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                     EXCERPTS FROM BOOK REVUES

'AN ARGUMENT ABOUT TRANSPLANTS' is a balanced, well documented and comprehensive account of the reality of organ transplantation.  I find it admirable from every point of view.  Thought provoking to browse in, it s content is clear and well developed.  Its style is humurous and pleasing, it remains throughout pertinent to its topic.  In my judgment it is badly needed and will do a great deal to dispel the myths and ignorance surrounding the topic. This book's source material could not be more up to date, using the zenith of current technology to gather fact and balance this against he current state of knowledge. It will be warmly welcomed by those who wish to learn of the true nature of organ transplantation in its technicalities and the personal effect it has.  Donors, recipients and health workers in the field will rejoice to discover this book.

Rev. N. BRUCE

Roman Catholic Minister

----------------------------------------------------------------------

As a kidney transplant recipient in Australia I received a lot of help out of reading this account of events.  The author speaks frankly and lets his feelings show through, so that the reader is almost transformed to being there in his place.  He has a great sense of humour, which permeates the book.  The medical profession could do well by reading this open and honest account of the system they put the patients through.  I personally came away with a feeling that what I went through as a patient was not at all unique and that whilst we may have different countries to live in, we basically as human beings, are much the same the world over.  I can recommend this read to anyone who is about to go through, has gone through, or knows someone who is going through, kidney failure or transplantation.

R. NEWMAN

Webmaster, Australian Transplant and Dialysis Group

----------------------------------------------------------------------

I understand that the whole reason for the book's existence in the first place is to fill the gap between what a patient is told by his caregivers and what he himself wants to know.  That is, the information comes too late, is incomplete, and not impaired in a patient-friendly form. It should be the doctor's role to understand the intricacies, and transform those details into appropriate action and explanation, for the individual patient.  It would appear to be a rare doctor who even attempts to keep both aspects of his patient's management in sight, and fulfill both explanatory an therapeutic roles.

It has fascinated me to read how procedures have changed since being a houseman all that years ago.  Things are more complex and necessarily so - such was the quality of technical information in this book that, after reading the "what will happen" and "why" sections, I found myself looking for the "how" chapter!

At the end of it all I find myself knowing a lot more than I did about Jo (the patient), not much more about his illness as I've been part of the story, and very much more about the impact on the patient's family.  Altogether, I feel that different people will find different parts of the book more appropriate to their situations, and I feel touched to have been involved in it's production.

-  Jo's G.P.  (name withheld for ethical reasons)

                  "THERE IS MORE TO LIVING THAN JUST NOT DYING"

                   -
Transplant Recipient, 1991. 


"EVERYONE WHO IS BORN HOLDS DUAL CITIZENSHIP IN  THE KINGDOM OF THE WELL AND IN THE KINGDOM OF THE SICK.  ALTHOUGH WE ALL PREFER TO USE ONLY THE GOOD PASSPORT, SOONER OR LATER EACH OF US WILL BE OBLIGED, AT LEAST FOR A SPELL, TO IDENTIFY OURSELVES AS CITIZENS OF THAT OTHER PLACE."


-
 Susan Sontag, 1977.
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                    AUTHOR'S NOTE : FIRST EDITION

Read this book at your peril.  It is a true story.  It is also a sad story full of hope.  No attempt was made to blanket the truth, in fact, this is an unabridged version of a book that will be of interest only to some of the medical fraternity, nursing staff and a lot of sick people.  And perhaps to someone thinking of doing the right thing by donating his/her body parts to science after death ...  And to my mother.

I make no apology for the gallows humour that surfaces every now and then.  Blame it on the French Aristocrat who said, while being placed on the guillotine, "HEY!  IS THIS THING SAFE?!"

I also dedicate this effort to my G.P.

Annoying but necessary apologies include using 'HIS' when his/her may be required.  Simply less bother in typing, no offense intended.  Also, I used the American spelling (mostly) since my spell checker is American.  Direct quotes from English stays in English.

Then, every second chapter is my life story, every alternate second chapter is technical and medical information relating to what happened to me in the previous chapter.  Those readers who are only interested in a sob story, please read every second chapter;  those who are only interested in medical facts relating to transplants etc., why, read only the OTHER second chapters, of course.

The author

Muizenberg '96.

WARNING:  NOTHING ON THESE PAGES IS MEDICAL ADVICE!  IF YOU NEED A TRANSPLANT, YOU NEED TO SEEK THE ADVICE AND CARE OF QUALIFIED TRANSPLANT PHYSICIANS.  THIS IS A GENERAL SOURCE OF INFORMATION AND ONLY REPRESENTS THE OPINIONS OF EACH INDIVIDUAL CONTRIBUTOR.

The author may be contacted on the Internet at E-Mail address:

pharaohs@iafrica.com

                       1.
THE NEWS


"ONE MINUTE OF ANGER IS 60 SECONDS OF LOST HAPPINESS"


-
Anonymous

Jo was 43 when his G.P. called and said, "If you're not on dialysis in 4 months, you'll be dead in 6."  So, being a fairly methodical man, Jo opened a beer and considered his options.

Since a serious motor bike accident some 19 years before, and after using substantial amounts of pain killers - both prescribed and over the counter, Jo was told that he was doing damage to his kidneys.  Feeling sorry for himself and blaming God and everyone else for his condition, Jo did not heed these warnings and continued to take pill after pill.  In time he got sick, passed some kidney stones and finally gave up on the pills.  This was a lot more difficult to do than can be described in two sentences, but give up he did.

Eighteen years later, check-ups confirmed that Jo's kidneys were giving in and he was diagnosed with chronic renal failure.

No big deal, Jo thought.  He generally felt fine and continued to eat meat daily, drink beer even more daily and smoked 40 cigarettes in between.  His blood pressure went up ("No big deal") and every year his medical reports went down.  To her credit, Jo's doctor never actually said, "I told you so ..."  Until September 1995, when Jo started feeling really miserable.

So now, at 44, Jo was going to die.  Jo was getting tired, and each evening found him in bed earlier and earlier, "just lying down a while", said Jo.  

And he could afford it.  At 44 Jo was doing very nicely, thank you very much.  He solely owned a Driving School with four cars, as well as a Pub & Restaurant;  his wife and three kids were healthy and doing O.K.;  his home had a solar heated swimming pool and a built-in indoor barbecue.  His In-Laws were far away and while his father had died a suicide fifteen odd years before, his mother was well off and happy.  Luckier than most, thought Jo, as he opened his second beer and recalled events.

For a month after his G.P.'s call Jo went to a Specialist once a week; blood was taken and comparisons made to determine the rate of deterioration of Jo's kidneys.  He felt perfectly rotten and very, very tired most of the time.  An appointment was made at a Provincial Hospital where they had a kidney unit.  Up to this point Jo wasn't told much so he read between the lines and figured out most things for himself.  Like, nobody was worried anymore whether he smoked, or ate meat, or drinks beer - he was going to die well before overindulgence got him.

Jo's wife, a sensible girl, did not get hysterical.  She supported Jo in all his decisions, she covered for him when he got tired, and she fought with the doctors when information was not readily forthcoming.  They went to the library and to the friendly local pharmacist - surprisingly there were no readily available books or articles on the subject of kidney failure to be found anywhere.

To Jo, his options seemed fairly straight forward.  He could fight this thing to the bitter end, go from hospital to hospital, spend thousands of rands on tests and machines and even more in time lying around in a white bed while the dialysis machines cleaned his blood every second day.  His life expectancy would probably increase by one or two years, but the quality of life would surely suffer.  Or he could try for a transplant - his eighteen year old daughter had already offered one of hers.  More hospital stays, more expenses, possible rejection, a lot of discomfort and pain - and death postponed for possibly another couple of years.  Or he could carry on as usual for as long as possible, enjoy what was left of his life to the full and hope that when his kidneys finally gave in completely it would be sudden and clean.  Besides, he didn't actually FEEL very sick.  He just got tired often, but so what?  He wasn't about to do the Marathon or climb Everest.

Or he could take his own life - but he knew he was too much of a coward to even contemplate such an act.

Sipping on his fourth beer Jo began contemplating death more seriously and a bit morosely.  IS there an after-life?  How would one REALLY know?  What we have is hope and belief based on the philosophy of one religion or another, there simply is NO PROOF.  Jo got agitated and began thinking in capitals.  Without religion, there would BE no foundation for a belief in ANY after-life.  Hope, yes.  Common sense and intellectual reasoning MIGHT suggest a purpose to human life.  It would be pretty daft if we were to live and die without any purpose, wouldn't it?  I mean, WOULDN'T IT ?!

But maybe there is something in religion?  Having grown up in a Christian home, having gone to a Christian school, and having taught Sunday School while studying at university Jo had a fairly extensive knowledge of God-of-the-Bible;  He taught Guidance at a Catholic school for a number of years; having studied for his Ph.D in USA he also learned a good deal about other religions, including reincarnation and the scientific belief of a Supreme Intelligence somewhere 'out there' just waiting for us to 'grow' spiritually in consecutive lives until we could be taken up into this 'Intelligence' as One Of Them.

But then Jo's father went and committed suicide (with an open Bible next to him) and Jo's confidence in an understanding and loving God evaporated.  He began questioning biblical doctrine and religious beliefs.  He read widely and had frequent and heated discussions with ministers and rabbis and gurus and Christian Scientists and Jehovah's Witnesses - and they all, without fail, convinced themselves that poor Jo just hadn't yet seen the Light, he  was a Philistine and a heathen, he needed to be struck down by an Almighty God / Jehovah / whatever before he would find a New and Everlasting Peace.  They also felt very sorry for Jo.  Some even shook their heads.

Now, sitting up straighter and sipping more fiercely on his fifth beer, Jo decided it was about time that he carefully weighed the evidence for and against religion since his time was running out and he wasn't about to call it a day without giving it the old College Try to try and find out EXACTLY where he was going AFTERWARDS, if anywhere.

So he sat up straighter and did some serious thinking.  The Bible is put forward as God's unfailing word, divinely written by humans under the guidance of God Himself.  The last words of the bible for instance state unequivocably that anyone who omits or adds even ONE WORD to this hallowed document will suffer eternal damnation.  Then WHY are there at least two chapters in the bible that are word for word exactly the same?  Huh?  WHY ?!  Isiah 37 and 2 Kings 19, to be precise.  Oh, some lame excuse is offered that perhaps the same Scribe was used by the authors of those books, but that did not fool Jo for one minute, no SIR!.  Furthermore, the first five books of the Bible are collectively called the Pentateuch and it is widely preached that Moses wrote them all - yet Moses' death is described in detail in the last 5 verses of the fifth book, Deuteronemy, so how could he possibly have described his own death?  

And what after all happened to Jesus' brothers?  (Jo recalled a bumper sticker that read, "JESUS LIVES - EASTER IS CANCELLED")  Or who exactly did Adam & Eve's two sons copulate with to start the whole human race?  Luckily the terrible laws and punishments promised by Leviticus for every little misdemeanor on earth are now explained away as only applicable to the Old Testament and do not therefore REALLY apply to us today, thought Jo.  How convenient - for some!  Verses of promises and predictions flitted through his head, and he remembered how the Bible said if only you BELIEVED, then nobody will touch even the hair on your head, for aren't you more precious than any bird in the fields?  Didn't seem to help his Dad much, did it, he thought bitterly.  He recalled the Bible flatly stated that no-one went up to Heaven save He that came down from heaven, the Son of God - but in another biblical book it is described in detail how Elijah was taken up to heaven in a fiery horse-and-cart.  But of course, for every question there are twenty answers, and if all else failed the BELIEVERS would say you don't have the FAITH, that's all.  (After all EVERYTHING is possible if you would just BELIEVE!).

And this thing about where we go after death:  The experience of Jesus on the cross is cited as proof of immediate after-life:  He told this thief on the cross next to Him, "Beware I say unto you, today you will be with me in heaven."  To which Jehovah's Witnesses tersely reply, "The bible was translated from Greek, which had no commas, apostrophes etc, so if you put the comma one word forward, the same sentence could read, 'beware I say unto you today, you will be with me in heaven."  Meaning, not TODAY, though, oh no, not necessarily.

Jo felt that the bible either had to be right ALL THE TIME, or not at all.  You cannot use the bible to suit yourself only when it pleases you.  And then there was the Central Figure, God.  If God really IS Almighty as the Believers claim, could He, in fact, make a stone that was so heavy that He Himself could not pick it up?  Yes or no?  Come on, YES or NO?!  (Trick question, so what?).

Or, if God is ALLKNOWING, surely He could not have even a sense of humour?  Humour surely implies there being a punch-line, a sudden recognition of the absurd, and then the listener REALIZES the connection and presumably finds it funny.  But God, already knowing everything, could not possibly DISCOVER the punch-line, could he?  So how could He find anything funny?  Even worse, thought Jo, following this reasoning further, God can NOT think.  Because thinking involves going from one thought process to the next, reasoning things out to find the answer / solution; yet if God is allknowing He surely already KNOWS the answer, hence no reason to think at all.  IMPOSSIBLE to think, in effect.

And then the age-old question:  since God knows everything, it follows that He must know what we are going to do at all times - our lives are then pre-destined, pe-ordained, and we really have no choice in the whole matter at all, as much as we would like to think WE are making the decisions that influence us.  This, thought Jo, would explain why some think JUDAS of the Bible is actually a Saint, since he after all only fulfilled God's prophecy by denying Christ - he simply did what was expected (foretold) by God, he had NO CHOICE in the whole matter! The Catholic Faith on the other hand condemns suicide as THE unforgivable sin, so if Judas - who committed suicide - was only fulfilling God's prophecy then what do the Catholics make of him?

Damn, thought Jo, opening his sixth beer, I'm so clever and I have to die!

Coming down to earth Jo thought about his first visit to the big city hospital, and concluded it was largely a waste of time.  After being sent from one floor to another, sitting around for hours and being poked at and having blood drawn by anyone who felt like it, no-one gave him any answers as to his condition at all.  He got there at 8 am and left at 5 PM, knowing no more than when he went in.  Creatinin = 550, (normal being between 85 and 130), less than 15 % kidney function left, definite candidate for dialysis some time in the next 6 months.  That was it.

The Intern that examined him first was an Indian doctor, with his Messiah complex firmly in place.  This doctor cut Jo's wife short when she wanted to explain some symptom or another, saying he'd rather hear from the patient himself if she doesn't mind, sorry, no offense!  Right there Jo lost respect for the doctor.  This was life and death for Jo, his wife of eighteen years was ONE with him and had EVERY RIGHT to be concerned and present and involved with his disease - but to the doctor Jo was a subject only.  And the doctor walked out every now and then, talking to colleagues, then talking on the phone, while Jo sat shivering in his underpants in the cold, unheated room with the rain pelting down outside.  He wanted desperately to get up and leave, but his wife talked him into staying.

The examination itself was an anti-climax.  Silly question followed silly question:  which knee hurt more than the other?  How long have you been drinking three beers a day?  Mind if we test for AIDS?  ("NO Offense!").  What standard did you teach at school?  Why did you leave teaching?  Worst of all, the 10-page report from previous doctors and Specialists was ignored and the same ground covered time after time.  And so on, and so on.

Then the meeting with the Resident Specialist, the Indian Intern explaining everything once again for her benefit (including a fictitious appendectomy scar he found even though Jo had never had such an operation in his life!).  Lots of frowns all round.  More questions.  More tests prescribed for next Time.  More blood drawn.  Bookings made for 7am next week, at a different location in the hospital complex ...

As he was  lighting a cigarette recounting these happenings in his mind, some random thoughts came unannounced into Jo's head.  What have you done with your life so far?  What do you still want to do?  What have you left undone that needs fixing before you ... go?  What stupendous lessons have you learned that you should pass on to the world?  Is it, after all, better to KNOW you're going to  die fairly soon, or is it better if it just happened in a blink of an eye, like in a fatal accident?  And yes, what about your immediate family, how are they REALLY feeling about all this?

Jo felt tired.  Physically and emotionally.  Funny, he thought.  Samuel Butler once said life is one long process of getting tired - and he was so right!  It creeps up on you, every day you go to bed earlier and earlier.  You find excuses and reasons NOT to have to go out at night.  And before you know it, really, you're practically crippled by fatigue and tiredness.  You now know your kidneys cannot get rid of all the poisons fast enough, and the build-up of toxins make you tired, so tired.

But Jo was also lucky, and he realized this.  He could take time off when he wanted to, go home, go and lie down, go to sleep.  Many other people in the same situation just had to keep on going to work, they simply could not AFFORD to take days off for hospital visits, or staying at home.

So Jo finished his beer, had a last cigarette and retired for the day.  It was 4pm, October 7th, 1995.  His 44th birthday.

                      ------------------------

FAQ (Frequently Asked Questions):  "A NURSE SAID THAT MY HUSBAND IS IN DENIAL..  WHAT EXACTLY DOES THIS MEAN?"

"Denial is a normal means of dealing with trauma.  Depending on the circumstances, it can be either adaptive or problematic.  Obvious grief is common after one learns of a serious illness. When grief does not occur, it is reasonable for staff to wonder if the person fully appreciates the seriousness of their situation.  The nurse may therefore believe that your husband has not responded to his situation in a way that others would." 

Q:
DOES MY RELIGION APPROVE OF ORGAN DONATION?"

A:
"Of course, organ transplantation was not possible when the world's religions first laid down their teachings.  But in recent years, the various traditions have evaluated transplantation according to their basic teachings and values:

AME & AMEZION (AFRICAN METHODIST EPISCOPAL) 

Organ and tissue donation is viewed as an act of neighborly love and charity by these denominations.  They encourage all members to support donation as a way of helping others.

AMISH

Approved if there is a definite indication that the health of the recipient would improve, but reluctant if the outcome is questionable.

ASSEMBLY OF GOD

The Church has no official policy regarding organ and tissue donation.  The decision to donate is left up to the individual.  Donation is highly supported by the denomination.

BAPTIST

Donation is supported as an act of charity and the church leaves the decision to donate up to the individual.

BRETHREN

The Church of the Brethren's Annual Conference in 1993 wrote a resolution on organ and tissue donation in support and encouragement of donation.

BUDDHISM

Donation is a matter of individual conscience.

CATHOLICISM

Transplants are acceptable to the Vatican and donation is encouraged as an act of charity.

CHRISTIAN CHURCH (DISCIPLES OF CHRIST)

The Christian Church does not prohibit organ and tissue donation. They feel that it is a personal decision to be made in conjunction with family and medical personnel.

CHRISTIAN SCIENCE

No position, leaving it to the individual.

EPISCOPAL

The Episcopal Church passed a resolution in 1982 that recognizes the life-giving benefits of organ, blood and tissue donation.  All Christians are encouraged to become organ, blood and tissue donors "as part of their ministry to others in the name of Christ, who gave His life that we may have life in its fullness".

GREEK ORTHODOX

No objection to procedures that contribute to restoration of health, but donation of the entire body for experimentation or research is not consistent with tradition.

GYPSIES

Gypsies are a people of different ethnic groups without a formalized religion.  They share  common folk beliefs and tend to be opposed to organ and tissue donation.  Their opposition is connected with their beliefs about the afterlife.  Traditional belief contends that for one year after death, the soul retraces its steps.  Thus, the body must remain intact because the soul maintains its physical shape.

HINDUISM

Donation of transplant is an individual decision.

INDEPENDENT CONSERVATIVE EVANGELICAL

Generally, Evangelicals have no opposition to organ and tissue donation.  Each Church is autonomous and leaves the decision to donate up to the individual.

ISLAM

Moslems approve of donation provided the donors consent in writing in advance and the organs are not stored but are transplanted immediately.  (Another source reminds us that the sacred writings of this faith rule against bodily mutation, and that some Islamic scholars suggest that organ transplant is inconsistent with their traditional teachings.  However, "... a majority of the faithful consider organ transplant permissible if the risk to the donor (in this or the afterlife) is on behalf of another person's life.

JEHOVAH'S WITNESSES

Donation is a matter of individual conscience with provision that all organs and tissues be completely drained of blood.

JUDAISM

Jews believe that if it is possible to donate an organ to save a life, it is obligatory to do so.

LUTHERAN

In 1984 the Lutheran Church in America passed a resolution stating that donation contributes to the well-being of humanity and can be "an expression of sacrificial love for a neighbor in need."  They call on "members to consider donating organs and to make any necessary family and legal arrangements, including the use of a signed donor card."

MENNONITE

Mennonites have no formal position on donation, but are not opposed to it.  They believe the decision to donate is up to the individual and / or their family.

MORMON (CHURCH OF JESUS CHRIST OF LATTER-DAY SAINTS)

The Church of Jesus Christ of Latter-Day Saints believes that the decision to donate is an individual one made in conjunction with family, medical personnel and prayer.  They do not oppose donation.

PENTECOSTAL

Pentecostal believe that the decision to donate should be left up to the individual.

PRESBYTERIAN

Presbyterians encourage and support donation.  They respect a person's right to make a decision regarding his/her own body.  

PROTESTANTISM

Protestantism encourages and endorses organ donation.

MORMON

Donation of transplants is an individual decision.

QUAKER

Donation of transplant is an individual decision.

SEVENTH-DAY ADVENTIST

Donation and transplantation are strongly encouraged by Seventh-day Adventists.  They have many transplant hospitals.

SHINTO

In Shinto, the dead body is considered to be impure and dangerous, and thus quite powerful.  "In folk belief context, injuring a dead body is a serious crime ...  To this day it is difficult to obtain consent from bereaved families for organ donation or dissection for medical, educational or pathological anatomy ... The Japanese regard them all in the sense of injuring a dead body.  Families are concerned that they not injure the itai - the relationship between the dead person and the bereaved people".

SOCIETY OF FRIENDS (QUAKERS)

Organ and tissue donation is believed to be an individual decision.  The Society of Friends does not have an official position on donation.

UNITARIAN UNIVERSALIST

Organ and tissue donation is widely supported by Unitarian Universalists.  They view it as an act of love and selfless giving.

UNITED CHURCH OF CHRIST

The United Church of Christ supports and encourages donation.

UNITED METHODIST

The United Methodist Church issued a policy statement in regards to organ and tissue donation.  In it, they state that "the United Methodist Church recognizes the life-givng benefits of organ and tissue donation, and thereby encourages all Christians to become organ and tissue donors by signing and carrying cards or driver's licenses, attesting to their commitment of such organs upon their death, to those in need, as a part of their ministry to others in the name of Christ, "who gave His life that we might have life in its fullness."

          --------------------------------------------

                          2.  THE PROBLEM

"EAT HEALTHILY, EXERCISE REGULARLY AND DIE ANYWAY."

-
E-Mail Tagline

"I INTEND TO LIVE FOREVER - OR DIE TRYING."

-
E-Mail Tagline

Jo started investigating the whole kidney story and summarised appropriate pieces as he went along:

There are two kidneys.  Each kidney lies alongside the spine or vertebra, low in the back (at what is called the small of the back) at about the level of the eleventh rib.  They are not in the abdomen but behind it, and they are surrounded by a tough fibrous capsule, around which is fat.  The right kidney is usually about  a half inch lower than the left (probably because the liver is above it) and is a little lower in children and women than in men; it is often easily felt on a physical examination.

The kidneys are really versatile, highly integrated and beautifully organized organs with many functions, not only urinary or excretory functions as is commonly thought.  Formerly physiologists believed that three-fourths of the work of the kidney was involved in excreting urea; they therefore advised restriction of dietary protein intake to "rest" the kidney when injured by disease, but nowadays dietary protein is restricted only in the treatment of certain renal disorders - but not to 'rest' the kidney (in actuality the kidneys are not just two organs but really two MILLION organs, tiny tubes called nephrons, which is each nourished by a separate blood vessel.  There are roughly 140 miles - 250 km - of filters and tubes in both kidneys).  Their cells synthesize and break down circulating chemicals as needed by the body and they produce hormones which in turn control and stimulate the functions of other parts of the body.

The kidney has three functions that concern us:  to develop urine, to hold some chemicals and filter out others, and lastly some glandular and endocrine activity.  The kidneys perform their life-sustaining job of filtering and returning to the blood stream about three times the entire body weight in water and salts every 24 hours - about 200 quarts or 150 liters.  Approximately two quarts (1,5 liter) are sent to the bladder to be flushed out of the body and about 198 quarts (140 liters) are retained in the body itself.

The hormones secreted by the kidneys are RENIN, which affects the salt balance, and ERYTHROPOIETIN, which balances the hemoglobin or red-colouring material of the blood and production of red blood cells.  A third hormone, found in the kidney of dogs and possibly in man, may act to preserve normal blood pressure.

The kidney has the highest oxygen consumption (uses more oxygen to burn up food) of any organ in the body.  It receives about one-quarter of the blood pumped out by the heart each time it beats.  This is about 100cc or one quart per minute, and only 1 cc or fifteen drops get to the bladder per minute.

Most adults usually pass between 1000 and 1500 ml. urine (a quart or three pints) per twenty-four hour period in temperate climates, slightly less in summer and more in winter.  Except for the elderly who may urinate once during the night, healthy adults do not have nocturia unless fluids have been taken just before bedtime.  During the day adults may typically void between five and nine times, and the urine volume for each void is usually between 100 and 300 ml at a time.  Freshly voided normal urine is usually transparent and its colour varies from pale to dark yellow.

It is interesting to note in an aside that compulsive water drinking occurs most commonly in neurotic women.

And there you have it.  You are now starting to have an idea about what it is that is wrong with you, what the organs look like and what the organ does or is supposed to do for you.  And you are amazed that you never even THOUGHT about illness or disease or kidney function before now.  You, like most everyone else, took health for granted.   What is more, we have come to EXPECT good health.  Or, at the very least, we expect to be saved by medical science.  When serious illness occurs, our expectations are confronted.  Illness challenges these and other inaccurate assumptions that we make of ourselves.  As a result, our confidence is eroded at just the time we need it most.

A good analogy may be that of a champion swimmer who is so confident of her own skills that she goes out sailing without a life jacket.  A severe storm arises suddenly and overturns the boat.  The swimmer is overcome and drowns.  

Those who read the newspaper the next day wonder why anyone would sail in a storm without access to a life jacket.  Yet, this is just what many of us do every day of our lives.  We sail through life, expecting nothing bad to happen to us and we live as if we deny personal vulnerability.  We are self-assured until a serious illness confronts us.

Health has come to many of us to be viewed largely as a product of one's own effort.  Daily, we are told that we will stay healthy if only we exercise, eat the right foods, don't smoke, or think positively.  You yourself now know personally firsthand that serious illness can occur regardless of any and all efforts to stay healthy. NOTHING can guarantee that you will never become ill.  We simply do not have that much control over our lives.  Most people live their lives as if they had all eternity available to them, as if the most important aspect of their lives is whether their hair was properly in place, or whether they will be able to get a new car this year.

Illness shows us how transparent many of our deep felt assumptions are about personal identity.

Serious illness then proves that we do not have the control we wish.  Our ability to assert personal preferences is limited.  When ill, your activities slow down and your energy level is decreased.  You need to give up some of your time for doctor's appointments or treatment. These demands force you to prioritize your activities more than usual.  You must decide what is more important to do.  These and countless other impositions confront us directly, the assumption that we 'are in control.'

Jo shut down his keyboard and went to sleep.

"THE OLDER I GET, THE BETTER I USED TO BE."

                     -------------------------

                       3.
OFF TO HOSPITAL



"THE BENEFIT OF ACTING EARLY IS TO PLAN FOR THE DIFFICULT WHILE IT IS EASY."



Tao Te Ching

"HEALTH IS MERELY THE SLOWEST POSSIBLE RATE AT WHICH ONE CAN DIE."

-
 E-Mail Tagline

THE second visit to the city hospital went slightly better;  having moved up one step (and one floor) from Out Patients to some other unknown part of the hospital Jo saw more white staff and he was seen earlier than on his first visit.  X-rays were taken and some doctor who didn't introduce himself played around for 30 minutes with jelly on his body while taking pictures of Jo's insides with the sound scanner.  He only spoke to Jo twice, once to say "breathe in", and again to say, "breathe out."  

Jo felt ridiculous walking about with his bum sticking out of the silly gown that fastens in the back.  In his mind he tried to make allowances for the Very Busy Doctors who had to see many patients and who were probably overworked, but he could not excuse them their rudeness at ignoring his dignity and treating him like an object.  In contrast, the Coloured and Black staff on the other hand impressed him when they called him by name and showed SOME interest in his well-being.  When all the tests were finally done they sent him home;  no explanations were given and Jo went away none the wiser.

After his hospital visit, relaxing with his first beer of the day Jo started thinking profound thoughts.  Why do all dogs have black noses?  Since chickens are hatched from eggs, it follows that the egg came first, does it not?  The early bird catches the worm, yes, but it is the early worm that gets caught.  Can Atheists get insurance from acts of God?  How do you know your are not immortal until you die?  Silly thoughts, flexing his mental muscles, shaking himself emotionally like a wet dog to try and focus his thoughts.

'Stop evading the question!', he reprimanded himself.  God or no God?  Heaven or Hell?  After-life or ... nothing?  Does it, after all, REALLY matter?  If I die a non-believer and there IS a God, would God start sulking and then punish me for daring not to believe in Him while I was still alive?  Besides, if God really knows everything, then He would also know I'd die a non-believer, and so he could NOT hold me responsible for merely living out my destiny, could He?

He fidgeted.  He smoked.   He drank.  He gave up and went to bed.  It was 3pm.  He also wished Noah had swatted those two fleas.

At his next hospital (now in the pre-dialysis clinic) visit Jo went prepared.  He had a typed out list of questions which he put to the attending physician, after they first lost his file and after everyone finally finished their usual prodding and fluid collections.  The doctor answered as best she could.  Private dialysis, R10,000 p.m.  Transplant cheaper than dialysis, in the long run.  600 people on waiting list for transplants, 70 done a year, at THIS hospital alone.  Limited dialysis machines available, demand very high (24 machines running at full capacity, 6 days a week).  Preparatory surgery under local anaesthetic needed to prepare veins for dialysis.  She was vague on Jo's chances to get on either programme (Jo noted that at the time but did not attach any specific importance to it - it never crossed his mind that he could actively and deliberately be kept off the machines).  A dietician was called who gave Jo a list of do's and do not's.  She was quite young (a student, in fact), appeared pretty disinterested and rambled off some information he was free to take or leave as he pleased.  Compulsory visit to Social Worker, which Jo found boring and needless and his wife in particular found positively nauseating and needlessly intrusive.  Too many personal questions asked, from someone that really had no right to that kind of information - he was a bored-looking stranger.  But the System had to be obeyed, orders followed.  Pills were prescribed.  Lots of pills were prescribed.  Next appointment was scheduled.  Nothing was done to diagnose or alleviate his presenting problem from the year before, an aching knee.

Yet Jo felt marginally better after this visit.  He appreciated that doctors really were BUSY PEOPLE, that he was, after all, simply a number and had to stand in line and take his chances or be damned.  He understood that even doctors are people and they are only doing their jobs to the best of their abilities (well, mostly), and he realized he could not insist on any special treatment.  But at least two things irritated him no end and he could not find excuses for either:  Newcomers to the kidney unit were NOT adequately (in fact, not at all) prepared for what they could expect.  To Jo's mind the Powers that Be could - and SHOULD - have SOME information brochure, SOME prepared explanation, some PERSONAL contact that could explain in plain language to the patient what is probably going to happen to him or her.  These people were after all very sick people, they were at a high risk of dying, they deserved some compassionate understanding and caring beyond just say, fixing a cut finger.  Simply knowing what to expect can take care of so much unnecessary stress and worry.  

The other irritation was that EVERYONE asked the SAME questions over and over without bothering to read the file.  Every intern, every doctor, every nurse, every dietician, every social worker, every technician asked practically the same questions and faithfully wrote the answers down without ever bothering to first read the damn file!  Even after waiting hours and finally being allowed into the hallowed presence of the Very Busy Doctor, he then spends most of his time laboriously writing down practically every word that both he and you say to each other.

A recurring question nagged at Jo.  What does it MATTER?!  What does ANYTHING matter?!  He recognized the onset of a panic reaction, the need to 'give up', to say what the hell, I'm going to die, so why bother with anything at all?  In his everyday life even he also noticed himself becoming rather reckless with his spending, perhaps subconsciously giving all creditors the finger.  Even emotionally he was aware of 'using' his illness when it suited him, pleading tiredness when he simply did not want to DO something.  He wondered about this.  Then he drank some beer and forgave himself. And he silently agreed with the saying in his pub, "GOD MADE WHISKEY TO KEEP THE IRISH FROM RULING THE WORLD"

But he also recognized that even his personal relationships with his wife and family had mood-swings.  His wife would be lovey-dovey, considerate and tearful one minute, only to turn around the next and shout at him about some imagined slight.  The kids would be helpful (painfully so at times) but minutes later they would be naughty outside, knowing daddy is in bed and could not possibly come out and check on them.

Time also took on a new meaning and became frightfully important to Jo.  Realizing he only had two or three hours early in the morning when he felt reasonably normal and could function properly, he tried to cram all important things into those few hours, and he became very impatient with people or organizations which he felt wasted his precious time when they could not (or would not) immediately comply with his requests.  This was brought home to him with a very pleasant surprise when one day, for the first time EVER, he was admitted to his G.P.'s office exactly ON TIME.  He knew without having to ask that she (his G.P.) made a Special Effort just for him, and he was flattered and smiled like an idiot the rest of the day.

He liked that lady.

Her news wasn't all that likable, though.  Pure economics dictated that only the worst cases get put on dialysis; Jo was not 'the worst' yet, and on top of that he was 44 years old and younger people had a better chance of survival.  The 'waiting-list-philosophy' also dictated that first come, first go - and there were many many patients in line before Jo.  Besides, if you had the money you would go to a private clinic and be helped immediately.  This was simply economic fact.  

The Catch 22 situation amused Jo.  He was simply not sick enough to warrant emergency dialysis, so in the mean-time all his bodily systems were breaking down until, finally, he would become sick enough to warrant emergency dialysis - by which time his other organs would probably be damaged beyond repair.  His G.P. even haltingly admitted that he COULD chase his creatinin level up artificially so that the city hospital HAD to admit him to the machines.  

He thought about this.  He also wryly noted that his attitude towards giving up and dying changed almost daily:  now he very much wanted to stay alive and he was quite prepared to go the whole dialysis/transplant route if it meant a longer life ...  No heroic die-now-to-end-the suffering bit any longer!  (This after carefully studying the 'LIVING WILL' documentation his G.P. provided him with on his request).

Jo's financial position now also began changing dramatically for the worse, and became critical.  His driving school nose-dived and income was more than halved through his personal absence (he fancied).  Same with the restaurant.  The claim he'd put in on his life policies ("covered for disability") was rejected on some technicality ("non-disclosure") and he just did not have the stamina to fight a protracted war against the Insurance Establishment.  The results of his inability to personally attend to his businesses came fast and furious.  Two of his cars were repossessed.  His credit card facilities were summarily stopped.  His bank started calling in his overdraft facilities.  He could not pay his home installments and his electricity and telephone were cut off.  The Small Business Development Corporation from which he borrowed R175,000 to buy into the restaurant business refused leniency and insisted on double payments for the months he didn't pay while waiting on his insurance claim to pay out.  Even his own lawyer went to a Credit Corporation to start proceedings for recovering debt.

Jo started to feel profoundly sorry for himself.  So he called his mother.

He had a couple of beers.  He smoked some cigarettes  ("BE NICE TO SMOKERS, THEY DON'T HAVE LONG TO LIVE", he recalled from yet another bumper sticker).

He wanted to leave the morbid thoughts behind and so he thought of Lessons to Pass On.  After everything was said and done, after all the platitudes, all the Great Truths spoken by much greater men than himself, he could only think of one major theme that stayed with him and impressed him enough to want to pass on.  

If something was worth doing, it was worth doing well.  Nothing earth-shattering about this, he thought.  Still, 'you play the cards you're dealt', and it's up to you to play them as best you can.  In all walks of life you'd get people competing for the same prize - a job, a woman, a deal, a promotion, whatever.  Your own particular attempt must be THAT MUCH better, THAT MUCH more outstanding than your competitor's, or you would not get what you're after, it's as simple as that.  Your restaurant must be just THAT MUCH more pleasant, your car must be THAT MUCH cleaner, you must be THAT MUCH sharper than everyone else if you hope to win THE PRIZE that you're after.

Jo considered pointing or even wagging his finger and frowning while thinking these thoughts, but gave up.  He had another beer instead.

Since TIME was important, Jo thought about that concept for a while.  Amazing how people can waste time, he thought.  Amazing how people can waste OTHER people's time, he improved.  And the excuses!  The AUDACITY some people show when they waste someone else's time - HOW DARE THEY?!   He thought of the many people he knew that seemed to have been born a day late - and continued in that way ever since.

Jo realized he was thinking in Capitals again, and he also realized he was getting sloshed.  So what?  He mentally shrugged and carried on thinking, and drinking.   Not the Queen of England, not the President of the United States - NO-ONE - has more than 24 hours in which to live a day, in which to work, play, have fun, and to take care of their own immortal (?) souls.  In the same 24 hours everyone has to do what they planned or what was expected of them to do.  If SOME people CAN do it - run a country for instance - who are little old we to complain and waste other's time?  

Which made him think of time-and-motion studies, where experts analyze the time it takes to perform certain jobs and then calculate and suggest new ways of minimizing time waste and so push up productivity.  He liked the concept and detested wasting time on repetitive and meaningless rituals that served no real purpose; the trick was to determine exactly what was important, and then to do it with the minimum of time waste.  In short, he felt that time should be productively used, or not at all.  Standing in a post office queue, waiting at the bank counter, sitting around in a doctor's surgery was SUCH a waste of time!

Jo wasn't sure if that came out the way he intended, but he didn't care much, any more.

            .......................................

FAQ (Frequently Asked Questions):  

"I HAVE TO EXPLAIN MY MEDICAL HISTORY REPEATEDLY TO DIFFERENT STAFF.  CAN'T THEY JUST READ MY CHART?"

"The team will record your history on a clinical chart.  But there are several reasons why different staff will ask you to repeat your story.

Most simply, the doctors, nurses and others who assess you will find your story easier to remember if they hear it from you face to face.  It is also important for members of the team to get to know you as a person, not just a collection of medical facts.  Various specialists will emphasize different questions and listen for different information in your answers.  The chart may list the basics, but not the specifics that each specialist may require.

Finally, part of the role of a teaching hospital is to help the junior staff improve their interviewing skills.  You obtain the benefits of having more doctors reviewing your care.  Their benefit is their education. 

QUESTION:   "WHENEVER I GO TO A HOSPITAL FOR A TEST OR APPOINTMENT, I HAVE TO WAIT.  I FIND IT IRRITATING.  IS THERE ANYTHING I CAN DO?"

Hospitals and clinics are complex and busy settings.  Rightly or wrongly, staff get used to working to their own schedule, not yours.

                    4.
DISEASES AND MORE

"EVERYBODY WANTS TO GO TO HEAVEN, BUT NOBODY WANTS TO DIE."

-
Tagline

"DEATH,  LIFE  -  I NEVER DID UNDERSTAND ZEN"

-
Tagline

Jo proceeded to find out more about what was wrong with him.

There really is no such thing as "kidney disease", just as there is no such thing as "heart disease".  Many disorders classified together forms a cluster of symptoms which is referred to in general as Kidney Disease.  At least 40 distinct types of diseases of the kidneys may produce what physicians call the Nephritic Syndrome, and any of hundreds of different germs can infect the kidney (some admittedly may be transitory and trivial, but many are serious and threaten life itself); to know exactly "what's wrong with you" therefore requires quite detailed examinations and fluid and blood analysis before an informed diagnosis can be made.

We can nevertheless divide kidney disorders into two broad groups.  First, there are those disorders produced by generalized disease of the body such as systemic lupus erythmatosis, and secondly there are those diseases in which a local abnormality involves the kidney primarily, such as occurs in spongy kidneys (which is one form of congenital or hereditary abnormality).

A summary of a classification of diseases of the kidneys looks as follows:

INFECTIOUS DISEASES OF THE KIDNEYS:

Pyelonephritis (including cases of "pyelitis')

Focal embolic pyelonephritis (usually due to septicemia)

Abscess within the kidneys (perinephric abscess)

Tuberculosis of the kidneys

NON-INFECTIOUS DISEASES OF THE KIDNEYS:

Primary (within the kidney):


-
Glomerulonephritis, acute or chronic


-
Nephritic syndrome (nephrosis)


-
Interstitial nephritis


The above three is called BRIGHT'S DISEASE, a term used to cover these and apparently related intrinsic disorders.


-
Tumors (benign or malignant)


-
Congenital malformations (polycystic disease, congenital absence of one kidney and specific disorders of tubules such as Fancying syndrome, Cystinosis and renal tubular acidocis).

Secondary to other disease of urinary tract:


-
renal stones (nephrolithiasis)


-
obstructive disorders (uropathies) leading to Hydronephrosis


-
enlargement of prostrate


-
congenital or acquired stricture


-
renal artery or vein constriction

Secondary to other disease outside urinary tract


-
diseases of blood vessels (vascular diseases) such as Malignant hypertension, Arteriosclerosis (Nephrosclerosis), Metabolic disease, Diabetes mellitus, Parathyroid disease Amyloidosis, Acute renal failure due to severe injury or shock, toxic effects on kidney (from mercury, carbon tetrachloride and other poisons such as constant over-use of painkillers), and blood disorders such as Sickle cell anemia or Purpura.

Structural defects of the blood vessels to and from the kidneys, of the kidneys themselves, or of the drainage system are quite common, occurring perhaps in one quarter of mankind.  Usually they are not important and most people live comfortably with horseshoe kidneys or divercula of the bladder or other congenital abnormalities without noticeable disturbance of health.

When we look at symptoms and signs of kidney disorders we find that some kidney diseases progress silently and stealthily until death.  The first sign of any kidney disease may be a single symptom like a broken rib, or blindness, or anemia, or headache, (or a sore knee, as in my case, Jo thought), which at first glance does not seem even remotely connected with the kidney.  Common symptoms which cause people to seek medical advice are swelling of the eyelids or ankles, drowsiness or fatigue, shortness of breath, a nasty taste in the mouth, excessive thirst, headache and pain (particularly backache), unexplained abdominal pain, renal colic, pain in the penis or testicles, and fever (especially if chills and shivering are associated with it).

But that's only the beginning!  Passing urine more frequently than normal (either by day or by night), noticing a change of colour in the urine such as passing a brown, red or purple colour urine, pain or discomfort or urination such as burning at the tip of the urethra or spasm of the bladder; inability to pass urine or sudden marked decrease in the volume passed; passage of a kidney stone or uric acid stone, gravel or even shreds of kidney tissue and discharge of pus from the urethra are all examples of conditions which should be referred to a medical practitioner.

Specific conditions affecting urine flow of note includes ANURIA (no urine) which occurs in acute renal failure but strongly suggests obstruction to urine flow below the kidneys; OLIGURIA which exists when the urine flow is less than 300 ml (a little over half a pint) per day.  In old people it is often diagnosed when less than 7/10 of a quart is passed; and NOCTURIA when frequency of urination by night is dramatic and it actually wakes the patient - patients can nearly always recall exactly when they first started to get up at night, how  many times they had to get up, changes in the new pattern of micturition and whether or not other symptoms such as thirst occurred at the same time.  

When Jo read this he tried to remember HIS first experience, and found he could narrow it down to some eighteen years previously, when he lived in a very hot part of Africa an drank liquid well into the night - this was also about 2 years after his motorbike accident.  At the time the doctor he consulted simply shrugged it off, saying, "what goes in must come out.  Don't worry."

Common abnormal observations in patients  with kidney disease are high blood pressure, changes in the eyegrounds, enlargement of the heart, and abnormalities in examination of the central nervous system - but the doctor may find nothing wrong at all.  Yet, when the urine in the blood is examined a clue may be found like proteinuria - albumin in the urine - or an abnormal level of creatinin in the blood.  Besides examining the urine, the blood and its cells, doctors will also use X rays, cultures of the urine, urinary function tests (the 24-hour urine output analysis), examination by cystoscope, renal biopsy and many other tests to uncover the actual cause of the disease affecting the kidneys.  

The most useful screening method however remains urinalyses.

Primary renal disease includes infections of the kidney and four specific syndromes:  acute hemorrhage Bright's disease, the nephritic syndrome, chronic Bright's disease, and persistent proteinuria without symptoms.  Most renal disorders have characteristic patterns or natural histories.  Each clinical pattern or syndrome can be the result of a variety of different causes or disease processes.  For example, the so-called "nephritic syndrome' can actually be caused by any one of forty or more different causes.  Some common clinical syndromes involving the kidneys include:

-
Acute nephritis (acute Bright's disease, acute hemorrhage glomerulonephritis);

-
Chronic renal failure (chronic nephritis, chronic Bright's disease, chronic uremia);

-
Acute Renal Failure;

-
Acute Pyelonephritis (acute pyelitis, acute cystitis);

-
Chronic Pyelonephritis (Interstitial nephritis);

-
Obstructive Uropathy (Hydronephrosis);

-
Renal Tubular Failure (Fancying syndrome)

-
Renal Colic Asymptomatic Proteinuria;

-
Asymptomatic Proteinuria

-
Hypertension (high blood pressure).

All of the above technical names and descriptions Jo merely wrote down here to satisfy those nit-picking hypochondriacs who will insist on knowing as much as their physician about their condition just so they can brag to one and all how important their illness exactly IS.  It also serves the purpose of including those lost souls who have been diagnosed with some frightening-sounding name for which they have no idea what the hell it means or how serious it possibly is, and they're too afraid to ask for fear of actually finding out the truth.

A syndrome of some interest due to its relative frequency of occurrence is ACUTE NEPHRITIS, which usually affects children (but also adults) and which may be epidemic in military or other camps.  The typical attack may follow a streptococcal infection commonly of the throat.  Some days to weeks after the infection began the patient starts passing brownish or tea-coloured urine and this may develop into puffy eyelids, swollen ankles, backache, fever, high blood pressure and even convulsions.  Complete recovery is usual in children, but a few may become nephritic or over years show evidence of chronic renal failure.  Occasionally, in severe cases, acute renal failure may develop.  Of adults who become ill enough to come into hospital about half make a complete recovery, and the remainder develop persistent proteinuria or the nephritic syndrome, or chronic nephritis.  (besides poststreptococcal nephritis, other causes of acute nephritis are Henoch-Schonlein purpura, lupus erythematatosus, and other collagen diseases).

Despite recent advances in dialysis treatment, the mortality rate in acute renal failure remains as high as prior to the dialysis era.  Infections are common in the course of acute renal insufficiency and indeed, sepsis is the most frequent cause of death; the nutritional management of patients with acute renal failure has been based on protein restriction.  Hemodialysis (HD) should probably be preferred to peritoneal dialysis (PD), since the latter involves substantially greater losses of amino acids and proteins, and it is also associated with an increased risk of respiratory complications in this category of patients.

The nephritic syndrome itself, known as "nephrosis" or "subacute Bright's disease", or even "subacute glomerulonephritis", is a result of the passage of large amounts of protein in the urine which depletes the body of protein stores, causes malnutrition and results in many biochemical abnormalities in the blood - the best known of which are low-serum albumin ('hypoalbumenia') and high-serum lipids, including a high cholesterol level.

The nephritic syndrome is manifested by a sudden or slow development of dropsy ('edema').  The patient rubs his eyes or notices puffiness on his eyes on waking in the morning.  The eyelids return to normal at the end of the day.  Later, in the course of the illness, the ankles may swell and edema may spread to involve the whole of the legs, and ultimately the peritoneal cavity of the abdomen may be filled with fluid ('ascites'), or all of a sudden a puffy face, gross swelling of legs and ascites may appear out of the blue.  Such edematous patients are also very prone to develop infections.

Another 'common' kidney disease is CHRONIC RENAL FAILURE or UREMIA.  A healthy person, apparently vigorous, may fall asleep at inappropriate times. His eyes may be puffy or he may become easily fatigued, short of breath, and look pale, or he may complain of headaches and have a high blood pressure.  He may have a stroke or complain of a nasty taste in the mouth, loss of appetite, twitching or cramps in the muscles.  He may be irritable, or perhaps even be found one day in a coma.  The clinical disturbances described here are often the result of slowly progressive symptomless failure of renal function.  Jo gave particular attention to this information since he now knew he himself suffered from this strange illness.

The kidney can lose its reserve because of the relentless destruction of nephrons by life-long disease.  In slowly progressive kidney disease, the body as a whole and the unaffected nephrons compensate for the piecemeal renal destruction as the kidney is destroyed.  A time finally comes when the critical balance between compensation and decompensation can be disturbed by incurrent noxious events such as an operation or an injury, or even acute infection, or by a completely new disease (e.g. heart attack) and especially by conditions imposed on the person which disturbs his critical internal water and chemical balance, or homeostasis.  Water and salts are lost by a bout of diarrhea or vomiting and the symptoms of uremis (poisoning by the products of metabolism) may appear.

The loss of fluid from the gastrointestinal tract shunts water away from the kidney and so little or no urine is formed;  the patient's inability to drink aggravates dehydration and also cuts down urine flow, thus waste products are not excreted in the urine and it just piles up in the body.  The loss of fluids from diarrhea or vomiting further unbalances the already disturbed bodily environment and uremic poisoning results.

Chronic renal failure with uremia is then the end result of many disease processes and of course does not always arise out of the blue but may be the end stage of obstructive changes of chronic pyelonephritis (of the nephritic syndrome therefore), or even of acute nephritis.

It is a general experience that once renal failure has advanced to a certain point, further deterioration is almost inevitable even if the underlying cause is removed and complicating factors such as hypertention and urinary infection are controlled.  The rate of deterioration is always constant.  Again Jo sat up, realising that it was no joke, he wasn't going to recover miraculously.

Hypertension or high blood pressure is a whole big problem on its own, and in fact only a small proportion of patients with hypertension have repairable disorders.  Hypertension may cause fatigue and nervousness, irritability and headaches.  The heart enlarges and may later fail, and the blood vessels of the brain may be damaged.  These complications cause edema, shortness of breath, rupture of blood vessels (e.g. nose bleeds), and nervous system complications such as strokes and blindness.  As yet there is no adequate treatment for those few patients who develop "malignant" hypertension, a fatal form of rapidly progressive high blood pressure.

Renal Colic is a severe pain, usually caused by a stone, blood clot, or piece of tissue from the kidney lodging in the ureter.  This muscular tube contracts rhythmically trying to expel the object.  This causes spasms of pain, starting in the back and going around the front and then down the abdomen to the tip of the urethra or penis.  Renal colic is often a severe pain requiring injections of morphia and antispasmodic drugs and possibly admission to hospital for surgical intervention and removal of stones.

"I QUIT DRINKING AND SMOKING ONCE.  VERY BORING 15 MINUTES."

-
Tagline

                   5.  AND LIFE CARRIES ON, REGARDLESS

"EVERYONE HATES ME BECAUSE I'M PARANOID."


-
A. Goldstuck

"DID YOU EVER STOP TO THINK ... AND FORGET TO START AGAIN?"

-
W. Ramwell

Jo's G.P. gave him the name of a patient who had had a transplant, and he went to see her.  63 years old, name of June.  A revealing conversation ensued.  June went the whole Renal failure route up country, was on Peri-something dialysis for two years and had a kidney transplant in Jo's own local Provincial Hospital two years prior to their conversation.  She emphasized the difference in approaches between the two provinces, up country seemingly being very much diet orientated while down here they seemed to rely more on pills to stabilize the condition.

Conflicting medical viewpoints also seemed to be the order of the day;  June was told by one doctor she had two weeks left to live.  This was done IN WRITING.  The doctor then proceeded to make an appointment for her to  see the Renal Clinic in TWO MONTHS time ...  She was rushed to the city hospital by her husband where they laughed and said don't be silly, just change your diet.  She did, felt better but one year later she was on the carry-around dialysis machine-thing (at this time Jo still didn't even know the names of these treatment methods, let alone be able to pronunce or spell them).  The hospital refused transplant since June was considered too old, so the family sold their belongings and came to down here, where once again June was told conflicting stories.  Then, on a hour's notice she went in and had a transplant.  Took 18 months to get over it.  Recovered, and is now feeling quite A-O.K.

And so Jo added up his arsenal of knowledge about his condition.  June gave him a hefty booklet issued free of charge in Jo'burgh (no such luck in Cape Town!) which explained things in more detail.

Jo left her somewhat the wiser, but also realizing that everyone seemed to experience the Renal Failure Experience differently, and he'd just have to make up his own mind as he went along.

He grudgingly started cutting down on his milk intake, he cut out orange juice completely and he ate less red meat.  "Think white", he reminded himself of June's culinary advice.  He also took his 14 pills every day.  He remained tired and had what he later heard was called "the restless leg syndrome", where his legs and arms ached and twitched and sometimes cramped uncomfortably, making sleep impossible.

Financially things continued deteriorating steadily.  Jo could not pay his credit cards.  He tried to secure a 3-month moratorium on his home repayments, vowing to sell or rent or DO SOMETHING before the house was repossessed.  He could not pay his children's school fees.  He found, surprisingly, that people (companies, credit corporations, businesses) paid lip service to his condition but no-one was REALLY prepared to be very lenient with debt settlements.  He did not blame them (business IS business) but it did rankle him that pity and understanding was in short supply everywhere.  "The one's death was the other's bread", he translated freely from Afrikaans.  After all, he reminded himself,  "if you think nobody cares, just try and miss a couple of payments."

Another hospital visit (Jo went every two weeks, now).  A new doctor (male this time, older, VERY energetic - and only MUCH, MUCH later did Jo realize this was THE MAN, the Head of the whole Transplant Unit).  No introductions.  Cursory examination.  No feed-back on test results.  This time they remembered to weigh him - but forgot to take a urine sample.  "They'll probably transplant a liver instead of a kidney one day", Jo mused.  The doctor gave a cursory glance at Jo's knee X-rays, mumbled something and proceeded to inquire exactly WHAT Jo was doing all day long if he wasn't working.  He cautioned Jo to 'keep taking the tablets' and arranged his next visit.  Chemical test results of Jo's blood samples were not discussed at all.

Back home Jo relaxed with what he believed was a well-deserved beer, and thought some more about Life's Lessons.  "A man's word is his honor" was a phrase he came to agree with more and more.  When all is said and done, all anyone ever had left was the integrity of his or her word.  If it is worth giving your word, then it is worth DOING what you promised.  Jo felt satisfied that he himself has lived by this dictum.  In an old-fashioned way Jo was proud to believe that his handshake was all it took.  And by the same token he accepted unconditionally what anyone told him - the FIRST time;  He taught himself to believe what people told him, until they disproved themselves through word or action.  Then he felt sad for being cheated.  He got violently upset with his own family when they promised to do something and then promptly 'forgot' to follow through.  It became almost an obsession with him that people should DO what they SAID they would.

He now also noticed he needed fewer beers lately before he started thinking in Capitals.

Then he thought a bit about NUMBER ONE.  No matter WHAT people professed, no matter WHAT happened, everybody acts and thinks primarily about NUMBER ONE - themselves.  Oh, they profess to do things "for your own good", or they sit in church feeling so sorry for someone-or-another, but when the chips are down, boy, they think first and foremost only of themselves.  Not that this was wrong, he added quickly.  Only, one should not bullshit oneself into thinking that we are truly concerned for someone else.  NEVER!  In ALL facets of life, no matter WHAT we are busy with, we ALWAYS (consciously or sub-consciously) behave in a "how-does-this-affect-ME" manner.  

Which reminded Jo of what a clever person once said:  "Defy or Defer - that is the only choice we have."  Stand up to, or give in.  Fight or Flight, that was IT.  What this had to do with his previous thoughts he could not immediately identify, nor did he greatly care.  But yes, everything in life ultimately boiled down to 'accept it or fight it'.  We have no other choices.

Then Jo's thoughts returned to 'getting tired'.  He noticed that as each day grew older, he had greater difficulty in seeing clearly, and even in hearing clearly.  It was as if all his bodily systems started closing down one by one, as if they actually got tired performing at maximum levels.  He felt he woke up a fifty-year-old, and he went to bed an eighty-year-old.  Even his mind seemed to slow down, his thought processes slowed to walking as opposed to running flat out.  He was surprised to see how FAST everyone seemed to drive, or talk, or do things.  He just wanted to slow the whole world down to a more manageable speed.

And with that his thoughts came full circle.  What does it all matter?, he thought once again.  Why do we hustle and bustle, why do we work and fight and scheme, when after all is said and done we are all going to ... die?  When you're dead, of what possible value could it be to have done this or that tremendously important job when alive?

And talking about death:  Does it matter HOW one dies?  At school we used to discuss which would be the ugliest way to die - to burn to death or to drown?  But how can it possibly matter?  When you're dead, you're DEAD - so HOW you died would not, COULD not, matter.  Whether your last minutes alive were spent burning or drowning, once you're dead it surely would not matter?!

He worried about his wife for a while.  He sensed she was distancing herself from him, she was mentally and emotionally preparing to 'let him go' and to prepare herself so she wouldn't be devastated by his death, whenever THAT happened.  Jo figured this was a natural, human reaction, but it miffed him ever so slightly.  After all, he was still very much alive right now!  Yet he understood her (probably subconscious) reasoning.  She had been given fair warning that her mate of 19 years was probably going to leave her forever in a few months and she had to cope as best she could under the circumstances.  Not a nice prospect under ANY circumstances!  Yet she was a Fighter if ever there was one, and he knew the last word about giving up hadn't been said yet.

Jo did not overly worry about his kids.  As long as they were financially provided for, he reasoned they would get over it pretty O.K.  He was proud of how he'd brought them up.  Some tears, yes (there'd BETTER be!), but after a while they'd get back on top and they'd carry on with their lives.  No problem.

For a time Jo started to feel better, physically.  He wondered whether he was in 'remission'.  Maybe the pills he drank every day did their job.  Maybe he adapted to a slower lifestyle.  Maybe the doctors were all wrong.  Maybe his mother's fervent prayers worked, for a change?  Maybe God was in a good mood?

But Jo also realized it was the eve of Christmas and he had already had a few to drink.  And he ALWAYS felt better after a few.  So Jo had a few more and for a while forgot about his kidneys.  Then he got morose and started worrying.  And this was something he was quite good at, worrying.  Got that from his father, who used to worry that he had nothing to worry about.  Which got him killed, in the end.  So Jo thought about suicide.  But of course, it always happened to OTHER people, and besides, Jo thought himself too much of a coward to consider the topic seriously - for the second time.

                     --------------------------

X-mas came and went; New year came and went.  Another hospital visit for Jo.  Pills and more pills.  Creatinin up, protein up.  He had lost some weight, he threw up twice, he found blood in his excrement.  He was told that this was 'normal' for his condition and warned to expect more of the same, only more frequently.  His knees hurt and he slept badly.  Cramps and itching kept him awake.  His eye-sight deteriorated and he got spectacles.  His normally rugged handsomeness in his 6 ft frame lost its bounce and his skin colour turned pale yellow.

Yet life went on, and things became routine.  Jo wrote an Introduction Booklet to the renal unit which he offered to his attending physician.  Jo felt that this was sorely needed and he wanted to spare newcomers to the unit some of the uneasiness he went through himself through not knowing what to expect.  His booklet was accepted halfheartedly ("We'll look at it and get back to you ...").  On the same day a fellow patient showed him a booklet she received from the Social Worker at the unit on the same topic - written 14 years before and never updated.  It made fascinating reading and Jo fumed about why this was not readily available or handed out to all newcomers (he did not wonder why he himself did not receive one).  He decided to incorporate this old booklet with what he wrote himself, and to try again to get this passed for distribution.

Then he amused himself by comparing the "DO NOT EAT" lists he received from the nutritionist, dietician and the two hospitals information booklets.

              DO NOT EAT;

salt                  

milk                

yoghurt         

ice cream

watermelon : On dialysis you are only allowed 2 1/2 cups liquid and an amount equal to the volume of urine passed per day. The above ingredients aid water retention and should be avoided.  ("There goes my beer!", thought Jo despondently).

Too much Potassium ("K") is DANGEROUS!  Avoid:

tomato                    bananas                    milk

oranges                   dried fruit                grapes

marmite                   meat                       instant coffee

grapefruit                fruit juices               chocolate

Protein is restricted because the kidneys are unable to dispose of the waste products resulting from protein breakdown in the body:

baked beans               canned meats & fish        cheese spreads

crab meat                 mussels                    oysters

prawns                    shrimps                    frankfurters

ham                       sausages                   all fish

peanut butter             processed meats            smoked meats

AVOID;

apricots                  avocado pear               coconut

dates                     fruit salad                guava

mango                     rhubarb                    spanspek

buttermilk                condensed milk             milk powder

ideal milk                sorbed                    fruit gums

licorice                 mesquite                   wine

beer                      golden syrup               molasses

oxo, bovril               mayonnaise                 bisto

worcester sauce           tomato, chili sauce       soya sauce

chutney                   fish paste                 olives

pickles                   aromat                     maggi fondor

vegetable salt            celery, garlic, onion      soup packets/tins

brown sugar               curry powder               cocoa

rennies tablets           wholewheat breads           provita

all bran cereal           muesli                     weetabix

pronutro                  potato chips               niknaks etc

popcorn                   sweet potatoes             canned vegie.

bacon                     biltong                    corned beef

ham                       rice crispies              mustard

meat tenderizer           grenadella                 melon

peas                      pineapple                  strawberries

naartjies                 asparagus                  cabbage

cauliflower               corn                       cucumber

lettuce                   radishes                   squash

apple juice               peach nectar               cherries

paw paw                   beetroot                   carrots

eggplant                  mushrooms                  figs

prunes                    raisins                    pumpkin

And so on ....

Then Jo looked at the few things he, personally, WAS allowed to eat.  The dietician suggested a Carefully Measured Daily Allowance of:

1.
2 portions            :         skimmed milk or low fat yoghurt

2.
2 portions            :         1 tsp soft margarine

                                     1 tsp sunflower oil

                                     1 1/2 Tbs mayonnaise

                                     1/4 small avocado

                                     5 olives

                                     2 tsp peanut butter

3.
1 portion             :         any medium-sized fruit or

                                     1/2 cup fruit juice

4.
1 portion             :         1/2 cup cooked veges.

                                     1 cup fresh green salad

5.
1 portion             :         1 slice brown bread

                                     1/2 cup cooked porridge

                                     1 weetabix

                                     3 provita

                                     1 medium potato

                                     1/2 cup cooked rice

6.
4 meat portions        :        30g lean chicken no skin

                                     45g fat-free cottage cheese

                                     1 egg

Jo found his smile slowly fading.  "Back to CHOICES", he thought.  Become a vegetable and live a miserable life complying with all these regulations and requirements - or eat what you want and die happy ... sooner.  And as a confirmed Libran (7 October) Jo hated decisions.

Then Jo received another set-back:  After numerous bickering backwards and forwards the Insurance Company finally refused in writing to pay out his claim on the grounds that Jo must have had "health problems" before he applied for the policy, and he did not declare same.  Jo was furious all over again, and resolved to write to the newspapers, to television, to God if necessary to get redress.

By coincidence a nationally known radio and television personality performed at Jo's pub as part of his Entertainment Menu, and this gentleman became interested in Jo's insurance plight.  He pledged support and vowed to take the issue 'to the top'.  Jo waited with bated breath and for a short time he had high hopes that things would get better, at least financially.

All for nothing.  Jo was turned down, all his policies were cancelled summarily and the company 'that assures your tomorrow' also kept all his paid-up installments to date for themselves.  They even went as far as to cancel his WIFE'S polices, on what basis he did not know.  The Ombudsman for Insurance Jo visited a few weeks later agreed that the law was wrong - but law was law, and there was nothing Jo could do about it ...

February came and went.  Another hospital visit, a different, younger doctor.  Jo was given two to three months before he'd have to be on dialysis.  His daughter's offer of one of her kidneys was firmly and summarily rejected - hospital policy was simply never to take kidneys from one's offspring.  Brothers and sisters, yes, but children, NO.

Days turned into weeks and then months passed and Jo calmed down considerably.  The initial outrage and frustration and bewilderment caused by an 'unfair fate' dissipated and left him feeling fatalistic.  What will be, will be.  One's system can only take so much confrontation and upheaval, then the system says thank you very much, I'm saturated, I can't cope any more, I can't respond adequately any more, do what you have to do and be damned.  He could not indefinitely go on preparing himself for his own possible death.  Either die or live, he told himself.  BUT GET ON WITH IT!

Jo also realized that he had milked his situation to the limit, unfortunate though it might be.  People only have a limited ability to 'understand', to 'empathize', to sympathize.  Life goes on whether we want it to or not, and no-one is REALLY prepared to feel sorry for someone that ... keeps on living after they've made everybody think they are going to die.

His life was restricted to three or four hours early in the morning when he felt reasonably fine and able to cope with normal working conditions.  He then had to lie down (and often snoozed away) two or three hours, after which he was ambulatory and up and about for the next few hours, though without any energy or zest and feeling quite miserable - he merely survived walking about and generally making a nuisance of himself.  He got terribly frustrated when he had to waste time waiting in a queue at a bank, or when some customer at his pub stood around talking rubbish hour after hour, or when someone on the phone had him hanging on, and waiting, and waiting.  He realized full well that others do not share his time problem, but it nevertheless irked him that so much valuable time could be lost doing ... nothing.

He vaguely noticed that his mind started wandering, because he felt he had surely covered this ground before.

Between beers (he now drank considerably less every day) Jo pontificated.  He so much liked the word that he pontificated a lot more, every day.  He realized that he was going to continue writing his Last Thoughts as it were, probably until the day he actually died, and that his 'memoirs' would therefore probably be interrupted, uncompleted, at some point in the future.  He was vain enough to wonder whether anyone would actually publish the damn thing (he immediately decided "yes!"), and whether large chunks would be eliminated / left out due to some publisher's personal opinion of what would sell and what would not ("well, it's all very well having this frankly written document, but who REALLY cares?!!").  To this he also decided, "yes, publish or be damned."

Then he became morose and decided the unabridged version of his life story would probably just lie in his computer ... forever.

At the bottom of his word processor screen Jo noticed he had written 12 pages, and was on line 53.  So much for his life of 44 years, he thought grimly.  And even THAT was too much, someone will still cut some words, even pages, out because it would be thought to be irrelevant, not interesting enough, boring in fact.  Was his life boring?

"And that's all the opening I need to start writing pages and pages about my life", he thought.  Then he reminded himself that he had decided to be less self-orientated, less egocentric.  He wanted to get outside himself, think about others and THEIR reactions, THEIR feelings, and not dwell on his own pitiful imagined self-importance all day long.

Then he changed his mind and decided to think about himself, after all.  A short summary of his life thus far was in order, he decided.  Only the high-lights, though, he promised himself.  None of this, 'it was a hot summer's day when Jo was born'-rubbish.

He had an older brother (by 5 years); his father had been a technical assistant (carpenter) at the local university and his mother a shop assistant in a pharmacy.  His brother became a dental mechanic making false teeth, and it was left up to Jo to be the 'intellectual' in the family, who went to university and studied to be a teacher.  This lead to conflict when his intellectual horizons were expanded while his family remained rooted to centuries-held beliefs that refused discussion and disagreement.  He was seen as a bit of a rebel and ultimately as the Black Sheep of the family.  Jo wrote this off as part of 'the highest trees catching the most wind' phenomenon (another free translation from Afrikaans).  He also recalled reading somewhere, "It's lonely at the top - but the food is better!" 

During his school years Jo played a fair game of badminton, won the Western Province Open singles, doubles and mixed championships two years running while still under 18, captained the first U18 Boland team to enter the national championships and received full sporting colours from both his school and university.  He did his National Military Service and continued going on military courses, ending up as a Major in the Commandos.  While at school he delivered newspapers every morning for some 5 years and with the proceeds bought his first motor bike.

He specialized in Psychology at university and taught Guidance at a number of high schools (working off his student loan).  He played the percussion instruments in a band and made a lot of pocket money, with which he bought his second motor-bike.  He worked in a bank, was building foreman and ended up a teacher-psychologist at a reformatory school, when he had a serious motorbike accident one morning on the way to work.  He lost the use of his left hand and had to resign from work for a year while he learned to write with his right hand.  His badminton and band careers seemed finally over.

He opened a photographic shop in Saldanha bay where he met his future wife;  her parents did not accept him, so the couple eloped (she was under age) and he was charged with kidnapping.  The investigating police officer was sympathetic and after receiving a special bottle of 5 year old KWV brandy  ('anonymously'), professed that he could not find Jo or his wife, and the case was dropped.

Jo toyed with hypnosis and after two years as Senior State Psychologist in the then South West African government service (the later Namibia) they went overseas where Jo studied for his Ph.D degree in Psychology, specializing in Hypnosis and Alcoholism.  On his return to SA Jo published his first book, on alcoholism ("WHAT DO YOU MEAN, I'M AN ALCOHOLIC?").  

Back in the present, time passed (about two months of it).  The building Jo's pub was in was sold and the owners bought Jo's lease back - he received an offer of some R80,000 with which to relocate his business.  This was done and Jo managed to siphon off enough to take him and his wife on a short 2-day trip on the famous Blue Train.  On their return Jo wrote to Spoornet, expressing gratitude for a fine holiday but also mentioning one or two things wrong with their service (the toilet in their private cabin did not flush and his shoes weren't cleaned overnight).  Within days he received an apology and an invitation for another, fully paid,  return-trip on the famous train.  So Jo and his wife promptly went and enjoyed the whole experience once again.  Jo's progressive illness prevented him from enjoying it too much, but his wife, at least, was ecstatic.

By June of 1996 Jo was just surviving, coasting along and generally coping with life as best he could.  He and everyone else became fairly used to the routine of fatigue, sleep, walking around, fatigue, on and on.  Jo's wife and G.P. conspired and concocted a plan to MAKE the hospital put him on a dialysis programme:  they vowed that he must eat lots of red meat and drink NOTHING the day before his next check-up, which should theoretically force his creatinin levels up (the idea being that his present high intake of fluids diluted the poisons and it then did not show up in large enough concentrations to alarm the doctors at the hospital sufficiently).

Yet throughout all this Jo became conscious that his biggest regret was that he did not see enough of his wife.  She ran the Pub every day into the small hours of the morning, regularly getting to bed only around 4 am.  This meant that she slept until around 1 pm each day, which was just about when Jo had to call it a day and had to go and lie down himself.  They simply never found time to spend together.

June 30.  Business running smoothly, wife asleep, kids on school holiday and therefore watching TV.  Jo having a beer.  Boredom set in and Jo started thinking of things to complain about.

Problem:  Since the onset of his disease, Jo did largely what he wanted.  And he didn't do what he didn't feel like doing.  He had figured that since he was going to die, he might as well enjoy what he could for as long as he could, and to hell with the consequences.  Which was why he went on the Blue Train (even though he could not REALLY afford it) and why he ate out at a different restaurant practically every day, spending every available cent.  He now realized that there wasn't anything really left TO do, that he'd been doing pretty much what-ever he wanted.  There was nothing really to look forward to, nothing much he wanted to still do, or experience.  Every day was just another day,  bringing with it the usual ups and downs, a never-ending story of survival.

There was no real pleasure in living.  He vaguely supposed most other (healthy) people also lived a hum-drum existence in any case, and he, personally, had no right to expect more.

He was realistic enough not to start making any long-term plans, and he also knew that 'falling madly in love', or having a sex-orgy or being chosen for the Olympic Team was NOT on the cards any longer, but within his means he had nothing really to ... live for any more.  If anything, he only had a long list of creditors after his blood, and because he could not physically work this debt off it was just going to get worse and worse - he was going to die quite bankrupt.  He would probably have to hang his head in shame (pun intended, he thought by himself).

This thought drove him to drink.

Mid-July '96.  At his last hospital visit Jo practically insisted they put him on dialysis.  The Professor (who still hadn't even introduced himself to Jo)  hedged, explained, refused.  It seemed that 'they' felt he simply wasn't sick ENOUGH!  The hospital had only so much money allocated to them every year, you know.  The professor did promise to bring his case up at the next meeting, see what the others had to say ...  Jo and his wife once again left the hospital feeling very down and left out, not understanding.  Once at home Jo wrote and posted a beg-letter to the Professor, once again asking to be admitted to the dialysis programme.

That same Saturday, four days after their last hospital visit, Jo's wife had a surprise visit from the Professor, at the Pub (while Jo was snoozing away).  He enquired about their circumstances, and in effect subtly tried to find out if Jo was worth keeping alive, if enough people depended on him.  He promised to call by the following Friday, then surprised them again by calling only two days later, giving her the glad tidings that Jo was finally accepted into the Dialysis programme.

Relief was overwhelming.  By piecing the facts together (and from what the Professor said over the phone) they realized that the stonewalling and 'distant behaviour' of the doctors at the hospital all those long months was indeed fully intentional, that the doctors did not want to give false hope to anyone, that they HAD to (for purely financial considerations) turn many people away, and that Jo was indeed very, very lucky to be accepted into the programme.  The Professor as much as promised full support from then on, a promise which he put in writing a day later, in answer to Jo's letter.

Talking things over, Jo and his wife had mixed feelings.  Yes they were profoundly glad he was accepted and now had a chance again; yes they knew that in effect some time in the future someone else had to die for Jo to live, and yes they understood that there were only SO many machines and kidneys available and that there were too many people in need to help all.  But it still frightened them that such absolute God-like power existed in the hands of mere human doctors.  It frightened them to think that Jo's wife could inadvertently have said something wrong that Saturday, in which case he would probably have been turned down - making her effectively responsible for his death.

During his time in the army, when troops had to go to the Border, the saying was always, "Don't come back in the newspapers!", and it was this same feeling of jittery gayness that Jo felt on the eve of his going into hospital, for his preparatory operation.  The Professor had called again, explaining procedures to be followed, and a day later the hospital Sister called yet again, putting the whole operation (!) forward by one day - Jo had to book in on Monday, 29 July '96  (even the date took on an ominous meaning for Jo - All operations carry risk, don't they?).

Jo determined solemnly to be brave come what may (stiff upper lip and all that) but barely a moment later he decided to beg cowardice and to scream his lungs out at the first sign of discomfort or pain.

Throughout all of his interrupted writings Jo was acutely aware that any of his words just COULD be the last words he would ever write ... (OF COURSE everybody says, 'Don't be silly, you'll outlive us all!"). Yet, if this was so, then nobody would die, ever, right?)  And what this boils down to, Jo thought, was that most people were thinking (not SAYING, mind you!), "Just shut the fuck up and die ... stop writing this stuff that's supposed to make us feel guilty or something: we all have our own damn problems to cope with, come ON, get REAL!  Get a LIFE!!

He nevertheless resolved to continue his writings as honestly as possible, to report throughout his ordeal exactly what happened and how he experienced it - rightly or wrongly.  He wanted to be as unbiased as possible and he was aware that every person had a different opinion about what was happening - the hospital staff probably had a completely different view and explanation of what happened to Jo all along.

"DO NOT ATTEMPT TO TRAVERSE A CHASM WITH TWO LEAPS'"

-
Tagline

"NOBODY EVER FORGETS WHERE THEY BURIED THE HATCHET"

-
Tagline

              -------------------------------------------

                6.
SAY WHAT?  (TYPICAL PATIENT QUESTIONS)

"FREE ADVICE IS WORTH WHAT YOU PAY FOR IT."

"EXPERIENCE IS KNOWLEDGE.  EVERYTHING ELSE IS INFORMATION."

Jo typed out a two-page questionnaire of questions he thought other patients would also have asked themselves about Dialysis, Treatment and Transplants.  He prepared 400 self-addressed envelopes and wrote to his Province's Kidney Association, asking them for permission to hand these questionnaires out to random patients.  After a Committee meeting representing doctors and other medical staff from various Renal Clinics the concept was O.K.'ed and Jo sent off the questionnaires.

It inadvertently landed in the wrong hands.

Within days he received a telephone call from the Sister at his own clinic, cautioning him that his Professor was disturbed about the questionnaires, that he thought it was "illegal and irresponsible" and that he would not allow them to be distributed.

Jo was extremely surprised at this response and he said so in a letter to the Professor, explaining that he had no intention of requesting or using the names of any doctor, clinic, hospital or indeed, patient at any time.  He could not fathom the "illegal" and could only guess (he wrote) that the "irresponsible" led to the assumption that medical staff were simply not interested in hearing what patients thought of their services.  By now Jo was throwing caution to the wind, for he realised that the Professor might take exception and somehow "get him" for it by making sure he never got a transplant.

This proved to be untrue, in time, but Jo did not KNOW this at the time of writing to the professor ...

He then improvised and sent the questionnaires to seven other renal Clinics all over the country - who all responded within weeks.  Herewith, then, the questions asked and a summary or compilation of answers received.  It is of course NOT intended as a scientific study and generalised conclusions should not be drawn from the responses - instead it is a compilation of obviously heart-felt responses from very sick people in everyday life situations.

1.
I WENT TO THE DOCTOR BECAUSE


-
(Freely translated):  I was sick and I was vomiting and I was swelling.


-
I had a short breath, my feet were swollen and I was very tired.


-
(Freely translated:)  I could not see, was sometimes nauseous, and swollen.


-
(Freely translated)  I had Nephritis at 7 years due to Alport syndrome which I was born with.  At 14 I became deaf.  At 26 I started itching, cramps, was tired all the time.


-
I felt sick and every day it got worse.


-
I had kidney failure


-
I suffered from ulcer and short breath as well as a strong headache which resulted in renal failure.


-
I was urinating blood.


-
I was weak and I could not do anything.


-
My face was swelling and my back where my kidneys were situated had become blue.

2.
MY SYMPTOMS INCLUDED


-
swelling of my feet and my stomach


-
drowsiness and dizzy with heavy headaches, i was also vomiting.


-
It was a warm summer so I didn't worry that I urinated so little because i sweated a lot.


-
I vomited all my food, felt drunk, itched, tired and my skin started to rash.


-
I swelled up and urinated very little.


-
vomiting, shortness of breath


-
vomiting, headache and dizziness.


-
constantly weak in the legs, constant back pain.


-
fading of vision.


-
puffy face, blown stomach, headaches.


-
depression, severe pain, hyperventilation.

3.
THE TREATMENT I RECEIVED FROM THE DOCTOR WAS


-
not good, because I was always getting the same problem, not knowing I had renal failure


-
I could not breathe so he gave me oxygen he said my lungs were blocked of excessive waste.


-
He said I had very high blood pressure and that it is my kidneys - he sent me to hospital far away.


-
Dr took blood samples, blood pressure, sent me to specialist, same day to hospital, was told I had kidney failure (at 26).


-
only good impressions.


-
good.


-
Very good.


-
excellent.

4.
THE TREATMENT I RECEIVED FROM THE HOSPITAL / CLINIC WAS


-
good, because I was feeling better than before I saw the doctor


-
They put in some tube in my stomach and they pump out too much water out. It was very painful.


-
I was on hemo for 2 week, then we tried to get it right with diet, but then I was put on PD.


-
PD, everything was explained to me, diet, what I may and may not do.


-
Only good impressions.


-
good


-
excellent.


-
the hospital was not good and clean.


-
the best feeling a sick patient could get.

5.
I HAD THE FOLLOWING OPERATIONS


-
fistula and peritoneal operations


-
Tenchkoff for peritoneal dialysis.


-
Two Tenckhoff catheters


-
transplant, kidney rejected and I was nearly dead, I got 5 'scopes' to try and save kidney, twice pipe was put into kidney; four PD catheters, developed a hernia and got a permanent catheter for Hemo-dialysis.


-
A 'Fistel' in '91, a lung biopsy in '92, when I was very sick and nearly died; 2nd fistel in '92 and transplant in '95.


-
Fistel, catheter, Tenckhof


-
fistula

6.
MY EXPERIENCE AT THE HOSPITAL CAN BE DESCRIBED AS


-
hemo-dialysis patient


-
The treatment was O.K. The food was tasteless because there was no salt and spices.


-
I learned a lot, but the doctor cut my artery and nerves and I got a false anurism. When this was fixed I had a lame arm for 10 months.  With this operation I was in intensive for 3 days, and the fistula then tore lose; after the Tenckhoff was removed I developed a hernia.


-
It was a frightening experience because doctors were so helpless they asked advice from overseas, and because of the many operations and the pain that makes you ask for death.  Furthermore the doctors were very strict even though you had no knowledge of the problem.


-
exciting experience!


-
Very good, caring, empathetic.


-
terrible


-
painfull, but worth the pain.


-
A bad one, because I never knew anything about the disease I had.


-
emotional pain, physical pain, boredom, lack of enthusiasm, no motivation.


-
some good, some not sp good - no sterilization in bathrooms etc.


-
very pleasant, tried to alleviate my fears.


-
There now persist a "don't care attitude" from the janitor to the superintendant.

7.
MY IMPRESSION OF THE NURSING CARE I RECEIVED IS


-
Good and very supporting


-
It was first class and the nurses were so kind and caring.


-
good.


-
On PD I was not allowed to ask questions, I was treated indifferently, with my transplant nurses swore at me; on Hemo I felt like a prisoner the first 5 months but after new staff were appointed i got loving and human care.


-
both doctors and nursing staff gave me hope when I thought the kidney would not work.


-
Satisfying


-
of a good standard.

8.
I WOULD HAVE LIKED TO KNOW MORE ABOUT THE FOLLOWING before I STARTED TREATMENT


-
they should have told me about the sickness that I had so that I could start my treatment


-
the time you sit on the machines and the medicines you use.


-
I was on PD for 5 years, then of Hemo. They should have told me earlier, it was very uncomfortable.


-
Had to change my diet on DP, then on Hemo, then after transplant - less liquid intake while on medication.


-
What is the side-effects, what can happen if my kidney rejects.


-
the symptoms of renal failure, prevention thereof and all the like.


-
side effects of medication.


-
what causes the kidneys to fail.


-
how to prevent the disease in the first place.

9.
MY ADVICE TO FUTURE RENAL PATIENTS IS


-  
to accept that you're sick and to listen to the doctors and nurses and to keep to your treatment


-
Please if the doctors diagnose that you are hypertensive, don't miss your treatment.  Forget about nice food; stay to the prescribed treatment; don't work with heavy objects


-
drink pills regularly, and if fluid (on PD) is discoloured, act immediately, don't wait for Peritonitis to set in.


-
keep to diet, don't drink too much liquid, try and keep busy, above all else keep faith and believe in Him.


-
Look after yourself, don't smoke or drink alcohol. If you do this you might as well know your kidney will reject.  Look after your kidney like gold and go to the clinic regularly; tell your doctor about every little problem and follow your diet - don't take in too much liquid.


-
to accept the condition and to have hope that a way or means of getting another kidney are there and to work or co-operate with nurses and doctors.


-
to be positive and always have confidence and keep on praying, God will answer.

10.
WHAT WAS YOUR FAMILY'S REACTION WHEN YOU WERE DIAGNOSED?


-
they accept that I'm sick and they give good support


-
They were all crying because I am the only breadwinner - my children want to donate but I feel for them.


-
shock, felt for me, understood.


-
They wanted to help - my mother stop working to look after me, my sister cried.


-
They were shocked, but had to accept.


-
felt discouraged.


-
They were amazed and did not accepted the disease I am suffering from.

11.
DESCRIBE HOW YOU FELT BEFORE AND AFTER TREATMENT / OPERATION / DIALYSIS


-
before I was all right but now life is not the same, after treatment I did feel better but not as when I was normal.


-
very tired but I could think and understand because the poison was out of my body.


-
before treatment - uncomfortable, swollen. After treatment feeling very well, get headaches at times.


-
No major change on PD, though you feel full.  Transplant filled me with fear and foreboding.  I feel tired before Hemo, lightheaded after and tired, but better the next day.


-
Before treatment I felt 'normal', after I felt bloated, swelled up and fat.  I got fatter because of the Prednisone; before operation (transplant) I was scared, not knowing if I'll survive the operation.  After operation, very painful but felt good; before dialysis felt sick, after felt tired and exhausted.


-
After dialysis sometimes I'll feel tired and wanted to sleep.  Fluid that was too much in the body will decrease and breathing will be better.


-
You know it was terrible.  I felt drowsy, suffered from a headache and vomiting.

12.
MY FEELINGS ON PERITONEAL vs HEMO-DIALYSIS ARE


-
peritoneal life was better because you do everything the same, hemodialysis is not the same.


-
Hemo is the best than the bag because it is not easy to get infection.


-
PD more at home though can't go on holiday; Hemo, I have to travel 2 day, living 460 km from hospital.


-
PD asks too much from the patient; Hemo can work with your co-operation.


-
I was on hemo (didn't want peritoneal) because I loved swimming, but Peritoneal has its advantages.


-
Hemo-dialysis to me was better you were able to visit friends and relations.


-
I have no problem about it but the four hours I spent on hemo-dialysis it is a bit long.

13.
OTHER THOUGHTS


-
renal failure is a very disappointing sickness because you don't eat & drink everything you like.


-
that 4 to 5 hours on hemo is too much you can't even get work done.


-
Don't take chances; be honest with yourself and others; be realistic.


-
I think people should be made much more aware of organ donations.


-
People suffering from kidney failure must be given enough counseling, because sometimes this sickness affects one emotionally and the family.


-
I would suggest that the working patients be considered for their work and be dialysed once or twice a week.  That as many transplants as possible be made/done.  That transplants be firstly done among very young patients and so on Thank You!

Jo debated with himself whether he should just let this 'evidence' stand as it is, or whether he should add his own interpretations.  After some beer he decided to let others speak for him.  He chose one recently published report (on the Internet) from Transplants and reproduced it verbatim (with permission from the author) as representing a balanced overview of how others experienced the transplant phenomenon.

                  THE STORY OF ANTHONY WOLBERG

'My name is ANTHONY WOLBERG and I am a new member of the "Transplant Community."  This past July 1995 I decided I needed to see a doctor, that maybe I actually had something wrong with me and it wasn't just a case of too much ice coffee or being overworked and exhausted.  I had been having these spells of jittery nerves, shortness of breath and generally felt washed out and sweaty.  After explaining as best I could my symptoms to my doctor a blood test was taken and I was sent home only to hear later that afternoon that there was something "unusual" in my results and that they went ahead and made an appointment for me to see a Nephrologist the next day.  I had no idea what a nephrologist was, but I went to my appointment.

On July 20th my creatinin was 9.4 (Jo did his home work: USA measurements; everywhere else multiply by 88, therefore his creatinin level was 827).  I had End Stage Renal Failure.

Two options were given that same day, dialysis or transplant. I was 29 years old at that time, engaged to be married early October, and enjoying a very active career full of travel in the motion picture industry, I just did not know what to do.  My "new" Nephrologist just could not seem to fathom my lack of knowing how serious a condition I was in, and had been presumably for some considerable time now, if not years.  I had no idea.

Over night my life changed.  It seemed hopeless and foreboding in ways I've never experienced, big things meant very little and little things meant too much, I was so scared.  Scared that my life would never be the same, that there was still so much I wanted to do and be, and now who knew what would happen.

August 28th my creatinin was 12.1 (1,064). I was admitted to the hospital, treated with two sessions of emergency dialysis, my first ever.  I was ready for my kidney transplant.  Two days later on the 31st of August my father donated.

Both my father and older brother (3 yrs) tested as good matches and both were very willing to donate.  I am so fortunate to have such a family, never was there a question in either of their minds nor hesitation in their actions or holding back of support.  In fact this holds true to all those close to me in my life and I am so thankful to each and every one of them.  The doctor too showed sympathy and understanding in my situation and sped the transplant process right along.  So much happened in that short six weeks from my first blood test to my transplant, tests, tests and more tests.  New diet, drugs and painful procedures became everyday events.  The wedding was postponed, and work became increasingly difficult.  Travel was out of the question.  I was still so scared and felt cheated and diminished, what would happen, what would these immuno-suppresent medicines I'd been hearing about do to me, would life ever be "normal" again.

Just three days after my operation my creatinin was down to 1.9 (167), there was talk of releasing me early, everyone was very positive. Unfortunately not too soon after that my numbers began to rise and continued to do so, I was having a "mild" rejection.

Rejection, I know now wasn't very dangerous, or even uncommon in the first stages of recovery, but to hear it connected with my name, and then to be treated for it was just so arduous.  Why me, why me was all I could think, there seemed to be no end.  The drug that they used, OKT3, to turn around the rejection made me physically very ill, which led to a virus, which led to a total of 21 days in the hospital.  Again, in retrospect, not a long period relevant to the rest of one's life, but there in the hospital, day after day, from blood test to blood test, waiting for the results, watching the numbers, it became increasingly difficult to remain positive.  Yet with the passing of each and every day I did begin to get better.  Tubes were being removed, medications lowered, I was eating and starting to feel pretty good.

I was married in late November and am back to work full time, beginning to travel more and more.  There have been some ups and downs over the past months, return visits to the hospital, side effects, nasty viruses, but all in all life is returning to "normal" and the shadows of uncertainty begin to diminish as my confidence continues to grow strong.

Mine wasn't an easy journey, nor do I imagine it is for anyone really, but we get through them in our own ways, and we survive and go on.

.

             ----------------------------------------

FAQ:

BEFORE I BECAME ILL, I FELT AS THOUGH I HAD SOME CONTROL OVER MY LIFE.  MOW IT IS AS IF ILLNESS AND DOCTORS HAVE TAKEN OVER. IS THERE NOTHING THAT I CAN DO?

A:
"Many events occur in your life each day.  You have influence over some.  Others you do not.  Your first job is to realize this truth.  Your second job is to learn which is which."

              ---------------------------------------

                     7.
MAKING THE LIST

"DIPLOMACY IS SAYING 'NICE DOGGY' - UNTIL YOU FIND A STICK."

"DIETS ARE FOR PEOPLE WHO ARE THICK AND TIRED OF IT."

It was only four days after the operation that Jo had the energy to start writing again.  While the operation was supposedly minor and while it was technically a success (they inserted a catheter tube into his abdominal cavity, but did NOT operate on his arm to link two veins for easier access to the Hemo-Dialysis machines, like he was led to believe), Jo experienced much more pain and discomfort that he though necessary.  When his own GP visited him at his request, at home after the operation to inject him with a pain-killer, she explained that (1) being a man made the catheter more painful, since child-bearing women had space for the tube to arrange itself in, while men's insides were apparently much more rigid, and (2) because the functioning of his kidneys was practically gone already it could not get rid of the anesthetic as easily as could 'normal' people.

But that was explained AFTER.  The surgical procedure itself proved highly stressful:  his dignity left him with his false teeth and he became a number, an object, to be shunted from bed to trolley, to be talked about and over, to be poked at and left in the cold, to be pushed and bumped around elevators, and to be curtly put to sleep in a damp, cold and dark operating theatre with masked figures darting around mysteriously.

As the needle went home and he slipped into unconsciousness he was sitting at his computer, explaining things to someone sitting next to him, only to wake up in an instant, shivering and with his mouth terribly dry and covered with an oxygen mask which no amount of desperate shaking could dislodge.  He was still in the operating dungeon, faces and figures flitting by, shaking uncontrollably and shivering so he could hear the teeth he did not have rattle.  Then a merciful cube of ice found its way into his mouth, some pushing and pulling along cold corridors and laughing elevators, picked up and manhandled into his own bed - and finding his wife waiting patiently and anxiously.

With his teeth back in mouth, underpants on, shivering FINALLY stilled and injected against pain Jo slowly started feeling human again.  His insides were 'flushed out' twice through the catheter the next morning and later that day he was released from hospital, with instructions to go back every second day for ten days to have his dressings replaced.  Only after that could dialysis begin, which involved a ten-day period of 2-hourly bag exchanges at the hospital while he was being trained to do the whole process by himself.

As he recuperated at home he began feeling slightly more optimistic about life.  At least he was finally 'On The List', he figured, and could reasonably expect a chance at a new kidney within the next 18 months or so.  The catheter was uncomfortable and still quite painful at times, and movement remained difficult for days after the operation.

On his second 'dressing change' it was found that Jo had a slight infection.  The nurses disagreed on whether they left some dialyses fluid inside him during his hospital stay or not (Jo knew they did, but the one nurse assured him they NEVER left fluid inside patients - the other curtly informed her that she, personally, DID leave 1/2 liter inside him).  And so on.

The 'incompetent patient care' as Jo came to call it persisted two days later when, after waiting 30 minutes on nurses who stood around chatting and watching TV, he was informed lamely that they did not have his telephone number and they could therefore not contact him to say he should come in later in the day, and so he had to wait another hour to see the doctor, because his wound was indeed infected.  The very young doctor on duty was himself 15 minutes late, and after a perfunctory examination involving peering at the wound and placing one finger on his tummy, agreed solemnly that Jo WAS infected, and wrote a prescription for Penicillin;  a different nurse bungled Jo's dressing and by the time he got home his dressing was hanging by a string and it had to be replaced by his fuming wife.

Jo initially felt it to be boring and probably unnecessary to record every stupid little incident in writing, but finally decided it was important, as incident followed incident and the level of incompetence increased.  He tried to find reasons for the uncaring attitude and decided that State Hospital vs Private Institution probably took care of most reasons.  He resolved to visit a Private Hospital and investigate more fully.  It certainly seemed that when their salaries and increases were directly dependent on paying patient's comfort, even nurses and doctors suddenly became more concerned with their care.  When the State pays your salary and the patient is also too poor to be able to go to a Private Hospital, why then the patient must naturally just shut up and take what he gets, not so?  The implied thought here was that if you were in any way important you would surely go to a Private Hospital - inversely, if you went to the State Hospital any complaints you had could largely be ignored as you probably did not have the clout to make things difficult for anyone.

During one of his hospital visits the Professor stopped by while Jo was impatiently waiting for the resident doctor and they had a quick how-are-you-I-hate-trick-questions-chat.  Friendly, inconclusive. Jo also overheard a Transplant Surgeon berating some nurses for having the wrong telephone number for a certain patient, as he apparently called the patient and the Post office informed him the number has changed.  The kidney he had available he then had to give to another patient from  Port Elizabeth (a patient that Jo happened to meet and spend some time with months later) as he could not wait any longer ...  Jo made damn sure they had HIS number correctly.

The Power-Play between the nurses went on during his next two visits, with the nurses ignoring him and he waiting meekly on their hallowed attention when they felt like it.  Despair was close under the surface as Jo's condition deteriorated and he went to bed earlier and earlier.  He had this tube sticking out of his tummy and his movements - even when trying to sleep - were hampered, he had consistent pain and he was NOT looking to the future with much hope any longer.  They were still only changing his wound dressings and he had had no form of dialysis treatment whatsoever.

He felt intensely sorry for himself.  Even his taste-buds seemed to have switched off and nothing tasted like much anymore - not even his beer.

On the up side his pub picked up considerably and his wife lost herself in the running of the place.  For a while he was able to continue paying off his personal car, but his home was repossessed and he now had three impending court cases against him for non-payment, total value approximately R52,000.  His bank overdrafts came to a further R44,000 and the expected loss on the sale of his home (which he had confidently put on the market) yet another R40,000.  He considered his total unpaid debt to be in the region of R150,000.

"Well, at least I'll die properly in debt!", he thought more optimistically.  He had long since transferred his share in the Close Corporation to his wife and felt fairly safe  in that 'they' could not touch her and he was the only one they could take to court.  He had no possessions they could repossess, everything was bonded to the business, which in itself was bonded to the SBDC (Small Business Development Corporation) for the next five years at least.  And he did not feel particularly guilty either, figuring that his was an 'honorable debt', that circumstances outside of his control put him there and that he would have made it in the long run, were it not for this kidney disease thing.

"Sue and be damned!" he decided recklessly, and opened another beer with one hand.

Then, finally, Jo's 10 days of intensive dialysis began, with bag changes every two hours and a dressing change every day.  He learned new techniques (wash hands from fingers DOWN to elbows, dry in circular motions DOWN) and he learned new words ("you're not DRAINING properly!", "we must increase your DWELL TIME", "you are RETAINING too much").  He was both impressed and depressed.  He felt like a child again, having to twist and turn to someone else's whims as and when it suited them, yet he tried hard to see the value of training laboriously for 10 days to 'get it right'.

As his energy levels slowly increased so did his attitude seem to change with it.  The nurses still seemed unnecessarily bossy but he began to have sympathy for their particular problems.  He saw other patients, talked to staff, watched hemo-dialysis (where patients were attached to blood-cleaning machines for hours on end) and read every item he could on the subject.

During his training period Jo realized he could now already add some six hours to his normal waking day - he stayed up till well after 7pm most days and felt reasonably fine throughout.  No major high, but that dreaded tiredness stayed away, his cramps and itching faded and his mood was much more optimistic than before.

While training Jo met a patient who had had her second kidney transplant only the week before, and he became very interested in her history, symptoms and progress (he didn't actually realize then that she was the one - from Port Elizabeth - who had received the kidney when the nurses got the other patient's telephone number wrong).  She was NOT happy, complaining most of the time and being generally under the weather.  Her new kidney 'slept' (it apparently had not started working since the transplant, as it was kept frozen for some time before the operation) and she had to carry on with PD (Peritoneal Dialysis) while everyone waited to see if the kidney would kick in and start working by itself.  She picked up weight, her ankles swelled, she was on a strict diet and could only drink 1 liter liquid per day.  She apparently also had to take steroids and other pills daily for the rest of her life.

And she complained about being shifted from ward to ward daily.

Another PD patient came in, laughing about how he told the doctors he was his own brother when they called his home to say he must come in for a transplant - HE wasn't prepared to go through that trauma and he was quite happy to stay on PD for the rest of his life, thank you very much.  Then yet another patient came in, his Tenchkoff (the name given to the catheter in his stomach) was infected and he had to be put on Penicillin.  He was in pain and also complained bitterly about nurse care.  A nursing student came in requesting Jo's help with her research into energy levels of PD patients vs transplant patients, and he agreed to help her out.

Jo watched and learned.

By accident he saw a document listing general PD procedures and the 10-day training programme, and he asked the nurse whether he could take this home to copy.  Only after he used the Professor's name did she grudgingly assent and he was once again amazed at how jealous they were with their supposedly specialized knowledge.  He could not understand why these things were not freely made available to patients as they entered the programme.

Early in his second day he apparently did not 'drain' sufficiently and everyone became very worried.  Needles, solutions, instruments and other paraphernalia were brought out and he was subjected to a "flush" without any explanation.  His anxiety shot up and he vowed to somehow make sure that future patients got spared this needless stress.  His ankles swelled but this was ignored by the nurse he reported it to.  Two nurses disagreed about the contents of a dialysis bag (did it or did it not contain extra Calcium?). When Jo's wife confronted his training nurse with this in private she confessed that there was a "communications problem" in the clinic, between the nursing staff.

1 September.  Exactly a year since Jo visited his G.P. and the whole thing with his kidneys started.  He got up very early and went for a walk along the beach front.  He became all philosophical again, watching the waves rolling majestically and tirelessly ashore.   He shivered deliciously, thought back and realized he was, indeed, a whole lot better off than a year before.  But he was also wiser.

Later that same morning he went to the hospital again, after being called and informed that they forgot, but he had to have a bladder X-ray done (which also involved putting a catheter up his penis) before he would be added to the transplant list  (and there he was, stupidly thinking all along that he was already on the list for some time!).  Even though he was told "it won't hurt", he was VERY skeptical and thought by himself, "Yeah, sure, that's what they said about the first operation!", but he went, grudgingly.  And he had to admit it wasn't as bad as he imagined.  The doctor attending him was young and quite humorous ("I think I'll go out and tell your wife you fainted"), but the procedure was nevertheless frightening because of his not knowing what to expect.  A catheter was inserted into his penis - some 6 inches of it - and his bladder was filled to capacity with fluid that would show up on X-rays.  Uncomfortable, but not really painful, he had to admit.  Still, he would not want to do it again, soon, thank you very much.

His regular nurses at the Renal Clinic became more friendly and kinder in his mind, as he visited more often and got to know them more individually and personally, and he was prepared to see their side and to realize their difficulties in handling well over 60 patients in treatment, each with their own particular likes and dislikes.

At the hospital Jo took to reading his own Personal File (amidst heavy frowns from the nursing staff);  he felt that they believed patients to be, well, clearly not trained to understand these technical terms and it was only really meant for 'them experts' eyes'.  Admittedly the bloody things LOOKED pretty Greek to him, but slowly, as he read more and investigated and researched and asked, he came to understand the meaning and significance of most of the results they so regularly tested for.

Since the Previous September Jo wrote down methodically all results he could lay his hands on, and now he compared them with his latest results, taken on the last day of his training and after he was firmly on Dialysis.

                  SEP OCT NOV DEC JAN FEB MAR APR MAY JUN JUL AUG SEP

CHOLESTOROL:TG   9.2                                      7.0 6.9

CREATININ        559  494  488    655     603      729    640 574

UREA             27,6 25,7 24,3    28              34     43  20,5

24HR PROTEIN                                                       64

AAT              12,3                                              10

LDH                                                                159

24 HR URINE VOL  2,67



BICARB                                                        19

GLUCOSE                                                            4.8

CALCIUM                                                            2,2

INORGANIC 

PHOSPHATE                                                          1,9

ALK PHOS                                                           139

ALBUMIN                                                             38

To try and put things into perspective he compared the normal range (in brackets) to his own results in September the year before, when he was first diagnosed as having Chronic Renal Failure:


                     normal range             Jo's results

CREATININ ..........  (80 - 130)  ............   559

SODIUM  ............ (133 - 147)  ............   141

POTASSIUM .......... (3.5 - 5.3)  ............   5.4

CHLORIDE  .......... ( 96 - 112 )  ...........   113

TOTAL CO2  ......... (20 - 30)  ..............   17

UREA  ..............  (2.5 - 7.5) ............   25,9

HAEMOGLOBIN  ....... (14.0 - 18.0)  ..........   12.5

WHITE CELL COUNT  .. (3.5 - 11.5)  ...........   12,24

Jo also skimmed through his Personalized Diet Plan, remembering how his wife and he snickered behind their hands while the student dietician admonished him about how she will "allow" him to eat only such and such - as a 45 year old, dying man Jo was not in he least interested in meekly following the advice of some 18-year-old who has read a few books.  Still, he supposed it was good advice and he vaguely tried now and then to feel guilty when he overstepped the dietary bounds - which was about every day - but without much success.

BREAKFAST

2 fruit portions  (= apple & small banana)

LUNCH

4 starch portions (= 2 cups of rice)

4 meat portions (= fat-trimmed, grilled steak, match-box size)

2 fat portions (= 2 teaspoons)

5 vegetable portions (= 1 cup carrots, 1 cup cauliflower, 1/2 cup peas)

SUPPER

3 starch portions (= 3 medium potatoes - mashed)

1 meat portion (= 1 handful peanuts, in shells)

2 vegetable portions (=2 cups carrots, grated, uncooked)

5 fat portions (= 1/ small avocado + 3 teaspoons margarine)

All-in-all not TOO skimpy, and he pitied the patients on Hemo-dialysis and those with 'new' kidneys, for he heard they were much more restricted.  He recalled how the hemo-dialysis patients stole cubes of ice because their liquid intake were severely restricted and they became really very thirsty.  He also read that "abdominal distention and suppressed appetite due to glucose absorption" was to be expected, and while he concurred with the getting fatter-around-the-waist-bit, he had no problems feeling hungry - in fact, he ate a lot more than before.

Then Jo became bored with all these facts and figures, he opened a beer and wrote a letter to the National Kidney Foundation, explaining his intention of writing a book on the subject and asking for an address list so he could get other patients' input as to what happened to them.  He included a support-letter from his Professor at the hospital and faxed it all off.

He also wrote to five large pharmaceutical companies, asking for donations to aid him in his research and publication of his book, and he wrote to a TV programme inviting them to do a long-term project with himself as subject, to culminate with the yearly Donor week (and co-incidentally the World Transplant Games) in September of the following year.  He figured that with television coverage his chances of actually GETTING a kidney would improve - and they just might treat him VERY gently while operating on camera.  

He was not to know for some time to come that none of these organisations saw their way open to help out in any way.

He also received a phone call from the Games Committee, requesting him to evaluate a Badminton player who had a new kidney and wanted to be considered for the Games the following year.  The girl in question was a Std 9 (Grade Eleven) pupil who received a new kidney some 7 months previously, and he made an appointment with her to see her play.

Jo's personal financial position remained precarious;  on the one hand the pub was doing better than ever before, yet on the other hand the bank had now formally repossessed his home and was proceeding with legal action designed to bankrupt him.  He felt it ironic that he was getting rich while getting bankrupt.  Still, you play the cards you're dealt, right?

"JUST BECAUSE I'M MOODY DOES NOT MEAN YOU'RE NOT IRRITATING."

      ---------------------------------------------------------

                    8.   TREATMENT : IS THERE HELP?

                    (+ TYPES OF DIALYSIS EXPLANIED)

"I'M ON THE CREST OF A SLUMP."

"I'M TRYING TO FIND MYSELF. HAS ANYONE SEEN ME LATELY?"

Jo continued his research into his disease.

Prevention of intercurrent infections and prevention of water and electrolyte disturbances at and after necessary operations is one aim in the care of the patient with chronic renal failure.  Diets are usually prescribed that minimize the production of bodily waste products and thus of uremic poisoning.  Commonly these diets are low in protein, potassium and phosphorus content, rich in carbohydrate and fat calories, and rich in calcium, sodium and other nutrients.

In addition, tiding a patient over a critical intercurrent noxious event by using dialysis (the 'artificial kidney') is often necessary.  A number of patients with chronic renal failure are being kept alive by repeated dialysis or by the transplantation of kidneys.  Great strides have recently been made in the field of transplantation of organs, and nowadays generally an 80% success rate can be predicted as opposed to 1964 for instance, when "most patients with transplanted kidneys had not lived for longer than a year after their operation."

It is well worth noting that it requires a great deal of willpower to accept the vigorous dietary restrictions of the treatment programme and the necessary regimentation of their work and social activities day after day, month after month, and year in and year out for patients on a dialysis programme.

The aims of treatment of acute renal failure are:  to discover the cause and deal with it and its consequences; to keep tissue protein breakdown to a minimum; to maintain nutritional status; to control water and sodium balance; to treat symptoms of acidosis or alkalosis; to prevent or treat hyperkalemia, hypocalcemia, and uremia as they arise; and last but not least, to protect the patient from infection, which is the main cause of death.

The treatment of renal disease in general is changing rapidly, and new drugs and devices are always being tested.  (And in a few months Jo would be able to testify to the truth of that last statement).

When people are dropsical - a common condition in patients with renal disease - the body must find alternative ways of getting rid of water and sometimes of salt.  DIGITALIS acts as a diuretic when patients have heart failure.  Most modern diuretics remove sodium and potassium with water and patients have to take additional potassium in some form to prevent the development of potassium deficiency (which, incidentally, may cause interstitial nephritis).

Prednisone is a steroid drug commonly used to treat nephritic syndrome and is used to treat a wide variety of collagen diseases and other disorders involving the kidney.  (This drug would soon become a daily companion to Jo, though he didn't know it at the time, of course).

In an attempt to treat kidney diseases, dialysis and artificial kidneys came into vogue early in the 20th century.  DIALYSIS is the oldest form of renal replacement therapy and the first attempt on humans were performed in 1923, in Germany.  The processes involved can be described as follows:

Membranes from animals (e.g. sausage casings from gut) and artificial plastic membranes like cellophane will allow water and smaller molecular weight substances like proteins or cells to pass across them.  This is dialysis, the principle in artificial kidney machines.  Blood from the artery or vein of a uremic patient is pumped through plastic tubes to a chamber lined with artificial membranes or through artificial membranes.  As the blood flows from the body and runs over the membranes some of the water, salts and uremic poisons pass through the membrane and are removed from the body.  Thereafter, the blood cells, the blood protein and lipids are returned through a second series of tubes to the body.

This process is known as HEMODIALYSIS, and patients typically spend 4 hours a day, every second day, on these machines.  The cost is prohibitive and while private machines are available for hire, it is only the larger hospitals that can really afford to offer this kind of treatment to any extent.  A typical large hospital will treat 20 patients at the same time, 7 am to 7 PM daily Monday through Saturday.  Approximately 60 patients are 'in treatment' at any one time, and the total figure for a country such as South Africa with an overall population of +- 23 million people would equal 800 patients on hemo-dialysis, about double that on Peritoneal-dialysis and approximately 500 living patients that have already received a transplanted kidney.  

The 'Renal Problem Population' is therefore over 2,500 (or .01 % of total population) people at any one time, Jo worked out on his pocket calculator.

Peritoneal dialysis is an alternative treatment programme that came to fruition in the 1960's when TENCKHOFF & CO pioneered the in-dwelling catheter, making it possible to use the patient's own abdominal cavity as a 'kidney machine':  The natural lining of the abdominal cavity - the peritoneal membrane - will extract uremic poisons and toxic concentrations of salts (particularly potassium) or external poisons (aspirin) from the body.  A small hole is made in the wall of the abdomen and a perforated plastic tube is inserted into the abdominal cavity (this is called a TENCKHOFF, after the inventor).  A specially designed mixture of water, glucose, salts and other chemicals is run through the tube into the cavity and left there.  "Poisons" pass from the body across the peritoneal membrane into the fluids in the cavity and after a time (usually around four hours) the fluid - now containing the poisons - is allowed to run out of the abdominal cavity.

During the earlier forms of peritoneal dialysis (only about 20 years ago!) the method was cumbersome, in that the patient had to carry the 2 L bag containing the fluids around with him wherever he went.   Nowadays the loading and unloading of fluids takes place in your bathroom and no-one is any the wiser.

The use of different forms of dialysis in the long term management of chronic renal failure is still being intensely investigated - doctors and engineers are working together to develop simple, foolproof, inexpensive machines which may be used safely in the patient's home to prolong life.

The choice of going on HD or CAPD (Continuous Ambulatory Peritoneal Dialysis, or PD for short)_is usually made by the patient, but with heavy influence from the medical staff:  your work, lifestyle and home circumstances play important roles in finally deciding which type of dialysis will suit you best.  Financial considerations would also play a role, as will travel distance from the hospital.

There ARE several differences between PD and HD which can affect mineral homeostasis, and they include increased loss of proteins and other peptides in PD, compared to little or no loss during HD.  Another difference is the alteration of vitamin D metabolism that arises due to the loss of vitamin D-binding protein;  this is significant in PD but negligent in HD.

Specific complications related to PD includes infection of the peritoneal cavity, and prevention of the resulting Peritonitis is therefore the key to success in any PD programme.  During all training absolute cleanliness is stressed, and patients are warned time and time again against relaxing their vigilance when preparing for Dialysis.  Doing bag-changes four times a day can become pretty boring and routine, and it is very easy to become lax and to decide what the hell, only this ONCE will I not wash my hands the prescribed three times.  And then, before you know it your dialysed fluid becomes cloudy, you start getting diarrhea and you vomit and have headaches.  You start having abdominal pain, loss of appetite and fever.  Peritonitis has set in and this is a BUGGER to get rid of.  Jo was determined NEVER to let that happen to him.

But many other things can go wrong:  The titanium adapter can slip out, usually caused by loss of catheter elasticity or tugging on tubing.  The hospital nursing staff will immediately replace the adapter and place the patient on three days of antibiotics - as a precaution.  Dialysate leakage occurs when inadequate healing took place after the initial operation, or because of tugging and pulling, or if the exchange volume was too large or too early, or due to poor surgical placement during the operation.  Surgical intervention is indicated to correct this problem.

Extrusion of cuffs is usually due to chronic inflammation at or near the exit site, or due to external pulling or tension on the catheter, or if the external cuff is too close to the exit site. Again surgical intervention is indicated.

Should a hole or crack occur in the catheter or tubing, this is usually caused by accidental trauma, the use of a sharp instrument near the catheter, or due to cuff shaving.  Replacement is needed, done by nursing staff without surgical intervention - therefore, no pain and over quickly!

Yet another complication can be rectal or suprapubic pain and if severe, then surgical intervention is required, for it usually means the internal catheter segment was too long when initially inserted.  (Jo was to get to know this type of pain intimately in time to come). An inability to drain properly could be caused by kinked tubing or twisted catheter, by constipation, by fibrin (a fairly common occurrence when tiny particles clump together and come out in the form of a little lump the size of a pea) or clots or by a malpositioned catheter.

Dialysis as a whole is nevertheless not perfect (only a new kidney could REALLY replace all functions of a defective one), and this imperfect nature of using dialysis as a treatment for end-stage renal disease leads to the perpetuation of many components of the uremic state:  Prominent amongst these is distorted bone and visceral metabolism, which (although often asymptomatic) is nevertheless evident in virtually all patients thus treated.

To look at the extent of Renal Failure in general we have to turn to the United States for up-to-date facts and figures.  In 1990 already a sample-study of some 20,000 patients on hemo-dialysis was investigated at 237 artificial kidney centres.  Just imagine the scope world-wide, Jo thought ...  (In 1988 the US Health Care Administration reported 105,958 dialysis patients, of which 84,7 % were treated by Hemodialysis).  Anyhow, the results of this research showed that advancing age, white race, and diabetes were all associated with a significantly increased risk of death.  Women lived longer than men.  And of the laboratory variables, low sodium albumin (< 4.0 g/dl) was most highly associated with death probability.

One other interesting finding was that shorter treatment times were associated with significantly greater probability of death (remember, we're talking about HEMO-DIALYSIS, the guys on the machines, every 2nd day for +- 5 hours).  Specifically, the probability of death for patients treated longer than 4.0 hours was approximately 10,6 %, while patients treated from 3.6 to 4.0 hrs experienced an 18,7% rate of death - which was 1,75 times worse than that of patients treated for longer than 4.0 hours.  And to rub it in, patients treated from 3.1 to 3.5 hours experienced a death rate of 20,5% (or 1,92 times higher than patients treated for longer than 4.0 hours.  

Jo felty quite dizzy after rewriting these figures and medicated himself with a beer.

Another rather surprising finding was that it became clear that the higher the CREATININ, the lower the death risk, and low creatinin was associated with high death risk.  Indeed surprising, because one purpose of dialysis is to remove substances such as creatinin!

Also, in an aside, the findings suggested that there was a substantial risk increase as calcium exceeded 3.0 mmol/L, and risk also increased as calcium decreases to values less than 2.25 mmol/L.

And finally, overall death rates (average per treatment facility) rated as high as 20,6 %.  In plain English this means you have a one-in-five chance of dying while on Hemo-dialysis.

If we turn to South Africa, the latest available figures (Sept '96, National Kidney Foundation) the picture looks like this:

*
In 1989, 237 kidney transplants were performed in SA.  This total increased to 248 in 1991.  About 5,000 similar operations are performed worldwide annually.

*
More than 9000 patients receive dialysis treatment annually in SA.

*
Fourteen per cent of kidney transplants occur when the donors are relatives.  The others are from deceased organ donors.

*
Survival statistics from kidney transplants are excellent.  In cases where donors have been living relatives, the survival period of recipients is 90 % over 5 years, and when the recipient receives kidneys from deceased donors, the survival rate is 70 % over 5 years.

*
There are 35 treatment centres for dialysis in SA at present, and kidney transplants are performed in nine hospitals nationwide.

*
The improved quality of life after a kidney transplant is also the main advantage in comparison with dialysis. A kidney transplant is also the most cost-effective treatment for chronic kidney failure.

*
The first successful kidney transplant was performed in the USA in 1954 on identical twins. At the age of twenty four, kidney disease had forced RICHARD HERRICK from his work with the U.S. Coast Guard and threatened to take his life.  A treatment for his condition did not exist.  Nobody could have predicted that for the first time in medical history, Dr JOSEPH MURRAY would successfully transplant a healthy kidney into Mr Herrick.  This surgery provided the patient with eight additional and healthy years of life.

   The first successful kidney transplant with a non-family donor was performed in 1959, also in the USA.  In SA, the first successful kidney transplant was performed by Dr Starzl in 1966, in Johannesburg.

        --------------------------------------------

FAQ:   "WHAT ARE THE MEDICAL CRITERIA FOR GETTING A TRANSPLANT?

Since transplant surgery usually occurs at or near the point when the diseased organ ceases to work at all, the transplant team looks for a candidate who has severe disease in the organ for transplant, but who is otherwise healthy.  This ideal is seldom found, and the transplant team becomes quite expert at handling many medical conditions.  Organ transplant requires valuable and scarce resources that must be used so that the greatest possible benefit results.  Few would suggest that transplantation should proceed when it is predictable that other illness will rapidly cause the graft to fail."

QUESTION:  "ARE THERE NON-MEDICAL CRITERIA FOR TRANSPLANT?

"Besides physical conditions, problematic behaviour can result in graft failure.  For example, if a recipient does not take his anti-rejection medication properly, the transplant will fail.  If the team could know beforehand that a recipient will reject an organ, it is most judicious not to go ahead with the transplant.  Confirmed alcoholics or drug abusers as another example will probably first be sent to a treatment centre before being allowed 'on the list.' "

Q:  "I AM ON THE WAITING LIST, BUT I'M VERY STRESSED OUT.  WHY IS THIS?"

A:  "Most candidates find awaiting surgery a most stressful time.  The longer the wait, the greater the stress.  And waiting for a transplant is of course most challenging for those who require a vital organ transplant, such as heart, lung or liver.


When death is even a remote possibility, it is difficult for many candidates to ignore it completely.  Reality presses on their minds.  Many worry that 'negative thinking' will harm their health.  The best advice is 'hope for the best but prepare for the worst.' "

Q:
"AT TIMES I EVEN WISH THAT SOMEONE WOULD DIE SO I COULD LIVE.  IS THIS WRONG?"

A:
Candidates awaiting a donor organ find themselves in a dilemma.  They hope for transplantation, and the possibility for renewed life and health that it promises.  But they are also aware that someone else must die before an organ will be available for transplant.  Candidates also know that others wish for and need the same donor as they.  At times, candidates feel that they will benefit only from the misfortune of others.  It is not unusual to find yourself fantasizing about an accident that will make an organ available for transplant.  You cannot stop yourself from wanting to recover from illness.  You might as well try and reassure yourself that such thoughts are normal and no reason to feel guilty."

Q:
I'VE HEARD SO MANY RUMOURS, I DON'T KNOW WHAT TO BELIEVE ANYMORE."

A
"NOBODY should underestimate the degree of uncertainty, unpredictability and ambiguity that candidates for transplantation must face.  In this stressful state candidates minds are fertile ground for any comment that plays on a candidate's worst fears.  Take any rumours that you hear with a grain of salt.  Check them out with staff who knows the facts.

                 CHAPTER NINE ;  THE BIG ONE !


"Courage is resistance to fear, mastery of fear.  NOT absence of fear."


-
 Mark Twain


"This kidney might have come from a woman.  I hope so, I might understand my wife better."


-
Transplant Patient

3 months later ...


Sunday, 20 October.  It is Jo's younger daughter's eleventh birthday.  He's done his barbecue preparations for the party, has had his weekly shower and is doing his second dialysis of the day - when the phone rings.  He heard his 13-year-old son answer, call for his mother, some silence, and then Pandemonium!

The Professor was on the line, they had a kidney for Jo.  In a daze husband and wife got everything ready and stormed off to the hospital.  Jo in particular was not at all sure he liked this idea, so soon after getting used to dialysis.  He felt he needed more time to prepare, to get ready, to think about it all.  In the back of his mind he knew, though, that he would never REALLY be READY.

The professor met them at the transplant unit entrance.  Apparently a 16 year old girl had been kept alive by machines after accidentally shooting herself in the head with her father's pistol, and it took a week for the parents to allow the brain-dead body to be uncoupled.  That fateful Sunday morning the professor received some 68 names of waiting patients that were compatible with these particular donor-organs, and the first on the list was called.  The patient was not at home and the professor then called Jo, who was very much at home.

"A good thing I haven't eaten anything since last night", Jo thought while undressing and going through the pre-op preparations of blood drawing, chest X-rays, and dialysing (hopefully for the last time).  A doctor came and explained to Jo and his wife what they could expect to happen during the operation.   

It was 11:00 am., and the waiting started.  It was explained to them that at that very moment the surgical team was busy removing the organs they were going to use.  A second kidney patient was called in from another city (+- 1000 km away) while a liver patient was also readied for surgery.  Operating theatres were being booked and readied, the ICU's  prepared, the blood bank notified and all the million other things were done to ensure a smooth operation.

At 6pm Jo's wife went home to take care of the kids.  At 8pm Jo was fetched and taken to theatre - without any prior warning or pre-op medicine to calm him down.  He was asked to sign a release for things that could go wrong, and he was asked to be part of a trial group who were being treated with new medicines brought over from the United States.  He readily agreed and within minutes he was on a drip.  He was introduced to the surgeon and the anaesthetist (though he could not later distinguish between the two) and seconds later he lost consciousness.

When Jo came to some two hours later he was in his private room, his wife was there all dressed up in protective clothing, a lot of people were milling about and he had considerable pain. He was told the operation went well.  He knew and saw he had a drip in his wound (just above his right hip-bone), another in his neck and a catheter hanging from his penis.  His wife was asked to leave by the nursing staff and when she complained that she wanted to stay by his side a doctor was called to politely lead her outside and she was sent home.

Some hours later, at 4am that Monday morning, Jo was told by the surgeon that there appeared to be a slight problem, that he seemed to be bleeding internally and they would have to 'put him under' again.  By this time Jo felt very weak and he could only nod feebly.  In the theatre he again had to sign permission for blood transfusions and while they were slipping needles into his arms he felt himself going into shock, his blood pressure dropping and he had no more courage left with which to worry or fight.  He was very tired.  He desperately missed his wife.

                 ....................................

Again Jo came to in his room in the isolation ward, with lots of nurses bustling about, testing this, pulling that, machines clicking away.  He was in great pain, moaning involuntarily, and morphine was administered every two hours through the catheter in his neck.

At 9am his wife called him on his private phone and he managed to tell her that he had been taken in for a second operation.  He hurt badly and his mouth were extremely dry and sore.  No amount of begging would move a nurse to get him an ice block.  His wife was by his side in minutes, quite furious that no-one even bothered to let her know.  Jo was too much in pain and his mouth and throat were too dry to worry about anything.  It was only some three weeks later, after a visit to his home G.P., that she asked him whether he knew how close to death he had been.  If that had happened to him at home he would have been dead even before his GP could answer the phone, let alone do something for him.

The next few days Jo would remember as the worst of his life.  He wanted to die from thirst and was only given something to drink by Tuesday morning.  (He later learned that some patients even tried to bribe the cleaners with BIG money to steal some ice blocks for them!).  The kidney also refused to start working after the second operation and Jo was put back on dialysis.  Only much later did he realise that this was what they called 'a rejection episode.'  His vital signs were checked hourly throughout the day and night and sleep was impossible.  He continued to receive morphine injections two-hourly.

(Only much later, when he penned this phase of his experience, did he come across a paragraph that applied:  "These first few hours or days after transplantation can be a trying experience.  Few find it easy to lie in bed calmly while uncomfortable.  It is not usual for any of us to lie around while others care for our health and personal hygiene.  But immediately after surgery, you are very much dependent upon the skills and sensitivity of the nursing and medical staff who look after you.  It is the best to place your trust in them. Let them do the work they have trained for.").

After two days the catheters and drips were taken out - which was an immense relief; on day four his 'sleeping' kidney woke up and started working hesitantly.  He was taken off dialysis.   And on the sixth day they found he had infection inside the wound.  His stitches were immediately taken out and the wound was opened and treated and cleaned twice daily, while four more pills were added to his diet.  His fluid intake was restricted to 2L per 24 hours and his urine output checked hourly.  

On day thirteen Jo was finally allowed to go home, but had to go back daily for dressing changes and vital signs check-ups.  He had lost 14 Kg in 13 days.

It was while recuperating at home that Jo really started thinking long and hard about what had happened to him during the previous month.  He tried to distance himself, to become impersonal, objective, while analysing his thoughts.  He had mixed feelings, finding faults and good points associated with each and every incident.

In general he felt disappointed in the hospital support system, or rather the lack there-of.  At no point did the Social Worker visit the unit;  no doctor or sister or nurse took the time to sit down and quietly and methodically explain things, or to ask what bothered him, or if he needed counseling, or help, or how was his family.  He realised that the hospital staff did about sixty transplants a year and they were therefore quite used to the whole process, but dammit, the PATIENT was very new to all of this, and it WAS major surgery, wasn't it?

Jo was aware that each transplant patient experienced different symptoms and healed faster or slower than the next, but common complaints such as back pain, cramps, catheter discomfort, sleep disturbances, pain etc did forge a common bond.  He knew his own stress levels would have been considerably less if he was told beforehand what side-effects he could expect from the operation.

The surgical team, while obviously very skilled and very professional, also did not wholly impress him.  Their skills were obvious and he had a healthy respect for their expertise and learning, but he could not become lyrical about their bedside manners.  Every morning promptly at nine they marched into his room, all six or seven of them, smiling and laughing and gay.  His vital signs were checked, charts compared, he was asked how he felt (without them ever REALLY waiting for an answer), and then they marched off again.  At times Jo had the urge to throw up in their direction just so he could get SOME satisfaction out of the situation, but his body would not obey him.  It was always left to the nurses (and the lowest of the low rankings were invariably sent) to administer medication, or change dressings, or bring food.  The pecking order was jealously preserved, with the patient at everyone's beck and call.  Even after major surgery Jo apparently only rated a student dietician to come and explain the may's and may not's of his new eating habits.  Yet they DID care, and somehow everything DID get done, and he DID get better (didn't he?), so perhaps he was over-critical.  Other patients from other regions informed him that in fact this particular hospital's service was far better than any they had encountered before.  Well, maybe so, he thought, but if this was a hotel certainly no customer would come back, THAT was for sure.  The care might have been reasonable, but the 'service' was quite poor.

Jo named his kidney BORIS for no reason at all, it just popped into his mind), and got into the habit of talking to the damn thing (some time later a friend told him the name actually meant "born fighter", and Jo fervently hoped this would hold true).  There was no feeling of having an alien organ inhabiting his body, no strange emotions or thoughts suddenly welling up unbidden, and it was purely straight-forward intellectual reasoning that reminded him that someone actually died so he could have a second chance at life.  Furthermore, even after two weeks postoperatively he still did not feel any better than he had while on peritoneal dialysis, and the pain and distress he had been through made him very certain that he would not want to go through the same procedure ever again.  If BORIS were to give up the ghost he was determined to stay on dialysis and not to take a second kidney even if it was offered.

At the same time Jo wondered about co-incidence and destiny and such-like.  It WAS ... surprising (to say the least) that HE got the chance of a kidney out of all those eligible;  it would be very easy to start feeling 'special', as if he was singled out by some deity to be allowed another chance at life.  Yet he was careful enough to realize perhaps it was simply the luck of the draw, with no special significance whatsoever.  After all, what about those people who got second and even THIRD kidneys - how special would THEY be?!  Still, the thought persisted that perhaps he had some unfinished business here, perhaps he was meant to do something nice for someone ...

Jo also had second thoughts about many things - for instance the it-doesn't-matter-how-we-die-question, and 'pain threshold' for another;  

There were times in hospital when he had severe pain, he shouted and cursed out loud, convinced that the pain could not possibly, POSSIBLY get worse, and yet it DID.  He used to think (and rely on the knowledge) that the human body had its own fail-safe systems, that if pain became too severe the system would surely shut down, the person would simply lose consciousness.  Not so, he found.  He had nightmares about the helpless feelings he got when he could not STAND the pain any longer, yet there was simply nothing to be done about it, he HAD to endure.  It was the weirdest feeling to KNOW you could not possibly stand any more pain, yet it would not change or go away, and you just had to endure, there was no other choice!  He would scream silently, without shame or self-consciousness.  The morphine was a blessing.  When it goes in, it's over.  Someone pulls the plug on the puddle of pain.  It doesn't mean it didn't hurt anymore, it did.  But it merely hurt.  Like a cracked rib or a kick in the head.  It wasn't something that enveloped his existence and made him walk like a duck.  

He also got terribly mad and angry at the nurses when he asked for pain killers and they took their sweet time to get it, or simply forgot altogether.  Come to think of it, he thought, there are certain things that we imagine would give us full permission to act out our aggression, to lash out with all the resentment and pain we've swallowed in our daily subservience to life.  The most popular movies in the world cater specifically to this fantasy - Bronson, Rambo, Schwartzenegger, and the A-team all stomp the villains, survive unharmed, are not indicted, don't even serve thirty days per corps, and feel no guilt.  But in real life the only people who normally reach this state of homicidal grace are soldiers, psychopaths, and the very religious.

He also recalled his intellectual reasoning about how it could not matter HOW one died, since once you were dead it could not matter.  Now he realised that those last few minutes of extreme pain very MUCH mattered, one had to live through it (and whether or not one had a recollection of it afterwards did not lessen the knowledge of that pain experience one iota).

And then Jo thought about when they wheeled him in to the operating theatre the second time, 4 O' clock that Monday morning.  He had felt his life slipping away as his blood pressure dropped to dangerously low levels.  He had felt no panic, really, only a kind of entrapped despair and resignation, of wanting to just give it all up, of no longer caring what happened while at the same time being mildly conscious of his situation.  He had been vaguely aware that he could die, but he had no impression of an after life, or of his past life flitting past his eyes, or of him looking down on himself, or of a light at the end of a tunnel, nothing.  There was only extreme fatigue, extreme pain, and extreme helplessness.

And then there were The Pills.  At least fifteen a day.  Big, small, all colours, shapes and sizes.  Fighting infection, fighting rejection.  In the days after his operations he fancied he felt a war raging in his body, with opposing armies of little soldiers lining up for battle, being rushed to various spots in his body to arrest the rejection-soldiers.  A kind of warm fever raged through his body, yet he had no noticeable temperature changes.  He did have recurring attacks of severe back pain (right up to about two weeks after his release), his stomach cramped occasionally and had strange sensations, he had to take suppositories for some days for relief against constipation, and his legs cramped periodically.  Throughout all this the doctors always explained (always afterwards, never as  an advance warning) that these symptoms were normal and to be expected.

He learned that some people were simply lucky, others not.  The kidney recipient in the room next to him, for instance, had NO problems whatsoever.  Within a day after his transplant he was up and about, pain-free, kidney functioning fully.  Ten days later he was released and went home to his family.  

And the Chairman of the Transplant Games Association, whose kidney simply packed up and stopped working after seven years was now back on hemo-dialysis, eagerly awaiting his second kidney with no thoughts of giving up or being afraid of the operations involved.

But then there were also the recipient of Jo's donor's liver.  This eight-hour operation was completed successfully (just before Jo's own one started), but when the catheter in the patient's neck (giving direct access to her heart) was removed the following day it sucked fast to the heart and broke the wall, resulting in emergency open-heart surgery.  While they were repairing her heart her lungs suddenly deflated and refused to work.  Yet the Cardiac surgical team fought and brought her back - and two days later she was sitting upright, smiling away.

During the previous three months Jo had also met three other patients who each had their kidneys rejected, after respectively working for 3, 4 and 7 years.  Two of these had already had second transplants, and one of those two had just recently AGAIN had his second kidney reject on him.  But to balance this, there was the secretary to the National Transplant Games, Hillary, who has had her kidney now for some twenty three years already, and she was still going strong.  Clearly there was no hard and fast rule, and luck seems to be the name of the game.

In the weeks after his operation Jo went back to the hospital repeatedly for dressing-changes, blood check-ups, weight and temperature etc., and he was again reminded of the ridiculous, peculiar ritual of 'saving face' or asserting their authority that the nurses seemed to display - time after time Jo had to simply sit and wait, and wait, while they were fluffing around, doing nothing yet not GETTING to his dressing-change, just because, well, just because they wanted to show they were 'In Charge' and he was dependent on them, and don't you forget it!  It worried him, and he thought about the same feelings he experienced while lying helpless in bed, about being at everyone's mercy to do with when and what they felt like.

He pondered this phenomenon, over a cold beer.  It seemed to him that people of a certain age - and we were all of a certain age since we were either below puberty or parents - have a certain rigidity of needs.  Best hours for dealing with others, for eating, for being alone.  Favourite foods, favourite irritations, a variety of required noise levels and silences, necessary television programmes, sources of news and forms of entertainment, tasks that they need to do and tasks they cannot bear.  We were indeed creatures of habit, he thought, and the older we get the more difficult it becomes to adapt to someone else's methods of doing things.  So perhaps he was just over sensitive...  Perhaps he was just full of shit, too.

Besides, HE wasn't 45 years old, he was 20 years old - with 25 years experience.

After nearly three weeks Jo was still only firing on three cylinders.  He tired easily and was constantly in pain.  His overall physical condition improved (creatinin 123 where 'normal' lay between 80 and 130), hemoglobin 11,5 (normal = 13+), he had lost some 14 KG's and as a consequence looked healthier than ever before, but the resistence-lowering drugs (steroids) also slowed down his healing tempo and it took 100% longer to heal than before - his wound stayed raw and sore.  The 'Trial Pills' seemed to work fine, since the lower cortisone intake allowed him to look 'normal', without the tell-tale puffed up facial characteristics of old transplant patients (who were known as 'Chipmunks' by their mates).

Still, Jo did not stay idle.  He published two advertisements in the local papers, thanking all for their concern and well-wishes while he was in hospital, and one where he acknowledged his debt to his donor.  He also became involved in the Transplant  Games Organisation, determined to somehow make it to Australia for the next World Games in 1997.

The reported costs of his operation and medication shocked him senseless.  He was told that 14 days in hospital would cost R29,000, that an 8 day course of CYCLOSPORINE (the steroid drugs he had to take for the rest of his life) would at a Pharmacy cost him over R1,500 per month, and that the actual total cost of the operation itself weighed in at R62,500.

D-day plus 21.  Three weeks, and Jo was still in considerable pain and not feeling much better than when he was on PD.  But he had to admit that, well, he DID feel ... better, sort of.  Maybe it was just the pain?  Or the pills?  Yes, maybe THAT was it.  He took 15-odd different kinds of pills, mostly anti-rejection steroids but also a fair assortment of penicillin and antibiotics for his open wound infection, and blood pressure pills.  He acknowledged the potency of the pills, as he had to gargle mouth-wash three times a day to stop his mouth and throat from getting infested with sores; he noted that he started growing hair in places he never had hair before; his skin became dry and very sensitive to any touch, flaking off for no reason;  there was an odd sensation of coldness, or pins-and-needles in his extremities for hours after taking the steroids and, a phenomenon which surprised him no end, he did not need to clean his false teeth since the operation - the pills seemed to keep his insides absolutely clean and sterile.   On the plus side he was allowed any amount of liquid (which he promptly interpreted as beer) and his appetite increased with no real restrictions on his diet at all.

Which reminded him of the whole rejection dilemma.  Nothing much was explained at the hospital, except to warn that he should 'take it easy' for the first three months.  The rest he picked up from talking to old-timers.  Biggest danger:  becoming Diabetic (due to side-effects from steroid drugs); additional danger: watch potassium intake  (heart failure can result).  Also, generally stay away from large groups of people, and drink a LOT of liquid - dehydration will cause kidney failure in a minute (Oh, well, that's just a license to drink more beer, he thought, and acted on his thought immediately).  How would he know the kidney was thinking of rejecting?  Body temperature would drop significantly, urine output would stop completely.

And if THAT happened, it was back to the old operating theatre, kidney out, back on dialysis.

A day later (Sunday) Jo was relaxing with a beer, remembering the First Heart Transplant ever, way back in 1967.  He remembered he was still delivering newspapers in his home town, Stellenbosch, and they all woke up all their clients with the Big News at 6 am that morning.

Nowadays the miracle of transplants was an every-day occurrence, accepted by most as just more proof of man's progress.  He supposed the surgeons still felt a measure of triumph every time they cheated death, and he saw in many transplant patients a sort of fatalistic, well-what-do-you-expect-of-me-now kind of attitude, and he was saddened about their apparent lack of outright elation.  He knew he himself had not fully come to terms with his own transplant, he had difficulty in absorbing the implications, in adjusting to new possibilities, in accepting the postponement of his own death, if such was indeed the case.  Perhaps he was still too dubious and skeptical about the permanency of the kidney working and not rejecting - which he rationalised were only human and natural feelings.

              ---------------------------------------

Through the miracle (another one!) of the world-wide INTERNET Jo fumbled around looking for relevant information to include in his book, and he finally found what he thought to be a very neat and precise summary of Transplant Information.  Drs Stuart Greenstein and Bonita Siegal were busy conducting a huge multi-centre study of transplant patients' problems, which involved 3,000 patient from some 72 transplant centres around the United States, and Jo logged on to their research findings.  He edited and freely paraphrased some findings, cutting out the tedious and boring facts and statistics and was then left with some (what he thought) very interesting titbits:

As immunosuppression drugs were developed transplants became easier, even though in what is now called "the prehistoric era" the first generation of these drugs assaulted the whole immune system with the frequent consequence of recipient death from viral, fungal or bacterial infection that the recipients' bodies would normally have fought off fairly easily in normal circumstances.

(In particular:  As part of our immune system, we have blood cells that find and destroy any foreign materials that enter our bodies.  These cells protect us from invading bacteria and viruses that may cause disease.  Although a transplanted organ can be lifesaving, our immune system recognizes this new organ as different from our own, as a threat, and begins to destroy it.  Doctors refer to this destruction as organ rejection.  Organ rejection has always been a major impediment to the success of organ transplant.  For years, it was possible to surgically place an organ into a person, but the recipient's immune system would rapidly render it useless, so until very recently, organ rejection greatly limited the clinical usefulness of transplant surgery.

The death rate then dropped dramatically with the introduction of second generation drugs and over the years immunosuppressive drug therapy has been refined to a point where it is potentially available to most patients with end stage renal disease, and consequently many more functioning transplants.  Specifically, the drug CYCLOSPORIN (an anti-rejection drug made from a fungus) has provided the greatest protection against organ rejection so far).  Unfortunately with this success has come a new problem, namely the loss of transplanted organs due to non-compliance with the immune suppression regimen.  Jo took this to mean that some patients actually forget to (or deliberately did not take) their pills, resulting in rejection and loss of their new kidney.

According to the authors, 'post renal transplant noncompliance' is currently the third leading cause of renal graft loss, with chronic rejection the number one cause and death due to infection the second.  

And trying to understand the reasoning behind post renal transplant noncompliant behaviour is one of the leading topics of speculation in the field of renal transplantation.  Jo could well understand this, because it must surely drive you insane if you've spent so much in resources to give someone a new kidney - only to find the person dying from ... not bothering to take his pills!

The authors then focus on Jo's favourite subject - the patients' knowledge and perceptions of dialysis and transplantation.  

'Chronic Renal Failure is the culmination of a progressive disease process and is the destruction of an organ system necessary for life.  The person with chronic renal failure will never regain his/her kidney function and will never be cured.  If renal replacement therapy is not received, death will occur within a short time ("death will occur?", Jo thought by himself.  You'll croak, dammit!).  Renal replacement therapy is designed to remove excess water and metabolic wastes and has two primary modalities (short for 'treatment methods', Jo decided):  dialysis and transplantation.  Dialysis is the cleansing of the body fluids by the diffusion of the extra water and the waste products, through either the blood or the peritoneal membrane.  Hemodialysis requires that the patient be connected to a dialysis machine three times a week for three to four hours each time.  Peritoneal dialysis requires that fluid be placed into, and removed from, the abdominal cavity three to four times per day. Both of these treatment modalities sustain life, but the patient's quality of life is not comparable to being healthy.  Renal transplantation also removes the wastes and excess water, but the patient perceives his/her quality of life to be better than it was on maintenance dialysis.

Renal transplantation is the transfer of a kidney from either a living donor or a cadaver into the recipient's body.  The transplanted renal artery is attached to the patient's iliac artery, the renal vein is sutured to the iliac vein, and the ureter from the renal graft is tunneled into the bladder.  The surgery is very simple ("HAH!", thought Jo), but how renal transplantation is experienced by the patient is a very complex combination of positives and negatives which vary according to life cycle stage, education level and socioeconomic status ("meaning how old you are, how clever you are and how rich you are", thought Jo).  Therefore, it is impossible to tell the potential recipient what life will be like after the kidney transplant.

'Nothing that happens post renal transplant is clear cut.  All the benefits come with related costs.  The patient is TOTALLY affected by the kidney transplant, as are the patient's family, peers and work place colleagues - they all react both positively and negatively to the transplant.

The authors then enlarge on the theme:  

THE BODY:

After receiving a kidney, the patient (they use the word 'recipient', which Jo did not like, mainly because he could not even spell it with his eyes closed), well, the patient has a surgical scar in either the right or the left groin, the site of the renal graft implantation (the transplant, dammit!, thought Jo.  Then he thought some more:  why left or right, exactly?).  

His thoughts were answered immediately:  Did the patient GET a right or left kidney?  Was the transplant surgeon left or right handed?  Had the recipient been transplanted previously?  And that took care of THAT question.

Regardless, the patient is now able to produce urine again.  The "new" kidney does not recognize that it is another individual's body, but it does "know" that there are metabolic wastes and excessive water to be excreted; therefore, it is not unusual for the patient to excrete several liters of urine per day in the days days post-transplant (this put Jo's mind at ease, because, well, frankly he has been peeing - especially at night - by the liter!).  The new kidney is working to bring the patient's body back into the normal homeostatic balance for its electrolytes, minerals and fluids.

This biological miracle is offset by the innate ability of the patient's immune system to recognize protein which is foreign to the recipient's (PATIENT'S!) body.  The new kidney is foreign protein.  During the transplant surgery, when the clamp on the renal vein is finally released, the immune system immediately becomes aware of the new foreign body, the donor kidney, and starts to try and get rid of it.

(It is in fact quite possible that this alerting of the immune system turns on a massive immune system response called "hyperacute rejection", and if THIS occurs, the new kidney immediately turns black and dies right before the surgeon's eyes; the patient then wakes up only to learn that the new kidney has been lost already...)

Before receiving the transplant, the patient is informed that the immune system will try to destroy the new kidney, but the actual implications of this are not fully understood until well after the transplant.  The patient must learn to adapt to living with the unrelenting risk of kidney loss; this risk is the highest in the first year after the transplant, whereafter the risk decreases but NEVER disappears completely.

The usual immunosuppressant drugs are Cyclosporin, Imuran and Prednisone, the last of which is a steroid.  The drugs protect the new kidney, but have many side-effects such as unusual weight gain - usually (AVERAGE!) about 20 lbs or 8 Kg, as well as fat facial cheeks (which is why new transplant are jokingly called "chipmunks").

MIND CHANGES;

As the body changes after transplant, so the mind has to adapt to new circumstances.  The thinking processes become clearer and new emotional issues have to be resolved.  It is difficult to concentrate for long periods, and this can become very frustrating for some patients.  Emotionally the patient reports feeling happier, but this pleasure is mixed with sadness over body changes and the irritability which comes with high steroid doses.  Some also feel guilty because they profit from someone else's loss - and some wonder if they themselves would be altruistic enough to give up a part of their body or to give up body parts of a loved one.

BEHAVIOUR:

Along with the body and mental changes comes one of the most sought-after and most dramatic improvements - improved sexual functioning (providing medication used to treat high blood pressure does not have a negative effect).  After a transplant, the patient can develop, or continue to have, high blood pressure, and this hypertention MUST be controlled, because if it is not the new kidney will be destroyed.

Due to these blood-pressure pills, many patients do not have spontaneous sex lives, instead their sexuality is run by appointment, because the hypertention medication must be withdrawn for a few hours in order for the sexual response to normalize.  Jo was amused by this, but he also looked forward to these possible changes - he himself had been impotent for some years now, and while he missed sexcual activity, he realised his wife must have missed it more, since there was nothing 'wrong' with her (however, 5 months after his XT - transplant - here had been no improvement in his sex drive at all).

When a patient receives a new kidney the dialysis equipment disappears, but in its place appear many bottles of medication - the average number of post transplant medication types prescribed is nine (or 24 pills a day).  All of these medications have their own specific dosages and administration schedules, and because it is not possible to take them all at one time, they are spread throughout the day, causing disruption of normal daily routines.  They are also very expensive, usual cost being $6,000 or R30,000 per year.

After the transplant the patient's appetite increases with a vengeance, physical endurance improves and a better sleep cycle is achieved.  Additionally, the appetite increase is stimulated by the steroid medication and quickly becomes a state of ravenous hunger (which can cause up to 100 Lbs or 40 Kg weight gain).

FAMILY & FRIENDS:

Most large transplant centres perceive that post transplant changes contribute to 1 or 2 divorces for every 100 patients treated.  Interaction patterns which may have been in place for several years are dramatically altered and while some families can adapt, others can not; another major change is involuntary - the patient is frequently very irritable because of the steroids and this is largely outside of his control.  Then there are the myths to combat - many family, friends and co-workers wrongly believe that a man who receives a woman's kidney must become feminized, or that the donor's personality traits are taken over and dominate the recipient.

Additionally many employers do not want to hire, or continue to employ transplant patients because they do have higher than average health care costs and are at risk for catastrophic medical expenses.

The authors then conclude with two findings related to kidney loss due to patients not drinking their pills:

1.
Patients with fewer physical symptoms are likely to have a lower level of compliance (the fewer changes the new kidney makes in his live, the more likely it is that the patient will forget to take his/her pills);

2.
Patients with negative illness memories are likely to have a higher level of compliance ("so THAT'S why they hurt you so much, they think because you remember the hurt you won't forget to take your pills!", thought Jo.).

It also made him wonder about all the many months (and in some cases years) patients have to go through struggling and disrupting their own and others' lives and routines just for the chance of a possible transplant.  It seemed extraordinary complex.

Transplantation can offer seriously ill patients a chance for renewed health and life.  However, to take advantage of this opportunity, the candidate must enter a fast-paced and highly technical world at the frontier of medical care.  The demands made on candidates, recipients and their families can be huge.  Illness can drain personal resources and strength.  These demands begin even before acceptance on a transplant list. Transplant patients must contend with complex assessment protocols, uncertainties about surgery, new doctors in a new hospital, the possibility of relocation to a new city, and large expenses.  Following surgery, recipients must face a long recovery period, episodes of rejection, reintegration into family and work roles, and lifelong responsibility for complying with drug and dietary recommendations.  Learning to live with these demands can mean the difference between a successful and an unsuccessful transplant.

Even recovery following transplant does not just mean that you are well enough to leave the hospital.  It may also mean that you must adjust to a new lifestyle, retrain for work, take up new interests or revitalize intimate relationships.  Recovery in these areas takes a lot more energy and motivation than simply lying down on a table and letting a surgeon give you a new kidney.  Many recipients, as Jo was coming to agree, describe rehabilitation and adaptation following transplantation as a lifelong process.

                    ------------------------------

FAQ:
WHAT ARE THE 'STAGES' I HAVE TO GO THROUGH BEFORE I'M HEALTHY AGAIN?

A:
The Application Stage extends from the time you first consider (or are considered) for transplantation to the time that you sign on to a waiting list for surgery.  Included in this stage is an extensive assessment of your health.  This assessment may be undertaken by your own doctors, the transplant team, or both.  The 'Waiting Stage' spans the time that you are accepted to a waiting list until you undergo surgery.  After you awake from surgery there is the time for recovery in the hospital.  This is the 'Recovery Stage'.  The 'Stage of Rehabilitation and Adaptation' begins with discharge from hospital and continues for the remainder of your life.

Q:

I HAVE BEEN ON THE WAITING LIST FOR SOME TIME, BAGS PACKED AND READY TO GO.  WHAT TO I DO WHEN THE CALL FINALLY COMES?

A:
Now, you are beginning a highly technical phase of transplantation, during which you will be largely dependent upon staff and their tools.  For the next few hours at least, there is only one good approach to take.  Do as directed and allow the staff to complete their assigned tasks.  The team will be very busy for the few hours before, during and after your surgery.  This is the time they have trained for.  Let the team work while you rest.

Q:
"I HAVE GREAT DIFFICULTY FALLING ASLEEP.  ANY COMMENTS?"

A:
"Major surgery can disrupt your sleep for a few days or more.  The surroundings are unfamiliar.  It may be noisy.  Or you may fall asleep during the daytime and then find yourself alert at night.  The drugs and other treatment that the team will prescribe after surgery can sometimes interfere with sleep.  This may be a problem that has to run its course. Your sleep should eventually return to what is normal for you."

Q:
"WHY DID EVERYONE INSIST I MOVE AROUND WHEN I ONLY WANTED TO LIE VERY STILL?"

A:
"Remember that the team uses many factors to measure your state of health.  These include their bedside examination, laboratory tests and other observations.  The team has extensive experience. They know the potential pitfalls of too little or too much exertion.  They care about how you feel.  But they may have other things to consider.  You may know best how you feel, but you do not have their experience."

Q:
"I AM A FAMILY MEMBER OF SOMEONE UNDERGOING A TRANSPLANT.  WHAT SHOULD I DO / NOT DO WHEN VISITING?"

A:
When visiting, try to be alert to the recipient's condition.  Nurses can tell you if the recipient has had visitors, had been busy, is tired, or feeling well or unwell.  Quiet companionship for a short period is often the best approach.  The important thing to remember is that you are there to comfort them. Do not impose your preferences on them."

"FIRST RULE OF MARRIAGE - IF YOU'RE RIGHT, APOLOGIZE FAST."

"CHILDREN COME FROM GOD - HE CAN'T STAND THE NOISE EITHER."

          -----------------------------------------

            CHAPTER TEN:  CHEMICALS, POISONS AND OTHER GOODIES

"HE WHO SMILES IN A CRISIS HAS FOUND SOMEONE TO BLAME."

"JUST GIVE ME THE COFFEE AND NO ONE WILL GET HURT."

-
Taglines

No matter what type of Dialysis you're on or whether you've already had a transplant or not, you WILL receive an advice sheet on  LOW CHOLESTEROL, LOW SATURATED FAT DIET, so you might as well get to know 'the enemy' and read up on all the nice goodies that you're (of course) not eating anymore.

CHOLESTEROL can be described as a waxy, fat-like substance that forms part of the animal cell wall.  It is therefore never found in plant foods (which is why vegetarians eat cholestorol-free, Jo thought).  The two main sources of cholesterol are the liver (where it is manufactured by our own bodies), and that which is absorbed from what we eat.  So, vegetarians make theur own cholestorol, Jo thought.

It seems that when there is an excess amount of cholesterol in the blood, small amounts begin to deposit on the inner walls of our arteries and this causes the artery walls to thicken and harden, and by so-doing decreasing the space through which the blood can pass (the disease this brings on is known as Arteriosclerosis).  When this space becomes too narrow, the blood supply to the heart can be blocked and a heart attack occurs.

Now on to the FATS.  Saturated fat is a type of fat mainly found in animal products (e.g. butter, cream, meat, cheese) and a few plant sources (e.g. coconut, palm kernel oil) and it has been found that these little buggers raise blood cholesterol levels in humans.  PolyUNsaturated fats on the other hand are found mainly in vegetable products (soft tub margarine, sunflower oil) and provided you still do not exceed your daily allowance of total fat intake, these cute little fats can actually reduce your blood cholesterol levels.

To sum up so far, then: SATURATED fats = No-No.  POLYUNSATURATED fats = yes, NB-yes.

But that's not the end of the story, see.  One also gets fat in nuts, peanut oil, and olive oil, and these little ones are called MONO-UNSATURATED fats.  Luckily for us, they are part of the YES, NB-YES group.

For the Kidney or Heart patient some pointers:  replace saturated fats (butter, cream, meat, cheese) with unsaturated fats (soft tub margarine, oil);  Avoid high-cholestorol foods (eggs, organ meats, shellfish);  Increase consumption of high fiber foods (oats, apples, wholewheat bread, cereals).   Do NOT fry foods (since fat sources may be visible (oil, butter) but can equally easily be undetectable (full cream cheese, milk).

Generally, prepare foods without fat:  trim visible fat BEFORE cooking, remove skin from chicken.  Do try grilling, baking, steaming, boiling and microwaving your meals.  See, if you heat polyunsaturated oils and margarine (e.g. by frying with oil), you'll be damned if they won't go and change to saturated fats!.

It is perhaps worth mentioning that in both chronic and acute renal failure, the rate of fat elimination is slower than normal; a fat-intake of 1g/kg/day appears to be a safe dosage level.  Jo took that to mean 1 gram per kg of his weight, to be taken per day.

You can skip the following, but at least glance at the contents, O.K.?:

ALLOWED  ALLOWED  ALLOWED  ALLOWED  ALLOWED  ALLOWED  ALLOWED  ALLOWED

MILK PRODUCTS:
Skimmed milk, fresh powdered, longlife, fat-free yoghurt, low fat buttermilk, evaporated skim milk.

CHEESE

Cottage cheese, low-fat & fat-free, cheese spreads.

FATS


soft tub margarine (50% or less polyunsaturated), sunflower & olive oil, fat free salads & dressing, 'trim' mayonnaise, avocado, peanut butter, 'spray-and-cook'.

MEAT


very lean, fat-trimmed red meat, chicken (skin removed) soya protein, legumes, lentils, dried peas, dried beans.

FISH


go wild: all white fish, tinned (but in water, NOT in oil!)

EGGS


not more than 1-2 per week; boiled, poached or scrambled, but without oil.  Egg white as much as you can (or want to) eat.

STARCHES

Any bread, really; high fiber proteins & porridges, rice, potatoes (boiled, baked, mashed - add skim milk & margarine from your daily fat allowance).

VEGETABLES & FRUIT

all fresh/tinned/ stewed / dried.  Enjoy.

SOUPS

Vegetable soups, and clear soup made with stock cubes are all O.K.

DESSERTS, SWEETS:
sugar, honey, syrup, jam, hard glucoses, jelly, marshmallows, custard, iced suckers - anything made with skimmed milk.

BEVERAGES

Tea/coffee (skim milk, of course) gassy cold drinks, fruit juices.

OTHER

nuts, pretzels, chutney, tomato sauce/paste, soy sauce, worcester sauce, mustard, pepper, curry.

Of course, if you're diabetic or overweight, go easy on ALL of the above, right ..?

FORBIDDEN : FORBIDDEN : FORBIDDEN : FORBIDDEN : FORBIDDEN : FORBIDDEN:

MILK


Full cream/low fat (2%) milk, cream, condensed milk, evaporated milk, milk blends, coffee creamers.

CHEESE

Hard, yellow cheese, full cream cheese, cheese spreads, cream cheese.

FATS


hard brick margarine, butter, lard, holsum, creamy salad dressing.

MEAT


Any fatty meats, duck, sausages, bacon, salami, poloni, tinned meats, spare ribs, biltong, offal, liver, kidney, brain, tongue, hamburger, samoosa, patties, meat pies, sausage rolls - SORRY!!

FISH


Prawns, shrimps, fish roe, caviar (THAT, you won't miss), fried fish, fish canned in oil.

EGGS


Fried.

STARCHES

Butter crackers, garlic bread, cheese biscuits.

VEGETABLES
creamed, buttered or stir-fried.

FRUIT

Coconut.

SOUPS

cream & milk soups, bones, hard margarine.

DESSERTS

Chocolates, toffee, cakes, biscuits, donuts, pastries, instant pudding, ice cream (think you'll get away with THAT one?!), fritters, pancakes.

BEVERAGES

Full cream milk shakes, chocolate drinks, cocoa, mesquite, malted drinks.

OTHER

Pizza, crisps, egg noodles, fried chips, in fact no take-aways!

Braaivleis (barbecue) is permitted; when making stews and you want to thicken the broth and add flavor, just add chopped (better still,  grated) vegetables, fresh or tinned tomatoes or tomato puree or paste.  Add this last, to prevent fat excess absorption.

Legumes are cholestorol-free (as are squash), low in fat and also a good source of fiber and protein.  Examples include soya, lentils, split peas, haricot and kidney beans.

Have generous helpings of vegetables and salads - these help to satisfy the appetite when trying to get used to smaller servings of meat.  Watch fruit juice, as the juice of more than one fruit is contained in each glass of juice.

PROTEIN is yet another problem for kidney patients.  Considerable evidence suggests that unrestricted protein diets accelerate the progression of chronic renal failure (the other constituent most widely believed to contribute to progression of CRF is phosphate).  Restriction of these two, combined with adequate manipulation of lipids, has become a part of the conservative treatment of the uremic syndrome.  Subjects with normal renal function have a minimum daily protein requirement of about 0.5 g/kg/day.  Results of nitrogen balance studies in patients on twice a week maintenance dialysis suggested that approximately 0.75 g/kg/day of high biological value protein is necessary to maintain nitrogen equilibrium.  Like you, probably, Jo also had no idea what all that meant, so he investigated a bit.

See, what they've come up with is this:  Renal failure leads to the breakdown of basic functions for the whole body: failure of water electrolyte regulation (with changes in volume and/or composition of fluids), failure of excretion of a number of waste products and failure of some important endocrine functions.

The skeleton is extremely sensitive to the consequences of renal insufficiency and is histologically abnormal in more than half the patients who have lost 50% of their kidney function.

An adequate calcium intake is of primary importance in CRF patients to prevent hypocalcemia and hyperphosphatemia (and THAT'S why you have to take those white pills every time you eat, remembered Jo).  And yes, calcium, when orally supplemented, can act also as phosphate binder ONLY when taken during meals.  Minor side effects (abdominal distention, belching) has been reported.

Iron supplements are usually given only to CFR patients undergoing

dialysis.

Nutrition therapy for patients with acute renal failure (ARF) aims at improvement of the patient's nutritional status and at reduction of the high mortality rate observed in such patients.  Hemodialysis increases oxygen consumption; both hemo and peritoneal dialysis induce considerable losses of proteins and amino acids into the dialysate; similarly, glucose and vitamins are leaked during the treatment.  The purpose of nutrition therapy therefore is to reverse protein catabolism, promote protein synthesis by means of an increase in nitrogen and caloric intake, and correct metabolic acidosis.  Water-soluble vitamins are therefore prescribed for patients on dialysis - in particular, high doses of pyridoxine (10mg/d) and folic acid (1 mg/d) are usually prescribed.

A recent retrospective study by Freund et al. reported that patients who received essential and non-essential amino acids (total about 23g/day) had a horrendous mortality of 9 % as opposed to a 75 % survival rate for patients treated with 14 g of essential amino acids only.  Again, Jo was quite lost in these figures, but he let it stand since he simply quoted direct from reputable sources.

CREATININ:  WHAT IS IT AND WHY IS IT SO IMPORTANT?  Here is a technical explanation for those who are interested:

(NOTE THAT UNITS USED IN THE UNITED STATES OF AMERICA ARE MILLIGRAMS PER DECILITER (MG/DL).  TO CONVERT TO INTERNATIONAL UNITS (MICROMOLES PER LITER) SIMPLY MULTIPLY THE CREATININ BY 88.  THUS A SERUM CREATININ LEVEL OF 2MG/DL IS THE SAME AS 176 MICROMOLES PER LITER).

Serum creatinin level and "creatinin clearance" are different ways of determining kidney function.  Creatinin is a protein produced by muscle and released in the blood.  The amount produced is relatively stable in a given person.  The creatinin level in the serum is therefore determined by the rate it is being removed, which is roughly a measure of kidney function.  If kidney function falls (say a kidney is removed to donate to a relative), the creatinin level will rise.  Normal is about 1 for an average adult.  Infants that have little muscle will have lower normal levels (0,2).  Muscle bound weight lifters may have a higher normal creatinin.  Serum creatinin only reflects renal function in a steady state.  After removing a kidney, creatinin will rise to a new steady state (usually about 1.8).  If both kidneys were removed (say for cancer) the creatinin would continue to rise daily until dialysis is begun.  How fast it rises depends on creatinin production, which is again related to how much muscle one has.  A baby may need dialysis when the creatinin reaches 2, whereas a normal adult may be able to hold off until 10, or higher.

Creatinin clearance is technically the amount of blood that is "cleared" of creatinin per time period.  It is usually expressed in ml per minute.  Normal is 120 ml/min for an adult. It is roughly, inversely related to serum creatinin: If the clearance drops to one half of the old level, the serum creatinin doubles (in the steady state).  So for an adult, serum creatinin of 2 is roughly a creatinine clearance of 60 ml/min; the creatinin 3 is roughly a clearance of 30; creatinin of 4 is roughly a clearance of 15, etc.  So why didn't the creatinin rise to only 2 when a kidney was removed?  (I said it would rise to 1.8)  The answer is that the remaining kidney "hyperfilters" and seems to work harder, therefore kidney function is not quite halved.

Usually, an adult will need dialysis because symptoms of kidney failure appear at a clearance of less than 10ml/min.  Creatinin clearance has to be measured by urine collection (usually 12 or 24 hours).  It is a more precise estimate of kidney function than serum creatinin since it does not depend on the amount  of muscle one has.

And here endeth THAT lesson, thought Jo and packed it in for the night.

               --------------------------------

FAQ:

"WHAT ARE THE SIDE EFFECTS FROM ANTI-REJECTION MEDICATION I CAN EXPECT?"

A:

"Some of the more common side effects of steroids include changes in appearance, such as acne, development of a round or moon-shaped face, and an increased appetite leading to weight gain.  Steroids may also cause a redistribution of fat, leading to a swollen face and abdomen, but thin arms and legs.  In some cases, the skin become more fragile, which leads to easy bruising.



Psychological side effects of steroids include irritability, agitation, euphoria or depression.  Insomnia can also be a side effect. These changes in appearance and mood are often apparent with high doses of steroids.



An increase in susceptibility to infections may occur with high dosages of steroids.  Prednisone may also aggravate diabetes, glaucomia, and high blood pressure, and often increases cholesterol and triglyceride levels in the blood.  In children, steroids can suppress growth."

Q:

"ARE THERE ANY MORE LONG-TERM SIDE EFFECTS FROM THE USE OF STEROIDS?"

A:

"Side effects that may be caused by the long-term use of steroids include cataracts, muscle weakness, avascular necrosis of bone and osteoporosis.



Avascular necrosis of bone, usually associated with high doses of prednisone over long periods of time, produces pain, an abnormal bone scan, and atypical x-ray appearance.  It occurs most often in the hip, but it can effect the shoulders, knees and other joints.  Avascular necrosis of bone is quite painful and often requires either a bone biopsy, electrical stimulation, or total surgical replacement for pain relief.



Steroids reduce calcium absorption through the gastrointestinal tract which may result in osteoporosis, or thinning of bones.  Osteoporosis can lead to bone fractures, especially compression fractures of the vertebrae, causing severe back pain.  Giving calcium and other medications may help to prevent osteoporosis.



There is also a relationship between steroids and premature arteriosclerosis, which is a narrowing of the blood vessels by fat (cholesterol) deposits.



In general, there is a close relationship between the side effects of steroids and the dose and duration of their use.  Thus, a high dose of steroids given over a long period of time is more likely to cause side effects than a lower dosage given over a shorter period of time.



The history of most therapies shows, however, that those which are extremely effective often are associated with side effects.  This is certainly the case with steroids."

Q:

SPECIFICALLY, I AM GIVEN CYCLOSPORIN AND PREDNISONE.  WHAT ARE THEIR SIDE EFFECTS?

A:

Cyclosporine can sometimes cause confusion or memory problems during the first few weeks of use.  Usually, this is a temporary problem.  Cyclosporin can also cause other transient mental disturbances that are even more common than delirium.



Prednisone is notorious for causing mental side effects. It doesn't matter whether the team gives it to you by pill or intravenously (when given intravenously it is known by other names).  The side effects of this drug include:  irritability, emotional sensitivity, restlessness, sleep disturbance, erratic emotional changes, overactivity, talkativeness, inability to settle down, racing thoughts, distractibility, low mood, tearfulness, loss of energy, disinterest, loss of enjoyment, disorientation, erratic behaviour, unusual beliefs, extreme fear, severe agitation.

"I REFUSE A BATTLE OF WITS WITH AN UNARMED PERSON"

"IF BRAINS WERE BIRD DROPPINGS, HE'D HAVE A CLEAN CAGE."

                -------------------------------

              CHAPTER ELEVEN ;  LIFE AFTER TRANSPLANT

"DON'T WORRY ABOUT TEMPTATION - AS YOU GROW OLDER, IT STARTS AVOIDING YOU."

"THE OLDER I GET, THE BETTER I USED TO BE."

"GOOD FORTUNE WILL FIND YOU, PROVIDED YOU GIVE DIRECTIONS."

Taglines

It was 25 days after the operation that Jo for the first time saw a doctor - and then only because he requested a consultation, because his hair was falling out in lumps.  Up till then he had to go in weekly for blood analysis and general check-ups, and the sister on duty always just told him to "come back in a week's time".

The hair loss was apparently 'normal'.

The wound healed v-e-r-y slowly, as did his general condition.  His blood test results were by now all in the normal ranges, blood pressure almost perfect, but his general state of health, based on how he felt alone, was ... well, no better really than while on dialysis.  His mood lightened, though, and Jo began to think more kindly of the nurses amd doctors he so berated in his daily diary pages.  He knew that it was natural to tend to forget the hardships and remember the niceties, but in hindsight he supposed he was fairly well treated all round.  By now he knew all the nurses by name and they were indeed a merry lot, laughing and joking, courteous and caring, helpful and considerate, and the transplant team doctors always made a point of saying Hi and how are you? when they met by accident - Jo almost felt guilty for picking on them so much in his memoirs.  

Almost, but not quite.  The treatment of his wound was yet another case in point.  When he was found to have infection (week two after transplant and still in hospital), the doctor had his stitches taken out, then opened and cleaned the wound himself.  He was very vague on why exactly Jo got infection while in the ICU.  He put some cream on gauzes, pressed it right inside the wound and covered it all up.  The next day Jo had a visit from the 'experts' ("Disease Control"), who changed the cream and insisted that the wound must NOT be filled with gauzes.  On Jo's discharge a week later the Clinic Nurses changed the ointment again (on impulse) and again filled the wound hole to the brim.  Jo visited his own G.P. one week after this, and she mentioned that she would not have added ANYTHING to the wound, but gently suggested in stead that they only covered it with the saline solution used for cleaning it.  Her reasoning made sense, as she felt that every thorough cleaning with gauzes simply took off the outer healed skin (the newly formed cells)  and the wound had to start all over healing itself.  Ever since Jo did as she suggested the wound started healing almost dramatically, and he played a cat-and-mouse game with the clinic, promising them that he was faithfully following their orders while he in fact followed his own doctor's suggestions.

It was also only on the  few rare occasions that he was "less lucid" (which he blamed on Boris's vastly improved capacity for alcohol) that his suspicious nature caused him to wonder if his emergency operation was not in fact ... deliberately caused, say to give some much-needed experience to some trainee surgeon about what to do under those circumstances.  He almost blushed thinking these thoughts ("Doctors are dedicated to the preservation of life, for goodness' sake!") but it kept nagging at him that IF it happens to be true, only two or three people would really know - and THEY were sure not to tell.  If the operation ended in his death, well, you win some, you lose some - they were quite safe with the statistics backing them up, and in any case he signed his life away every time before he was wheeled in.  He also recalled medical fiction books and films where doctors did stranger things than that ...

But Jo also knew he was stalling on another matter, and so he deliberately had some God-thoughts.  He supposed it would have made a nice, neat conclusion to the story if he suddenly "got religion" at the end, so the whole book could be neatly wrapped up as a success story with a Happy Ending.  Unfortunately (while keeping his options open, "just in case!") Jo had no occasion to change his mind, no mysterious happening such as a dream-with-a-message, or his dead father appearing one night, surrounded by strange lights.  He guiltily recalled that while in extreme pain in the hospital he DID call on God to please help him, but just as a Divine Hand did not immediately take away the pain, Jo did not suddenly revert to religion.  And as time went on and he started feeling better and better, the urgency of deciphering after-life became less and less urgent.

Oh well, one should admire an Atheist, he thought, it takes a lot of faith.

D-day + 35.  Jo was feeling considerably better all round and his attitude and temperament improved as fast as his generally health.  He marveled at how well he actually felt, and he was surprised that he accepted his previous ill feelings and generally miserable outlook as well as he did - he compared it to the "battered wife-syndrome" where the poor woman came to accept her beatings as just part of life, became used to the daily beatings and in fact became accustomed to feeling hurt and sore all the time.  In the same way, while on dialysis Jo also became used to the 4-hourly bag changes, accepting the stress involved and the loss of freedom that accompanied it.  Only now, with his new kidney having cleared his body from the effects of uremia and anesthesia and returning his vital functions to something approaching normal, that he realised exactly how poorly he felt before, and how all of his thoughts and actions were governed by his body's ill feelings at the time.

Be that as it may, it was NOW that mattered  and, for now at least, Jo was feeling just dandy, thank you!

So on the spot he decided to include a layman's dictionary definition of medical terms he received (rather tongue-in-cheek) from a fellow patient:

ARTERY  ................  the study of paintings

BACTERIA  ..............  the back door of the cafeteria

BARIUM  ................  what doctors do when a patient dies

BOWEL  .................  a letter like a,e,i,o,u.

CAESAREAN SECTION  .....  a neighborhood in Rome

CATSCAN  ...............  searching for kitty

COLIC  .................  a sheep dog

D and C ................  where Washington is

DILATE  ................  to live longer

ENEMA  .................  not a friend

FESTER  ................  quicker

GENITAL  ...............  not a Jew

G and I SERIES  ........  soldier's name

IMPOTENT  ..............  distinguished, well-known

LABOUR PAIN  ...........  getting hurt at work

MEDICAL STAFF  .........  a Doctor's cane

MORBID  ................  a higher offer

NITRATES  ..............  dearer than day rates

NODE  ..................  was aware of

OUT PATIENT  ...........  a person who fainted

PAP SMEAR  .............  a fatherhood test

PELVIS  ................  a cousin of Elvis

POSTOPERATIVE  .........  a letter-carier

RECOVERY ROOM  .........  a place where they do upholstery

RECTUM  ................  dang-near killed 'em.

SEIZURE  ...............  Roman emperor

SCIATIC  ...............  attic with a view of the sky

TABLET  ................  a small table

TERMINAL ILLNESS   .....  getting sick at the airport

TUMOUR  ................  an extra two

URINE  .................  opposite to you're out

VARICOSE  ..............  nearby

VEIN  ..................  conceited

And Jo laughed, and he laughed.  Relief mingled with the heart-ache and misery  of the past year and he sat there, silently shaking with grief for he knew not what.

                 ------------------------------

Time passed and Jo picked up weight - as was predicted.  He was deliciously hungry all the time and ate at least two full, cooked meals every day.  And he was back on his five to six beers every day, too.  But he was so HAPPY with his newly found energy and "sense of well-being" (also as warned) that he could not bring himself to be more cautious ... not YET anyway.  His steroid dosage was carefully lowered as the weeks went by and the side affects became less worrying.  He still slept an hour or so every afternoon, but at four he was up and ready to go till late night.  His nightly sleep also improved, though he still could not sleep for more than an hour at a time, having to wake up to urinate every so often.  It made him realize that while he has received a new kidney, his underlying disease was by no means cured - in fact would never be cured.

But being the optimistic pessimist that he was, Jo decided to have fun while it lasted.  For the first (and second, and third) time in YEARS Jo took his wife out to a late night dinner-and-movie, and they held hands like young lovers, smiling like coy teenagers all the time.  It was SO exhilarating!

He also waited rather impatiently for the so-called miracle sex cure (the revival of his sex drive the articles speak of) but after two months he still felt no noticeable improvement whatsoever.  Oh, he was still intellectually stimulated by a pretty girl (like always), but physically there was no response and he began dreading that perhaps his impotence was NOT the result of his renal failure after all.  Still, beggars can't be choosers, and he was lucky enough to feel so healthy at all.  He wasn't going to make waves by complaining, at all.

Financially Jo's private life was ... in a shambles.  As news spread of his transplant, more and more creditors cautiously (and some not so cautiously at all) inquired exactly when he planned to get back to work so he could start repaying his accumulated debts.  He saw a solicitor and they both agreed it would probably be best for Jo to become bankrupt and file for insolvency, rather than spending the rest of his life repaying debts he would never actually finish paying.  The only snag was, of course, that it would cost money to become bankrupt.  And the lawyer would, also of course, expect HIS money up front, BEFORE any old creditors got paid.  But that was business, and Jo had no quarrel with that.

SIDE EFFECT : HAIR (MORE-OR-LESS).  Due to The Pills, Jo had some weird hair-effects.  The hair on his head fell out in lumps every time he combed it, yet didn't noticeably lose volume.   It DID become greasy very soon, though (he had to wash his hair almost daily to keep it fairly clean and fluffy).  He started sprouting hair on his tummy (especially around his open wound and his Tenckhoff exit site).  He also noticed that female transplants tended to grow a mustache but did not comment on it (lest their voices were deeper than his own!).

SIDE EFFECT:  INCREASED APPETITE AND INCREASED WEIGHT.  Jo felt constantly hungry and he picked up some 5 kg within a month after his release from hospital.  Other transplants did better and worse, the women in general picking up more weight than the men.  What was peculiar was the strange phenomenon that even though he ate a full lunch, for instance, he never really felt full.  Even while eating he still felt hungry and started thinking of dinner almost before he ended lunch.  All of this did not concern Jo greatly (he was still much too thankful just to BE hungry for a change!), but he realised that if he kept this up he would become grossly overweight fairly soon. He solemnly promised himself to start some serious exercise - tomorrow.

SIDE EFFECT:  SHAKINESS & TREMOR.
He noticed that after taking his cyclosporin he felt 'nervous' inside, shaky, as if his hands and legs could not stay still.  He was glad to read that it was a normal reaction to the anti-rejection medication.

By now Jo's intake of steroids was being decreased almost weekly, as were his 'CLINICAL TRIAL' pills ("Protocol no M55002").  Jo still had no idea what these pills were FOR nor how safe they were, and he sometimes wondered if (like in (in)famous previous human trials) he would develop cancer or whatever in 20 years time.  

He recalled being asked to sign his permission to go on this trial run while he was in the operating theatre, and he was still a bit amazed that the doctors actually thought these precautions were adequate - surely no court in the land would accept that his signing was NOT under duress?  The four or five other transplants Jo got to know during his hospital stay all had followed the same test protocol, all having signed agreement while waiting to go under the knife.  As far as Jo knew no-one actually explained in any detail to anyone what it was all about and what can be expected, side effects, advantages, disadvantages etc.  Nevertheless, Jo's health had so nicely improved that he was disinclined to inquire too closely about exactly what was responsible.

                     ---------------------

FAQ:
I'VE HAD MY TRANSPLANT.  AM I NOW 'HEALTHY' & 'NORMAL'?

A:
"Everybody would wish that after surgery, you were home free.  You have crossed a great barrier.  And there ARE some lucky recipients who sail through their recovery with no setbacks. But this is not always the case.  You should know if the two main complications that can sidetrack your recovery.  These are organ rejection and infection.


Organ Rejection:  Your body is very particular about what it allows inside.  As a rule, it considers anything that is different from itself as undesirable.  It is the job of the immune system to protect your body from any foreign materials.  Anything that it does not recognize as belonging to you, it attacks and destroys.  In this way, your body can fight off bacteria and viruses that cause disease. Unfortunately, your immune system recognizes a transplanted organ as foreign.  It attacks the organ, not knowing the organ is a benefit to your health.  The team will call this, organ rejection.  Usually, though, a change in drugs or dosage can successfully deal with organ rejection, should it occur.


Infection:  Anti-rejection drugs inhibit part of your immune system. This helps stop the system from attacking a transplanted organ.  But it also holds the immune system back from doing its real job, fighting infections. Consequently, transplant recipients are susceptible to certain infections.  This does NOT mean that you are likely to catch every cold or flu that is going around.  The drugs inhibit only some parts of the immune system. You are not at risk from all, but only certain infections."

Q:
"ON RELEASE FROM HOSPITAL I WAS TOLD SOME DO'S AND DONT'S, BUT I FORGOT MOST IN THE EXCITEMENT.  PLEASE REPEAT?"

A:
"The transplant team will have given you exact instructions about when you can resume your normal daily activities.  However, there are some general guidelines to follow:


*
Stay away from people who are obviously sick.


*
Get into the habit of washing your hands frequently.


*
Try to avoid crowded areas, such as theatres, airports, and public transportation - at least for a few months.


*
Do not, under ANY circumstances, change kitty litter boxes or bird cages - they can be major sources of infection.


*
Do not garden, dig in dirt, or mow the lawn until you have permission from the transplant team. (Boy, Jo liked this one!)


*
Some medication can make your skin more sensitive to sunlight - so avoid extended exposure to sun and wear a sunscreen with a high sun protection factor of at least SPF 15 when you are outside.


*
Avoid lifting heavy objects or performing physical labor until you have the team's permission (at least 6 - 10 weeks after discharge).


*
Do not do push-ups or sit-ups, and avoid contact sports or other activities that may put pressure on your incision.


*
If you think about having or fathering a child, it is imperative that you discuss it with your transplant team first."

Q:

WHAT PERSONAL CHANGES CAN I EXPECT AFTER TRANSPLANTATION?

A:
"Shifts in values, beliefs and priorities in life;  changes in what is considered important versus unimportant;  greater emphasis on the present;  decreased occupation with the distant future;  increased interest in family, one's place in society;  greater interpersonal awareness;  increased awareness of life;  decreased procrastination;  increased awareness of interpersonal relations."

Q:
"And bodily changes?"


"For many, who we are as a person has a great deal to do with the look and feel of our body.  We may take pride in how we appear to others and dislike it if we don't look our best.  Much of what we see in the media would have us believe that to be happy, we must have bodies of a certain appearance (note the diet programmes, cosmetic surgery, the clothing industry etc.).



In effect, you should find that after transplantation you welcome bodily change.  For example, you may regain some weight that you lost, your energy will increase, or the colour of your skin may return to normal.

Q:
"CAN'T I GO DIRECTLY FROM RENAL FAILURE DIAGNOSIS TO TRANSPLANTATION?"

A:
"When kidney transplantation was first made available as a treatment option, surgeons offered it almost exclusively to those already receiving renal dialysis.  Almost all candidates for kidney transplant had been treated for months or years with dialysis.  Depending on a dialysis machine to clean one's blood can be a tremendous instrusion in one's lifestyle.  Doctors place restrictions on the diet of dialysis patients. They risk periodic complications.  And they must allow a great deal of time for health care.  Still, many dialysis patients report that they do not feel physically very well.  Usually, the intrusion of kidney transplant is far less than dialysis. As a result, those on dialysis will often look to transplant with anticipation of relief and increased freedom.


However, it is now possible for surgeons to plan a kidney transplant prior to the complete shutdown of one's kidneys. It may be possible to avoid dialysis completely.  Also avoided is the discomfort and intrusion on lifestyle that occurs with dialysis.


Nobody would argue that this would be ideal for anybody with renal disease.  But in one small way, it is a double-edged sword.  Rather than view kidney transplant as a source of relief and freedom, a recipient without previous dialysis treatment will not find that the side effects on anti-rejection drugs are easy to tolerate compared to the hassles of dialysis.  They become an irritating complication of transplant.  On the other hand, years of dialysis will ready a patient to see surgery as a welcome relief.  Another candidate who has never been treated with dialysis, might be more likely to view the surgery and recovery as burdensome compared to his or her previous lifestyle and health."

Q:
"WHAT IS CHRONIC REJECTION?"

A:
"There are three general forms of rejection: hyperacute, acute and chronic.  HYPERACUTE rejection occurs within minutes of transplantation due to antibodies in the organ recipient's blood stream that react with the new organ and result in organ failure within the first few hours after transplantation.  Cross matches are done between a particular kidney and a potential recipient of that kidney to decrease the likelihood that hyperacute rejection will occur.  ACUTE rejection generally occurs in the first 6 - 12 months after transplantation.  Lymphocytes from the thymus (t-cells) are blamed for causing acute rejection.  For most organs, the only way to show unequivocally that rejection is occurring is by biopsy of that organ.  For practical reasons, however, biopsies are not always done when acute rejection is suspected.  In some circumstances treatment for rejection is begun and a biopsy is performed at a later date if the organ does not seem to improve.  The diagnosis and treatment of acute rejection can be extremely difficult at times.


CHRONIC REJECTION is less well defined than either hyperacute or acute rejection.  It is probably caused by multiple factors: antibodies as well as lymphocytes.  The definitive diagnosis of chronic rejection is again generally made by biopsy of the organ in question.  Kidneys with chronic rejection have fibrosis (scarring) and damage to the microscopic blood vessels in the substance of the kidney."

Q:
"HOW CAN ONE TELL WHETHER THE TRANSPLANT LOOKS LIKE A LONG TERM SURVIVOR OR A SHORT TERM DISASTER?"

A:
"There are usually three stages they look for:  The first three months where they expect about a 10 % loss rate.  Then 12 months and 2 years.  Once a transplant is past the 2 year mark then they are reasonably confident that a long term survival is odds on. If the period between the first and the second years is full of problems then a shorter life is usually the outcome."

                   ---------------------------

             CHAPTER TWELVE:  THE OTHER SIDE OF THE COIN

                (or, Spare-A-Thought for the DONOR)

             "DON'T TAKE YOUR ORGANS TO HEAVEN

            -  HEAVEN KNOWS WE NEED THEM HERE.'

            -  Bumper sticker

Without any personal knowledge of how things looked from 'the other side', Jo depended on research made available through the Internet, and after some extensive reading he opted for including only three accounts of Organ Donors and their families.  They are reproduced in its entirety here, with permission from the authors.

1)
"A MAGNIFICENT EXAMPLE OF LOVE"

On July 5th 1995 Paul and Dorothy Miller were called upon to make a decision.  In the early morning hours of that day their 27 year old son, Douglas, had suffered severe brain damage in an automobile accident and was lying comatose in a local Hospital.

As they sat awaiting news of their son's condition (they had been told that Douglas had severe head injuries), a representative from the local Transplant Programme approached them and asked if they would be willing to let their son's vital organs be used for transplant.

Unless you have been in such a situation as were Mr and Mrs Shriver, I don't believe it possible to understand the stress, the introspection needed, or the courage it takes to utter the word yes or no, since whatever is said is so absolutely final.  There is no turning back.  No second thoughts.

Paul and Dorothy, after much soul searching, made their decision. Yes, they decided it best that others should live, rather than have Doug's organs deteriorate and go unused.  Both were sure Doug himself, a very loving person, would want it that way.

While Doug rests peacefully in Heaven, his heart beats rhythmically in the chest of a 46 year old single gentleman who worked as a machinist.  He had been suffering severe artery disease and had been waiting nearly a year for a transplant.  Bypass surgery was no longer an option; a new heart was his last hope.  The Schrivers were told a respirator wasn't even needed and the man would probably be home by the time this article was printed.

Then, there is the 34 year old lady Accountant who was a diabetic and in desperate need of a kidney and pancreas.  Today she is walking around with one of Doug's kidneys and his pancreas.  She had been waiting for a miracle transplant for nearly five years.  Now her life is renewed.

Doug's other kidney was transplanted to a married gentleman, and before he became disabled from kidney failure he worked as a Realtor.  He had been on dialysis for three years and waiting on a transplant for two years.

Then there is the case of the sightless individual who lost vision due to an infection of the cornea.  The transplant went very well and the patient is regaining the "precious gift of sight."  But there is a little irony to this story:  It seems Doug's left eye was injured in an accident a few years back and there was the possibility that he could have been a candidate for a cornea transplant himself.  So, here he is giving the sight from his own good eye so that another should once again see."

2)
THE GIFT OF LIFE : FEELINGS OF A LIVING KIDNEY DONOR

"If it was a lottery, I wouldn't have wasted my time.  Things like that just never work out for me.  So obviously when I was asked to be worked up as a potential donor for a kidney for my sister, I felt safe in the thought that it would look noble, but odds were certainly in my favour that I wouldn't be the lucky one.  Especially because we were six siblings (of which I'm the oldest) plus my parents to be evaluated.  Well ... this was the day I should have bought the lottery ticket!  It was determined that I was the best candidate.

My sister Denise who is 31 has been very ill.  When she was 15 she almost died before doctors figured out that she had nearly zero kidney function and she was immediately placed on dialysis.  Her kidneys were the victims of Bright's Disease.  She was placed on a transplant waiting list and it took about five years for the right one to appear (her blood type was O negative).  After the transplant it took the new kidney 3 weeks to produce urine, but that was 11 years ago and the kidney had served her well; but now it was all happening again.  She was very ill and needed a new kidney or dialysis, and she sure didn't need dialysis.  I understand dialysis has changed considerably, but her memories of it were not pleasant.

I had no difficulty in wanting to help my sister, but I had tons of anxiety.  I guess you'd have to know me.  I get queasy at just the smell of a doctor's office!  I'm probably the worlds biggest baby when it comes to medical procedures.  But it didn't take long to realize that the chance to give health and life to another person and be alive to witness it doesn't come along more than once in several lifetimes.  I had to do it!

The surgeon told me that he would take the left kidney and remove it through the front leaving about an 8-inch (20 cm) incision just below the ribs.  Surgery would take about 2 1/2 hours each and they expected no complications.  I was given the choice of several pain control procedures.  One was intravenous injections as needed, another was the pain pump in which I could press a button and automatically  release pain medication, and another was an epidural catheter which is inserted in the lower back along the spine and is designed to pinpoint the area of pain and channel medication directly to the source.  I opted for the latter and am really glad I did.

I had a wave of emotions through my mind as they wheeled me toward the operating room, but overriding all others was an assurance that it was right, and that everything would be o.k.

The next thing I remember was waking up in the recovery room.  Although in a fog, I  knew that I was awake and alive.  I had a burning pain in my side which slowly dissolved as the epidural took effect.  I was groggy as they returned me to my room but I remember thinking that I was thankful it was over and went well. I was told that the kidney started producing urine before my sister was even closed up, and although I didn't feel like smiling outside, I was beaming inside.

I can't really say  that the next few days were any fun; in fact, quite the opposite.  Although manageable, the pain was very difficult and I was not enjoying my first experience with a foley catheter.  I suppose it was better than trying to get back and forth to the bathroom.  They got me up early the next morning to sit in the chair and though it was not easy, I managed and it really wasn't so bad once I got seated.  Before the surgery I had concerns about nausea and vomiting but thankfully it never happened.  I had no appetite, and for what they were bringing me to eat, it was a good thing!  I found that although it made no sense, they were right:  the more that I forced myself to do, the better I felt and the more progress I made.  The catheter was removed on the third morning and with some difficulty I was able to convince my bladder to work on its own by the end of the day.  Walking the halls became easier and by the fifth day I was ready to be discharged.

After ten more days recovering at my brother's place, my sister came home and she was doing well.  She was able to laugh and not be exhausted.  I could see hope in her eyes once again.  Although I never said it that night, I was in awe of the miracle of life that was right before me, and that I had been able to be a part of it was amazing.

I must admit that I was still very tender and every bump in the car and plane hurt.  A well-placed pillow helped quite a bit.  Soon life could return to normal and this would be a very important memory in the back of our minds.

As I type these lines, it has been five weeks since the day of the transplant.  I am gaining more strength every day.  The pain is drastically reduced and my stamina is (slowly) returning.  I'm able to go back to work part time and it's good to be back.  I had a lot of time to reflect and be thankful for all of the blessings in my life.  I'm so glad that I am the one that was able to donate instead of the one who needed the gift.

My sister keeps trying to say thank you and I keep telling her it's not necessary.  Sometimes I think that I'm the one that needs to say thank you for the opportunity that I had to be part of this miracle.  It's enough to know that because of my kidney, she has a new lease on life; an opportunity to enjoy her young marriage.  

In the Bible, John 15:13 it says, 'Greater love has no man than this, that a man should lay down his life for a friend.' "

3)
THE GIFT I WAS GLAD TO GIVE.

On April 18th 1996, two days before our fifth anniversary, I gave my husband a kidney.

My husband Tommy was born with polycyctic kidney disease, a hereditary disease that reduces and destroys kidney function over time.  The doctors told his parents when he was born he wouldn't live six weeks.  But Tommy was a fighter and after he came home from the hospital he pretty much lived a normal life.

In the spring of 1994 Tommy began to feel tired and weak all the time.  His muscles ached constantly.  On June 15 at the age of 25 he was admitted to the hospital with kidney failure.  He had surgery the next day to insert a perm catheter so he could start Hemodialysis.

Everything in our lives changed after this.

Tommy didn't like Hemodialysis.  It really takes a lot out of you.  His blood pressure would drop and he still felt tired and achy all the time.  Plus he had to go to the clinic for four hours, three times a week.  He had planned to return to work but he didn't have the strength.  He decided he wanted to try Peritoneal Dialysis.  This dialysis is not as hard on the patient as Hemodialysis and it can be done at home.

In September of 1994, Tommy had surgery to insert his Tenckhoff catheter.  Tommy and I went through a two-week training session and we started doing (Peritoneal) dialysis ourselves.  We both liked peritoneal dialysis much more because we could do it at home while Tommy was sleeping.  He also felt much better on dialysis than he did on hemo and he was able to return to work.  However, our lives became a routine of work and dialysis (he had to be hooked to a machine for ten hours every night).  We had very little time for recreational activities.

In October of 1994, Tommy and I went and talked with the transplant coordinator, and she told us all about transplants.  We found out that Tommy's best chance would be if one of his brothers matched.  She told us to talk to them and see if they would be willing to be tested.  I told her I would be willing to donate if I matched.  I think Tommy was really shocked that I was willing to do this for him.  We left the transplant department and immediately went to have blood drawn.  We were told that the chances of us matching would be very slim.

Two days later I could stand the suspense no longer, so I called the transplant coordinator.  I couldn't believe what she told me, Tommy and I not only had the same blood type but we had 2 out of 6 antigens that matched. (They would do the transplant if just the blood type matched).  When I told Tommy he couldn't believe it.  After talking it over with the coordinator, we decided to see if his brothers would be tested.   The best chance of success was a living related donor, but if his brothers didn't want to donate, then living unrelated was the next best.  In layman's terms, the kidney will probably be fresher and probably a closer match than say, a cadaver donor.  One of his brothers was tested but didn't match.  His other brother was only 18 and he was really scared, so he decided not to be tested.  Tommy didn't want me to give him one of my kidneys because he was afraid something would happen to me.  I don't think he would have let me be tested if he thought we would match.  I told him it was God's will (and I really felt like it was because we matched), everything would be okay.  I couldn't persuade Tommy to accept my kidney so I encouraged him to be put on the transplant waiting list.  He agreed and started having all his tests done.

Then in January of 1995, Tommy's mama died. She also had polycystic kidneys and she had been on dialysis for ten years.  This really upset Tommy and he put everything on hold.  He said he needed some time to deal with everything that had happened before he could decide what he wanted to do.

In June of 1995, Tommy decided he would finish the tests and be put on the waiting list.  I tried again to persuade him to let me give him one of my kidneys.  He said he would think about it.  After several months he agreed to let me donate a kidney.

Tommy and I checked into hospital on the 17th of April 1996. I must say the transplant team were really supportive and understanding.  Tommy and I wanted rooms close together and they managed to arrange this even though it was a lot more expensive.

The staff at the hospital was great.  We were able to stay with each other as long as we wanted all that day and night.  At 6:30 am on the 18th they came to take me to the prep room.  I was only in surgery for about 2 hours.  When I got back to my room I was greeted by my family.  I was hooked up to a morphine pump, this was really great.  Although I never had any extreme pain, this was nice when the pain was uncomfortable.  I would wake every hour and it would seem like I had been asleep for days.  At 2:30 pm the nurse came in my room and said Tommy was out of surgery and doing fine. She said they would be bringing him by my room any minute.  When they rolled him by we waved and said "I love you" at the same time.  I was able to talk to Tommy on the phone later that evening and he thanked me for giving him my kidney.

The next morning the nurse came to give me my bath and told me that Tommy had already had his bath and he was sitting in his chair.  After they gave me my bath they helped me into a chair and they rolled me over to see him.  He sure did look good.  The kidney had started working immediately and he could already tell a difference.  Seeing him feel better was worth any amount of pain I had to go through.

They had me up walking several times that day and I always went to see Tommy.  That night my IV was really starting to burn. I asked the nurse if they could take it out and she said they could but that would mean I wouldn't have the morphine pump.  I told her to go ahead and take out the IV because I didn't need the morphine anymore.

Saturday morning when the doctor came by he told me he would let me go home if I wanted to.  I wanted to go home but I didn't want to leave Tommy.  It was our fifth anniversary and that didn't make it any easier.  They told me if I didn't go home they would be moving me to a cheaper room.  So, I said if I have to leave Tommy I might as well go home.  It was really hard to leave him but I was glad to be home.  Tommy joined me 4 days later.

I can hardly believe the difference in Tommy.  He's like a totally different person.  He has more energy now than he had when we were dating.  Seeing him feel and look better has given me the greatest pleasure.  He returned to work five weeks after surgery and he is still doing wonderful.

I returned to work after three and a halve weeks and have experienced no problems whatsoever.  Everyone keeps asking me if I feel any different.  The answer is I don't, I can't tell the difference.

People keep telling me how brave and heroic I was to go through with the surgery, but I don't see it that way.  I am so glad that I had the opportunity to do something that could help someone I loved.  The transplant has changed both of our lives.  We are no longer tied down at night.  The difference in Tommy continues to amaze me. This is an experience that will always be special for both of us.  Tommy says it's simply the best anniversary present I have ever given him.

Living-related kidney donation is beyond any experience I have ever had before, and is difficult to properly describe.  Perhaps blasting off in a rocket is comparable.  It is something for which you train, test, practice, and think.  It affects many people in your life, and could be dangerous.  When the moment finally arrives, it goes by so fast that it is almost anti-climactic.  The end result is an enrichment of another, and, consequently, your own life.  The event has a certain routine and a known result.  Circle the moon and return safely to meld back into a normal life.  Always the knowledge is there, but I am no different or better than anyone else.  I have a love scar to show off, my badge of honour.  As Tommy says, "All badges of honour with women involve big scars."

Not everyone is able to have a living donor, and there are so many people waiting for organs that thousands die before they become available.  I am fortunate because I can see the result of my donation every day.  It's a wonderful feeling to know that  because of my gift Tommy has a new life.  Even though you may not be able to see the results of your donation, you can still know that what you are doing will improve the lives of so many people.  By signing a donor card, you can help someone live a better life! "

            ------------------------------------------

Jo also figured that most people will have the same doubt and questions as himself about brain death and related matters, and so he made a point of finding out more.

Most hospitals provide care for patients with head injuries, a brain tumour, bleeding into the brain or brain infection.  As a result, the physicians, chaplains and the patient's family often find themselves in a situation where pain, suffering and loss occur.  Perhaps for the first time in their lives, family members must try to understand and deal with Brain Death, the Removal of Respiratory Equipment and the Possibility of Organ and Tissue Donation.

Firstly, the physician will perform a series of tests to determine if death has occurred.  Death is indicated if the patient cannot breathe without assistance, has no pupil response to light, and has no response to pain.

When someone is brain dead, it means there is no blood flow or oxygen to their brain and that their brain is no longer functioning in any capacity and never will again.  It does not mean that other organs, such as the heart, kidneys or liver, are dead, although they may function for only a few days.  Unless damaged by injury or disease, these organs may be used by another individual through an organ transplant.

The heart, for instance, has its own pacemaker independent of the brain.  As long as it has oxygen, it continues to beat.  The heart could actually be removed from the body, placed in a saline solution, given oxygen, and still continue to beat.  Therefore, the brain can be dead and the heart continue to beat.

Once a patient is brain dead, he or she is already dead.  The brain will never recover.  Since the patient is dead, you cannot kill him or her by removing respiratory support.  The respiratory support equipment only keeps the heart beating, which gives the appearance that the patient is living.

                ------------------------------------

FAQ:
"MY WIFE IS ON DIALYSIS. CAN I JUST GIVE HER MY KIDNEY, LIKE THAT?"

A:
"You should know that there are people in the medical community that will not perform or sanction living related transplants because of the unnessary risk to the donor (i.e. why operate on a healthy person?). 


You should also weigh the factors and assess the situation on your own.  Decide in silence without consultation with any other human being.  The big issue, really, is can you afford 6 weeks off your feet while your body recovers from the surgery?  When you decide to proceed, then you will get opinions from many different people.  It is similar to what pregnant women experience; they invariably hear a lot of good-and-bad birthing tales. 


The right decision for YOU, however, might be NOT to donate.  We fully uphold your right to decide on your own.


Finding out if you are a match involves only a simple blood test."

Q:
"HOW LONG DOES KIDNEY DONATION RECOVERY TAKE?"

A:
Total recovery time from major abdominal surgery is usually 4 to 6 weeks.  The body's response to surgery varies tremendously from person to person.  Also, the speed with which your energy level returns is quite variable.  If you are still not feeling 'yourself' after 4 to 6 weeks, you should see your doctor to make sure that some complication hasn't occurred."

Q:
"WHAT ARE THE RISKS TO LIVING KIDNEY DONORS?"

A:
The results with kidney transplantation from a living donor are excellent, and the risk to the donor is small.  However, no one should feel coerced or compelled to donate a kidney.  The short and long term risks are well-documented.  You will need 4-6 weeks off work, some pain and discomfort due to the incision, and you must spend time being carefully evaluated prior to being accepted as a potential donor.  The mortality for the operation for the donor is estimated to be 0,06 % or one in 3,000 chance of dying from the surgery.  The risk is far less than the general mortality of an appendectomy, a hernia repair, or a gall bladder operation.


The mortality of a person on dialysis that is 0-19 years old is about 4 % per year (in USA).  The average wait for a kidney is about three years.  However, dialysis is a very large imposition on one's life.  Most people spend at least 12 hours per week involved in some aspect of dialysis regardless of type of dialysis they use.  Even though survival may be good, the opportunity to lead a "normal" life will be more difficult while on dialysis.  On the other hand, a successful kidney transplant from a living donor may last for decades.  In the case of a successful transplant, the recipient generally has few restrictions on their life.  Most transplant patients say they feel much healthier, energetic, and well than when they were on dialysis.


Part of the evaluation process of every potential living kidney donor is a careful investigation to exclude any potential donors that may have unsuspected underlying medical diseases that would make them at a higher risk to donate, and to exclude any familial kidney diseases."

Q:
"RECENTLY THERE HAS BEEN MORE INTEREST IN SPOUSAL DONORS FOR KIDNEY TRANSPLANTS.  WHAT ARE THE LATEST THOUGHTS ON THIS AND WHAT ARE THE STATISTICS, IF ANY, FOR SUCH A DONOR TRANSPLANT?"

A:
"Fifteen years ago (before the introduction of cyclosporine) the only kidney transplants with good success rates were those from very closely matched blood relatives.  Modern immunosupression with cyclosporine and Tacrolimus (FK506) has now improved overall results so much that tissue matching for kidney transplants is much less important than it used to be.  Currently most transplant centres are willing to consider donation by spouses if no volunteer donors that are blood relations are available.  Careful screening is followed to ensure that the donor can safely donate a kidney.  Experience with living donation has shown that living donors are no more likely than the general population to develop kidney failure.


The latest available statistics (Aug. 10, 1995) from The New England Journal of Medicine reported that the "three year survival rates" were:


85 % for kidneys from 368 spouses


81 % for kidneys  from 129 living unrelated donors who are not married to the recipients


82 % for kidneys from 3,368 parents


70 % for 43,341 cadaver kidneys."

Q:
"DO YOU HAVE ANY MORE GENERAL FACTS ABOUT ORGAN DONATION AND TRANSPLANTATION?"

A:
*
It is possible to transplant approximately 25 different organs and tissues, including bone and cartilage, bone marrow, cornea, hearts, heart-lung, liver, lung and pancreas.


*
Acceptable organ donors can range in age from newborn to senior citizens.


*
Donors are people in good health who have died suddenly - possibly through accidents - and have been declared 'brain dead'.  In this condition, brain function has permanently ceased, but the heart and lungs continue to function with the use of artificial life supports.


*
Vital organs may be procured and transported hundreds of miles to a recipient centre for transplantation.  This is due, in part, to advances in medical technology and improved preservation techniques. Organs and typical preservation times:



heart         =  4 - 6 hours



liver         =  12 - 24 hours

          kidneys       =  48 - 72 hours



heart-lung    =  4 - 6 hours



lung          =  4 - 6 hours


*
Every 18 minutes a new name is added to the United Sates National Transplant waiting list, alone.


*
As of December 31, 1994, more than 1,409 patients on the above waiting list were 17 years of age or younger.


*
There are 279 transplant centres in the United States alone."

Q:
"IF OUR FAMILY AGREE TO ORGAN/TISSUE DONATION, ARE WE PREVENTED FROM HAVING A NORMAL FUNERAL?"

A:
"In organ/tissue donation, the body is treated with a great deal of respect and dignity.  An open casket funeral may be planned and no one, except for those directly involved, will know about the donation."

       LEAVE COMPLETE PAGE OPEN FOR INCLUSION OF PRINTED LIST : REPORTED DEATHS ON THE WAITING LIST BY ORGAN.

             CHAPTER THIRTEEN :   AND THE GAME GOES ON ......

"I'M NOT OLD, I'M CHRONOLOGICALLY GIFTED."

"DO ONTO OTHERS - THEN SPLIT."

"I'M JUST HERE FOR MORAL SUPPORT.  IGNORE THE GUN."

-
Taglines

The first International Transplant Games was held in 1965, and biannually ever since.  South Africa competed for the first time in 1995 and brought home 12 medals.  Regional trials are held and National teams are chosen on the basis of results obtained; SA became members of the NSC (National Sports Council) in 1996 and after trials in April of '97 in Cape Town, the National team would be given National Colours in which they would compete at the World Games in Sydney, Australia later that year.

Jo was astounded at the organisation it took to arrange this first National Transplant Games.  TGASA (Transplant Games Association of South Africa) consisted of some 8 committee members and some 5 other volunteers - and that was IT.  Five Provinces in the country had Kidney Associations, and like Jo's one, they were staffed by volunteers, renal transplants or 'significant others' who unstintingly gave of their own time and money to run these organizations.

He saw how difficult is was to build up a 'client base', since nearly all hospitals and clinics refused to hand out names and addresses of patients on dialysis or who had transplants, in some obscure belief that it was privileged information and all patients had a right to privacy.  Sure it made sense up to a point - but when their very own future participation in such an august event as the World Transplant Games depended on it then it became pure nonsensical to keep their names and addresses from the organisers.

Jo started attending weekly meetings in December 1996 in preparation for the SA Games (just under two months after his own transplant) and immediately got stuck into organizing, phoning, faxing, begging support, writing to newspapers, trying to get prominent people interested, fund-raising, venue bookings and the million other things that accompany such a venture.  His fellow committee members were enthusiastic and no problem was too big or too small to tackle - the Chairman of the Association was in fact on Hemo-dialysis three times a week throughout all these preparations, waiting on his second transplant, but that did not deter him from taking on the lion's share of the work, and Jo saluted him silently for his courage and dedication.

CHRISTMAS DAY 1996 arrived in all its splendid glory.  "Boris's First X-mas", Jo thought while preparing the big luncheon for his family.  He thought back just two short months ago when, on another Sunday much like that, he was preparing for dialysis when the fateful call came.  He was now, more than two months later, convinced without a doubt that it was well worth the pain and discomfort, and he vowed to bring this across as best he could in his book.

He also sat down and wrote a note to his (anonymous) donor's family.

"Dear Donor family", he wrote.  "It is Christmas Day 1996 and the kidney that I received from your daughter is celebrating its very first Christmas with me.  My health has improved immeasurably since the transplant and I truly feel 'reborn.'

My thoughts are with you today, and while there is nothing that I can really say to make your grief any easier, at least you can feel secure in the knowledge that a part of your daughter is alive and well, and being looked after as if it was my own.

I am planning to take part in the International Transplant Games next year, and I'm writing a book on Transplantation in general.  Who knows, the gift of your daughter's kidney might still lead to many more people being influenced and helped (already all my family and friends signed up as Donors and carry their card with them).

Please stay well!

KIDNEY RECIPIENT : 20 OCTOBER '96."

And as Jo became more active and 'normal' he was confronted with puzzling attitudes from people he came into contact with, and he also became aware of his own change in attitude towards others.  He 'surfed the Cyberspace' and found an article in the "ANNALS OF INTERNAL MEDICINE' by Melanie K. Landsman which he shamelessly reproduced as follows:

THE THEORY OF MARGINAL MAN

The concept of a marginal man is of sociological origin and has traditionally been used with regard to minority groups who are internally questioning to which group they really belong.  Even though it is a deviation from previous usage, the chronic renal patient is a marginal man in his own right in that he is suspended in a state of limbo between the world of the sick and the world of the well, belonging to neither, yet part of both. We send him out of the protected environment of the hospital into his once routine world with a handful of contradictory messages.  He is told to lead a normal life, but to be sure not to incorporate too much protein, potassium, or fluid into his diet. He is told to return to work, but he dare not miss any of his treatments.  He is reminded continuously by well-intentioned staff members not to fixate on his illness, yet he is repeatedly made aware of his somewhat less than desirable sexual potency and a lingering lethargy that may seriously affect his ability to perform adequately at his job. Added to this, at the same time that staff members are attempting to underplay his disabilities, well-meaning but poorly guided employers or spouses, or both groups, are either underestimating his physical limitations an pushing him beyond his capabilities or pampering him to the point that he is thoroughly convinced he can do nothing.

"Am I sick or am I well?", is a question that every patient on chronic dialysis must struggle with periodically, if not constantly.  According to societal expectations, the patient with renal disease is not sick, for unless severely impaired he is still expected to perform routine tasks, pick up his job where he left it at the time of hospitalization, and return to his home to resume his former obligation.  For most, every aspect of life is altered by the need for dependence on dialysis that would have to preclude what society defines as a "healthy" existence.  It is this marginality between illness and health that is to a great extent responsible for the manifestations of turmoil that become visible to staff members.

NONCOMPLIANCE is another topic warranting considerable comment, largely because it constitutes one of the most frustrating aspects of patient care. This refers to the person who appears for his dialysis either overloaded with fluids or with his chemistries significantly out of line, indicating some variety of dietary abuse. According to some researchers, this type of patient have a generally low frustration tolerance, he may be using abuse to "act-out" aggressive tendencies, he may be indicating  a denial of his illness, he may be manifesting a suicidal tendency, or his dietary abuse may be due to the excessive gains he derives from being ill.  All these explanations are applicable to at least certain members of the population, but we suggest a sixth possibility.  We feel abuse is very possibly the patient's mode of maintaining himself in the sick role, creating physical complications, but resolving to some degree his psychological stress.  he may not be seeking excessive gains, but only a clarification of whether he is sick or well.

               --------------------------------

"IF YOU DON'T LOOK AFTR YOUR BODY - WHERE ARE YOU GOING TO LIVE?"

                   CHAPTER FOURTEEN : BEYOND 2000

"IF ALL YOU HAVE IS A HAMMER, EVERYTHING LOOKS LIKE A NAIL."

"IF LIFE WERE LOGICAL, MEN WOULD RIDE SIDE-SADDLE."

The field of organ transplantation was revolutionized in 1983 by the introduction of cyclosporine which still is the cornerstone of immunosuppression.  Immunosuppressants prevent the recipient rejecting the transplanted organ.  Advances in immunosuppression and surgery mean that over 300,000 people are alive today because of transplants.

The most important issue in the transplant community, during the years to come, is to improve the long-term success rate.  After the first year, five per cent of transplants are lost annually at present.

Transplantation, however, is also at a critical cross-roads due to the severe shortage of available donor organs. Approximately 40,000 transplants are performed annually world-wide according to data from international registries.  Despite efforts to increase awareness about organ donation, the number of patients awaiting transplants continues to grow each year in most countries.  Demand for organ transplantation has doubled since 1988 and is currently growing by 15 % annually.  In fact, two to three times as many patients are waiting for transplants as are actually receiving them.  When Jo read this he once again realised just how lucky he was to get a kidney after just three months of waiting.

It is interesting to note that the transplant community dedicates very scarce attention to this essential problem - as can be seen from the fact that during the recent Congress of the International Transplantation Society, held in Paris in August 1992, only 2 % of the communications were in some way related to 'organ procurement and sharing'.

This donor shortage is pressing scientists to evaluate using animal organs for transplant in humans - a field known as XENOTRANSPLANTATION (and one that is not so ridiculous as it may seem at first glance).

WHAT IS A XENOTRANSPLANT?   It is a transplant between species. Transplanted organs are called grafts, hence a xenograft is an organ transplanted from one species to another.  The barrier that defines a species is whether reproduction is possible.  A dog and a pig cannot mate and successfully produce offspring, therefore they are a different species and a transplant from one to the other would be called a xenotransplant.  A collie and a Labrador retriever can mate and produce offspring, therefore they are of the same species and a transplant from one to the other would NOT be called a xenotransplant.

To complicate things further, a transplant between two genetically different members of the same species (inbred animals or identical twins) is called an isotransplant, and a transplant from one person to themselves (i.e. moving bone from the hip to the back to fix a broken vertebra) is called an autotransplant.

There have only been a few attempts at human xenografting over the years.  "Baby Fae", a child born with a malformed heart survived for a short period of time with a baboon heart;  two men were transplanted with livers from baboons and lived for several weeks; late in 1995 a man with AIDS was transplanted with the bone marrow from a baboon - he is still living and doing well as of 1 April 1996, but there is as yet no evidence that the baboon cells are helping his immune system;  xenogenic kidney survival for up to 27 days between different animal species were reported; and survivals of pig bone marrow cells in primate recipient's bone marrow for over 300 days were likewise reported.

SO WHAT ARE THE PROBLEMS WITH XENOGRAFTS?    As with allografts, the major problem is rejection.  Humans have "natural antibodies" that circulate in the blood and cause immediate graft failure when organs from another species are transplanted.  Also, a system of proteins in the body called "complement" is activated whenever pig organs are transplanted into primates, leading to severe systemic toxicity.  Genetic engineers are trying to get around this problem by genetically modifying pigs so that they have some complement regulatory proteins in their cells.  Some scientists and transplant surgeons are very optimistic that xenografts are "just around the corner", while others think they will never be a successful technique.

              ---------------------------------------------

On Tuesday, 25 February 1997 the British Government has given a qualified go-ahead for the transplantation of genetically-altered pig's hearts into human beings.

FAQ:
"WHAT ARE THE ETHICAL ASPECTS OF USING ANIMAL ORGANS TO SAVE HUMAN LIVES?"

A:
Animal tissues have been used as grafts to humans for decades.  Heart valves from pigs have been used successfully to replace damaged heart valves in humans with great success.  Blood vessels from cows were used to replace damaged blood vessels in humans prior to the development of synthetic materials such as Dacron and Goretex.


There are two major ethical concerns regarding xenografts:  the concern that xenotransplantation will introduce viruses into the human population and the concern that animals have the same "rights" as humans do and therefore should not be put to death, even if it saves human lives.


Regarding the first question, this area is currently being hotly debated.  No one knows whether transplanting animals organs into humans can possibly result in the outbreak of an animal virus in the human species.  Noted authorities in virology are concerned about the possibility, but no one really knows if it is likely or not, and many scientists feel it is unlikely.  The chief concern is the use of primate organs, as pig organs should pose much less of a threat.


Regarding the animal "rights" concern:  although small groups of people have annoyed serious scientists for decades, this opposition is generally taken to be extremely naive.  The fact is that our society values human life and we have customs and laws to protect humans.  However, we eat animals for food and use their skins and other products for our shoes and warmth.  It seems perfectly consistent with these customs and beliefs to use a pig liver to save a human's life.  The issue with primates is more heatedly debated since the intelligence level of some monkeys rivals that of some humans.  However, primates are not ideal as donors anyway for other reasons including the small litter size, the long latency before pregnancy is possible, and the high frequency of viral infection among primates.  Thus, most xenotransplant researchers are concentrating on animals other than primates.

"I HAVE A REAL GOOD MEMORY - EXCEPT IT'S SHORT"

                       POSTSCRIPT : 'IN HINDSIGHT.'

After having had his first draft edited (spelling and grammar corrected), Jo offered his manuscript to a number of people; their critique were as varied as the number of people asked, and Jo had some difficulty deciding whose advice to follow and what to change to make his book more 'user friendly.'  He then decided to add this postscript to explain a number of what he thought very valid points raised by his reviewers.

1.
"There is too much anger and frustration expressed".  In stead of changing major parts of the book, Jo felt that his anger and frustration was exactly as he felt AT THE TIME, and while memory fades and events are usually remembered with more kindness after a period of time, he felt it necessary to leave things as they were - expressing one particular patient's feelings exactly as they occurred, and not delicately blunted and glossed over and censored to please medical authorities, or anyone else for that matter.

2.
"Every second chapter with a different thought-line is confusing;  I found myself skipping chapters to continue with Jo's story rather than read the medical information in between."  For a while Jo toyed with he idea of breaking the book up in two sections - Part One being his own personal experiences and observations, and Part Two the clinical facts;  Again he decided against changing the existing order.  He hoped that it would be noticed by readers that every alternate chapter (the medical 'facts'), gave explanations for what he went through and felt in the previous chapter, i.e. his chapter on how he experienced Dialysis is immediately followed by the medical explanation of what it is, how it really works and what is hoped to be achieved by it.  And as he mentioned in his FOREWORD, readers were quite free to follow either thought-line be it Jo's personal observations, or the clinical, medical facts relating to Kidney Disease.

3.
"Aren't you too hard on the medical fraternity?"  In hindsight Jo agreed that after everything was said and done the medical fraternity as a whole did improve his quality (and probably his quantity) of life;  he felt quite ashamed of himself for thinking some of the thoughts he expressed about some medical staff and the treatment he received at various stages, yet again he thought it important to show how illness could colour one's observations and that it would consequently be important to show other patients, in fact to WARN them, of how their judgment can be impaired merely by the fact that they were not in top form; that they were sick and didn't realize the extent of their often misguided opinions.  He kept his diary as is.

4.
"Why end the book before the International Transplant games, why not wait and include more 'Post-Transplant-Time' observations?"  This one Jo dismissed easily, as he felt it more important to get the book to the patient NOW, rather than wait too long and have even ONE patient needlessly suffering because he did not have the opportunity to benefit from whatever Jo's book might offer.

In conclusion, Jo decided that if anyone could do better, they were free to write their own book - HE did his part and ... be damned with the rest.    

AMEN.

               ---------------------------------------------

                     BACK FLY-LEAF NOTICE:

             HELP ON THE INTERNET


   There  is  an  excellent  support


   group for dialysis and transplant


   patients of all  types,  families


   and other health  care workers at 


       the following web site:

      http://www1.tpgi.com.au/users/rnewman



Or you can e-mail direct to:

            transplant@wts.com.au

     

  or locally

            pharaohs@iafrica.com

