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A support group that provides understanding, hope and information
to prostate cancer patients and their families.
Topics for the upcoming April Meeting …
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Fatigue in Men with Prostate Cancer
Megan Kirk Chang believes
the single greatest predictor of
happiness is your mindset.
Megan is the founder of the
MINDSET Coaching Program.
Megan is a Mental Performance & Behaviour Change
Coach and works with a broad
spectrum of clients including
elite athletes, young adults with PTSD, palliative
care patients and their family members, and youthat-risk. Currently, Megan is working towards her
PhD at York University studying cognitive neuroscience.
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locations across North America.
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For the month of March the group opted for a peerto-peer discussion and welcomed spouses and
friends.
The session was well attended with several
spouses there in support.
The following is an edited transcript of what was
said.
Note: Once again participants allowed their first names to be
used in the newsletter. This was a discussion meeting among
peers, please do not interpret general layman opinions as
medical recommendations or advice. Please seek professional
advice as required
Phil: What we typically do in one of these roundtable discussions is, somebody starts and we share experiences, it gets going and self propels. The women have decided to have their
own discussion and join us after coffee.
So, does anybody want to start?

Phil: Did you have any urinary problems before being diagnosed?

Tom’s Story
Tom: Sure, I’ll go. My name is Tom, and I came here last
month, that was my first time. I live in Stouffville and I am also
a member of the Markham support group. I believe this is good
information and quite helpful.
Where I am at the moment is that I was diagnosed 2 months
ago and my Gleason is mainly 6 with one 7. I was going for an
MRI but they cancelled that because I had a stent put in about
10 years ago so they said they couldn’t do the MRI.
I was very interested in the presentation you had last month on
brachytherapy but I sat down with my urologist and I am going
to have the radical prostatectomy done on the 23 rd of April. My
reasoning is that my prostate is 65cc in size and, based on that,
I would have to have hormone therapy before anything else (to
shrink it) and that would delay any treatment whatsoever for a
while and I want to get this thing out of my body, so I am having the operation done on the 23rd of April.
The session I went to in Markham just a couple of days ago
was interesting because they talked about what happens afterward with erectile problems and how you function. There was a
nurse from Barrie and an urologist from Markham-Stouffville
Hospital, the presentation helped put things into perspective.
I am optimistic, my life expectancy should be good and compared to some of the stories I have heard I am feeling positive.
Phil: Can you tell us what they have said and what sort of
shape you expect to be in following surgery?
Tom: Well, I am pretty active and I am hoping to be active
right afterwards, not immediately, but I am hoping that within a
month I can go and play some golf and within 2 months I can
continue with pickle ball which is a racket sport which I love
playing.
To be honest, with regard to impotency and whether I can
function or not, that is the least of my worries. I just want to be
healthy and return to a normal active life.

Tom: No, I’ve never had any problems passing urine but I have
had a sense of urgency sometimes. I drink a lot of water and,
being from the U.K., I drink a lot of tea, so when I need to go I
need to go, but I don’t have any trouble passing. I am 67 years
of age.
MRI Clinical Trial
Murray: I am also 67 and my prostate cancer was discovered
by an MRI clinical trial at Sunnybrook - the cancer wasn’t
showing up any other way, digital rectal exam, the whole bit.
They did the MRI and discovered 4 or 5 hot spots so they set up
the surgery within one week and took it out, I now produce no
PSA at all.
At the end of the surgery I had to wait 2 weeks to get my
catheter out and I asked, “What am I restricted to now?” Because my wife was in the room the doctor said; “Well, you’re
not allowed to cook, you’re not allowed to do the dishes and
absolutely no vacuuming! But other than that you can do anything.”
After the catheter came out I had two tiny little dribbles but
since then I have had absolutely no troubles, and I have had
heavy explosive sneezes and coughs and laughs and no leaks.
Phil: Murray, what was it that kicked it off for you, was it the
PSA reading?
Murray: No, it was the MRI and the clinical trial study at Sunnybrook, to qualify you could not have had a prior PSA test for
3 years.
Jerry: How high was your PSA reading?
Murray: I wasn’t allowed to have one because of the requirements of the study because the study was comparing PSA vs.
MRI for early detection of prostate cancer, so they didn’t want
anyone on the MRI side to have had a recent PSA test.
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Jerry: What about chemotherapy was either one of you given
that as an option?

PSA reading was off the charts and in fact the cancer had metastasized. So, it is sometimes unpredictable. It is very often a
gradual progression but in this particular instance it was sudTom: I was given all sorts of options but, everyone has a difden.
ferent mind-set. My mind-set was, I’ve got something in there;
This leads to the subject of screening, and I am a big advocate
I can have radiotherapy, I can have chemotherapy, or I can
of that because in my particular case it was discovered during a
have it cut out. If I had it cut out, afterwards I could have radio- routine physical. I had no symptoms that would indicate there
therapy (if it returns) but, if I have radiotherapy first, then the
was anything wrong, I was completely asymptomatic. Howchance of having surgery after makes it harder. Bottom line
ever, my doctor didn’t like what he felt when he did the digital
was, I just wanted to get it out, but everyone is different.
rectal exam (DRE) and then the PSA reading came back the
next week and it was 5.7, and that was enough red flags for him
Jerry: So, yours hadn’t metastasized yet?
to send me to an urologist.
Luckily for me, after the bone scan, the CT scan, an ultraTom: No, I had all the scans and it was still local.
sound and x-rays the prostate cancer was found to be locally
contained. So, I was a candidate for surgery, or high dose rate
Mike: They wouldn’t do a radical if it had metastasized bebrachytherapy which is what I chose. My Gleason was 9 and 7
cause the horse is already out of the barn. A couple of our
of 17 cores were positive. My treatment was multi-modal and
founding members, Frank Kennedy and Derek Lawrence, were included androgen deprivation therapy (ADT), high dose rate
opened up (as part of the radical prostatectomy surgery) and the brachytherapy which was followed by external beam radiation.
doctors discovered the cancer had spread, so they closed them I am happy to report that everything has turned out very, very
back up and that was the end of the surgery option. They carwell.
ried on with radiation and androgen deprivation therapy
There is no incontinence and, as of last week, my PSA is 0.14.
(hormone treatment.)
I was started on Casodex for a month followed by a Lupron
injection and a month after that came the high dose rate brachyMurray: There is this thing called micro-metastasis, so they
therapy procedure. Two weeks later came the external beam
monitor the PSA reading for that every 3 months, but so far my radiation every day, Monday through Friday, for 5 weeks. This
PSA reading is zero.
was all done at Sunnybrook. The reason they do the external
beam is because, much like surgery, HDR brachytherapy deals
Walt: Because I had an enlarged prostate some options were
with the local instance of the prostate cancer but any peripheral
unavailable to me so my choices came down to radiation or
areas, like the seminal vesicles or anywhere else the cancer
surgery. At that time the radiation wasn’t as advanced as it is
may have a tendency to spread, need to be treated as a precautoday so I chose surgery; any initial incontinence is now under tionary measure just as they often do with a radical.
control.
Phil: How do they detect the cancer is local?
Tom: To be honest having sex afterwards is the least of my
worries. I’m now 67 and I have had an active sex life since I
Mike: As a result of all the scans – the bone scan, the CT scan,
was 17, I’m ex-navy, ex-cop, had a great time, had a great life, the ultrasound and the x-rays - the cancer was deemed to be
and I want to continue my life. If it means I can’t have sex any- local to the prostate. After the various treatments they monitor
more that’s not the end of my life.
your PSA to ensure the cancer hasn’t returned.
Phil: The same as Walt, after my radical I had leakage probGut Feel
lems for awhile and went to Walmart and bought a big box full
of pads and shorts that you pull on and wound up giving them
Phil: I share some of Tom’s emotion about the whole thing; I
all away because after about a week I could go have a pee when just wanted to get the damn thing out.
I wanted to go as opposed to just leaking. Since then I haven’t
had any problems except for the occasional stress incontinence Walt: That was my thing too.
but very little.
Mike: Much of it comes down to a gut feel, and we have talked
about this before; there is a school of thought where people just
The Importance of Screening and Early Detection
want it out of there, and other people don’t want surgery and
Leif: My urologist and I have been monitoring my PSA every 6 feel that there are other effective methods of treatment.
months for sometime now and recently it has just taken off, so I When I thought about it I did my quality of life thing – when
wanted to know if anyone else has had that experience of the
you do these peer-to-peer things over and over you feel like a
PSA reading suddenly increasing?
broken record because I have said this before – regarding the
procedures, I broke quality of life down to short, medium and
Mike: We had a member at one of these sessions about a year long-term.
ago and he was saying that he went for regular annual check
Short-term, I didn’t want the pain, the catheter and the hospiups and he was clear, then all of a sudden, within a year, the
tal stay; medium-term, I wanted to able to return to a normal
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life relatively quickly rather than be incapacitated for what I
thought was going to be 2 to 3 months, and I also thought I
could minimize my chance of incontinence and erectile dysfunction; long-term, the comparative data now indicates that
the cure-rate outcomes for surgery and HDR brachytherapy are
the same, so longevity wasn’t an issue for me.
So, you roll the dice and take your chances, and I am very
happy with the choice I made and the outcomes I have experienced.
Tom: Last month (after Dr. Chung’s brachytherapy presentation) I left here with high hopes about brachytherapy and I
think if my prostate hadn’t been so enlarged I probably would
have chosen that route. But, when my urologist told be that my
prostate was 65 cc and I would likely have to have hormone
treatment to shrink it before the procedure and, because my
Gleason score was 6, I wouldn’t be on the high-priority list and
I would likely have to wait 6 to 9 months, I said, “to hell with
it, just get this thing out of me.”
Mike: That’s the interesting thing about this; it’s the same disease but everyone is slightly different. In my case, because I
was Gleason 9, within a week of my post-biopsy meeting with
my urologist I was down to Sunnybrook and they put me on
Casodex immediately, followed by a Lupron injection a month
later, and then the brachytherapy procedure a month after that.
Now, the good thing about all of this, is that the hormone
treatment was for only two years and then it stops, and then
things start to get back to normal. Even though my PSA is under control, my testosterone level is now over 16, whereas,
when I was on hormones it was nonexistent.

Testosterone
Jerry: Was anyone using supplements, like minerals or other
things? I was using a testosterone supplement for years because
I was very active, and still today I don’t know if the higher testosterone did not contribute to my condition. I have asked two
different doctors and they say; “It’s hard to say,” but both suggested I stop the supplements.
Mike: In Dr. Chung’s presentation last month, and with my
own oncologist and with others, with regard to testosterone
supplements they say, “Absolutely not!” – because testosterone
fuels prostate cancer.
Jerry: When my prostate cancer was first discovered my PSA
was 347 (three hundred and forty-seven!) and had already metastasized. They put me on chemo first and within 3 or 4 weeks
I was down to half that. It continued to go down till I reached a
reading of 1.92. I was also put on Lupron for the rest of my life.
My PSA eventually started to go up so they put me on a new
medication that is quite expensive, $35 a pill, and I have 4 of
them at lunch so luckily I only have to pay the dispensing fee.
The side-effects of the Lupron and the new medication give
me hot flashes that are more frequent, last longer, and are more
intense. So they put me on another medication originally meant
for ladies to combat depression but in men it reduces the hot
flashes.
Phil: So, Jerry, do you have an ardent desire to go shopping?
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Mike: No, apparently they don’t have the patient volume to
justify it, but they do work closely with Sunnybrook and they
Leif: I was on Avodart for a while and it killed my sex drive so do have an excellent external beam therapy called VMAT
I stopped and then found out afterward that one of the sidewhich is accurate and fast.
effects is that, in the event that you do get prostate cancer, it is
more aggressive after Avodart.
Robert: For external beam radiation you have to present yourself with a full bladder and an empty bowel so the radiation
Walt: I was on Avodart as well and just wanted to get off of it. doesn’t damage the other tissues surrounding the prostate.
Shortly after I stopped taking it my PSA started to go up so I
have this feeling that the cancer may have been growing there
Michael: Did Dr. Chung not say that brachytherapy was comand the drug may have masked it.
ing to Southlake?
Avodart

Phil: I was on Avodart as well, and as soon as I went off of it
my PSA doubled.
Tom: I have read stuff from the U.K. where they don’t know
what triggers prostate cancer but over the last couple of years I
have had some significant changes; I broke some bones, gained
and then lost weight, and my doctor has said, for all we know
something like that could have triggered it.
Robert: I had my prostate removed six years ago and I am peeing too much so they tried a Botox injection, twice, and it hasn’t worked. I am going more now than before and my pads get
saturated and you need to be prepared for that by carrying extra
pads.
Now, there is pain when I urinate because of scarring in the
urethra. Within the last two years I have had to go the hospital a
couple of times because the urethra has closed down and they
need to insert a catheter to release the urine, it’s painful and
inconvenient.
They are going to do a scope and I may need surgery.

Mike: No, he said that Sunnybrook has a very large catchment
area and that they work very well with Southlake and Royal
Victoria Hospital in Barrie. After the brachytherapy procedure
at Sunnybrook you can go to Southlake for external beam radiation if you choose.
PSA Readings
Bob: I am just new to this and I always thought PSA numbers
were low but when I hear numbers like 150 and 350 I had no
idea that they shot up like that. So are numbers like that right
out of the park?
Jerry: According to the oncologist as long as the number is
still around 5 that’s OK.
Walt: I think one doctor had indicated to us that there really is
no absolute number but what they look for is if it is increasing
and the rate at which it is increasing, the PSA doubling time for
example. That’s more what they look at rather than a finite
number.

Leif: Mike, you say you had external beam radiation as well?
Mike: Yes, because I was Gleason 9 they were quite concerned
about it spreading, so they have a ‘tried-and-true’ method at
Sunnybrook that they have used on many, many people before
me that has three elements to it: the first one is hormone treatment – Casodex first followed by a Lupron injection – which
stabilizes the size of the prostate gland; the next step is the
HDR brachytherapy which is more effective because of the
small and stable size of the prostate; the external beam radiation follows in two weeks and, in my case, lasted for 5 weeks.
More recently they have shortened that time to 3 weeks and are
working on reducing it even further.
The timeline was; Casodex beginning of January, Lupron injection beginning of February, HDR brachytherapy March 5 th,
and external beam radiation for 5 weeks starting two weeks
after that. The reason I had it all done at Sunnybrook was continuity, and they also have a system called My Chart which allows you to monitor your lab results and progress notes online.
It was a little bit frustrating for the 5 weeks to drive by Southlake on the way to Sunnybrook but I just thought of it as being
on a contract assignment and a small, temporary price to pay.
Leif: Do they have brachytherapy at Southlake?

Murray: Infections can make it go sky high and that has nothing to do with prostate cancer. A biopsy, for example, can be a
major trigger for infection.
Mike: One of the knocks against the PSA test is that there are
other things, like infections and biopsies that can give you a
high reading.
Bob: How does the Gleason number relate to the PSA?
Mike: They are two different numbers. The Gleason score indicates how aggressive the prostate cancer is, whether it is highrisk or low-risk. It is determined as a result of the biopsy and an
analysis of the core samples by a pathologist. It is a bit of a
dark art because the pathologist, to a degree, when looking at
the specimen has to interpret how abnormal the cells are.
There are two numbers, a primary number and a secondary
number, and they add the two together to get a total. If you
have prostate cancer the Gleason score basically starts at 6 and
ends at 10. So, if you get a 9 it’s not a good time to overachieve.
The PSA reading indicates if prostate cancer is present in your
body. A high number may indicate the cancer has spread.
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Jerry: They also tell you that, with a biopsy, they may not be
able to get at the entire prostate and may miss some areas.

More on Screening
Mike: We haven’t talked much about the importance of screening and early detection.

Murray: Yes, in my case, they did 12 of the standard core
samples and of those, 11 were clear and one of them had a
trace. But, I had also had the MRI and so they did 4 targeted
core samples based on the MRI results and I was 4 for 4 with
Gleason 7.

Michael: I think that is something that needs broadcasting now
that the screening guidelines to the GP’s have changed and the
younger people are not going through the screening process.

Jerry: When I was put on the chemo the oncologist told me not
to have any surgery or x-rays on my teeth – I wasn’t even supposed to get a flu shot. I had a tough time over the 4 and a half
months.

Mike: Which is a shame because the doctors that we have had
in say that that is bad news and the results will come back to
roost with an increase in the detection of late-stage or advanced
prostate cancer which can be lethal.

Bob: In my case I found out last July and they did the biopsy
and the PSA has kept climbing. The time before last the reading
was 7, when I saw my doctor last week the reading was 4.7, so
he said we’re headed in the right direction, whatever you are
doing just keep doing it. All I have been doing is trying to keep
my pH up to 8.

Phil: The counter argument being that, with screening, a lot of
men are going through unnecessary procedures when the cancer
may not have bothered them.

Jerry: I was told by one of my doctors not to worry because
you are probably going to die with prostate cancer not from it.

Murray: I answered an ad in the Toronto Star advertising a
clinical trial for MRI screening for prostate cancer, and it
wound up being the MRI that discovered it because there was
no other indication that I had it. I mention it because I think
there may still be room in the trial if you meet all of the criteria.

Bob: Has anyone heard about men not being able to empty
their bladder and having to go to the bathroom several times a
night?

Tom: So what do I say to my son who is 35 years old - his
grandfather had it, I’ve got it and chances are he will get it.
When should he get tested 35, 40?

Walt: That’s why I initially went to the doctor because I was
having trouble peeing. The first time I noticed it was at the old
Maple Leaf Gardens, I’m in the washroom lineup with a sense
of urgency and when it’s finally my turn, I can’t go! I finally
went and got some relief but that was my first indication that
something wasn’t working right. I was initially treated for an
enlarged prostate with Avodart which provided some relief.

Mike: The issue is that they have changed the guidelines; before, if you had a family history there was no big issue getting a
PSA test and establishing a baseline, now they seem to be reluctant to do that based on the new guidelines that consider the
unnecessary side-effects of screening.
Pretty much everybody in this room disagrees with the new
guidelines because if it weren’t for early detection, for many of
us, it would be a completely different story. My idea would be
to forge ahead and continue to ask for the tests – there are only
two tools in the box at this point, one is the DRE and the other
is the PSA test and I suggest you use them because catching
this thing early is critically important.

Robert: Hopefully you don’t have the same problem I had because not being able to go is awful.
Phil: Have you heard of self-catheterization? We had one
member that had a problem not being able to go and that’s what
he did for years.
Mike: He used to talk about it so much the last time he did I
thought he was going to show us!

Phil: There is currently some thinking that the BRCA gene
responsible for some hereditary breast cancer in women could
be responsible for some hereditary prostate cancer in men. I
understand Dave has gone through a genetic test; how do you
go about doing that?

Murray: Just make sure you get the right size of catheter,
that’s very important!

At this point the women join in and there is a great deal
of funny banter about hormone treatment and the sideeffects, like the desire to go shopping or spend more time
in the kitchen, etc.
Phil: Is there anything else anyone wants to add?

The BRCA Gene

Dave: After Dr. Vesprini from Sunnybrook was up a couple of
months ago and did a genetics presentation I spoke with him
afterwards and told him there was a history of prostate cancer
and breast cancer in my family. He asked some questions about
my genealogy and I became a candidate for his study, so they
took some blood and are doing some tests but I haven’t got any
results yet. They are testing to see if the BRCA gene is predominant in my family.
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Phil: The reason I was interested was because my father had
prostate cancer and I had prostate cancer but my sisters don’t
have breast cancer, so far. So I don’t think the gene is kicking
around but it would be nice to know.
Robotics versus Hands-on Surgery
Tom: What about robotics versus hands-on surgery?

Tom: My surgeon has said they try to spare the nerves but you
can’t really see them, you can anticipate where they should be
and where they’re going to, so it becomes a matter of feel.
Mike: Speaking of nerve-sparing, as a footnote, way after my
brachytherapy procedure we had a urologist in who said with
Gleason 9 (high risk disease,) with surgery, there was no way
they would try to spare the nerves because if the cancer comes
back that’s exactly where it comes back. So, for me, that double confirmed that I made the right decision for me because my
results have been great.

Murray: I asked my surgeon about robotics and he said he
likes to do the hands-on because when he is removing the prostate and also the lymph nodes he likes to feel the quality of the
The value of a second opinion was not discussed but remains
tissue, specifically looking for uncharacteristic conditions, and highly recommended.
you can’t get that through a robot. He is old school when it
comes to the surgery.
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THE BACK PAGE
Thanks to Leif Holmvall for the following links about brachytherapy:
https://prostatecanceruk.org/prostate-information/just-diagnosed/what-do-my-test-results-mean
https://prostatecanceruk.org/prostate-information/treatments/brachytherapy
https://prostatecanceruk.org/prostate-information/treatments/high-dose-rate-brachytherapy

The mission of the TELUS Ride For Dad is to raise funds to save men’s lives by
supporting prostate cancer research and raising public awareness of the disease.
Find out more at www.ridefordad.ca

Thanks to Sam De Simone for the following link regarding Hyperbaric Oxygen Therapy:
https://www.youtube.com/watch?v=rupsQtY5exg&sns=em

For more on Hyperbaric Oxygen (HBO) as a Cancer Therapy visit www.youtube.com and search for Hyperbaric Oxygen as a Cancer Therapy. Also visit http://www.chriswoollamshealthwatch.com and
www.canceractive.com
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