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to prostate cancer patients and their families.
Topic for the upcoming December Meeting…

Christmas Social
Come one, come all to our support group Christmas
Social.
We are hosting a dessert potluck—but there will be
sandwiches as well for those who may not
have had supper before they come.
We look forward to seeing everyone and sharing your
journey over some sweets and coffee.
Please bring a donation of food for our local food bank.
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Peer-to-Peer Discussions
by Mike McMaster, Copy Editor, November 17, 2016

Chairman Walt: Welcome everyone. Tonight we are
having a peer to peer discussion where we share our
experiences and knowledge and, hopefully, we can all
benefit from that. Would any one like to start?

A SUCCESS STORY
Jerry: When I first joined the group about 9 months ago, I
had not yet received treatment and had a PSA reading of
347 and the cancer had spread to my lymph nodes.
Now, after hormone and chemo treatment, I
have a PSA reading of 1.97! The chemo
brought the PSA down dramatically. I
finished the chemo treatment about
3 months ago, so from February to
now, I have gone from a PSA of
347 to a PSA of just below 2.
Mike: That is phenomenal.
Congratulations, Jerry.
Jerry: Thanks, but I have to say
sometimes the side effects are a
pain! For example, you wake up
at night 3 or 4 times and you
don’t necessarily feel that you have
to go but you are awake so you go
anyway. You come back to bed and
feel a little chill so you pull up the covers
and as soon as you do, within 5 seconds, you
get a hot flash and now you have to get up and walk
around - and two hours later the same thing again.
Dave: That’s the thing, none of these drugs affect
everybody the same. When Jerry Howarth (the Blue Jay
broadcaster) went public what they didn’t say was, is it low
risk or high risk?
Mike: The other interesting thing about him, from what I
read in the newspaper, was that they were going to remove
just the tumour, not the entire prostate. Now I had never
heard of that before, I didn’t know it could be done.
[Editorial Note]: Subsequent news articles clarified that
Jerry Howarth was having a radical prostatectomy, and not
just the tumour removed.
Also, I have been coming to these meetings for 3 and a

half years now, and for the last couple of months I have
been thinking – if you asked me if there was a treatment for
prostate cancer that leaves the prostate intact and
functioning, I couldn’t answer, I don’t know. The standard
set of recommended treatments like surgery and radiation
certainly don’t.
To answer my questions, I went to the Internet and
looked up both. Is there a treatment where you can
remove just the tumour from the prostate? You
would assume the cancer would be very
low risk. The Internet search came up
blank. And to the question, is there a
treatment that leaves the prostate
intact and functioning? I didn’t
come up with much on that
either. As soon as you enter
prostate cancer it will take you
to all the traditional treatments.
Dave: I did hear a doctor at
recent seminar say that, if the
cancer was low risk and confined
to just one quadrant of the prostate,
then they could remove just that
quadrant - but that is pretty rare.
Peter: It’s the U.K. that does it. I get 20
emails a day about a variety of research that is
going on around the world on this and they are
experimenting with just dealing with the tumour to preserve
quality of life.

SABR vs. CYBERKNIFE
Dave: Isn’t there a new technique called Nano-knife or
something like that?
Walt: You mean CyberKnife?
Dave: Yes, where they can be so precise.
Jerry: One of our doctors in his presentation said that it is
really not that good a treatment for prostate cancer.
Mike: Right, but there are two different treatments and we
need to clarify this. Dr. Andrew Loblaw (Head of
Radiotherapy at Sunnybrook) – his thing is SABR –
Stereotactic Ablative Body Radiotherapy – a very precise
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NOTE: Privacy and medical discussions are sensitive issues. Participants were amenable to allow their first names be
used, just in case other members would want to follow-up. Hopefully this will provide some modicum of privacy.
This was a discussion among peers and NOT medical professionals. Please do not interpret general layman opinions for
medical recommendations or advice. Please seek professional advice as needed. This is an edited transcript of the
discussion.

method of delivering external beam radiation at high dose
over a low number of treatments. That is different from
CyberKnife where they use many laser beams from many
different angles. Dr, Padraig Warde (Head of Radiotherapy
at Princess Margaret Hospital) panned it as a treatment for
prostate cancer because it could damage the urethra which
runs through the prostate.

AN ALTERNATIVE TREATMENT
Peter: In Germany, what they do is insert a needle into the
tumour and they heat it because the cells in the tumour can’t
take the same temperatures as regular cells. The regular
cells can take a higher temperature than the cancer cells. By
doing this they kill off the cancer tumour. I know three guys
that have had it done, they paid to go over there, and so far
they are cancer free.
Mike: Does the prostate still function?
Peter: Yes, and they didn’t end up with any incontinence or
any ED. It is amazing what they have been able to come up
with over the last couple of years.

STRESS INCONTINENCE
Fred: Peter, I see you have a red and a blue dot on your
name badge – meaning you have had both surgery and
radiation, same as me, so I am curious what you have to
say. I started this summer to become what they call stress
incontinent, if I lift something heavy or something like that
there will be a leak, just enough to be irritating. I want to
ask a personal question, how do you guys know when you
have to have a pee? I get a burning sensation.
Peter: The radiation has caused scar tissue in the urethra
and I have had 11 surgeries to deal with the problem. They
do a cystoscopy and go in and scrape the scar tissue out.
That works for awhile but then the scar tissue comes back.
So what I find is that, if I drink a lot of water I don’t get a
burning sensation, but if I don’t drink a lot of water, and
have a coke or some other drink, I get a burning sensation.
What I have found out is that the bladder spasms. The
urologist has me drinking a lot of water and holding it as
long as I can to try and retrain the bladder. The other thing
that causes the burning is the removal of the catheter after
these procedures. Now I am self-dilating (or selfcathetering) to stretch the scar tissue. At first it was difficult,
but now it’s not–it’s quite routine. It helps with the burning.
Fred: If you drink too much water, how do you know you
have to go? Do you feel pressure in your bladder?
Peter: Yes, because sometimes I feel I have to go but there
is not much there, so what the urologist has me do is use a
measuring cup and I record the volumes to try and retrain
the bladder. Sometimes the burning sensation can be due to
a bladder infection.

Jerry: Fred, back to your point, you say that this happens
when you lift something but what about when you are in the
kitchen and you turn the water on?
Fred: Yes, I make coffee at night for the next morning and
if I don’t whiz before I do that then I get the urge.
Walt: What about Kegels, are you doing Kegels?
Fred: Oh, yes sir, I am doing them. (Group laughs.) Yeah,
no, I don’t do them.
Walt: I do 50 every morning; it’s one of the first things I
do.
Jerry: Is there any difference in the strength of the flow
between day and night?
Fred: Yes, I go well during the day but not at night.
Jerry: I am the same, I go well in the day but at night I
have trouble.
Rod: The burning sensation, could that be an infection? I
say that because I had that and the doctor said it was an
infection so he gave me antibiotics and it took care of it.
Fred: Rod, how do you know when you need to go?
Rod: It is a very good question because, like Peter, I get this
sensation that I have to go right now, and you go and it’s
not much more than a dribble. I have had three TURP
procedures (Trans-Urethral Resection of the Prostate) and
the last one was tied in with the fact that I had kidney stones
too. When the urologist looked at the scans he noticed a
bend in the urethra so he straightened that out and I pee
normally now. After that procedure the sense of urgency is
gone, my body is now reacting normally, telling me when it
is time to go.

FIRST DIAGNOSIS
Jerry: How did you guys first find out about your rising
PSA? In my case, at 70, my doctor told me I didn’t have to
worry about it anymore. Five years later, I had a PSA of
347 and the cancer had metastasized to my lymph nodes!
How did you find out you had prostate cancer?
Fred: In my case, my PSA was only 1 and the doctor said
not to worry. But I said, “Well, you’ve got a gloved hand,
let’s put some grease on it and let’s check.” After the
procedure he said, “Well, there is a little lump there, let’s
get that checked.”
Jerry: But it hadn’t gone outside the prostate?
Fred: Not at that time, but now, 17 years later, it has or I
wouldn’t be here tonight talking about going on hormone
treatment. My PSA is starting to rise.
Jerry: I wonder about this because my sons are 42 and 46
and our family doctor won’t send them for a PSA test until
they are 50 even though I have prostate cancer, so I don’t
understand why?
Walt: They typically say, wait until you are 50 unless there
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is family history. So, since there’s family history, I don’t
understand why they wouldn’t give your sons the PSA test.
Jerry: One doctor said, “A PSA test can be misleading
unless you have a baseline.” And I said, “Well, how can
you have a baseline without having the PSA test?”
Mike: The issue there is that we have guys that are
members of the group that have been diagnosed in their
40’s which is around the age of your sons. We also had Dr.
Preiner tell us in his last presentation that it is important to
have the DRE and the PSA test done together because the
DRE helps position the PSA results.
Jerry, your point is well taken, how do you get a baseline
without the test? What are they going to do if you present
later with advanced disease? Say, ooops!
Dave: 8 years ago, when I was first diagnosed, they kept
asking, “who in your family had it?” - Because it’s almost
always hereditary. Recently, I was at my oncologist and
now she is saying that it’s not hereditary. What happened in
8 years to change from it being hereditary, to it’s not?
Peter: I have an example: my father died of prostate cancer,
my older brother died of prostate cancer, my next two
brothers have prostate cancer and I have it – so out of five
of us, we all have it.
Dave: To my knowledge, no one in my family has had it.

Jerry: I was reading that prostate cancer and breast cancer
are closely related so there may be a possibility you could
inherit it from your mother’s side.
Dave: The other thing I have discovered in my reading is
that everyone has the potential for cancer; you have to wait
for your individual trigger before the cancer is activated.
Mike: Both Dr. Greene and Dr. Preiner have been on the
same page with regard to these new guidelines. They have
both said that the reluctance to screen, based on the premise
that screening may do more harm than good, is wrong, and
that twenty years from now we will pay the price because
we will see a phenomenal increase in men presenting with
advanced disease. It will take us back to what it was like 20
years ago. It will be back to the future when we see a spike
in the mortality rate of men with prostate cancer.
If you agree to take on the cost for the PSA test yourself,
like I did for years based on my family history, then I don’t
think there should be any obstacles in your way. At least
you will have a baseline and you can carry on from there.
Further to that, if I didn’t go for regular checkups, and
the doctor didn’t do the DRE and the PSA test, I could be in
a completely different situation today. I was lucky because
they caught it early, it was local, and it could be treated
locally. I consider myself very fortunate.
Dave: Between 50 and 57, I had seven DREs and 3 PSA
LINK BETWEEN PROSTATE CANCER AND
tests, everything was clean. At 58, my PSA was 120, my
BREAST CANCER?
prostate was extremely enlarged, and of the 11 core samples
Walt: What about breast cancer?
they took in the biopsy, 85% were positive for cancer. The
Dave: To my knowledge, no one in the family has ever had cancer was aggressive and had spread to my lymph nodes
breast cancer.
and my tail bone. So, in one year, I went from it’s not there
Walt: Everything that I have read indicates that if I have
to, man, is it ever there. It is Gleason 9 and Stage 4.
had prostate cancer then my son is likely to have prostate
Early in my journey, they told me to enter my numbers
cancer. My daughter is susceptible to breast cancer because on a “trusted” prostate cancer website, like John Hopkins,
my wife has had breast cancer. So it is a double whammy
and the results came back with 6 to 18 weeks life
for our family.
expectancy, so I was taken aback to say the least - but then
PSA SCREENING
that was 8 years ago.
Dave: There seems to be a lot of confusion these days about
Now I am on Radium 223 and in January, when I get the
whether or not to give the PSA test.
last shot, that is it. There are no current government
Peter: When Dr. Greene was here he was definitely for
programs left for me – I am out of treatment options. I do
PSA testing, he was behind the test 100%. But he said the
still get my Zoladex though. I was on Zytiga (Abiraterone)
problem was the recent government guidelines are saying
for 8 weeks and my liver function came down to just above
no, only under certain circumstances, as a result family
acceptable levels – it was killing my liver, so I was taken
doctors are not prescribing it.
off that medication right away.
Walt: If you’re willing to pay for the test, the family doctor
THE NEW GUY
should allow it, and if he doesn’t, find a doctor that will.
Fred: Randy, what brings you here? We must have scared
Peter: I was sent for genetic testing and it turned out that I
the hell out of you by now!
was positive for the cancer gene – BCA 1 or 2. They then
Randy: I would love to get some advice. In June, I got
asked me to tell all my nieces and nephews and they went
diagnosed with a high PSA. For me that was 7.9. The DRE
for testing. So, if they are positive, at least they have an
showed no indication of anything so my family doctor
early warning.
referred me to a local urologist. He did another PSA and
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there was another marker in the blood test as well that
indicated prostate cancer. He did a DRE and felt nothing.
He was puzzled because my symptoms weren’t lining up
with the PSA number.
He recommended a biopsy and the results showed that
out of 12 samples, 10 had cancer. Somewhere between 15
and 50% of the samples were affected. He said I had high
volume, Gleason 6, so he recommended a CT scan. The CT
scan showed no indication that the cancer had left the
prostate. His recommendation was that I do something
within 6 months of the biopsy. I need to choose between
radiation and surgery.
I’ve heard you guys say before that they give you a lot of
information and ask you what you want to do rather than
tell you what to do. I did talk to a cousin who had his
prostate taken out 3 years ago and I talked to a brother-inlaw and he had his out 5 years ago. In both cases, they said
they waited too long and they ended up having radiation as
well as the surgery. Their advice was, do it sooner than later
while you’re healthy and can recover more quickly. I’m
tentatively booked for surgery on Jan. 23, am I jumping the
gun?
Fred: I don’t think so, I had mine done 17 years ago and,
other than no sex life, I never looked back. Just now am I
experiencing a rising PSA.
Mike: I would like to pipe up here, because I didn’t go for a
radical. My urologist did the biopsy and the results
indicated Gleason 9. After other tests that determined the
cancer was contained to the prostate, he asked me to come
back and tell him what I wanted to do. So, I came back and
said to him that I didn’t want to do surgery and he said,
“OK, if you don’t want to do surgery, here is what you have
to do - I want you to go to Sunnybrook and I want you to
talk to them about high dose rate brachytherapy.”
Within a week I was talking to the doctors at
Sunnybrook. With high dose rate brachytherapy, they go up
through the perineum, which is the no man’s land between
the anus and the scrotum, and they insert tubes that carry
radioactive seeds to the tumour, they place the seed in the
tumour and then remove it, so you don’t have any seeds left
in your body. They may combine it with other treatments
like external beam radiation or hormone treatment because
of your individual circumstances.
In terms of quality of life - your outcomes - if you divide
it into short, medium and long term, like I did – short term,
there was no abdominal pain, no discomfort with the
catheter and no hospital stay. Once the anesthetic had worn
off, I was wandering the halls of Sunnybrook looking for
the place where I was to get my (external beam) radiation
tattoos. They told me not to lift anything for 48 hours, not 3
to 4 months like they do with surgery.

I have never been incontinent, everything with the
bowels and the urinary tract is good, and now that I am off
the Lupron, there is no erectile dysfunction. All things
considered, I couldn’t be happier with the outcomes. So,
before you make a decision about surgery, I strongly
suggest you consider that as an option.
Randy: I did talk to my local urologist about that, because I
had read about it in the books he gave me, and he said that
because there is so much volume, it may not be an option
for me.
Walt: For me I just wanted the damn thing out of there but
some have had radiation and had great success.
Dave: A friend of mine had a radical 10 years ago and
hasn’t looked back.
Peter: Everyone talks surgery or radiation; in fact, there are
28 different procedures for prostate cancer. In one respect
you are very lucky because you only have Gleason 6 so you
may be eligible for all 28 procedures. If you have a Gleason
7, you are down to around 12, and if you have Gleason 8 to
10, you are down to may be 2 options. Whenever I saw a
surgeon, he recommended surgery and whenever I saw a
radiation oncologist he recommended radiation.
Walt: There was a gentleman at our last meeting that said
he had HIFU (High-Intensity Focused Ultrasound) and he
has no issues.
Peter: The two problem areas you have with surgery, aside
from the initial abdominal pain, are incontinence and ED.
Randy: I asked my family doctor about the number of
patients that have come back to him with problems after
surgery and he said, “I can count them on one hand,” so
there must be a lot of success stories for that procedure.

THE VALUE OF A SECOND OPINION
Peter: In 2010, the first doctor I saw said that there was
nothing they could do for me, I was Stage 4, Gleason 8. If I
hadn’t got a second opinion, there is no way I would be
here today. To the first doctor I said, “what about surgery?
What about chemo?” He said nothing would work and that
my life expectancy was a year – so you make preparations
for the end of your life. By chance, an appointment was
booked with another doctor, a radiation oncologist, who
sent me for an MRI. Based on the results of the MRI, I did
have a radical prostatectomy done and for a year my PSA
dropped to zero. When it started to creep up, I had radiation,
and when that didn’t work - they found that it had spread to
my hip, my spine and my lungs - they put me on
chemotherapy. For the last year and a half, my PSA has
been down to zero. You have got to have that second
opinion, if I hadn’t got that second opinion, there is no way
I would be here today.
Mike: It is a big decision and some of it is gut level stuff.
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Walt and I have talked about this. There is a certain school
of thought that says, “I’ve got it in me, get it out of there” –
so you lean toward surgery. But then they also talk about
including radiation because there can be cancer left behind
and also, not doing the nerve sparing because that is exactly
where the cancer spreads if it returns. There is another
school of thought, and I am part of that group, that says, “I
don’t want surgery. I have talked to several members that
are part of this group that ask, “Is there an alternative to
surgery?” In my case there was. Obviously, my case doesn’t
map to everyone, but I have been pretty happy with the
outcome and there have been others in this group that have
gone the same route and are pleased with their outcomes as
well.
Jerry: If you hear from two or three doctors that are
presumably experts in their field, you get different opinions
and it helps you make up your own mind.
Mike: There is a knowledge transfer but also, the doctor
sitting across the table from you is biased: surgeons want
surgery because that is their field; the radiation oncologists
want to blast you with radiation because that is their field.
Jerry: If you feel comfortable with the doctor and the
recommended treatment stick with him, if you don’t, then
move on.
Dan: When I was first diagnosed, the first urologist I saw
did the biopsy. He informed me I had prostate cancer and
went over the treatment options. He then told me he had an

opening for surgery in 3 weeks. My reaction was like,
WHAT? Just 10 minutes ago you told me I have cancer, and
now you are booking me for surgery? I said to myself,
“Whoa, I am out of here.”
I spent the next year researching, got a second and third
opinion, hung out at the PCCN Newmarket as I had some
time, and finally decided on Dr. Andrew Loblaw and HDR
Brachytherapy at Sunnybrook. To Jerry’s point, if your gut
says no, listen to it.
Randy: Thank you, I appreciate it.

GOING OUTSIDE THE SYSTEM
Rod: I decided to go outside of the system of OHIPapproved treatments because there weren’t a lot of options
for me at the time because the cancer had metastasized. The
clinic I went to uses a treatment out of Germany and used
chemo and a measurement called Circulating Tumour (Cell)
Count. My cancer was treated with the chemo drug Mesna
and Xgeva for bone metastases. Gemcitabine was the most
beneficial chemo treatment I had. My cancer now seems to
be under control - physically I feel fine and things are
returning to normal.
Sometimes, I don’t understand why the system and
treatments outside the system can’t work better together. I
wouldn’t be here if, two years ago, I hadn’t gone outside the
system. There is a cost but, at the end of the day, you can’t
take it with you.

~ ~ ~ Notes from The Chair ~ ~ ~
This is a busy season for everyone. A number of you may have already finished your Christmas shopping.
However, I'm sure there are many who haven't even started to make their list as yet. At this busy time, we hope you
will be able to join us for our Christmas celebration and friendship. We are expecting to see some new members
attend our meeting and we know they may want to talk to you about the experiences on your journey to help them
plan theirs. What better way to share than over a tray of goodies and other tasty treats.
The exec members are busy too, trying to line up presenters for the start of the New Year. We are still working
on January. We have had to move the March peer-to-peer session to February and have Dr. Jack Barkin introducing
us to the High Frequency Ultrasound (HIFU) treatment option in March. In April we have Jackie Hornick from
Southlake Dietary presenting to us on healthy eating. Jackie has presented before but for the new members and those
of us who keep straying from a good diet, we know Jackie will provide us with some great advice.
No matter your culture or religious background, we hope you will accept our blessings for a truly great
Christmas - one filled with happiness and joy that we hope you will be able to share with family and friends. We also
wish a happy, healthy and prosperous New Year to each of you. May 2017 be the start of great things in your life!
We are a multicultural group and all the better for it. If Christmas is not celebrated in your culture, please feel
free to convey your greetings to us so we can learn about your beliefs and become more enlightened and tolerant to
the world around us.

Walt Klywak
Chairman
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