changed since the biopsy in July. The cancer had
invaded the small blood vessels and the lymph tissue so there would
have been absolutely no way to save the leg. The margins were clear
so, hopefully, there would be no more cancer in his body.

*

The power of emotion on physical health
wasn’t new to me. I was seventeen in the autumn that we loaded up
my dad’s car to take me the 250 miles to a university on the other
side of the state, the one my parents had gone to. There was only
one other person I knew from my school who was going to the same
university.

I had barely slept, wondering what my new
life would be like and, more important, my new roommate. I didn’t
even know her name. Would I be able to find my way around the
campus of a university that had 25,000 students? What would the
classes and teachers be like? Would I be able to do the work and
find a part time job? As well as the fears, there was the
carbonated feeling of excitement; I was getting away, trying new
things, beginning to make my own way in the world.

Driving along in the late summer heat, my
stomach alternately rolled and clenched. I couldn’t seem to deepen
my breathing or slow my heart rate.

Into the silence, Nicki casually announced,
‘Oh by the way, May will be having your bedroom.’

The image of my ten-year-old stepsister
scattering her things carelessly about in my private space,
splashed orange and black across my mind. Apart from the fact that,
had I known, I could have removed my treasured possessions. I felt
like a tiny dinghy cut loose from its moorings at the height of a
storm.

‘What about when I come home?’ I managed to
squeeze out of my constricted throat.

‘Oh, you won’t be coming home,’ was the
happy reply.

When I recovered the ability to speak,
gasping to the surface of my own private tempest, I asked, ‘But
what about Christmas and Thanksgiving?’

‘I guess you could sleep on the couch,’ she
answered, obviously surprised by the very idea.

My dad made no comment during this
‘discussion’. He had perfected the art of ‘tuning out’ and probably
hadn’t heard what had been said.

The dorm room was just large enough for its
two occupants and we shared a bathroom with the two girls in the
next room. I cried most of the first week and can’t imagine what my
new roommates thought. Managing to beg a lift home the first
weekend, my dad opened the door, as I arrived and greeted me with,
literally, open arms. That huge hug from my usually undemonstrative
father was all that I needed. I didn’t shed another tear or return
home, except for holidays, until the summer.

I was paying my own way through university,
which meant that I had to work part time during the term and full
time during the four-month summer break. My Dad and Nicki had sold
their house and were living in a small rented place whilst they
were having a new home built. Staying with them meant that I could
save every penny I earned as a waitress, for the coming year.
However, the tension in the house, which I assumed was caused by my
presence, and the sarcastic, outwardly inoffensive but hurtful
remarks made by Nicki, quickly convinced me that I could never go
home again for more than the briefest of visits.

***

James has to continue the physiotherapy he’d
begun in Birmingham, to prepare for the artificial leg he is
promised in 6 to 8 weeks. He will then need more physiotherapy to
help him learn to walk and climb stairs with the prosthesis. There
is a rehabilitation unit in the small hospital where we see the
psychologist. I pop in to see if I can arrange an appointment for
James.

The woman I speak to is kind, softly spoken
and about my age.

‘Of course, we would be glad to help
but I’m not sure if this is the best place for your son,’ she
explains. ‘We specialise in stroke rehabilitation so our patients
are mainly elderly. There is a bigger, better-equipped unit,
catering for a wider range of patients, at the main hospital in
town.’

The grounds of the smaller hospital run
alongside the playground of the school where I teach. It would be
convenient to be able to bring him here once I get back to work.
But James’ needs come first and I want him to have the best help he
can get. We agree that I should take James along to both facilities
and let him decide. She makes him an appointment at the other
hospital.

The large gymnasium, when we find it through
the maze of long, shiny corridors, surprises me. It smells of
sweat, floor polish and rubber plimsolls. The ceiling is very high
and the wooden floor glows. It reminds me of my high school gym,
except it has more and different equipment filling two thirds of
the space. Medieval torture chambers come to mind.

A physiotherapist saunters over to us and
only partially listens to what I have to say about the phantom pain
James is suffering. She sends me to a chair against the wall and
bustles James over to a machine. In minutes, she leaves him to get
on with it. This alarms me. He is so down at the moment he needs
encouragement to keep breathing, never mind work hard on an
unfamiliar machine.

I look around the large room. This seems to
be the way they normally operate. There is another boy, James’ age,
with what looks like cerebral palsy, fighting against the straps
binding him to a black machine that pumps his arms and legs. A
middle-aged man is red faced and damp with the effort of hauling
himself between parallel bars. There are elderly people struggling
away at various tasks, all looking unsure and miserable. The four
therapists, in the meantime, are reading, chatting to each other,
arranging flowers and generally oblivious to the patients.

The physiotherapist in Birmingham had been
fantastic, helping, encouraging and reassuring James every step of
the way. I can’t understand how these people can be so different.
I’m appalled for all the patients in the room. Prickly outrage is
bubbling up.

I look back at James and see that he’s in
agony and has started across the room towards me. I meet him
halfway.

‘Are you all right, James?’

‘It hurts and I’m not sure how to do it.’ He
looks down. They’ve made him feel useless.

‘Well don’t worry. I am less than impressed
with the care you’re receiving and we’re leaving.’ Anger has made
my voice loud and it carries with a teacher’s authority.

The physiotherapists leap to their feet and
rush towards us but we’ve had enough. I can’t bring myself to speak
to them. We turn and march from the room. I report my observations
to several people in a position to take the matter further but we
aren’t prepared to go back there.

Happily, the team at the smaller unit are
terrific. It’s quiet by the time James arrives after school. He has
a young physiotherapist all to himself and she’s very supportive
and positive. There’s also another younger boy, eleven years old,
who’s having help after a below-the-knee amputation. His foot had
been crushed in an accident with a bus. This child is very quickly
back on his ‘feet’, not having to contend with chemotherapy or to
learn the more complicated skills involved in managing without a
knee.

*

Usually, I am a polite, mild-mannered person
but injustice brings out the bolshiness in me. As a teenager, I had
crushes like everyone else. One day in a geometry class, I was busy
composing a love letter, which I wouldn’t send, when the teacher
called on me to answer a question.

‘What is the length of the hypotenuse?’

Glancing up at the board, I gave the correct
response and returned to my letter.

Apparently, he’d been hoping to catch me
out. Busy as I was, I hadn’t detected the scarlet silence that
propelled him over to snatch up the letter from under my hand.

Panic stung my mind.
Please don’t let anyone read what I’ve
written, I pleaded silently.

Just then the teacher was called out of the
room, dropping my letter onto his desk, as he passed.

Trembling, but furious at the injustice of
being punished when I felt I hadn’t done anything wrong, I went up
and took it back.

Spotting the letter’s absence on his return,
the teacher screamed at me. ‘How dare you take anything off my desk
without permission?'

With heart thundering, in a strangled
passion, I answered, ‘Well, you shouldn’t take things off my desk,
either.’

This left him with nothing to say in front
of the class and fortunately the bell went. I am very grateful that
this teacher didn’t seem to hold the incident against me.

***

The usual pattern of chemotherapy, once they
got the anti-sickness medication right, was for James to be in
hospital from Tuesday through Friday whilst the drugs were
administered. He then came home but was so weak and nauseous that
he stayed in bed until Wednesday.

On the Wednesday after the sixth
chemotherapy, James and I are at the prosthetics unit in Leeds. He
has one small spot on his scar that still hasn’t healed. There is a
little scab that keeps coming off when he wears the special silicon
stocking that is preparing his stump for the artificial leg. A
nurse looks at it and says it’s a stitch that hasn’t dissolved. She
picks up some tweezers and pulls it out.

By Friday it looks worse so we go to our GP.
He puts James on strong antibiotics and dresses the area
carefully.

Unfortunately, because of the powerful
effects of the chemotherapy, James’ body just isn’t able to fight
the infection. He ends up back in hospital for ten days on
intravenous antibiotics. That means he only has a few days at home
before he has to return for his final chemotherapy. Just enough
time to take three ‘mock’, or practice, GCSE exams, attend the
Scout Christmas dinner and receive his chief scout award alongside
his brother.

His Uncle Chris drops in for a quick visit,
with perfect timing, enabling him to sit with James in hospital
whilst Howard and I go to watch David perform in his first concert
with the Big Band.

I feel colder inside than the crisp, dark
December night against my face. Every action is mechanical. The
screamed obscenities have stopped, as if my mind has been quietly
shut down by prolonged exposure to hospital time. Howard manages to
go with me to the concert. We slide into one of the well-worn
wooden pews of the old parish church.

David is tall and easy to see, standing to
one side behind the keyboard. There is someone speaking but I am
lost in contemplation of my son. A little smile lifts the heavy
corner of my mouth and tears prickle at the edge of my eyes. Since
their first performances dressed as sheep in their playgroup
Nativity plays, I have smiled and wept to see my boys on stage.

The music begins and fills the whole space
right up to the soaring ceiling. The familiar sounds of Christmas
stroke my senses and thaw my icy core. I try to hold back the tears
for David’s sake. It’s an hour of light and warmth and love, a
brief respite.

The next day we are allowed to collect
James, between injections, to bring him home so that he can take
part in some filming at his school. A television drama,
Where the Heart Is, is using the
building and many of the children are invited to be extras. He gets
to appear alongside Sarah Lancashire and Pam Grier. If you look
very closely at that episode, you can just make out a bald young
man disco dancing on one leg.

*

Howard comes from a family of musical
performers. His grandfather had been a choirmaster and his
grandmother had taught piano all her life. All six children in his
family were singers and even performed on television, in
Stars on Sunday with Gracie Field.
Howard had been short-listed to star in Oliver but missed out because he looked too well
fed. His sister, Delith, and brother, Matthew, became professional
singers as adults, Simeon a music teacher and his sisters, Louise
and Lorraine, sing in local groups. Only Howard, whose voice broke
on stage when he was thirteen, gave up singing in public
altogether.

Howard’s grandma had been looking forward to
teaching our children to play piano but she felt they needed to
have begun to read first. As soon as David was old enough to pull
himself up on the furniture, he tried to climb the piano stool to
play. When grandma died, she left her treasured baby grand piano to
us and once David was learning to read, we arranged for the boys to
have lessons.

As they were early risers, we insisted on
ten minutes initially, building to fifteen minutes practise every
day before they went to school and were delighted when they chose
to play for fun at other times. Because it was a short period of
time and part of the routine, in the morning before other
distractions might interfere, it worked very well.

They both became quite talented pianists.
Howard wanted them to follow in the Brook family footsteps and take
part in the local piano competitions. He felt it would give them
goals to work toward, self-confidence and a sense of achievement.
James, who wanted to take up every opportunity that life offered,
wasn’t as passionate about music as David and didn’t practise as
conscientiously as his brother. In the privacy of our home, James’
playing was often full of mistakes whilst David’s was flawless.

Unfortunately for David, when they got up on
the stage something happened. It was as if James had a formal
bowtie and tails which he swished out behind, as he sat and
responded to the audience with flair and panache; whilst poor David
seemed to crumple and stumble under the gaze of others. Howard felt
that encouraging him to keep trying would help him to overcome this
stage fright, which it did to some extent, but he never did take to
competitions. At least this problem didn’t extend to his piano
exams and he received many distinctions for the different grades he
took over the years.

David didn’t seem to suffer in the same way
if there were others on stage with him. When he and James were
little they used our wide front lobby as a theatre. Howard and I
sat on chairs at the bottom of the five steps while the boys took
turns centre stage on the landing above. David sang while James
played the piano, they told jokes (have you heard the jokes
six-year-olds tell?), did a mime and were generally very silly. My
favourite part was when David limped silently, straight faced, with
one stiff leg, across the stage behind James as he was telling
jokes.

***

James’ final chemotherapy comes and goes. I
have a ‘we’ve done it!’ feeling, as if we’ve crossed a finishing
line. We put a generous cheque into a Christmas card for the cancer
ward to thank them for all they’ve done for our son. Anxious to
close a door on the past six months, we look forward and determine
to get on with rebuilding our lives. I make arrangements and am
very excited to get back to work in the new term, to reclaim my own
identity and return to ‘normal’ life. Mum and Kenneth, Howard’s
stepfather, offer to help with some of the endless journeys that
James will still need to make to various hospitals. I persuade the
doctor to have James’ full body scans and tests done early so that
I can go with him and he won’t have to miss any more school than
necessary.

There are parties and we throw ourselves
into preparations for the holidays. We thoroughly enjoy the high
school’s Christmas concert, especially since David is accompanying
the orchestra on the piano.

There are smiles and tears and millions of
photographs as James and his gorgeous date pose before attending
their school dinner dance for the final-year students. He looks
terrific (if a little pale) in a hired dinner jacket and shiny new
waistcoat. He has a fantastic time, even getting up on stage to
dance the can-can with his friends.

But a few days before Christmas, James tells
me his scar feels funny again. I take him straight to the hospital
where they put him back onto IV antibiotics. He is extremely upset
and furious with me, as he feels I’ve over-reacted. However,
because we catch it early and his blood responds to the GCSF and
the antibiotics, they are able to use a drug that can be injected
rather than administered on a drip. James begs them to teach him
how to inject it himself into his portacath. Satisfied that he can
do it, they let us take him home on Christmas Eve.

But there are many children who are not so
fortunate, who spend their ‘holiday’ in hospital. We are amazed and
gratified to see the number of different people who give their time
and gifts to these families, to try to bring some joy in their
difficulties. The people that work on the day, when most of us are
at home with our loved ones, do so generously and cheerfully.

Back home, we have a lovely morning, with
many gifts, wonderful food and family. Late in the afternoon, after
the kitchen has been tidied and contented weariness is beginning to
overtake me, I head for a nap on the settee.

James stops me and pulls me to a quiet
corner. I can tell he’s afraid. I want to hide, to deny, to run
away. He shows me a huge lump in the crease between his stump leg
and his body. He tells me he’s asked the doctor about it and has
been assured that it’s just his lymph system fighting the infection
but he’s not convinced himself.

I feel raw pain sear through the tender new
skin of my being. Selfishly and irrationally, I am angry with James
for keeping this from me and also for sharing it with me on this
special day. Mostly, I feel a tremendous, crushing weight of
dread.

*

Christmas has always been a cherished time
for our family. Howard and I are not ‘shoppers’. Most of my clothes
have been gifts. If I do buy myself something, I’m always surprised
and deeply disappointed when it wears out because then I have to go
and find something else to replace it. To us ‘Santa’ is an
opportunity to give in secret, purely for the joy of seeing the
happiness your gift brings. We take a lot of time and trouble to
think about the people we love and seek out the things that will
meet their needs and/or bring them pleasure. Just as we are
commanded to be the hands and feet of Jesus, we can also be the
embodiment of St Nicholas. There really is a Santa Claus ~ we are
he.

When James was born, Becky, my friend
Janie’s big sister, sent him a 'Night Before Christmas' book with
moveable parts throughout the story. Every Christmas Eve we’ve
cuddled up to read it before the boys have gone to bed, it’s become
part of our family tradition.

When the boys were small and money tight, we
made many of their gifts. Howard has spent hours hiding in the loft
or garage, restoring old bikes to make them like new or building
things like his papier-mâché version of the wonderful ‘Castle
Greyskull’ that doubled as a toy box to store their He-man figures.
I made clothes, pyjamas, toys and even little wash kits. One year I
made James a massive, fuzzy green dinosaur and David, a caveman. We
wrap up new toothbrushes, batteries, sweets, bubble bath,
everything, and with such a large family that all send presents,
our Christmas tree looks like an island in a sea of brightly
coloured parcels on Christmas morning. That’s another thing;
everything has to be hidden until the children are asleep,
including our gifts to each other. It got much harder once they
reached their teens to get them to go to bed before we fell
asleep.

We had to confess to James when he started
high school that we were, in fact, Father Christmas. He had
defended the existence of Santa to all his friends, adamant that
his parents could never have afforded all that we received.

I still get so excited I wake up several
times in the night and am sometimes the first one up at 6 am, when
we are allowed to phone the grandparents to come over. Howard
insists that we all eat a good breakfast before we can open any
gifts, which heightens the anticipation to fever pitch.
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As the extended family has grown, the
tradition has evolved that we get together with Howard’s brothers
and sisters and families in the week after Christmas. This takes
the hassle out of whose in-laws you visit each year and enables
most of us to have Christmas in our own homes. We live roughly in
the centre of the country for our relatives that live in Scotland
and those who live near London. Howard’s mum is nearby so in the
days following Christmas, our home fills with visitors and James
asks me not to share this new development with them.

I am staggered by his acting ability. He’s
as silly and fun-loving as always, sledging with the rest of the
family, crutches and all, and having a great time. I have to look
very closely to see the tight grip he has on himself.

The whole-body scans and tests are booked
for my birthday. It snows all day but I manage to get James to the
hospital in Leeds and Howard and David meet us at Meadowhall
afterwards for a film, to celebrate. There is nowhere to eat so we
end up driving back to Leeds for a meal. We’re home by 8 pm because
James has a party to go to.

Howard, David and I decide to take an
evening walk along the cliffs above the Holme Valley and Pat, Jim
and Lucy come along, too. It’s magical. We’re warm with walking in
the deep sparkling snow, the lights below us twinkle and the
children (including Howard) enjoy diving head first into the
drifts.

James and I go back to hospital for
his results. With a huge smile the doctor, a woman we’ve not come
across before, informs us that the tests all show that James is
clear. I desperately want to
believe this confident professional. But James is still very
unhappy about the lump in his groin. He presses her to assure him
she’s 100% certain it can’t be cancer.

I trust my son and want him to know that I
take his fears seriously, even if the different doctors seem to
want to brush them aside. On the desk, in front of this doctor, is
a bulging lever arch file with James’ notes. I know from dealing
with teaching records that too much information is impossible to
read and consider. Often the important bits are missed.

‘I think James is worried because the
surgeon who performed the amputation phoned us with the pathology
results on his leg.’ I speak clearly in defence of my son. ‘He said
there was evidence that the small blood vessels and lymph nodes had
been infiltrated by the cancer.’

The colour vanishes from the doctor’s face
and she flies out of the room. When she returns, she informs us
that an appointment has been booked to remove the lymph gland the
following week.

The new school term has started and I’ve
returned to work so Howard takes James for this operation. The
surgeon tells them it wasn’t what he’d expected to find and he
isn’t happy with the colour of the lymph gland. We’re to come back
on Monday for the pathology results. The next day, Kenneth takes
James for the first fitting of his new artificial leg.

I can’t face going to school on Monday
without knowing what the latest report will be, so Howard, James
and I all sit silently, without breathing, in the doctor’s office.
The news is devastating. The gland was swollen with cancer and
because it’s come whilst James was having chemotherapy, it is
chemical resistant. The doctor suggests a long shot ~ radical
surgery to remove all the lymph nodes up James’ stump and into his
pelvis, right back to his kidneys. There are no guarantees that it
will work or that the cancer isn’t already in his blood. If it
reappears, there is nothing left to try.

‘You should consider carefully how you wish
to spend what time you might have left with James.’

The doctor’s words feel like a death
sentence. My tongue has become a Velcro-covered radiator, air can
barely get past into my gasping lungs. My vision flashes red and
black, ghostly movements a long way away tell me I’ve left my body
somehow. I phone my headmistress, who suggests I take the rest of
the week off and let her know what’s happening next, when we’ve had
time to think.

Thinking isn’t something I have much
appetite for, especially at night, when worries grow into
nightmares that start while I’m still awake. One thing that seems
to still the fears enough for me to get some sleep, is reading the
Bible. I reach for the tiny Gideon’s version, that they hand out in
high schools, and I’m directed to passages specific for my needs, a
useful life belt for the drowning.

*

Not long after my mother died, I was home
alone one day, when two middle-aged women appeared at the door and
asked if they could speak to me. They were Jehovah’s Witnesses and,
as I was interested to know more about God, I invited them in. They
spoke at length and left a stack of reading materials for me but I
was deeply disturbed by the picture they painted of the God they
believed in. It was not the loving Father of my limited experience,
or the image I had grown up with, at all.

I looked up some of the quotes I’d been
given and found they’d been lifted completely out of context and
even reworded in parts. Who was right? Why were there so many
different ways to worship one God? I decided to read the Bible,
from the beginning, and try to see for myself what God was like,
what He wanted. Regular Bible reading became part of my life. Even
though sometimes my eyes would merely skim the page or the words
would make little sense, occasionally a passage would ‘light up’
and I began to learn more about our Lord.

***

I go back onto long-term sick leave from
work and slowly, slowly find my way back to life. James, as usual,
leads the way with his calm certainty that the cancer will be out
of his body after this next surgery. It suddenly occurs to me what
a dreadful waste of life and hope it would be to grieve for a child
who is still with me. I’m racing ahead of myself, embracing a doom
that is not certain. After all, hadn’t my own aunt been given a
similar gloomy forecast for her demise, when both breasts and her
lymph glands were removed more than 15 years earlier?

The next day, James takes possession of his
new leg, at last. He adjusts to it as if it’s just a different kind
of shoe and it brings tears to my eyes to see him walking again.
It’s very heavy (so it won’t blow away, apparently) and his muscles
will need to grow stronger and the skin of his stump become tougher
before he can wear the prosthesis all the time. He manages to wear
it to a football match and is doing well with it before his next
big operation, a week later.

We’re on another ward in a different
building in the hospital grounds for this surgery. The anaesthetist
asks James what he’s going to dream about during the operation.

‘Beautiful women,’ he replies with a
grin.

The surgery lasts for three hours. Waiting
doesn’t get any easier with practice. The surgeon seems happy with
how it’s gone. James is only sick once afterwards but it’s scary
seeing him in the High Dependency Unit (HDU). He has an epidural
tube coming out of his back, a catheter, two drains in the wound, a
drip attached to his portacath and monitors on his chest and
finger. It’s extremely hot in the room with beeps, clicks and
alarms going all the time. They keep him overnight but are forced
to send him back onto the ward early because they need the beds. We
aren’t sorry, though, because it’s so stifling and busy in there we
hope James will rest and recover more easily in the main ward.

The surgical ward is strikingly different to
the oncology unit. The nurses don’t get quite as involved because
their patients are only transitory. They aren’t trained to use the
portacath so very kind nurses come over from the cancer unit to
take blood, put in and take out needles, etc. We’re very impressed
by the number of oncology nurses who pop in just to visit and give
James a cuddle. Howard smiles and teases him, when one young nurse
comes to see James in the HDU, and the heart monitor betrays a
steep rise in his blood pressure. On the plus side, the surgical
ward is quieter and more relaxed.

Browsing in the hospital shop for a treat
for James, I meet the mother of another teenager from the cancer
wards. Her son also has a tumour in his leg, which hasn’t responded
to treatment. They seem to be in denial. Her son refuses to even
consider or discuss amputation and they feel they have to respect
his decision. She’s telling me something about his anxiety over
acne. My heart goes out to her but I can’t think of any words. I
say a quick, silent prayer for this family and offer thanks for
James’ courage.

I learn a few days later that her son has
died.

*

The first year, after my mother’s death,
plays across my memory. Every milestone had an aching resonance;
birthdays, traditional family celebrations, personal victories
previously shared and everyday bits of news. I found I couldn’t
bear other teenagers complaining about their mothers.

Somehow, despite our house move, Miss
Loomis, my fifth grade teacher, heard about the tragedy and sent me
a small book of poetry. I never had the opportunity to thank her
but those poems have been very important to me ever since, as has
the memory of her thoughtfulness. My favourite is this:

 


Immortality

 


Do not stand at my grave and weep…

I am not there. I do not sleep.

 


I am a thousand winds that blow,

I am the diamond glints on snow.

I am the sunlight on ripened grain,

I am the gentle autumn rain.

When you awake in the morning’s hush,

I am the swift upflinging rush

Of quiet birds in circling flight.

I am the soft star-shine at night.

 


Do not stand at my grave and cry…

I am not there. I did not die.

Author Unknown

 


I came to realise that I didn’t need to
‘know’ what had happened to my mother once she had gone. If this
life was it, then she was now beyond pain or infirmity and she had
used the life she’d been given well. If there were more, heaven or
eternal life, then she would now be immersed in the pure love I had
so far merely glimpsed. As for me, I choose not to go to her grave
or remember dark dates, rather I enjoy a secret smile when a
favourite song or event or even the reflection of my mother’s
hands, echoed in my own, bring a happy memory to mind.

Another poem, sent to me decades later by a
mother who had just lost her twenty-one-year-old daughter, reflects
a similar message.

 



Visit: http://www.smashwords.com/books/view/19453
to purchase this book to continue reading. Show the author you
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