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My Totally Awesome Kidney Adventure

Introduction
This is part 3 of my totally awesome Kidney adventure. This article covers the prep for, 
qualification for, and the actual transplant.

The Transplant

The transplant itself was not a big event. By that I mean the 10 days I spent in the 
hospital waiting for a kidney, having the surgery and recovering from the surgery was not
the hard part of this whole ordeal. It’s funny because if I run into someone and they ask 
about things they usually start with I heard you got a kidney. This does not really reflect 
the diagnosis, the shock of loosing your old identity, the experiences of Peritoneal and 
Hemo Dialysis, the feeling of having catheters stuck in your body for years on end, the 
threat of infection, the testing, the many other surgeries, the tedium, the terror, the many 
reactions to various drug combinations and the coming to terms with your mortality.

Yes I got a kidney I will say, and I am grateful to the unknown donor, have your signed 
your donation card I will say. They almost always say yes, but I know they have not.

Somewhere out there is a family wondering who got the kidney, I sent them a thank you 
note, I don’t know if the hospital actually delivered it. If your son, husband or brother 
died on August 19 2018 in North Bay, and you gave up his kidney I got it.

Thank you does not begin to express the gratitude I feel. I have for a few brief years my 
life back. A day does not go by where I do not thank “Robin”.
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Pre Transplant

The process of getting on the transplant list was strait forward enough. They want to 
qualify people for a transplant. Life is better after transplant. A transplant is a close to a 
cure as an End Stage Renal Patient can get. First they want to know if you can call a 
friend and get a live kidney. If the answer is yes it’s a matter of qualifying and scheduling
the surgery. You could be transplanted in 3 months. 

If you are depending on the goodwill of others than there is waiting involved. In either 
case there are interviews, lots of blood work, ultrasounds, treadmills, and pre surgery 
conferences, mis starts and warnings. I was told in no uncertain terms that the outcome 
would be a new kidney that could last for 5 to 15 years and I was guaranteed to get skin 
cancer and diabetes. If I can accept that fact then I can move forward. Do you still want 
to wait for 5 to 7 years for the transplant? I said yes, but not everyone does.

Because I live in Canada there was one aspect I did not have to worry about and that is 
the cost. The biggest complaint would be the cost of hospital parking, but guess what. 
They give you a special card so its only $40.00 every three months for parking so that is 
not evens a complaint worth making.

For an American the 1995 yearly expenses for one patient
 $24,000 on hospitalization,
 $18,000 on medications and physicians care.
 $27,000 for dialysis treatments, lab supplies and lab work
 $10,000   administrative and insurance costs
 $79,0000 total medical costs 1995

Medicare pays up to 80 percent, Medicare benefits do not start until four months from 
application date. Commercial health insurance and HMO’s coverage varies from 
company to company. Private insurance is the primary insurer for the first 30 months and 
will coordinate benefits with Medicare. After that, Medicare becomes the primary insurer
and the private insurance will be secondary if it still is in effect. Coverage varies with the 
person’s social and economic caste. ” It sounds like a living hell to me and I don’t know 
if I would risk financial ruin for my family. I would probably as Wendell Berry states:

Pass without haste or regret toward what will be,
 my life, a patient willing descent into the grass.

As well as being more expensive and inaccessible full of complexities and rip offs the 
American system has the added benefit of having inferior outcomes for patients. An 
American study shows that the American dialysis patients fare worse than a similar 
Canadian patient with end-stage renal disease.
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I was shocked but not surprised when I discovered that a disposable dialysis filter in 
Canada was a reusable filter in the US. The filter was reused up to 50 times between 
different patients. I believe that for profit should not be in the health care system. Again, 
being a Canadian makes me the lucky one.

Qualifying for a transplant  
       
Hospitals in Canada follow the Canadian Society of Transplantation consensus guidelines
on eligibility for kidney transplantation. The basic checklist goes like this:

1.  No cancers, infections, or uncorrectable heart disease.

2.  No history of chronic noncompliance, hence my new found interest in shutting up
and doing what I was told. Care after transplantation is important, it was 
explained to me that they care as much about respecting the donor as they care for
you so they don’t want to give a kidney to an irresponsible fool who will not 
respect the gift.

3. You are vaccinated, have a chest x-ray, screened for mycobacterium, and purified 
protein derivative skin testing, a Serostatus for cytomegalovirus and Epstein–Barr
virus and Screened for HIV infection.

4. No chronic drug abuse including alcohol.  You have to keep in mind that some of 
the anti rejection drugs will mess up your head and mixing and matching with 
illicit drugs and alcohol is sure to backfire.

5. No Psychiatric problems that would be considered a high risk for increased 
severity of the disorder after transplantation. “Tacrolimus, a commonly used 
immunosuppressive drug can lead to Tacrolimus-induced psychosis. If quickly 
identified and substituting with another immunosuppressant the Tacrolimus-
associated neurotoxicity may be reversed by discontinuing these drugs.”1 The 
drugs they give you mess up your head.

Waiting lists and the Antibody count 

As soon as you start dialysis you are on the waiting list. If you’re on top of things and 
seeing your doctor for a yearly check-up and they discover your diminished kidney 
function a few years in advance of End Stage Renal failure then you can start on the 
waiting list years before you need a transplant.  “Preemptive kidney transplantation 
should not proceed unless the measured or calculated glomerular filtration rate is less 
than 20 mL/min and there is evidence of progressive and irreversible deterioration in 
renal function over the previous 6–12 months” Which means that if your glomerular 
filtration drops to 20mL/min which means you are still walking about, you could be 
eligible for a transplant. Long before dialysis starts. A preemptive transplant is such a 
good idea. I was weakened by my diminished kidney function, 3 years of dialysis, the 
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recovery from surgery, and the side effects of the drugs, it all would have been allot less 
painful if I had been proactive.

You met allot of people in the dialysis center that cannot get a transplant for medical 
reasons, they simply don’t qualify, you also meet people who do qualify but are a 
1/10,000 kidney match. These people wait 10+ years or never get a transplant. I matched 
1 in 3 people who were rolled thru deaths door and were willing to donate a kidney. Why 
was I so lucky?

When I went on the list there were 70 blood type “o+” on the waiting list ahead of me. 
After a little over a year and I was number 60 on the list in terms of days waiting, yet I 
matched every third kidney that was available. Some of the other people on the list ahead 
of me could only match 1/10,000 or more. After a little under 2 years I was offered my 
first of three kidneys. I was assured I would receive a new kidney within a year of that 
date. When they match a kidney they match on a number of things

1. Age / size  , they give a child a child’s kidney and an old man an old mans kidney.

2. Blood typing (ABO compatibility)   Blood typing measures blood antibodies. The 
Rh factor (+ or -) of blood does not matter. The following is by donor:

a.  blood type A can donate to recipients with A and AB
b.  blood type B can donate to recipients with blood types B and AB
c.  blood type AB can donate to recipients with blood type AB only
d.  blood type O can donate to A, B, AB and O (O is universal)

The following applies by recipient
e.  blood type O can receive a kidney from blood type O only
f.  blood type A can receive a kidney from blood types A and O
g.  blood type B can receive a kidney from blood types B and O
h.  blood type AB can receive a kidney from blood types A, B, AB and O 

I was O, blood group O is a disadvantage in the allocation of deceased donor organs as it 
is a match to everyone, but can only take another O. While A, AB and B, can all match 
with O but O does not match with A, AB and B2 so not only is there a demand for O, if  
you are O, there is allot of competition for a match to your kidney.

3. HLA Tissue Typing   Each person's tissues, except for identical twins, are different
from everyone else's. The better the HLA match, the more successful the 
transplant will be over a longer period of time. A parent and child would have at 
least a 50 percent chance of matching, siblings could have a zero to 100 percent 
match, and unrelated donors of different races are less likely to match at all. The 
hardest people to match are people of mixed racial families. The best match for 
the recipient is to have 12 out of 12 antigen matches. (This is known as a zero 
mismatch.) It is possible for all 12 markers to match, even with an unrelated 
deceased donor organ, if the patient has a very common HLA type. Mixed race 
people3 have a special problem in that their HLA combination is statistically even 
more unique than 2 Caucasian, or 2 Asians or 2 Africans. Having said that  
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politically incorrect fact, there are cases of Jewish European x Chinese Canadians 
mixed race individuals getting successful transplants. They just have a harder time
of it. The takeaway is not some racist fantasy of don’t interbreed, its please 
register to be a donor to increase everyone’s chance of finding a match4

4. Antibodies to HLA Tissue typing   this test is done for the patient only and is 
repeated monthly. HLA antibodies can be harmful to the transplanted organ and 
they can increase or decrease over time so they must be measured while waiting 
for a transplant. HLA antibody levels can change following events such as blood 
transfusions, miscarriages, minor surgeries (including dental work or fistula 
replacement) or severe infections 

5. Percent Reactive Antibody (PRA)   When you are exposed to foreign tissues, 
through a blood transfusion, exchange of body fluids, pregnancy or previous 
transplant; you develop antibodies to different HLA proteins. If you have a high 
level of HLA antibodies, it is more difficult to find a compatible kidney.  

6. Serum Cross match   Cells from the donor are mixed with your serum. If the 
antibodies show up under a special light, its positive and the transplanted kidney 
would be immediately rejected.

So why was I such an easy match, why was eligible for 1/3 kidneys when others were 
1/10,000 allowing me to jump to the front of the line? I was O; I had no blood 
transfusions, no previous transplants, and low HLA and PLA counts. Having married my 
college sweetheart my rate of “protein exchange” was low so was my PRA count,5 PRA 
attaches to protein, now think of all the ways we share proteins away from the dinner 
table.

Turning down a kidney #1

My doctor turned down the first kidney that was offered without even talking to me. The 
reason she explained was because it was 75 plus year old person, I was in early 60’s and 
had no co morbidities so I should get a kidney from a 50 or 55 year old it could carry me 
through for 10 or 20 years6 if I was lucky. It might only last 3 or 4 but better to try for a 
better one and that is when I learned about my 1/3 chance. I met the transplant 
coordinator after that and she explained I would be transplanted in 6 month to a year.

Cemetery Road Exit; waiting on death in the General Hospital #2 

A few months later I got a call while I was driving my winter tires to be stored at my 
farm. I got a cell call and was asked to pull over by the caller from the General Hospital. 
At 5:00 pm on the side of the road on the Queensway at Moodie it was explained to me 
that another kidney was available and I was to go the General Hospital at 10:00 am the 
next day. The patient was dying, but not brain dead and I needed to be at the hospital 
when the donor died. I agreed to be there in the morning and continued on my drive to 
the farm to get rid of tires. I called my wife with the good news and she said I was nuts 
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and should turn around, in fact I was in shock. So I got off the next expressway off ramp 
and turned around. Hoping it was not an omen the name of the exit was the cemetery road
exit on highway 7. A restless night ensued and we were at the hospital the next day. I was
admitted and we waited. 

We waited for 4 days, sadly the death of the donor took a long time and in the process the
kidney was damaged and we were sent home with no transplant. At least at that point I 
knew I was at the “top” of the list and I was assured it would only be a short time.

Decisions on the side of the road; Kidney from North Bay #3 a charm 

Judy and I have very vivid memories of the third call we received. It was also on the 
Queensway at the Moodie exit this time. It was pouring rain and we pulled over to the 
side of the Queensway. After about a half hour discussion the 5 o’clock traffic cleared 
briefly and I started to move and pulled off onto an overpass to continue listening to the 
doctor and transplant coordinator outline the situation.

It was explained that none of the “problems” with the kidney were a big deal. They were 
portrayed as just a formality they were required to inform us about. All in good fun just to
follow the rules in Canada. One little problem was AIDS. The partner of the donor had 
had unprotected sex in Africa 20 years earlier. They assured us that there was no AIDS in
the donor but it must be reported. I was tested for aids for 6 months after the surgery.

The donor died of an abscess on his brain. He had received massive doses of antibiotics 
and the infection was dead in his body, it just ate his brain, so not to worry. I could not 
get sick the way the donor did.

And lastly was something called the Epstein Barr virus. I had no idea what this was and I 
was told it was a virus that 95% of the adult population had, it’s just that I did not. When 
an Epstein Barr positive kidney (the donor) goes into an Epstein Barr negative patient 
(me) the patient gets EBV. This is only a problem 1% of the time and can easily be 
treated with a slight change in the meds. Remember that comment.

This is why we pulled off the Queensway onto an off ramp for some peace and quiet to 
reflect on all this new information. As the discussion went on and our questions got more 
and more specific it was explained to us that a surgical crew was at the airport with a 
Lear jet on standby, they were ready to fly to North Bay, get the kidney and come back 
and do the surgery tonight. Do you want the kidney, if not we need to go to the next name
on the list.

My wife’s response was guarded and cautious; my attitude was let us get this over with. I 
was fed up with dialysis; a bit depressed, overwhelmed by the decision and said F it lets 
go. And we did.

It turns out EBV is a bigger problem then they let on….
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It turns out Epstein Barr is just mononucleosis unless you are on immune suppressants. 
Immune suppressed as in after a transplant.

About 1% of EBV+ people who have a transplant get a flare up of EBV. That was the 
understanding of the doctor who was coaching us. An interesting fact but not relevant to 
my case.

The actual number is 100%, 100% of EBV- who then become EBV+ from a transplant 
(me) get EBV. An at that moment you are immune suppressed. The EBV proliferates out 
of control. Then you can graduate to something called Post Transplant Lymph 
proliferative Disease (PTLP). It’s important to note that I never progressed to PTLD, 
That’s not what makes it an interesting story.

It’s that when you go from – to + and they track the progress of the EBV at some point 
they have a conversation with you that goes like this 

Team of Doctors: “Uhhh sorry, its was not a mistake, but sorry you have EBV 
that seems to be Uhhh out of control, could lead to PTLD Uhhh, if we don’t cut 
your immunosuppressant’s you could Uhhh require chemotherapy, but its not 
cancer.
Me: Oh jeez, won’t cutting the anti rejection drugs lead to me rejecting my 
kidney? And what is PTLD? Oh jeez was this all a mistake?
Team of Doctors: Uhhh, sorry but that PTLD, it’s not happening. It was not a 
mistake; it’s just your situation this happens about 1% of the time. And yes you 
could lose your kidney. But hey would you rather die from PTLD, which you don’t
have, lets me clear.
Me: Yah, sure I guess that make me the lucky one I guess. I mean thank you.

 
So my situation was every week I do blood work and watch my EBV level go up. The 
count goes 1,000, then 3,000, then 5,000 and when it goes to 20,000 and 30,000 you have
PTLD. According to the literature it happens fast and well, you die.

The number they kept quoting was 1% but the literature was pretty clear, it was up to 
16% of the time it progressed to PTLD most often in my situation, EBV – before 
transplant. In pediatric kidney transplants where there is a high incidence of EBV- 
transplants it progresses to PTLD up to 10%7 of the time.

The good news is there is a treatment, always worse without one, it just that “the 
cornerstone of the treatment of patients with (EBV and) PTLD is restoring the host's 
immunity by reduction of immunosuppressive drug therapy”8

A couple of fun EBV facts:

1. A major driver of the increased risk for children was pre-transplant EBV 
negativity, which occurred in half of children, compared with <5% of adults. 
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Negative recipient EBV serology was associated with a 3-fold increased risk of 
developing PTLD. 

2. PTLD is not uncommon and appears to first year post-transplant. Being EBV 
negative at the time of transplant confer an increased risk, but the overall risk of 
PTLD has decreased over the last 15 years.9

This was to become a major stress after the transplant, for me and between myself and 
the doctors. All of these problems are in a paragraph in a book they give you at the 
beginning of this ordeal, when they tell you about it, they also say you could wait for 8 or
12 years for a transplant and until you live it, you really don’t understand it.

Transplant Surgery 

My last memory going in was the Surgeon explaining the catheter strategy, I was in pre-
op at the time and I remember watching him like I was looking through a long tunnel. My
memory of that event was “oh a friend is here to talk to me, how nice” I was floating on a
very soft “cloud” of some sort of drug. I have no memory of going into the surgery, or 
coming out of surgery. I have no real memories of the recovery room my first memory is 
waking up the next day in my room. I also have no real memories of any pain. I 
remember the discomfort of trying to move but not any real pain. I was on a wide range 
of pain killer including some narcotics.

While I have no memory that is not to say it did not affect me. I can remember taking 
picture of the process of my vasectomy, nothing graphic, just the whole process and I 
could laugh about that with my friends. After my obstructed bowel surgery in Hong Kong
I left Hong Kong with a big insurance package with all my x-rays and a full colour 11x14
of a mid surgery snap shot showing where my bowel was obstructed. That I could study 
and look at and it had no effect. But this surgery was different. I could not look in the 
mirror at the scar for a year, I found myself waking up in the middle of the night moaning
not in pain but discomfort over the surgery and it’s very difficult for me to watch a TV 
show about medical issues let alone look at a picture of my insides if one were available. 

My thanks to my surgeon Dr Blew who had an excellent bedside manner and did 
everything he could to ease my concerns and discomfort. Dr Blew was very kind and in 
every way I am grateful for his skill and kindness. If I was ever going to have a man-
crush it would be on someone with his level of talent and intelligence. 

Post Transplant week in Hospital 

The first week in the hospital was difficult and uncomfortable. It was uncomfortable 
because of a foot long opening in my belly recently stitched up, a general re organization 
of my insides, and of course a catheter, which in a way was a bit of a blessing because I 
did not have to get up to pee and also because of a catheter in my neck used for the blood 
work they were taking 4 times a day. 
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Beyond the short term discomfort, the real difficulty was the anticipation of the workings 
of my new kidney. The kidney did not just start up. It was heart stopping that for 3 days it
did not work. At least twice a day someone would be in talking to me about how it could 
start tomorrow or in a month. There were discussions about and schedules for dialysis 
again, Dana the vascular access nurse came to mark my arm for insertion locations and I 
was hyper concerned. It was shocking, terrifying and heartbreaking all at once.

The initial dose of all the anti rejection drugs are many times the maintenance dose and 
my body reacted by vomiting, diarrhea, dehydration, weakness and high blood sugar 
briefly requiring insulin once but not again. It was all par for the course, but yah I was 
hyper concerned, stressed, unhappy, anxious and holding my sweethearts hand when 
available.

Its working! On the third day my blood tests were indicating that the kidney was 
starting to work and about 8 people came by to tell me the good news. Everyone wanted 
to tell me from the nurse to the doctors to the surgeons. The next day even the tech that 
came in every morning to take my weight had a smile on his face when he told me my 
kidney was working. Later the next day my first post transplant dialysis was cancelled as 
it was determined the kidney was up and running. Once again I was the lucky one.

All things considered my hospital stay was very good. My wife was my constant 
companion, even the food was not half bad, food was brought from outside and my mood
was improving, I was terrified and in pain but you tend to forget the pain and remember 
the outcome. Looking back on this whole ordeal the transplant was not the most difficult 
part. The most difficult part was the psychological toll of loosing my old life and coming 
to terms with the new normal.

The week moved along, I was up and walking, my bowels became regular and before I 
knew it I was out of the hospital. It’s a bit surreal even now to think about it. Through out
it all I kept thinking about the gentleman from North Bay who had just died and his 
family who honored his last wishes. As I was being wheeled out of the hospital in a 
wheelchair and going home, he was coming along with me. Once again; thank you.

Home after Transplant, Deciding on a goal 

To give you an idea of my condition upon arrival at home I just wanted to have a shower 
and get to bed. With help I undressed, walked into the shower, turned around once 
without using soap, left the shower, fell on the bed where prepared towels awaited, I was 
dried off, and I fell into a drug induced sleep. There was nothing more I could do. Once 
home I was useless, but I decided on a goal. In high school I ran in the 400 meter event at
a track and field meet and that became my goal to run 400 meters in the transplant 
Olympics. It’s still my goal a year and a half later and the best I can do is to walk the 400 
meters. To get to that level has been a struggle and I keep working at it.

My transplant was mid august and it was late September before I could start walking 
outside. Our address number is 80 and I would count off, first try to make it to 60 then 50
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then 20 and so it went until snowfall when I could walk halfway down the street and 
back, a remarkable 200 feet total. That winter I could not shovel snow. By the spring 
sweeping the driveway was a 2 hour ordeal with 4 or 5 15 minute breaks.

With the ice I was afraid of falling, I would walk the Loblaws store. My first trip was at 
Christmas, I drove to the store, got out of the truck and collapsed on a skid of canned 
coke in the front hall, long enough that a clerk came and asked if I needed someone to 
call an ambulance. It was a long time and many trips before I could walk the whole store.

Fear and Loathing in Barrhaven, drug reactions and withdrawal

I was on a narcotic for pain for a week in the hospital and about a week at home. I wanted
to get off it as I had some unusual experiences in Hong Kong with my obstructed bowel 
and the drugs I received after surgery there. The hallucinations were quite impressive.

The drugs in Canada were not nearly as good, but after only 2 weeks I decided to get off 
and the withdrawal was possibly the most uncomfortable part of the whole ordeal. It was 
a few days of Insomnia, body aches, Sweating, combined with the already prevalent 
vomiting and diarrhea from the high does of anti rejection drugs and an overwhelming 
sense of anxiety leading to rapid breathing. The worst part is that you knew if you just 
took one little pill it would all go away.

A few weeks later there was a family wedding, I was unable to attend and friends came 
over to babysit me. I could sit up and converse, go to the bathroom myself but I was just 
lying around unable to really do anything. No stamina, generally uncomfortable and not 
allot of fun to be around.

My transplant was Aug 12 2018 on Aug 29 2018 I was babysat, by Sept 20 2019 I was 
able to speak at my sons wedding but I was always protected, tired and I had to be driven 
home at 7:30pm and fell right asleep. I did manage to dance with my grandson but only 
for a minute. In hindsight my recovery was very slow for over a year after surgery.

3 month milestones, Nightmares, Psychosis and just let me sleep

Although I was walking and active I was also regressing in many ways. The anti rejection
drugs were taking a toll on me. The whole drug regime was pretty tough. I was unable to 
drive due to exhaustion; my eating was off as I threw up most of what I ate. I developed 
intolerance to dairy products; I would only sleep for a few hours at a time, but did it 
around the clock. Over 3 months I lost 15 kilograms.

Judy drove me to all my clinic visits and at times I could not walk and required the 
assistance of a wheel chair, if I walked it was a dozen steps. It was all very depressing, it 
started with clinic visit twice a week at first and by 3 months it was down to once every 2
weeks as different drugs were tried to try to reduce my symptoms.
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Those first 3 months were possible the most difficult, my activity level started at zero and
by the end of the month I was able to shower and dress myself, but for the next 2 months 
not allot of progress was made except I kept the kidney! I did little other than see doctors,
watch TV and take about 20 different pills every day..

Exhaustion / Drug changes / How will I find you in my next life? 

The drugs flow freely after a transplant. I was off the opiates; I turned down Lipitor in the
hospital, which lower cholesterol. Lipitor also raise blood sugar levels and lead to type 2 
diabetes. 10 Cognitive impairment, memory loss, confusion, and forgetfulness11 were other
problems that the FDA warns of. I was told post transplant diabetes was a given, so I 
decided not to encourage it, confusion and forgetfulness were my super powers so when I
asked the doctors about the diabetes and forgetfulness they nodded and said “no need 
then, but it’s a good drug” and there was no further discussion.

I had a problem with GERD, it only got worse post transplant. I had been prescribed 
Pantoloc and while on dialysis it became policy in the dialysis clinic to get everyone off 
Pantoloc because it also caused dementia. I was struggling with this drug; it was difficult 
to get off, mostly because it allowed you to eat the foods that caused the GERD so when 
you stop the Pantoloc the GERD is severe. You need to change your diet when on 
Pantoloc.

I started with oats to settle my stomach and added different foods finding out what was 
causing the stomach upset. Through a trial and error process over a few months and in 
consultation with Marie José the pharmacist and nephrologists I/we found a combination 
of foods / meds that did not upset my tummy. I was then able to stop taking the Pantoloc 
and possibly avoid drug induced dementia.

Looking for that combination of foods and meds that would not cause turmoil in my body
lead to me keeping a chart I still keep where I record my pills, BP, temp, the food I eat, 
my sleep patterns and activity daily. It has become a habit. It was born of necessity trying
to find patterns and because one missed anti rejection pill could lead to failure of my new
kidney it also has become very comforting.

Blood Pressure Medications have been a constant source of problems and side effects. I 
suggest you write down the advice doctors give you and then compare that with the 
documented sided effects and then compare that with what actually happens to you. What
I found is that doctors have favorite drugs. The next doctor may have a different favorite 
that sometimes contradict the previous doctor’s opinion. You would think science would 
prevail, but availability bias and confirmation bias afflicts doctors as well and then we are
all human I suppose.

 If you are ever in a nephrology clinic every doctor will try to prescribe you Lasik, in my 
case it lead to severe low blood pressure and permanent hearing loss. It was mistakenly 
prescribed to me when I started Peritoneal Dialysis by a fellow who apparently was 
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trying to earn Lasik points for his next free trip to Barbados, no matter how much I 
complained they continued to insist all patients were on it. I often wonder why?

When you Google Lasik you find it’s been on Shark Tank and a miracle drug, but for me 
it was always a nightmare. 

The Drugs I was / am on for Blood Pressure, the dosages have changed
Med Dose Method Comment
Bisoprolol 5mg Beta Blocker Fatigue inducing?
Amlodopine 10mg calcium channel blocker
Coversyl 2mg angiotensin converting 

enzyme (ACE) inhibitors
At 4mg caused Edema, one 
doctor says this is not possible,

Lasik Ended strong diuretic Caused permanent hearing loss

A motivation to experiment with different combinations of blood pressure drugs is my 
constant fatigue. The transplant induced EBV causes fatigue but it is at a low level now 
and the fatigue was mostly alleviated by an adjustment to my blood Ph using an over the 
counter pill containing baking soda. My blood pressure was at 110 over 70 with a pulse 
of 60 with Bisoprolol, Amlodopine and Coversyl. If the Coversyl goes above 2mg it 
causes Edema and a rise in my Creatine levels.

The good news is my kidney is intact due to the anti rejection drugs I received. The 
challenge was to find a combination that did not kill me in the process.

Round 1 from Transplant August 12 2018 to September 16th 2018
Med Dose Method Comment
Hydro Morphine 1mg per day Pain
Extra Strength 
Tylenol

6 per day

Tacrolimus 
(Adagraf)

10 mg Anti rejection Skin cancer and 
lymphoma

Mycophenolate 1000 mg
Prednisone 20mg
Valgancyclovir 450 mg Anti viral 
Pantoloc reinstated Due to my constant stomach upset Pantoloc a known cause of 

adult dementia was reinstated. This started my logging of food and
medicine to try to see patterns. My protests were noted.

Aspirin, Sodium Bicarbonate, Vitamin D twice a day 1000 mg

This first month was very difficult as I was trying to get off the Hydro Morphine, on high
doses of the anti rejection drugs and Tylenol for pain. I was vomiting and had diarrhea 
pretty well constantly as well I developed very severe bleeding hemorrhoids. My sleep 
patterns were up ended due to the constant diarrhea and discomfort from ever decreasing 
doses of pain killers.

Round 2 started September 16
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Off the Hydro morphine for a week, on Tylenol on demand and stopped the 
Mycophenolate.
Med doses Method Comment
Tacrolimus 
(Adagraf)

10mg Anti rejection

Mycophenolate 1000 mg reduced in morning then stopped 
completely September 24 2018

Prednisone 15 to 12 mg over a 
few weeks

Anti rejection

Valgancyclovir 450 mg Anti viral
Magnesium 
Experiment

This was a complete failure, with all the new drugs I was taking it 
was decided a low magnesium level was my problem, not the stew
of anti rejection drugs, the Magnesium changed my diarrhea from 
chronic to explosive and violent. 2 types were tried with various 
levels of explosive volatility.

Sodium Bicarbonate The Sodium Bicarbonate was stopped and not restarted for almost 
a year when it was noted my blood pH was off and then quickly 
corrected by reinstating the Sodium Bicarbonate

Aspirin, Vitamin D, and Tylenol on demand down to a few a day

Friday Sept 28 2018
Med Dose Purpose Comment
Azathioprine 75 mg Anti rejection New drug added; later removed 

(Aug 2020) when removed my 
activity and strength sky rocketed to
pre dialysis levels!!!

Mycophenolate 1000 mg Anti rejection Stopped completely was morn and 
afternoon

At this time the pharmacist was getting involved and she made sure I was taking my 
meds with and without foods and without contradictions in taking different drugs at the 
same time. 

Oct 5 Adjusting Blood pressure meds
Med Dose Method Comment
Amlodopine 2.5mg Blood Pressure Causes fatigue
TEVA furosemide 40 Mg Blood Pressure Type of Lasix

Side effects from about 3 months in were the worst as the drug regime changes and the 
doctors are trying new strategies. At one point laying on my chair watching TV I tried to 
get up and could not. I had become completely paralyzed. I could not speak or move. I 
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remember trying to telepathically call for help. It did not work; Thanks allot Depak 
Chopra so much for telepathy, immaterial minds, and our collective memory.

Eventually after an hour or so this paralysis passed and I slowly started to come out of it. 
The odd thing was no one noticed. That’s the level of activity I was operating on. Around
this time I became obsessed with the notion of how was I going to find Judy in my next 
life. This was much more than a passing thought. Around this time my drugs were not 
quite in alignment, the effects of the anti rejection drugs include all sorts of psychosis, 
and unusual thinking patterns and I was descending into despair.

Oct 14
Prednisone 10mg to 7.5mg

Oct 25 2018
Tacrolimus 7 mg immunosuppressant
Prednisone 7.5 mg to 5 mg immunosuppressant
Azathioprine 75 mg immunosuppressant
Valgancylovire 450 mg Anti viral
Apo Sulfatrim 
Septra

1 tablet Anti bacterial

Pantoloc, Aspirin, Iron, Vitamin D and Bisoprolol for BP

From October 2018 to January 2019 my condition was stable and improving. I was 
walking in the malls, I was starting to go out and shop bringing back a few items each 
night as I walked increasing numbers of aisles at the big box stores. At this time I could 
not walk one end to the other of a large Loblaws or Costco. But I could suit up, get there 
shop for an item, get home and collapse from exhaustion. 

Things were improving.
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