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Albert Keelin. and his wifo, Peygy, are two poople wheo
have 1ived throups this torylble Sragedye Adtor the weats of
theds chile in 1963, they were isotrumental in ihe jormation of

S50 Func which has, over ths paet ssven years, provided

soney Jor Messereh inioe gongenital éyarseagﬂa;aa anc ksaicel
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in 1960, a special research uni¢ was op.n.¢ in Shofiield
with the fiusncicl sseistancs of the Sir leasc Wolfson Foundation,
ane the ofjfort Lo ralec wore aad sore wom.y for eguipment L0es
ou za&ay;; Ao aseociation nas boeun formed o aoly parents of
SUCA chdddren along thels hearte~breabing pati. ALl the ansvers
h&ﬁ%vnoﬁ Fot voen fouady BUL the jsct tahat thevaitua&iﬁn is
daproving all the eimavaamas aboui ia ﬁaﬁg ways bocause Of a.

dittle boy calleu Johns Thdc o 0is fobbh.r'C BLOTT « » & & o



chila 1 AeS. Keeling

1t was the suamer of 1958, and my wife, Peggy, was
expectin, our second childe Our daughter was already nine
years old and we looked forward to having a baby around the

nouse agsin,

Hid=way tarough August, the doctor tolc us that it would
be at least a momnih before tac birih would take place, but only
a few days later, waile away from nome on business, 1 nad a
strenge premomition. 1 stili don't know why or how I knew that
something was amiss, but 1 packed uy bags and left for home a

day earlier than planned,

1t was alumost eiuﬁt in tie evening when 1 arrived to find
&4 anxious neighbour witn my wiifv; who wss obviously in great
pain. 1 ramg the aursing home snd was tola to teke her theré

immediately.

As oilen happens wihen a second child cowss-~aglon., 1 had to
get back to number one, who at that time was being looked aiter
by friends. The paxt aérnin@, the ‘'phons rang anc & voiee on
the other end told me that althou,h wy wiie was welly the bady,
a boy, hsd been transferred from Uhe piivete homs in which he
was born to a speclalist uait, anc I was adviscu (o gel there

as soon as possible, The first ime 1 saw my little Johamn, he
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was enclosed in an oxygen btentq

Two milecs away, Pepgsy was suffering sgonies of agubt, ama
although her role now wes Lo supply the milk which 1 myself
transferred to John's hospital in steriliseq bottles, she
insisted that this was just some kinc of plot to comvinece her
that the child was alive,

For six days, Johu rewained ia the oxygen tents Through
the plastic, I coulc see that he wae beauiifully proportioned
bue strucgling, nevertheloss, for the life which ahad very nearlily

eluded niw during ais difficult passage intc the world.

Gradually, though, he was allowsd to be in & normal
atmosplicre ior an ineressin, leagth of iime, and for sleven
days 1 continucd to ¢ belween the nursimg howe and the hospital

to collect his supplies of wilke

It was indsec a great womeni when, on the tweifth day,
1 was able to take my wife from the nursing home to the hospital,
where, Johm, Tor iae first time, was put into a pram and pushed
out into the werm sumscr aftermnoon, ilecdlecs to say, our hearts

were {ull when we were told that we could mow take hia home,
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The days went by and John appesrcd to be thriving on the
love and -ttention which he received at home., The distriet
nurse callec ecach day at i{irst, and waen he was six months old

ghe was still coming twice a week.

But althouga Peggy anu 1 never spoke of it to each otaer,
our secret fesrs were confirmed by this uurse, when she remarked

that there was something wroag ahout the baby's cyes.

Our family coctor called the next morning and made a
simple test, He would make nc comment at the tims, but shortiy
afterwards the child speciaiist, who had been callie@ in at the

birth, was consulted once again,

He saw Join for two hours that seme afternoon, and although
be mainteinea that there was no indication of water on the brain
during the early days - and certainly no sign of the spiit spine
which normally accompanies the condition = he nevertheless made
arrangements ior us to go to Sheffield Cnilufsn’s Hospital,

waere there was more specialised kuowledge of both.

Only two cays 'latzer, we visited one of the foremost
authoriiies on tae twiu conditions. By this time, we were

beginnin, (o feel rather weary anc upset, Forces beyond our
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control meant that our son - altucugia he appearca to putsiders
to be a healthy spec¢imcn of caila - was not, in fact, normal.
Exactly what it was we didu't know, What was certain was that
we would have given anything and everytiing we owned Lo make

it mo.

John was adwmitted to the Sheilileld nposgpital almost
immeaia%@ly. Having seen hism safely in hls cot, Pegoy and I
returned home, We had been warned that the tests which were
to take place on John during the next few days would be painful =
but we knew that this was the only way. If our child was ever

to live & normal life, he = ane his family-hau to suffer now,

My business took ms Lo Sheifielc only two days aiter he
wae coamitved, and 1 coulan't resist the tempilation tv go to tae
hospital. Thers, 1 buaped into thc man waose role inbmj child's
iife was more important than I could have ¢ver imagined, He
teld me that Joan had been operated on the same sorning. A
valve hau been placed in his head over the right ear, and I

gould see niw if 1 wished,

I believe it was the most difficult task of my life to
explain, when I arrived home, how 1 had found aim. 1 had stood

and looked at the pathetic shaved head with its new life-saving
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valve protucing. A father like myself had d¢velopag.tn&t valve
because of his own chilu's illness, and now i1t was the means
of keeplu; wy John alive = of stoppin, hie head ifroum browing
bigier anc following the normal progress of what is kuowa as

& ayaroccphalic,.

We were, of course, completely in the surgeon's hands,
¥rouw now on, we wers golng to become fully conversant with the
subject ci>hyarcceghalus. kach evening we ran; the hospital,
ant cach weekend we travelled the seveniy-odd miles from our

‘home te be near John,

After threc weeks, he came home sgain, We were frankly
terrified as we placed his carrycot in the car and set off ior

Leicester, Words failed us as we made She two-hou: Journey,

Among otner things, we worried asbout ﬁu@»rwaction of
our Jowng dau hter, Fatricia. HNo otaep cnilu we knew of had
to face the sight of a brovher or sister with such au obvious
mark oi apvnormality as our John's valve - but we neecan't have
worried, o&he was happy Vo sse her litile brother howme, and

outwardly, at least, was calm,



child &

There were inuumerable trials ahead. kach eveaning, we
hat Yo caryry out the Wrouitine¥ job oif depressing the valve
tventy or thirty times to meke sure that it was clears We had
to muster all éur courage to vo that - but when something ias
essential %o 1life itseli, them there is no gquestion about it =

you Jjust go ahsad.

Wie were fortunate in heving the kind of nsigobours one
normadly only ureams of, and curing my necsssary business Srips

away they gave Pepgy the help ana support sie nseded,

After that came viglits to the clinic in Shefiield -« and
in a way it was an ordesl to see the ovher children ef the
same age and olaer with their parents, who were s0 obviously

trying Vo putl on & good faces

Wiroubles couwe not single spies but only in battaliocus,"®
8o they say, and at this time Peggy's mother fell ilil.
bespite (his, the day-io=day buciness of keepln, Joan alive
py depressing the valve went on, and he conivinued to progress,
His blonde hair gradually covereu ine hideous objeect, and his

vecasional heppy chuckle made life worth sivin, for all oi us.
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When Pegyy's mother eventually died, our fasily probleus
were intensliiied, slnce our daughter haa worshipped her, but
the visits Lo Shefiield went on, It becaume obvious that Joan
had a highly reatentive brain, and elthough at one stage his
1Q was below uis age group, it was soon above, and our hopes
1ose with every passing day walch showed that Joan could hold

his own and more with aay child oi ais age.

We were reasonably nappy with the way thiungs were going
untii I returned from a game 0f (oli one Sunday luncatime to
find him desperately ill, Posggy aad sent for the doctor and
throughout the day we had to keep on pressing the valve,

Hext day he wenl back to Sheifleld, ©The sikilleu people lhere
weie able %o gel the valve working egain without an operation,
and with a yellol which can only be guessed at by those who
have notl asad to sneurce such a pexioa, We received the news

that he could come home again,

When we arrived to fetech him, Jonn, taen jusi three
yeare old, was tiying to welk around the ward and was laughing
’ S

with the otaer chilidren. Our joy knew no bounds,



child §

Proudly we held nis hand anc gloatec over the jact
that e could show aie intelligence by reeiving the capitals
O0f the World to amnyone who askec, and a whole year went oy

withoul our zaving to take hiw to the clinie.

4 lovable litile character, he went to nursery school
at 4 and progressed Lo a normal primary school at five,
enjoying himscli immensely anu competing well witi the other

children,

After a glorious hollday at taec East Coast, we came
home better for the change, but whea he returned to school,
Jonn caught weasles. 1t was just a normal ciailchood ailment,
but not long after he went back to classes he was tsken ill
again, and altinough he managsd to watech me letting the
firevorks ofi on November 5th, he weni to bea iil; anc was

at Bhefiield again within 48 hourse

Scmetimes 1 slept at the hospital as Joha's condition
vorsened, lis outlook ecm lifc cida't slter, however, and

one day he c¢ven saia, “Waddy, please don't vorry. Jl1'm alright,.w
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Anotiher day, tekin, a break frow his bedside, I walked
and walked anu cventuaily founc myseld looking into the wincow
of a sports shop. 1 had no real wish to buy amythin., but
Came away with iour new goli woods, Wihen I got back to the
hQosplital anc tolc Joan what 1 had dome nis face lighted up.

"Paddy, can i play golf when I'm nine?"

At this time I sericusly tuought about giving my work
and cverything else up to stay by hime If I returned home at

nigat, it was onliy in the carly hours.

One Friday ni at, I got back frowm the hospital at 1 a.m,
intendlng to take Pegygy back o Shefiiele with me the next day,
A little after three, however, the phone rang to tell us that
dohn was caugerensly iil,., When they rang later = a guarter of

ai hour walch seemedu like cternity - he was dead.

The ringing of the 'phone had wakened Patricia, and
the three of us wepl together, The hours draggec by uatil, at

7430 a.m, we went to church,.

After thal came the formaliities - tae harsh, cold forualities -
and all the time we didun't dare give in to our grief, for tae

sake 01 Patricia.
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He was buried not far irow our home = a f{ivee-year-old
who hed brought tremendous joy anc utter misery into our lives
by turns and left us with a feeling of unutterable lomeliness,

But hope, ior us, poes on - even though our =on uied,
Our thougats now are towards the future - aunc the children who
through the RICHARD Funda will be able to looi«z forward to the

Lomorrow which was not {or Joun.



