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My Totally Awesome Kidney Adventure

This is the fourth part of the story it involves the fine tuning of drugs, flareup of EBV
from the EBV serology mismatch, starting to work again and the start of Covid.

January 25 2019 Reduction of Immunosuppressant’s
Tacrolimus 7 mg to 4 mg immunosuppressant

reduced due to EBV
To 3.5 mid april

Prednisone 7.5 mg to 5 mg
Azathioprine 75 mg to 50 mg
Valgancylovire 450 mg Anti viral Stopped Nov 2018
Apo Sulfatrim 
Septra

1 tablet Anti bacterial

Aspirin, Iron, Vitamin D continued as normal,
B12 added 1000mg once daily Feb 25 2020
Pantoloc discontinued after June 22 2019
Bisoprolol 5.0 mg Blood Pressure
Amlodopine added -2.5 mg Jan 25

-5.0 mg Mar 14
-10 mg June 18

Blood Pressure Started January 25 
2020

Coversyl 2 mg Blood Pressure Started Feb 1 2020

As the drugs were winding up, being changed and stabilizing in my system the transplant 
induced Epstein Barr Virus was just starting to take hold. This was the reason that on the 
25th my anti rejection drugs were reduced with the hope that it would allow my own 
immune system to fight the transplant introduced EBV.
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As of May 2020 the drug regime was:

Tacrolimus 4.0 mg immunosuppressant
reduced due to EBV

To 3.5 mid april
Prednisone 5 mg
Azathioprine 50 mg
Apo Sulfatrim 
Septra

1 tablet Anti bacterial

Aspirin, Iron, Vitamin D 2x daily continued as normal,
B12 added 1000mg once daily Feb 25 2020
Sodium Bicarbonate 1 pill 4 times a day = ¼ teaspoon daily
Bisoprolol 5.0 mg Blood Pressure
Amlodopine added 10 mg June 18 Blood Pressure
Coversyl 2 mg Blood Pressure Started Feb 1 2020
Coversyl above 2mg at 4mg caused intense swelling, Adema and my Creatine to go up 20
or 30 points.

Epstein Barr Virus and Anti rejection drugs and Anger
The good news is that the immune suppressants that prevent rejection of my kidney are 
working wonderfully. The bad news is the same immune suppressants are preventing my 
body from fighting off the Transplant acquired Epstein Barr Virus (EBV). The Epstein 
Barr virus is one of 8 Herpes virus that affect people. It is one of the most common 
viruses affecting 90% of humans. Only about 5-10% of the population has no EBV. You 
are positive or negative.

My status before the transplant was EBV Sero-negative, i.e. no EBV, however my 
donor was EBV Sero-positive, i.e. my donor had the virus. What I know now is that 
EBV – patients should not receive an EBV + kidney. It has the potential to make the
recipient (me) very sick. This is not some Columbus level discovery; it is well 
documented in the literature. I was told that an EBV- kidney would never come 
along so the doctors advice was proceed.

With no Immune system to keep it in check the EBV can progresses to Post Transplant 
lymphoma proliferative disease; a sometimes terminal condition. So to prevent the spread
of the EBV and give my immune system a chance to knock out the EBV, immune 
suppression is reduced.  Fortunately this did NOT lead to a rejection incident. You can 
tell when doctors gather in groups of more than 4 you have a problem, there were 5 there 
the day they told me this.

DNA from EBV Symptoms and outcomes
1000 The tolerance of the test, positive or negative
2,000-3,000 Heavy fatigue, hallucinations, this is how far I got
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5,000- Possible spleen and liver damage, symptomatic of PTLD
50,000- Oncology is your new home 80% survive

I never really got beyond a state of fatigue, another name for Epstein Barr is 
mononucleosis and another is chronic fatigue. “Mono” or “kissing disease” is a month 
long annoyance in your teens if you have a healthy immune system. If you are 
suppressing your immune system to help you keep your kidney intact, then that’s another 
story all together.
 
Napping often does not capture how you feel.1When referring to a nap or sleep, this is not
just “oh I feel like a nice nap”, this is a time of mental and physical breakdown, I am 
unable to think, talk, drive, become agitated if I don’t lie down and cover my eyes. 
Overwhelmed by any sensory input, would be a better description, then falling into a 
deep sleep lasting 4 hours. It is not a normal response at 10 in the morning and then again
at 4 in the afternoon after you have had 6 hours sleep overnight.

One year Creatine Levels; Stable 
At one year my Creatine levels were stable, they had been at 170 to 190 for a year. The 
doctor in attendance stated this was a good sign of long term survivability of the kidney. 
Other good news was that my condition has not yet progressed to PTLD due to a 
reduction in my immunosuppressant.

Improving Endurance and Working Part time 
With the diminishing of the EBV and the threat of PTLD, at least for now, off the table 
and the continued operation of my kidney it was just a matter of increasing my 
endurance, little by little things got better, my nightly walks got longer, I am able to do 
more around the house.

I started to work a couple of days a week for a couple of hours at a time after consulting 
with my long term disability provider. Their was no contradictions so long as I did not 
accept any money. It was great to be back at work. I started doing one small part of my 
previous job and that was hiring and managing a web site developer and working with 
that company to rebuild a website for the company.

I was fortunate in that the owner of L-D Tool and Die, Laurie Dickson had been very 
supportive during my multi year absence. He called me regularly and helped me when I 
was most depressed. Having a sense of being needed in the real world was invaluable.

Because of my immune suppressed state I was a non hugger, cold season was difficult 
and shaking hands was a chance to get an infection, with the coming of the Corona virus I
had to retreat into deep isolation and along with the rest of the planet I was unable to 
return to work, when people started to work after 2 months my isolation continued. Judy 

1 Dr Todd Fairhead Medical Director Glomerulonephritis clinic and Assistant Professor of Medicine at the 
University of Ottawa has stated after examination that the EBV in the levels I have would explain my 
fatigue  
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kept me behind lock and key, if you are reading this, please help me to escape. I am being
held hostage by a 64 year old retired school principal.

The New Normal 18 months in
My clinic visits are now every 3 months, due to the corona virus they are by phone. After 
reviewing my blood work the doctor noticed my blood pH was off and she prescribed 
Sodium Bicarbonate, 4 tablets daily. This non prescription over the counter remedy 
brought my pH back into line and had a profound effect on my endurance. This is 
perhaps the biggest single improvement in my health in last 6 months.

I am left with much anxiety. I am constantly fearful of my new kidney failing. The 
slightest change in my Creatine or pain in my kidney has me worrying. The isolation of 
the Corona virus is a big change for me; and yet it’s sort of the way I have been for a 
while, but just more of it.

My family doctor says I am left traumatized by the whole ordeal and doctors have 
diagnosed me with Post Traumatic Stress Disorder (PTSD). Personally I think that is 
nonsense, no one gets to 63 without some PTSD, it’s so common as to not be worth a 
label. Yes I am anxious but so what; my new kidney, that’s my complaint? Good Grief. 
Before anxiety was about sudden death from dialysis, or infection, or anxiety over 
needles, so anxiety is not new and sometimes you just have to shut up and power through.

I have become something of a record keeper. Records are important. I keep track of
 Daily Drugs, Blood pressure, temperature
 Interaction records with doctors
 Records of eating, calories and activities. It all helps to see patterns and notice any

trends in my health.

The good news is that most of this is fading into my memory and I am starting to have a 
sense of urgency in getting things done and having plans. I remain very obedient to the 
instructions of the doctors, for all the faults of the medical system and at least a few of 
the doctors in it, I am grateful for the 900 others that are there for me.

I will continue to shut up and do what I am told.

Your lucky that’s the good skin cancer 

A small spot developed on my forehead, my nephrologists and family doctor referred me 
a dermatologist and after a month of waits and a couple of telephone consultations due to 
corona virus I finally ended up at a Skin cancer surgeon who did a nitrogen treatment to 
burn off the offending “growth”

It turns out its may not be skin cancer, the surgeon thought it was just an age spot, so it all
ended in a very non dramatic zap of cold nitrogen. Once again here I am; Lucky me.
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GERD, Exhaustion Swelling, Metabolic acidosis, can’t complain 
The slightest amount of spicy foods or fried foods and the GERD returns, the slightest 
amount of salt and I get swelling in my legs, Metabolic acidosis went undiagnosed for a 
long time but not that its resolved with Bicarbonate my endurance is much higher. All is 
generally well except the creeping up of my Creatine levels which indicates a failing 
kidney as does the acidosis and swelling. No one has given me that diagnosis but the 
blood work continues, we will see what the update is at 24 months.

It’s a slow climb if you’re fat and deaf;  
Like most of the world I am trying to loose weight, since the transplant I have gained 
about 10kg. I count the calories, exercise not that much and am as diligent as I can be. As
I write this in June of 2020 I am having problems with water retention due to the 
combination of my blood pressure pills, need to keep my legs up for a few hours at a time
and sitting and typing really aggravates the swelling in the legs. I am also mostly deaf in 
one ear and have 50% hearing in the other mostly due to a brief bout of Lasik medication.
Hearing loss is a documented problem with Lasik.

I have something of a normal life, with limited endurance, I don’t know if I will ever run 
a 400 meter race in the transplant Olympics but I can dream, and that is an improvement 
over where I was 18 months ago.

Bruce Coburn Fascist Architecture
I like this song because one of the side effects of this whole ordeal is “Too long been 
keeping my love confined” at least I lived long enough to realize it and correct it.

As well bloody nose and burning eyes, Raised in laughter to the skies; pretty well 
describes me and my ordeal as well…

I've been in trouble but I'm okay
Been through the wringer but I'm okay
Walls are falling and I'm okay
Under the mercy and I'm okay

So I am okay……

This song is worth a download.

Bruce Coburn’s Fascist Architecture lyrics
Fascist architecture of my own design
Too long been keeping my love confined
You tore me out of myself alive

Those fingers drawing out blood like sweat
While the magnificent facades crumble and burn
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The billion facets of brilliant love
The billion facets of freedom turning in the light
Bloody nose and burning eyes
Raised in laughter to the skies
I've been in trouble but I'm okay

Been through the wringer but I'm okay
Walls are falling and I'm okay
Under the mercy and I'm okay

Gonna tell my old lady, gonna tell my little girl
There isn't anything in the world
That can lock up my love again

That makes me the lucky one
That makes me the lucky one became my mantra. As I looked around the hospital I saw 
that most people were in worse conditions than I was. In an early discussion with my 
family doctor she pointed out that I had a rough road ahead but it was possible to get 
through it, she also pointed out that earlier that day she had to tell a long time patient that 
he had cancer and would not live 6 months. So….that made me the lucky one.

During my 5 year ordeal, I had 2 friends die of brain stem strokes, another friend and two
cousins died of cancer, my father in law died, you get the point. Every day about 15,000 
people shed this mortal coil, and every day I was not one of those 15,000 made me the 
lucky one. 

Of the roughly 55,000,000 people who die every year, about 1.5 million die of kidney 
failure, about the same as traffic deaths. Of those million and half people sick with 
kidney failure only about 40,000 a year get transplants, and that number is at a record 
high for the last 6 years. Only about 00.25% of those who would die of kidney failure 
every year get a chance at a kidney transplant. Guess what, that makes me the lucky one 
just became a huge understatement. I won the lottery.
So that was lesson one, I am one lucky bastard.
 
Lesson 2 was how much I depend on others for my existence, I guess this is just a 
variation on how lucky I am, but this hokey storey resonates more with me now than it 
did a few years ago. There is a Jewish folk tale that tells the story of a man who wanted 
to understand Heaven and Hell.

First, he traveled to Hell. Here, row after row of table was piled high with platters of food
yet the people seated around the tables were starving to death. Each person held a full 
spoon but both arms were splinted with wooden slats so they couldn’t bend either elbow 
to bring the food to their mouths.

Next he went to Heaven. The setting was the same here as in Hell – row after row of long
tables laden with food and all the people had their arms splinted so that they couldn’t 
bend their elbows. But the people in Heaven were happy and well fed.
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He couldn’t work out why things were so different so he watched for a while. As he 
watched, a man picked up his spoon and dug into the dish before him. Then he stretched 
across the table and fed the person across from him. The recipient thanked him and 
returned the favor by leaning across the table to feed his neighbour.

The man ran back to Hell to tell the poor souls trapped there what he had discovered.  He 
whispered the solution in the ear of a starving man – “You don’t have to be hungry,” he 
said. “Use your spoon to feed your neighbour and then he will return the favour and feed 
you.” But instead of being grateful, the starving man became angry. “What are you 
talking about?” he shouted.  “You expect me to feed that man?  I hate him!  I would 
rather starve than give him the pleasure of eating.”

Then the man understood – both Heaven and Hell offer the same circumstances and 
conditions. The critical difference is in the way we treat each other. I was treated 
extremely well, by my donor, my wife, my doctors, my employer, my friends and family.
Yup, that makes me the lucky one. It was not a hell I went through, I experienced heaven.

The third lesson I learned was perhaps the hardest. I learned I really have very little 
control over anything. When I was in my late teens I loved to run, I did not do it because 
of some inbred drive to excel, I just ran because I could. Later in life I became a 
machinist, then a tool and die maker, then a tool designer, then an engineering 
technologist, and a business owner travelling around the world 20 times. Sure there was a
drive, but mostly, it was just what I did because I could.

My marriage of 40 years, there were temptations and hardships but I was faithful, we 
endured, but not because of me, I was raised to be faithful, surrounded by love, and I 
married a wonderful person, the marriage did not last because of me, but rather because 
of the kindness and intelligence of my wife and the kindness and caring of my 
upbringing. In fact nothing I have done, and everything that has happened to me I can 
trace to random events or things I had no control over. You think you’re different. Just 
wait. Earnest Hemmingway said it best in farewell to arms: “The world breaks everyone 
and afterwards many are strong at the broken places. But those that will not break it kills. 
It kills the very good and the very gentle and the very brave impartially, if you are none 
of these you can be sure it will kill you too but there will be no special hurry”

So I am lucky, I was broken, not killed, not yet anyway. I now realize I was always 
dependent on others, I have had almost no control over this life other than to choose how 
I react to any given situation and it is even debatable if I had even that control. Perhaps 
the most important lesson was that the last 5 years was not hell, but rather I experienced a
bit of heaven in every kindness I received and that I recognize the fact makes me the 
lucky one.

Finally thank you to one particular nurse in Nephrology I am sorry I told you multiple 
times in a very rude way that you should leave. I was a particularly ignorant asshole for a 
while, but I think I am getting better.

WSK 2020
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