CHAPTER 1

EPIGRAPH FOR JOY

Then bear a joy where joy is not,
Go, speak a kindly word in love.

—F. G. Lee

Joy’s Diary

J was bow on May 14, 1954, the fowrth child in @ family of sin. My
the occation. Mypmﬂ«de&a&dhmmfwﬂmw

By the time ) was len years old, my eldest other, Cddie, had died
kidney [ailune, and my olden sister, Carol, had had a kidney biopsy which
vesulted in a diagnotis of kidney Jailwre.
evidenced.

In 1964, when I was in prade fie, ) had scarlating, a mild form of
was shot-lived. In volleyball, J could never get the ball sver the net on my
bat wa ddways loo heauy for me. ) rememben that once J was so proud because
7 had actually swung and hit the ball. Howeven, the swing was so weak that
the pitcher caught the ball immediately and I didn't even make i to 118t bate.
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8 The Life of Illness

Cuen with the lack of endwrance, my goal in grade sir was to get @ seniov
athletic award. I was good in broad, jump, relay, and. in unning short distances,
and, by Saying with this lype of activity, I made it. But not without a shuggle.

There was a big schoolyard tack that we had to wn anound four limes
i orden o gel ow point. Timing played an important part. We went in teams
of fowr. The job was to allewately jog and walk nnlil the assignment was
completed,

9 sarted with the othens, bul very quickly ) dropped to the back of the
line. Affer the finst vound, I was fan behind the others and very tired, but
) was delermined to see it Unough. With great effort, ) jogged some, then
walked some, il by the last lap I only had. shenglthy for & short walk. Long
after the others had completed their lap, ) came walking in—ashamed to kno.
muy chest was heaving, and, there was blood in my throat. The others couldn't
m&%@u@ﬂmwmmﬂpmwmw At the lime,
) didw't think much about it. When grade seven came, though, I was complelely

In 1968, when ) was in grade nine, J was lo lewm the meaning of sovou
and tho daphs of g

Coystal, my younger sisten by nee years, and I were very close. We
lives. Tt was veory natwal for us, when we were small, lo play “chunch’’ on
Sundasy affernsons. We would go down to the batement to the playroom, which
war a voom that was filled with all of the essentialy for little ginls—dolls, crits,

After dinner, on Sundays, Cupslal and. I would march downstains and
dhess own dolly in thein best atline for “church/. We then camied all of our

We lined our dolls up on the steps. ) would introduce Cwpstal as the
choor', usnally made up of sin dolls. Binally, J introduced Crupstal for a 10lo,
and thew Cupslal introduced me for a solo. Then it would be time to collect
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Epigraph for Joy 9

This was @ weekly vouline Jor some lime. When company came, Cwyslal
and ) would always sit in the same chaiv. When it came to jelly beans, we

When ) had searlalina, ) wab weakened; but whenw Cupslal caught the
after that.

By the time she was in grade four, kidney Jailwe was very evident. At
that lime, my parentsy wene unaware of the name, but hev bones were gelling
weak, $f}, and painjul, and she had difficulty walbing. We learned later that
properly, the pwathywid glandy were laking ouer and secreling w howmone
called parathormone which was fercing the calcium out of the bones. The result
rickels.

Satinday was the day that we got ouwr dllowance. Cupstal and ) took
candy store. We did thiv summer and winter and enjoyed the walk.

We would go up the back alley, ouer a log, and thew acress a small
jield called McKernan Park. Affer crosting two connecled sheets we were ab
the local sting of stores.

However, the lime came when Mom said to me, “Maybe you beller go
to the stone by younrsel) this lime. " And that was the last lime that Cuptal
and ) made ouwr vouline ek together.

) vemember when Cupsial had to stant getling blood bansjutions because
@ condilion of anemia which Wood hantfusions temporarily velieued by raiting
the red blood count.

9 remember that Carol and J teld Crupstal that she would just have one
at that lime. @W'ﬁ%mhﬂﬂm&d%%b@wmﬂem
euen had 1o be pienced. Bul she hept her suffering to hersel) and never spoke
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10 The Life of Illness

Caroband ) decided to give Coystal a little something cverylime she needed
@ bansfusion. One lime it was popcorn. Another time it was a toll doll, and
once it way & leenage doll.
long to live. I bnew she had kidney touble, bt ) never expected anything
ab serious ab deathy. ) just looked at Mom and said, Iy it that bad?” But
J vefused lo believe it and blocked it from my mind. It just couldn't happen.
Yot i my heart ) knewn it could.

MyWWWﬁWWWMb&M ye&demeé
wene lakew. Did Cupstal have to be taken, too? My prayers ended with the
plea, “God, don't let her die. Please don't let her die.” Years later J was
to understand why Cwpial was allowed to enler elewnily when she did and
to thank God Jor his wisdom in laking hev when he did.

One Sunday inv January 1965, Cupstal, Carol, and I were in own bedroom,
making birthday cands for Mom. We were drawing birthday pictunes on the
oor witly our crayons scallened round. Suddenly Cupstal said, ) see tuwo
of youw, " and Jor minules at a lime, she began secing double. Although I didn't
bnow it at the lime, hew blood chemishuy was going out of balance. But Mom
and Dad bnew and, said that she would e going ints the hospilal in the morning.

We put sur cardsy away and, went downstains to tell our panents that Cruystal
mupww&w.
silling in the living reom in the evening, Cupstal came and laid her head on
) vemember thinking lo mysell, “What am J ever going to do if she dies?"’
and lears came into my eyes an J hugged, hen. Coupslal twmed and, looked, at
J shall always cherish that moment when I think we bothy knew in oun hearty
what way coming but declined to erpress it, Yel more was said in thete few

On Monday mowing Dad came upstains and liffed, Cowyslal oul of bed.
He and Mom took hen o the hospital while Asthuy, Canol, and, ) went ta schaool,

Adhuwr and Caral taok thein lunch, because they were in high school,
bt Mom always made lunch for Dad and me av I came home at noon.
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Epigraph for Joy 11

7MWfWWMWWMEMMWW

Dl never forget how heavy-hearted ) was one day that week as J came
home. ) fined beof noodle soup and. sandwiches. Ay we were eating, J said
to Dad, ) quess Cupstal doesn't have very long o live. " He veplied, “What

It twned out that at Dad'y weekly Bible study some of the concerned
parishioners had ashed just exactly what Cupslal's stale of health was. Dad
had told them that i looked as i Cupstal had two weehs at the most. One
of the panrishioners had a daughter who was in my grade at school, although
i anothen clasmoom. This panishioner had, told her daughter the news. Hev
daughter had passed on the informalion at scheol. Consequently, one of my
How I prayed that week! How ) prayed for God to spare my litlle sister!

J didn't know at the lime, it ) Jound oul later that when Mom and
Dad brought Cwstal in, Mom had alerted the lop renal specialist at the
University of Alberta Hospital. The specialist ordened blooduark on Couystal’s
amival and then assigned Cwptal to hiv resident. The resident did not and
the specialist doctor never even came to see Cuyslal once and showed no interest
when he saw Cupslal's boodwork resdts, he didn't bothen.

Cwpptal came i o Monday and died on Driday. After she was dead,
the head dactors showed inlerest in her—to do a bispsy. My parents refused.

Suen being ab young an J was, the specialist doctor it lucky J never met
Mom was heeping he steady vigil there. He had told Canol that Cuystal had
WMGMWM%&MWW But to save me, 7 only knew
that he would. be going to see Cupslal.
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12 The Life of Illness

Yet ) Jelt within me that things were not good. After they left, ) turned.
on the televition. The Smothers Brathers were on. Thein huumorous jokes seemed
oppressive lo me. J twwed them of.

When Mom and Dad came home, I jumped. for the door. “How's
Cupstal?"" ) ashed. Mom quictly said, “Cupslia has gone to heaven to be with
Jesus.”" I just stared, at hev. Quer and, ouen again I cried out, “Not Cuystal!
N, not Cwpstall”

Dad, Mom, Carol and. ) went inds the lising room as the leans began
lo fall. At way next doov babysitling; but as soon ab he came home, he
instantly knew what had happened. A3 we 1at together, Dad raised Cupslal’s
pictune to the mantel where Eddie’s and Grace’s pictunes were. “She's gradudated

Long affer the others had stopped crjing vitibly, J sat in the cormer of
the chesterfield wilh my kleenen bow, sobling my heart out. It wasn't that J
was gricving any more thaw the othens; it was just that since Sddie and Grace
had died when I was quite young, J hadw't yet learned to relinguith my sister's
separalion and the emply, achy [eeling of prief and. loneliness. Being young,
would come upon some litlle reminder of Crypsial which would bring on a new
Yiods of teas

At night I would dream that Cuplal had come back. I would be 10
jubilant in my dreams and thank God that she wasn't dead affer all. Then
) would wake up lo the reality. At times I dreamit that she came back and
She locked, 3o cuddly in it that J went ouer and hugged her. That dream
wat a vecrealion of an aclual experience.

In about March of that yean, Mom and Dad could see that emotional

ﬁmwidwmhwm@hﬂwm@mday
Jorv uislin praclice. ﬂime/@Mmﬂméﬁmﬂmm
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Epigraph for Joy 13

much for Cuyslal, He wentt on lo tell me of how heavily he had gricved for
his fipst-born son—my brother Eddie. Bud one day, God gave him @ dream
that gave him new releate.
Cddie came jrom heaven and met Dad on earth. Dad was overjoyed
Dad. ) have to go lo choiv practice.” And 3o he retwmed to heaven.
Dad knew that Lddie was in glorious elewily with fJesus. He was
enpeniencing whal the Bible speaks aboul i ) Coninthians 2:9, ““What no
But he realized affer this dream that now Eddie would not want to come
lfe in elewmidy with his Savior, Jesus Choist. Dad told me that they couldn't
come back lo us; but one day, we could go to them. AL this time, too, Mom
gave me @ liny book enlitled, A Litlle Book of Comjort.
of my heart J cried out, Ol God, I miss that kid!”" At that moment, J
7 began to think of Cupslal, not a dead and. gone, bul very much alive
and happy in heaven. She had taken the step that we all must tahe—rthat
of leaving owr phuytical bndies to enter into the spiritual vealbw of elernity. Gor
ben, JMWW&MWWWW
ﬁwﬂmcé/af&atym féqmé&mmwwmé@ 7 would be
walking to school, and all of @ sudden my ankle would get very painjul to
sep on. Thew it wonld swell up. I had to stay off my feet for the pain lo leave.
EdMMWﬁ MWWM%MWMW Albsorbine
Junion to v on. Bt shortly after this, my other ankle began to swell in the
ame mannel.

Own chunch was backs from my home. On Saturday mornings my girk
priend and ) walked to church for Confmalion classes. ) remember that haljuay

i my fool. After that, Dad dreve me lo class.
wene: not, Junclioning properly, and so she conlacted sun pediatiician. He,
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14 The Life of Iliness

Hospital at the lime.

My sister, Canol, had been unden hiv cane Jor some lime. Al through
the years, from the lime ) was in grade Unee, Carol had been under doctors’
the end, Cwpstal was the one to go.

Once in the hospital, after many lests, ) was put on the inevilable 40
loo much salt and 30 J wat put on sodivm bicarbonaite pilly and told to drink
@ lol of fluid to keep the kidneys flushed. This wab my intreduction to hospital
didn't swell up anymore, Mw%méwbm%w%m@my
bones began to ache o periods at a lime.

In the Jall of 1969 I entered high school. I remember that in the first
the prosh pracedunes of the grade twelve students; Exiting down a stainwell was
@ favarile escape. ) joined, the othens, but J soon Jound thal J couldn't wn
down the steps anymere and, had lo puit & great deal of weight on the banister
i arden to go down the sleps ab any speed.

We went to @ renal doctor to find out just what the bouble was. Affer
having several v-rayy my bone problem was diagnosed as venal rickels—the
same bone pain that Cupslal had, sulfered earlien. The doctor suggested massive
lo reslone calcium to my bones.

Duwring this lime, W&M&wﬁ%&wmmmwwmﬁy
sudent. J@W@WM@MWWMMMWM
at a certified music school., He was taking the Bachelon of Education degree
Wapm&wwmm

%mmﬂmaéﬁaégmﬁaéﬂwmﬂm(mﬂwwm
city. Dad had it st and was very ilh with it. Then Aithur got it. ) remembber
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Epigraph for Joy 15

Hew fear was confrmed. Aithuwr's hidneys shut down, and he went into a
comar. In orden to save his life, he had lo go on the aritifical kidney machine.
lo have his blood cleansed. in two tuelue-howr sessions. And, so began hiv life
By January of 1970, my bones had begun lo deteriorale more rapidly.
They ached continually and movement hecame painjl. I remember that in
@ lyping class, aneleclive ) was laking, we had to lype long exencises on masual
lypeuniters. The elechic typewnilers came i & more aduanced comse. Affer
began to ache. ) started to have to put the weight of my bady on my handy
lo gel out of w chain. J also began to need blood bansjusions because my bone
The first time that ) needed w blood tansjusion, ) was hospitalized for
Unee days. Laler, as they increated in frequency, I was sent to the dialysis
unit. ) remember that duwring my jinst bip to the unit for bloed, I looked in
@ 00m with many beds in it. Dialysis eatment was very archaic ab that time.
Ling on the beds were very ill-looking pesple with yellsw complesions. Al around
mhmdﬂdwn& kidney basing, onygen tanks, and saline bollles. ) sauw a
like & bamel. Every bone seemed distorted. ) could see the pain. ) went into
the side reom lo await the inth v needle for my bansfusion. J cried. J
but who were buing 3o hard, to live.
That summer, as the pain ine my bones continued, lo increase because the
By Setodon iy ogt woss: b i b, Wy fss oo o g
when ) stood willy wuy knees logelther. Being i high school, ) became very
Selfconscious and wore Canol's panty becaute they were much widen than my
own. It took sheer detormination and will power o go to school that monih.
By the time J came home from school every evening, ) was in bemendous
s and 9 could only manage baby st
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16 The Life of Illness

minidles eary in orden to geb to muy literatune class which was on the neat floon.
It was painjul to get to a standing position. Every step hunt and J slowly took
the stairny one at @ lime.

Euven with starting out early, the door was closed o my next clasy bejore
I got there. J remember opening the door while the whole class watched. J
owly made my way lo my chaiv. ) heard @ boy say, *Look at the way she

Towards the end of the day, every step was effprt. The hally would be
with the swell of students they couldn't pass me and had to be content o go
at @ nail'y pace.

When I came home I had & batl in very hot water whick helped to
into them. At the end of Seplember I told Mom that I couldn't live with the

KU during this lime, ) went contistently to the hospital to have blooduork
chemittny regulation. But ) found out years later from a resident that many
lubes were saved ouen the yeans o study the progress of my disease. The loss
bansjusions.
fatt-deterioraling condilion. My -1yt showed that my bones had gotfen very
thin and fagile. He told hew that a certain doctor had come up with & new
had, taken over and were secreling a hormone which was Jorcing the caleiwm
lo leave the bones, thus cauting rickets. He felt that i the parathuroid glands
were vemoved and, calcium was administered, intavenously, the bones would
D to be melabolized by the kidney. This was lecause the kidney metzboliges
the calcium.
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Epigraph for Joy 17

This total parathuproidectomy, as it was called, had, never been done on
@ hiduey palient in the Univertity Hospdal. Thew there was the question of
J&wp&e&wﬂwa{ﬁd»m WWMWWQMMM%&W
) said that it had to be done. ) couldn't carny on as J was.

) was hospidalized in the children's ward in Oclober. I was fiffeen.

) was laken for an intravenous pyelosgram—a test where a colored Jluid
kidneys.

The doctor took me dows to a doclor's meeling where the pros and cons
doctons’ reom. ) sab euttide while J was being diseussed.

) way called in and after answering questions ) was ashed to wall up
the aitle to demontiate just houw bent my legs had become. Then ) was allowed
to leave. It was decided that I should go trough with the swgery.

Somehow, av ) sat in my hospital bed I felt that ) wasn't going to live
and told God that J [elt I was geing to die, but that ) didn't want to die
yet. In the quict hows of the evening, ) stuggled and wrestled with this in
prayer.

Soow afferward ) had a dream which made me Jeel that I wasn't going
lo die. There was a peaceful banguil manve 3012 of hage ine muy dream. J sauw
Jesus on the crosy and behind Him there was a boy and two girls. J knew
that they were Eddie, Grace, and Cwyslal.

When I woke up I remembered the dream. J [elt it meant that since
) wasn't there, my time had nol come. However, ) came very, ueny close
to deatly shortly after the suwgery.

The attending surgeon came lo ditcuss the suwgery with me. He told
me that w st would be made at the base of my neck and the Jour glands would
be removed. He athed me iff there were any questions. I atsked i) ) could beep
the glands. The answer was no.
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18 The Life of Illness

I still vemember waking up in the vecovery rwom. A nuwe asked how
D felt. ) squeaked oul in a hoarse whitper, My threat hurts.”

Qo ten contecutive days and nighty I was givens bollle affer hottle of
inravenous calcium. My bones soaked i up.

It had turned out that. in the sperating wom, nee of my parathuproid
glands were found. Bt the fouwitly one could not be found. Ginally part of
embedded in it. Al of my glands were very enlarged.
bsod was conslantly checked, lbecause ) would get lingling in my fingers, a

When I was up and around again, J phoned Mom and told her that
) would be having a bath. She wovied aboul this because she Jelt that i J
contegquences. She phoned the doctor, and he said there was nothing to woriy
aboul.

Hfter my bathy ) felt shange. I went to the desk and told the nurse;
bt J couldn't lay & finger on just what was wrong. She lold me to lie dowsn
on my bed for awhile. Although the neat 17% howns of my life will always
remain blank, ) went into conudsions vight at the main desk, and the battle
jcwmcfé{e.ﬁqaw This was at 1000 in the mon. #g 7 remend maoém?upr
) athed him to phone my molher.

He didn't phone her unlil 1:00 and then he said that she had better
come. J vemained unconicions, MW%W Awthwr, Carol, and Dad
came up. There wak uncertainty as lo whether ov not J would be dlive in the
morning.

The patient betide me, a younger gind whom I had come to hnow, was
me Unough the night. A special mute was astigned to me for the night. shift.

AL 3:30 in the morning, ) awoke and hied to speak, bt my tongue

The night nurse who- kept vigil hugged Mom for joy. She was 3o glad
that ) had made it. By the morning ) way again speaking butt every muscle
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Epigraph for Joy 19

caleium were kepl clote at hand, so that a shot of calcium could be injected

Not long after, I was lalking to the patient in the bed neit to me when

) got talking to a resident one day. He told me that since my bones
were accepling calcium, they would begin to harden. However, since they were
bent, they would harden in a bent form, and then it would be too late to shaighten
my limbs. He feld that I should get naces o casty put on my legs 3o that
they would heal in & shaight position. J thought @ lot about this. It made
lense lo me.

Mﬂ#&u ﬂm&f&mymydawwﬂwmmf&bfafﬂwm}afﬂw.
He happened. to be in. J » ben sitling down in the chain offered to me.
The doctor said, It must be pretly important to come all this way, " since
he kunew of the pain that ) had to walk. ) explained my problem and asked
o o i o g

The doctor told me that there were drawbacks. It tosk months for the
m&mbMWWWWWWthﬂMW He said
@ glimmen of hope. Although I was fiffeen, my body, becanse of the kidney
disease, had not developed as Jast av it should have developed. My bones were,
therefore, still growing. I the calciwm went back into my bones and. my bones
began to harden, my lbones, on thein own, would heal and begin to shaighlen.

We looked at my legs. The knees were quite enlarged and from there
hwm&é&h&&%&mm&&&m@%nywwm&
the endy. ) remember saying, It will jusl lake lime then?"" He nodded and
said, “Time and palience.”’

That year ) missed a lot of school. The caleivm levelssin my boosdsbream
would suddenly drop, and somelimes in the middle of the night J had to go
h%m@mmwm«&m In the winter months Dad
would warm up the can and take Mom and me lo the hospilal.
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20 The Life of Illness

granted very eatily again. b was such a velie) to open a can door without
painy, o ta voll down a can window or—blessed, velie)—to lie down without aching.

My vrays showed continued acceplance of calcium and shengthening
) contlinued, o have hospilal sessions in grade twelve to requlate the chemical

In late December o early January of grade lwelve, ) developed a severe
headache. The doctor said to bring me lo the hospilal but conld find nothing
Jor @ few days [or observation. That few days lasted one montly. Dwring this
lime @ resident doctor was dlowed to look after me. He look many blood tests
but nol much more.
salt. With the salt labletsy ) was on, the sodium level i my Woodstream was

The resident decided to take me of) the 1alt pills. Since an order was
my mudcles cramped and J began to get very diggy, to be sick to my stomack,
ands to gel very weak hecanse the sodium level in my blood dropped to dangerously
low levels. The salt pills were reslored.

AL that time, ) began o get pain in my ankles so v1ays were laken.
) still vemember the doctor coming lo my room and asking me if J had ever

) replied that it had cressed my mind but that was years away. The
and it looked as if the alificial kidney machine would be a veality ssonen than
) thought.

After he left, ) vemember lying with my head al the foot of the bed and
my feel resling at the top of the headboard. ) thought for @ lime and then
7 said to my wommale whe had mulliple sclerosis, I} 9 get bone disease
agair. . .J think Il give up. "

She said, “No, you won't. You'll camuy on."" In all sincerity I said,
"o, J veally don't think s0." Houw glad ) am that in January of grade tuelse,
) could not see into the julwre.
was uery high. Novmal BUN in the blood is §-20; mine was 160. I would
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Epigraph for Joy 21

all the salt, my blood pressne sdarted to vise to the point where liny vessely
would buwnst. Consequently, ) would get severe nose bleeds and blood tansjusions
were becoming more preguent, Once J conudsed at home.

In Gelruary, ) was readmitled. I no longen Jelt libe ealing, and I was
becoming more and more ill. My sister Carol was also in hospital and was

7 vemember that the docler came to my 1wom and told me that the time
had come Jor me to go on hemodialysis. Ae said that [t of all ) would have
@ 48 -hown-heatment of peritoneal dialysis. A tube would be inserted ints my
stomack and, Jluid circulated through. This fluid, after a period, would then
be drained and the process would be repeated. Pinally, ) would be taken to
wogery for & canndas and then, hemodialytis would begin

¢

— — — —

Copyrighted Material



