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Foreword

| am Andrea, wife of Stephen, and what follows is a tale of the
unexpected.

Of how a perfectly ordinary couple fell in love and saw ahead a

perfectly ordinary life of work, home, family, no doubt with the

occasional bump in the road but cruising along our comfortable middle -

class pathways.
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and then at Sherborne, his parents sacrificing a great deal to give him

this expensive education. He then went to Newcastle University to study

Civil Engineering, and where he spent far too much time sailing.

| went to a nondescri pt small private school, where | got away with
murder, but refusing to go to Slough High School for A levels, as |

would have needed to get up early, and take two buses instead of
cycling gently to school, seeing my adopted horse on the way.

We met at Bourne End Sailing Club and the rest is, as they say, history.

We made no grand plans, had no burning ambitions, which with
hindsight | see as a great blessing. How frustrated and devasted we
would have been when life took the course it did.
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ONE STEP AT A TIME
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the Lymington Mortuary. Stephen was in the starring role, and | was the non
glamorous and somewhat nervous assistan

But | seem to have got ahead of myself.
How on earth did we end up in this somewhat precarious predicament?

| will start at the beginning of our
journey together.

was 27 and | was 20.

Our first home was in the deghtful
village of Thorner, a few miles to the
North of Leeds. Stephen was working fol
Wakefield County Council and designing
and building bridges on the M1. | was |
still at Leeds College of Technology
training to become a Dietitian. We
bought a typical Nathern three
bedroomed, stone built, terraced house
built in 1876 and complete with cellars
and set about doing it up.

My elderly diehard Yorkshire neighbours
took me in hand and between them
taught me all sorts of housewifely
essentials, such as makingXshire Puddings and the shortbread for which
this house is still renowned!

The next event of note was the birth of our daughter, Clare and life seemed
set fair.

We came home from the rather bleak Victorian style Armley Hospital and my
mother came to givesupport. The midwife came daily for about a week.

Things went along quite smoothly and then when Clare was about 15 months
old, | had some sort of instinct that something strange and intangible was
amiss in the household. | have absolutely no idea what prompted this, but



decided both Clare and | were imide health and suggested Stephen should
go to the Doctor.

Three weeks later he was in Leeds General Infirmary and diagnosed with
idiopathic hypertension and so began our difficulties. But at that time, we,
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Stephen was started on antiypertensives and continued on them in some
shape or another for the rest of his life.

1968 sees us in Guisborough, North Yorkshire and it was here that our son
Robert was born in the cottage hospital.

We lived in the square at the top of the high street, next to the Church and
with views of the Priory from the upstairs windows.

“#® We had our work cut out to
make the old, Georgian style
| house into a comfortable
home. as it had been, until
then, a bed and breakdst
establishment. In fact the
vendor offered to sell us 10
beds!

We had moved in the

Autumn and Robert

appeared on the scene on
December 23 meaning that

| spent an exhausting time in
Guisborough Cottage
Hospital over Christmas,
enduring endless visits from worthy local groups determined that we should
not miss out on the Christmas Festivities!

We managed to persuade the Sisterto letmegohé 2y bSg | SI NR&

She was concerned that we were hell bent on wild celebrations, the North
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establish ourselves with our new addition.

The snow was deep on the ground and it was veptd. The journey home
made me realise why our visitors to the hospital were sometimes late and

4



full of excuses, mostly blaming the weather. Being cocooned in our cosy ward

and totally absorbed in feeds and nappies we were totally oblivious to the

outside world.
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cold old house. My Mother duly arrived to assist and was the one to work

out why the new addition was so quiet and docile. She realised the poor child

was probably really réher too cold. She was right! We brought him down a

couple of floors and he burst into life!

In Guisborough we had a really excellent family GP who treated us as a unit
and over time saw us all.

He was the one who laughed uproariously when | realised thatd lost my
medical notes, entrusted to me to take to the hospital, when labour took
hold.

Guisborough has a very long High Street. We lived right at the top end and
the surgery was at the bottom. Setting off for an amteatal appointment |

had bundledClare into the push chair, collected up the Christmas cards to be
posted and set off. Arriving at the surgery the somewhat stern receptionist
asked me to hand her my medical notes.
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She was not amused.

The Doctor, however, found it hilarious and there was a surprising and happy
ending. By the time | got home the notes were awaiting me on the doorstep!
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pressure was not brought under control, | would probably be widowed by

the time | reached my forties. | was 23.

Still, and perhaps fortunately, no great alarm bells rang and we carried on,
with Stephen taking medication and appearing to be OK.

By 1970 wdrad moved to Rudgwick in Sussex, a village near Horsham. |
should perhaps explain that Stephen was a Civil Engineer and most contracts
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were for two to three years duration, which is why the moves were
necessitated.

Here the GP soon realised that sometlgiiserious was afoot and referred him
to a consultant. An IVP was performed to check his renal function. Problems
with kidney function are often associated with hypertension. But this test
showed nothing abnormal and no further action was taken.

We met, ard made, some very special friends in Rudgwick. Amongst them

the Garthsides, Tony and Vida and their identical twin boys, Paul and Phillip,

aged three when we arrived. At this time Clare was also three and Robert
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there was a lot of intermingling. | was once asked in the village shop where

my other two children were! More often than not, either Vida or | had all

four.

1974
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welcomed a move to the wonderful city of Newcastle, Stephen starting in

August 1974 and us catching up with him in the October, having sold the

house.

1975
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innovative enclosediry dock enabling ships to be built under cover and thus
speeding up the process. It was located at South Shields.

With both children now at school | also got a job. | worked part time as a
Dietitian at the Newcastle General Hospital. The General was ahawid
somewhat outdated hospital and parts of it threatened with closure even at
that time. When | was last in Newcastle, about 2010, some of it was still
operational!

It was here that the children suffered yet another embarrassing moment
with their mother. We went into town to buy new school uniforms and
walked to the end of the road to catch a bus into town. All fairly simple. Not
so coming home. Not being familiar witthe bus station, | had to ask, where
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to get the bus home. My ear was not attuned to the local accent, and having
asked, | was, unfortunately still none the wiser. Realising my predicament, he
helpfully took me by the hand and led us to the correct stop.

More red faces.

Later | felt triumphant when | went to the Fish Market in South Shields, and
understood enough to buy a box of fish for the freezer!

We lived on a very nice, polite, estate called Melton Park as did Stuart

Hunter, the paediatric cardiologi at the General and he often gave me a lift

to work.

CKAA ol & GKS GAYS 6KSYy {GSLIKSyQa KSI f i
pressure spiralled out of control. He had frequent visits to the GP. One was

on a Friday evening and he recorded a reading 24@r 170. Really rather
FfFNXYAY3I FYR S RAR y20 F3INBS gA0K (K¢
down to having it taken at the end of a busy week. Perhaps he was trying to

play it down to reassure us?

| related this to Stuart on the way to work one gaHe was horrified and
agreed with me that this was hardly normal, spoke to a colleague and in very
short order, Stephen was referred to the Cardiology consultant at the Royal
Victoria Infirmary.

¢tKS 2yfté 2G0KSNJI SYyiGNE Ay Yeemb&EXi NBYSt e
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appointment there.

1976

By May of this year, Stephen had been referred to the Renal Department at
the Newcastle General Hospital. He attended on May"181ay 20" and June
10", | guess these frequent visits suggest that Dr Wilkinson, the Renal
Physician was trying to sort him out. A significant step on our journey, but
the penny was still only dropping slowly or were we just burying our heads?

After that there are regular \8its as an Outpatient to the hospital and then in
October, we had a bit of a worry when Stephen was made redundant. We
were very worried that his health problems might affect his job prospects.



He was eligible for Unemployment Benefit which we claimed dmelset to
job hunting, but then in December we hit another problem.

On the evening of the 21st December, Stephen became, suddenly, really
rather poorly and we were sufficiently worried to decide to call the Doctor. A
doctor from the deputising service cam@y this time, it was the middle of

the night and we were imagining all sorts of frightening scenarios as Stephen
had, among other things, pains in his chest.

¢KS LI22NJ R2OG2N) aAYLX & O2dz Ry Qid dzy RSNZ

he diagnosed pneumonial think | almost jumped for joy. We had been
expecting a heart attack at the very least! He is probably wondering to this
day, why two people were so excited, on a cold December night, to hear his
somewhat serious diagnosis. He was taken there and therhospital, not
ARSIt GAYAy3aZX 2dzad o0STF2NB [/ KNRAAGYIl &

Our kindly neighbour, Mrs Thompson, was roused and came to hold the fort
whilst | accompanied Stephen.

A complicated bureaucratic situation then arose. Stephen, as | said, was
receiving unemployment benefit. On being admitted to hospital, it became
apparent that he needed to change from unemployment benefit to sickness
benefit. This necessitated me goind)e¢ next day, to a rather rurdown area

of Wallsend, where the Social Security Office was located to try and arrange
this.

This proved to be one of the most unpleasant experiences in my life. There
were queues and queues of desperate looking people anbok ages and
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be back in time to collect the children from school. Bearing in mind that the
children had woken that morning to find their father gone, | thought they

might be sightly alarmed if they got home to find their mother had

disappeared as well. | went up to one of the windows and tried to explain,
through the verythick glass, my plight, and to ask if | could use a telephone

to call my neighbour.

G b 23 isiakP8Ndphone down the road but if you leave the building on

I,
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That is the nearest | have ever come to hitting someone and believe me, it
was a closeaun thing. | came to understand whyhey sat behind strong glass!



However, | somehow managed to contact Mrs Thompson and she nobly
came to the rescue again.
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December, as | mentioned before. Once again kind people caotbe

rescue, this time in the guise of my work colleagues, who collected up

Robert, Clare and friends and took them skating. Such kindness.

It looked as if Stephen would be in hospital for Christmas so we made up his
stocking on Christmas Eve and wedt @A &A 0 KAY o0dzi & ¢ARA
they said he could come home. A very fierce ward sister came up to me and

reeled off a list of the many, many tablets Stephen was to take. My mind was

in a whirl, and | remember her being very annoyed with me wheasked her

to write it all down.

We had a quietish Christmas but Stephen managed to carve the turkey, albeit
it in his pyjamas.

During this time Stephen had indeed, found a new job. This was with
Halcrow in Swindon, and so involved yet another move.

Dr Wikinson, on hearing this said that if, for any reason, Oxford (the nearest
wSY It !'yAGo O2dzZ RyQil GIF 1S {U0SLKSYy F2NJ
Newcastle and his care.

This was the firstime dialysis had been mentioned and, at last, focussed our
minds somewhat.

This was in 1977 and dialysis was still fairly uncommon and places and
facilities limited.

1977

And so, we headed South in April 1977, buying a new build house in Lechlade
and Stephen was referred to Oxford. So began our long association with the
Renal Unit at the Churchill Hospital.

Also, at this time my mother was very poorly with pancreatic canc8he was
desperately ill but managed one trip from Bucks to Lechlade to see us safely
established in our new home. She died in the July after being cared for at

K2YS o6& tlI FTYyR I ¢g2yRSNFdzAZ ydzZNBSZ || )
health and the distmce made frequent visiting difficult.
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pressure remained alarmingly high.

As the kidneys fail their ability to excrete the waste products of metabolism
falls and there is a buildip of toxic products such as urea, creatinine, and
uric acid among others.

At this time the patient is pretty ill, with all measurable parameters regarding
kidney failure heading in the wrong direction but not yet considered bad
enough to start the actual dialysitreatment.

Stephen was feeling rotten, looked increasingly yellow and had to put up
with a very strict diet together with severe fluid restrictions. Fortunately, as |
had trained as a Dietitian, | was not so bemused by these strictures as other
people muwst have been.

A diet of low sodium, low potassium and very low protein, together with the
fluid restriction is not easy and the products available, for example low
protein bread, which came in tins, were not exactly appetising. Fortunately,
since then, geat strides have been made in the palatability and choice of
products for patients needing restrictive diets such as these.

However, we soldiered on, with increasingly frequent visits to the Renal Unit
at the Churchill Hospital.

My diary records the folloving: -
April 4" Arrive Lechlade

April 15" Stephen to Oxford
May 13" Stephen to hospital
May 20" Stephen to hospital

As we lived in Lechlade approximately 25 miles away from Oxford (i.e.,-a 50
mile round trip) travelling took quite some time and the tféic, even then,
going into Oxford on the A40, could be very slow.

This was a bad period with Stephen going increasingly downhill health wise,
and so, bearing in mind the words of the GP in Guisborough, we decided it
was time | set about getting a job. letided to give medical repping a go as
all the reps who came to see us at the NGH said | would be good at it! Also,
with no specialist services at our local Swindon Hospital, such as were
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available in the teaching hospital in Newcastle, | thought | profaB ¢ 2 dzf Ry Q

FAYR I 5ASUGAGAIYQa 220 (GKSNB OSNE

After a couple of false starts, | was asked to go for an interview with Eli Lilly.

This was to take place the week after mother died. I, who had never done
anything like this before was rather dubus about the timing, but they said
they would provide tissues.

There was a fair amount of rushing hither and thither but amazingly, after
several interviews, | got the job.

The next challenge was to be going to Basingstoke for 6 weeks for an
intensive traning course, staying away Monday to Friday. | would have to
cross that bridge when | came to it.

In the meantime, | remember, and it seems incredible now, with the worries
about Mother and Stephen, who were both causing such concern | became
so thin my ather bought me outers on Mars bars, i.e. twelve at a time, to try
and fatten me up!

158 Oly 68 488y o6& (KS FTNBldSyOe 27

obviously quite concerned about him.

At the Renal Unit the consultant in charge was a lovely giahaonan, Des
Oliver, who peered at you over half specs and missed nothing.

Our outpatient visits to the Renal Unit were, as | learnt years later, seen by
the medical staff in three distinct categories defined as follows:

Stage 1 More or less normal and okay if Stephen went on his own
Stage 2 Rather more trying if he was sent with a list of questions from me
Stage 3 Evidently, if accompanied by me. Run for the hills!

And from our point of view, we realised that the situatrowas not too bad,
and that some other patients had more problems than we did, if, on that
particular day, you got through on a nod.

{d
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for some time and knew various reps from diffent companies.
{GSLIKSYyQa o6f22R LINBaadz2NB NBYlAYSR
efforts.
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He was started on a drug called Minoxidil. It was made by Upjohn but not to
be found in any of the usual reference material, e.g. MIMs. | knew the
Upjohn rep and asked him what he could find out for me. Nothing. He
thought it must be a drug undergoing finarials.

So, on the next outpatient excursion (both attending and therefore stage 3
on the scale of Draper visits) | asked Des Oliver about it and why it was not
documented, and not on general release.

Des, probably fed up with our endless questions,gved over the half glasses
and said

GLG {Affa NIooAlGacE

Silence at last from our side of the desk.
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view of the Cotswolds, overlooking the Windrush Valley and Burford when

said
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Eventually it was withdrawn from trials, not because of lack of efficacy but
because it had the side effect of making the patient extraordinarily hirsute.
Stephen was a faiyl hairy individual, and after a short time, his hands began
to resemble those of a gorilla. He was certainly not a vain man, but found
this hard to bear so was not sorry when it was stopped.

Minoxidil never made it as an antypertensive but is used by &ng people,
like me, as a shampoo or solution to help prevent the hair thinning of old age
and baldness in men!

Outpatient visits were sometimes challenging for us as well in another
respect. | am not sure that the Doctors realised that if they said someg

new and worrying, one failed to take in any further information after that,

and in my defence, sometimes having us both present improved the chances
of retention.

Further information from the diaries tells me that | started with Eli Lilly in the
October, somehow surviving the six weeks of a gruelling, intensive,
residential training course.
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Stephen had a couple of spells as an inpatient at the Churchill in August, .. |
R2y Qi 1y26 6KIFIG F2NE odzi 20Q0A2dzaf e (K)

1978
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function would have been deteriorating all the time but not yet severe
enough to meet the parameters for dialysis.

It was in 1978 that Pa announced he was to marry again, scarcely a year since
mother died. This came as a considerable shock to my sister and me,
especially when we realised the character and actions of his intended, were a
million miles away from the principles that we had been brought up on.

Just to paint a picture of my upbringing. Fexample, when | decided, after A
levels, that | thought | would like to study dietetics, and thought Leeds
seemed to be the place to go, | asked Pa if he would take me there for the
interview.

The reply came from deep inside the Telegraph

GLT @& aelzyolrselft@lieeds and back (from Buckinghamshire) you
aK2dzZ RYyQiG o6S 3F2Ay3 G2 [ 2tf S3ASPE

But maybe his attitude served me well in our troubles. Two pieces of his
philosophy still remain with me:

LT @2dz GKAY] tATSQa F2magmwiz2z 0SS Tl AN ¢
And

Never why me? Why not me? | was young, vaguely intelligent and relatively
capable. (And | desperately wanted Stephen to be with me)

1979

This year saw the start of the dialysis treatment for Stephen and in January
there were many visits to theChurchill, | guess for the close monitoring of
levels of all those poisonous metabolites.
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In June Stephen was an inpatient and had an operation to create an AV
FAaOdA I Ay KA& FNYOD® ¢KAA FT2N¥Ya GKS | O
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Vein, expanded due
to increased blood
pressure

Mixed AV blood

Arteriovenous fistula
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needles can be utilised, one above the other. The arterial line, removes the
contaminated blood, which passes through the dialyser and is cleaned before
returning via the venous ecess in the fistula, to the patient.

It sounds so simple but, of course, is not. There are dozens and dozens of

checks and balances to be observed. The blood passes through the dialyser

which has the cleaning fluid, or dialysate passing through it, ants tbarries

the poisons away. Factors which must be considered are numerous and

include rate of flow, the PH (acidity/alkalinity), and the temperature,( so that

the blood is returned at body temperature), the electrolyte concentration

along with many otherF  OG 2 NA® ¢ KS LINRPOS&aa FT2NJ az2Y
G221 p K2dz2NAEP L aKz2dzZ R | faz2 LISNKI LA L
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The purpose of dialysis, as stated, is to remove from the patient the
accumulation of waste products of metabolism that the kidneys remove in
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healthy people. The principle of dialysis is comparatively simple and is
achieved by separating # unwanted elements in solution by diffusion
across a semipermeable membrane.

Dialysate o Blood

_

—/ 2
o UXzEmo o ©

@
@
!

O

‘.

Reference 2

Haemodialysis, at this time, took place via the dreaded Kiil Machine, a heavy
contraption, the size of a coffee table, used to house the membranes through
which the waste products passed and were washed away.

The semipermeable membrane used in those far off days was made of a sort
of cellophane, very like clingfilm. This material was relatively porous to fluid

and solute but did not allow large molecules (albumivitamin B12) to pass
freely.

There were 3 boards and 2 sheets of the membrane were sandwiched
between each pair of boards. Grooves in the plastic boards directed the
blood between the layers of membrane.

The dialysate solution flowed outside the membmna envelop and in the
opposite direction to the blood.
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Reference 3

The plan was, once we had mastered the necessary technique, we would
dialyse at home with support and back up from the unit.

At this time home dialysis was organised in such a way that the machine and
equipment was housed either in a portacabin adjacentttee house or in a

specially adapted room within the house, in order to ensure that everything

was kept as sterile as possible. We were able to opt for the latter.

LYy GKS aSy3aAayS aNB2Y G GKS wSylft ! yAi
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overnight.

The whole process took upwards of 7 hours, the 5 hours of actual dialysis and
at least half an hour preparing the machine and the same coming off and
cleansing it ready for the next use.

This perfamance took place three times a week.

Added to this, the Kiil could only do a few treatments before it was necessary

G2 RAaYlIyGtS AG (2 NBLXIFIOS G4KS aOSftf 2l
At the beginning of July Stephen was going alone to hospital for treatment

learning his side of the process. He drove himself there and back. He must

often have felt exhausted by it all, but just got on with it in his usual calm

way.

- A
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On reflectian | realise we must have had incredibly supportive employers as
it took several weeks to reach a safe level of competency, but | guess we also
had to take holiday as well.

After a couple of weeks, we ran into the school summer holidays which
complicated Ife somewhat. It meant we all had to be up and out early so as
G2 FNNAGS |0 GKS dzyAd G Foz2dzi & 2Q0f¢ 2

It went like this. All up and off to Oxford. The children had to hang about

until Grandpa or some other relation came to collect them and take them off

for the duration of the treatment, and then drop them off at the hospital

when we had finished, and then we all went home. | remember Pa being

particularly brave about doing this as he was one of those people with an

aversion to hospitals. It was a longnie for them to have to fill and they

seem to have quite a good knowledge of the various pubs in the vicinity!
{O0SLIKSYQa LI NByila oSNBE Ifaz 2y KFYyR 06c¢
terms with. Stephen was a precious only child so it was very hardtfem,

but they supported us well.

¢tKS aA&GSNI AYy OKINBS gla GKS 62y RSN I
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Whilst Stephen prepared the machine, | had to lay up a tray with all the
things needed, such as clamps, cotton wool, micropore and many other
necessities.

Clare meanwhile was deputed to make tea for one and all. (All the patients
arrived at roughly the sara time and gasping for a reviving cuppa, so this
was quite some task).

| often made a mess of laying up the tray, while Clare made the most

diabolical tea. This was quickly resolved by Margaret who shrewdly initiated

a role reversal. And though I soon gtk S KIFy3 2F (GKS aiON) &¢
a lousy cup of tea.

| soon discovered that clamps seemed to be rigtanded. | am very strongly
left-handed. As a medical rep | spent a lot of time driving and whilst driving

down the M4 would be practising clamp@and unclamping.

' y20KSNI RFe GKIFIdG adlryRa 2dzi Ay (GKAA Gf
family occasions at the point where everyone is reminiscing and in a mellow

17



state. Aunty Jan, my sister, came to take charge of the children along with
her two, Amy and James and they all went down to the river Thames for a
picnic. | have never really got to the bottom of it, especially as | am only told
about it when everyone is in that silly state, but it appears to involve Amy
falling into the Thames and Clarescuing her, thus necessitating a trip into
Oxford to purchase dry knickers! The telling of this story by the participants
always results in great merriment all round.

Stephen took all that was happening to him in his usual stoical manner but
even he was amewhat stunned when a doctor rushed up all excited to say
that they thought they had a donor match and a transplant could be on the
cards. You can well imagine what a successful transplant would have meant
to us, health wise, family wise, work wise andhte wise. Unfortunately, only

a short time elapsed before they realised the match was not good enough
and within a few hours, came back to say it was no good.

Back to the drawing board.

As we were judged to have had reached a reasonable level of compate

and as we were still in school holidays, thoughts turned to a getaway break
for the family. After all the preceding dramas, this seemed to be a good idea.
And so, this crazy plan was hatched. The Unit informed us that there was a
dialysis facility ateched to Lymington hospital, utilising the same machine

we were learning on and supplied with the same products and equipment we
were familiar with.

The facility was attached to the Hospital Mortuary. This seemed to us to be
highly amusing if atriffe macaNB ® hdzNJ FANRG aaz2ft2¢ GNB
Our rather tasteless comments were soon hushed by Margaret!

We would take a house in the New Forest for two weeks together with my
sister, Jan and her two children, James and Amy. Her husband, Simon, would
join us at weekends.

And so D Day arrived and Stephen and | duly set off for the Mortuary.

In fact, and to our great relief, we found that the dialysis was actually to take
place in a Nissen hut adjacent to said Mortuary.

And to our, and possibly everyone 8sQ & & dzNLINA a Sz 4SS Yl yl 3
procedure without a hitch but we were incredibly slow and the whole thing
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took hours. We were pretty tired and emotional by the end, but also pleased
and relieved to have come through it all unscathed.

ThisthenwasourA NA G aK2f ARIF&¢ GK2dAK L Y y2i(
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episode gives rise to ridiculous reminiscences as whenaguarticular picnic,

and in a howling wind, a full, large bottle of Coke took off from the picnic

table completely of its own volition!

Back home, technicians from the Unit came and installed all the necessary
equipment and carried out the adaptations tthe room. We were fortunate

to be able to extend the house over the garage and convert a small bedroom
into a dialysis room.

The room needed a large sink, horrible strip lighting, a lot of electrical

sockets, a telephone and it had a special, thick, waterpf floor which came

I ¥S¢ AyOKSa dzLJ 6KS glftfta Ay OFasS GKS
the chemicals and necessary equipment. A rather stark and inhospitable

space to spend so many hours in.

The Kidney machine, a Kiil, and allthevastgua A G A S& 2F aaid2NBa
September and thus began this next part of our journey.

My diary says Monday '8 September, machine here and
13" September Dialysis

And, horror of horrors,

14" September Kiil building

And then

17" September Dialysis agaiso | guess we managed it!

Stephen dialysed in a reclining chair and anyone else had to perch on a
folding garden chair.

We did manage to include a small TV to help while away the hours, and there
was plenty of heating to prevent that strange coldness Stephen (and perhaps
others?) experienced during the treatment.
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hyS 2F GKS NR2Ya Ay (KS yYySG6aSENBFgYAZ2Y
where we could sit close by and this meant that Stephen was not isolated
alone upstairs.

The treatments were carried out three times a week. We tried to keep to a

routine, Tuesdays and Thursdays, so that other parents knew we could not

R2 GKBAYISHYPR OF NNEBEAYyIE 2F OKAf RNBY 2y
share on the others.

We usually did the weekend treatment on the Saturday. By getting up at six

we could be finished by lunchtime and have the rest of the weekend free.

Dialysing three times aveek does allow for a little flexibility, for example the

weekend one could be changed to Sunday if something important was
happening on the Saturday.

BUT THEN THERE WAS KIIL BUILDING!

Even thinking about this brings me out in a cold sweat. | was ABSOLUTELY
USELESS at it.

You started by dismantling the whole thing which had been sterilised at the

SYR 2F GKS flrad GNBFrayYSyido ' yR GKSyYy &:
You began by layig a sheet of the membrane on the bottom board. This had

to be done with absolutely no holes, snags or air bubbles. One person stood

at one end and the cavorker at the other. Between them they laid the said
membrane, (which to all intents and purposes,d6S Yo f SR &/ f Ay I FTA €
smoothly across the board. Then you laid the next board on top followed by

the next sheet of membrane and finally the last board. Then it was all bolted
R2gy |yR @2dz 6§SaGSR GKS LI NI Gdza @A GF
dditgla I YANIOfS FyR AF AlG RARYQUZI &2dz

This had to be done every fortnight and we usually did it on a Sunday
Y2ZNYyAYy3Id LG G221 jdzAGS | GAYS S@Sy ATF
would start fretting about the state of he Sunday lunch. For Stephen it must

have been like trying to put up a tent or assembling flat pack furniture with
somebody all thumbsa situation fraught with difficulties. As time went on,

and for the sanity of the family, it became more usual for Stegm and a
GOKAfRE G2 dzyRSNIIFT1S (GKAA 2LISNI A2y D
L GKAY]l AF LQY K2ySald GKS NeR2G 2F (GKS
NBaSYyiSR (KAa ANANNHBZARY Riy&@20l day2y
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Another time-consuming chore was the checking of supplies and then
ordering the required amounts for the next delivery. These were very bulky,
heavy to manoeuvre and took up a lot of room. They were stored carefully in
the garage.

As time went on, we became more cfident and adept, and hence, a bit
guicker at managing the procedure. Life got easier for Stephen because as
the fistula develops and toughens with use the needles are easier to insert.
(The patient is the one trained to insert the needles).

If you ran in real trouble the system was that you rang the Unit, and there
was always a technician on call to try and rectify machine hiccups, also, of
course nursing and medical back up.
L NBYSYOSNI 2yS 2F GKS FANRG GAYS& ¢S 1
first: Kl @S @2dz YFRS @&2dz2NESf @Sa | yAOS Od
b23 0dzi ¢6SQ@WS KIR I &aKSNNEH
‘ They could usually sort us out and as
time went on, we needed their input

less and less. The calming way they
set about helping was invaluable.

The technicians came if necessary,
for emergencies and also to service
the machine regularly. Flooding was
always a bit of a worry but this only
happened once.

The normal dialysis routine went like this. We were both working full time.
Stephen would often get home first and start preparirige machine and |

would get home as early as | could, to assist in getting him on, before starting
on a meal for all and evening chores.

The arm with the fistula had to be kept still along the arm of the chair (in his
case the right arm as he was leffianded) but his left hand was available and
often put to good use. He was also a captive sitting target for helping with
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homework, listening to flute practice and doing things like planning our
holidays.

Two people in the Unit were on hand to make our life r@s smoothly as
possible.

They were Molly, a really lovely lady, the home dialysis organiser, and
George who was a peripatetic dialysis nurse and an absolute Godsend to us.

I OO2NRAY3 G2 Y& RAIFINE KS FANRBRG OFYS G:
while | attended a Sales Conference. He was ex forces and a great guy and did
everything, served the meals | left and so on, and he and Stephen got on

really well.

With us both working full time we were worried about Clare,13, and Robert,

10, being alone until one afis got home from work. One night | was at the
52002ND&a FT2N) a2YS F2NH2G0Sy NBlFLazy |yl
Berry, whom | had never met before. Burbling on as ever my worries spilled

out as | explained our predicament.

GhKHe¢ AKISASIQARY GAMISNI GKFEGeéd | YR a23 A
was 16, and at the same school as Clare and thereby travelled on the same

school bus, would come and mind the children until one or other of us

appeared.

This was all arranged by Christine withoher feeling it necessary to consult
Julie! Fortunately, Julie seemed happy to go along with thisguess we paid
KSNJ 42YSGOKAY3 odzi L NBlLFfte& OFyQid NBYS)

Julie was a very special youngster and they all got on splendidly. The
arrangement worked well, ad we arrived home to a happy household
homework done and the children fed. This arrangement went on for several
years.

Our association with the Berry family goes on, but it was a bit of a blow when
Julie married an American Airforce man and went to liveCalifornia.
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As time went on, we enlisted others to help us. In Lechlade it was a lovely

man called Mike. We met him at a party and when he learnt what we were

up to he volunteered to help. He was in the RAF and did tours of duty, and

then had maybe aouple of months at home. We trained him up, and |

g2dzZ R Llzi {GSLIKSY 2y IyR KS g2dAZ R 02 Y
in and he would take him off so | got an earlier night. One of the men in my

life who rarely saw me dressed!

We also asked thehildren if they thought they could learn to take Stephen
off the machine in case some crisis arose.

They both said yes and could do this competent{jlare somewhat

NEf dzOGF yiftes odzi w20SNI RARY QG YAYR |y
and then. Fortunately, Clare was only called on once in an emergency

situation. This was when | dropped a teapot fuf boiling hot tea on my foot

carrying it upstairs. Clare took Stephen off the machine acting under his

instructions. He was then able to drive me to Cirencester Hospital A and E.
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The Wrefords, Jan and Co, were always ready to have the children for weeks
in the school holidays and worked round us at busy times such as Christmas,
often coming to stay and help with the festivities.

Another tremendous source of baelp was the Davies family. | had known
Carol and we had been great friends since we were atobb. Carol married
the lovely Frank and they had two children, Christopher and Kate.

They had our children for a week nearly every school holiday.

Sadly, Carol died in 2011, at the age of 64, from a brain tumpshe is sorely
missed-one of mygreates ' yR G20+ ffe& GK2dZAKJI T d
gone.

hy GKS gK2tS 6S RARYyQU GStf LIS2L} S
lifestyle, | think because we thought it unnecessary and also if we did, they

0 2

LINEOF 0f & 62df RYQQG Fdz f Gechalying A 88 G KS A

adjustments involved, and nor, indeed, did they need to.

Things went along relatively smoothly as we gained in technique and
confidence, all the while hoping a transplant opportunity would come our
way.

1980

Stephen started attending the Six @oties Kidney Association Meetings to
keep abreast of developments and went pretty regularly according to the
diaries.

Various possibilities were discussed and implemented.

One such proposition was |
put forward by the widow
of a recently deceased
patient.

The widow, whose name |
forget, had moved to
France where she had
bought a house with a sort
of cottage in the garden.

The proposal was that the
cottage would be
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renovated and made suitable accommodation for a renal patient and family
to utilise for holidays.

The visiting patient would take a portable kidney machine with them and she

would ensure that the necessary water and electricity supplies were

adequate. She also saiksS O2dz R | OG0 a4 GKS aKSf LISN.
usual accomplice a break.

The renal unit would arrange for the very bulky supplies to be delivered
direct to the destination. We would travel with the portable dialysis machine
and everything necessarpr us to perform two treatments, in case of any
hitches.

We were to be the guinea pigs in this marvellous opportunity. Sounded too
good to be true. What could possibly go wrong?

The first thing to do was to learn how to use the portable machine. This went
dzy RSNJ 0 KS yIYS 2F I aGwSRe¢ o Il YAAY2Y!

And so we went to the Churchill a couple of times to familiarise ourselves
with this curious equipment.

Reference 4
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This machine was somewhat rudimentary and not as efficient as our usual

method of dialysis, and thus only suitable for short term use. However, it had

certain advantages as the parameters needed for successful dialysis could be
adjusted by the helper quite simply. The acidity was tested using a litmus

paper then some suitable @ion was taken, (sloshing in some extra liquid? |

R2Yy Qi NBYSYOSNI ¢gKFEGO YR Fy2G8KSNJ I R2dz
08 YS UdzNYyAy3a a2YSUKAY3I gAGK | avylfft 2
what this adjustment did). However, all quite simple and jgdd to be within

our capabilities.

We decided to go for three weeks in the August school holidays and planned
an overnight stop on the way down, thus arriving in good order fairly early
on the second day, ready to perform a treatment.

We were provided withvarious documents from the Unit, for example the
O2y il OG ydzyoSNAR F2NJ 0KS AdwSReéé¢ ¢SOKYA(
for the local hospital in case of an emergency, and we also had our E111

medical cover forms.

Clare was now 13 and Robert 11. $hvould be our first family foreign
holiday and so all very exciting.

We would leave on Friday night after work and take the overnight ferry from
Portsmouth to St Malo.

Packing the car was quite a challenge, the machine taking up most of the

boot with the bulky cylinders and fluids behind.

D2AYy3 42YSGKSNBE K2d YSIyd 6S RARYQU Yy
packed to the gunnels and Clare, who was learning the flute, decided it had

to go with her, and she had it on her knee for the entire journey.

We dialysed on the Friday afternoon, squeezed the final bits into the
ANRFYAY3I FANYQE OFNJIFYR aSd 2FF F2N 0F
with some trepidation. All day the News was about the strike of ferry

workers and the effect it was having at thgorts at the height of the season.

Not a very auspicious start, nevertheless, we set off and on approaching the

ferry terminal hit queues and queues of traffic held up by the strike. To our

great relief, our carrier, Brittany Ferries, were still operatimgit the holding

area had to be seen to be believed. We were soon packed in like sardines,

row after row, and there was very little movement anywhere on the
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there with a generator, we can

LI dz3 Ay (2 GKIGodé

Galye (KAy3az {G§SLKSy> L KI @S
done for you and would do, but

dialysing on a quayside is not

I32Ay3 02 0S 2yS 2F GKSY®E

Eventually, and to our huge relfewe started moving. Because of all the
other cancellations, Brittany Ferries were trying to pack as many vehicles
onto our ferry as possible. We were so tightly packed that we all had to
scramble out of the one car door.

Despite all this it was excitingp be on our first cross channel ferry as a

family; we settled into our cabin and then went to find something to eat, and

so began the custom of always having those delicious, great bowls of, oh so
CNBYOKS>X GCNARGS&ae I a |y 2hkholidag was fedly NB I £ )
0SIAAYYAYID LQY y20 adz2NBE Fyeéez2yS 320 Y
Saturday morning for the first time is a treasured memory.

The Barrage
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