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A support group that provides under standing,
hope and infor mation to prostate cancer patients and their families

For our March 17th meeting, we are very fortunate to have
Dr. Anthony Joshua of Princess Margaret Hospital Clinical
SR Research as our guest speaker. Dr. Joshua was our speaker back
in January 2008 when, by using a power point presentation, he
took us behind the scenesin our own bodiesin a search for
answers to how our cells are converted into this disease. He talked
about what PMH's clinical research has shown us are the causes
of prostate cancer. He also presented us with avery positive

& picture of afuture where, if not acure, at least avery effective
low risk treatment for this chronic disease is on the horizon. Come and hear what he has to say.
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February notes. .. Leah Jamnicky - Princess Margaret Hospital

Subj ect:

Prostate Cancer through an RN's Eyes

For our February 17th meeting we invited Leah Jamnicky an RN and teacher of nurses from the Princess Marga-
ret Hospital Department of Surgical Oncology to show us the role of the nurse in prostate cancer treatment. She
said, "their roleislooking after the physical and psychological well-being of patients. e, as care providers, can't
take a back seat. e have to be pro-active". . . Hereis what she had to say.

| understand some of you have had surgery and/or ra-
diation and some have had nothing and are trying to make
that all important decision. My presentation tonight isalittle
bit of everything. It starts off with the basic Urology 101 and
then we will go through detection, lifestyle and the nurses
rolein al of this.

As most of you know, the prostate is part of the male
genital system and usually weighs about 20 gm. It is about
the size of awalnut. Like awalnut it has a capsule with soft
tissue inside and that is where the cancer isformed. Therole
of the prostate is when semen is excreted, it nourishes the
semen so that it can do itsjourney. It's not something that we
call a primary organ, it's what we call an accessory sexual
organ. The nervesfor the erections are around the side of the
prostate. It sits below the base of your bladder. It's a small
organ which is usually right behind the pubic area. So, for
any sort of treatment options, it's very difficult to get to, be-
cause it's behind the pubic bone. When | started nursing 25
years ago, they had just stopped where they split the pelvisto
take the prostate out. Not only did you have prostate surgery,
you had orthopedic surgery, too and you werein hospital for
Six weeks.

Cancer

Urethra

Most patients, when they come to the hospital, can't
believe they have cancer because they have no symptoms.
Most cancers give you symptoms, you have pain, you have
bleeding. If you do have symptomes, it's usually associated
with an enlargement of the prostate. What happens is that it
might start cutting off your urine flow and that's usually why
people come in to see why their urine flow is obstructed and
when they do an investigation that's when they find cancer.
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So men will have difficulties with urination, they will have
incomplete emptying of the bladder, they can have some bleed-
ing, they can have some pain; they can also have bone pain if
the cancer has gone to the bone; and, for some men, it can
actually paralyze, because usually with the bone metastasis,
it goesto the spine which could put pressure and cause some
paralysis.

When a physician does a digital rectal exam (DRE),
people want to know what it feelslike. | tell people the easi-
est way isif you put your hand into afist and the flesh at the
base of your thumbiswhat it feelslikeand if you have cancer
it feelslike aknuckle. While we are diagnosing more cases of
prostate cancer per year, the number of deaths from it are
remaining amost constant. When you look at prostate cancer
thereare somethingsyou can't change, which we can't modify,
such as age (the older you are, the more chances of being
diagnosed with prostate cancer); your ethnic background (The
Asian population is at the bottom, with the |ease prostate can-
cer, and the North American is at the top); and your genetic
predisposition (there's a much higher familial incidence of
prostate cancer than with breast cancer or colon cancer). There
are some geneswhich are associated with breast cancer, which
are also associated with the development of prostate cancer.

There are some things we can change, which are
lifestylefactorswhich can also affect prostate cancer. We can't
alter our age, we can't change who we are, we can't alter our
genetic makeup but we can alter our lifestyle. The things that
they've been doing alot of research on are nutrition, exercise
and stress reduction. The reason they look at nutrition is that
theAsian population, if they livein Asia, hasavery low inci-
dence of prostate cancer. As soon as the Asian population
moves to North America, within a generation their incidence
istwo to three times higher than it wasin their own country.
So, when you look at that, we find that diet is avery signifi-
cant factor. Diet is also important when it comes to breast
cancer, colon cancer and afew other cancersaswell. So there
is geographic evidence to support that finding and they are
looking morein that field. We as North Americans eat alot of
fat. We eat alot of red meat, so there are alot of studies that
actually reinforce the fat content as being abig problem. The
easiest thing that wetell peoplein thisregard isto follow the
healthy heart diet because that information iseverywhere. It's
just the low fat, lots of vegetables, whole grains as opposed
to highly processed foods. We've all heard of antioxidants. A
lot of people take antioxidants. They have done research on
Selenium and Lycopene. Selenium is found in soil, so there
are areas in North America which have a higher Selenium



content, which meansthe food has higher Selenium. Inthose
areastheincidence of prostate cancer tendsto belower. We've
all heard alot about Lycopene, which does have asignificant
protective quality. If you do have advanced prostate cancer,
it doestend to have a protective property. Lycopeneisfound
inredfruitsor vegetables. The easiest way to get Lycopeneis
through tomatoes. Unlike other fruits and vegetables, thisis
one where it's better cooked than it is raw. It's more easily
absorbed by the body when it is cooked, so tomato sauceisa
good thing. Soy isalso another factor that they arelooking at
because the Asian population has avery high soy element in
their diet. So, as opposed to having red meat, they tend to
have tofu, soy milk and that sort of thing. The other supple-
ment they arelooking at isVitamin D. We've heard alot about
Vitamin D and it appears that about 1,000 mg a day is the
more acceptable dosage. Other good things are cruciferous
vegetables- broccali, cauliflower, etc. They havereally strong
antioxidant properties. Garlic is another good one; Omega 3
fatty acids; and polyphenols like green tea and red grapes.

The other thing is exercise. Studies have shown that
there could be up to 50% decrease in prostate cancer risk in
men who haveincluded exerciseintheir lifestyle. Exerciseis
also important for men who have metastatic diseaseif they're
on hormone therapy. Men who have had surgery or radiation
and have recurrence of the disease and are on hormones, alot
of times what happens is, they lose bone mass. We've actu-
ally got aprogram in the hospital, where we put alot of these
men on a light exercise program to try to build up their
strength. The more exercise they do initially they end up be-
ing very tired because the hormones will take away their
muscle mass. We can maintain it with light exercise, not alot
of weights and that sort of thing and break it up throughout
the day, usually within four to six weekstheir energy level is
at the same level as it was before they started taking hor-
mones.

Theother oneisstressmanagement. | think weall have
stress and it's a hard one to get rid of, no matter how much
you try. However there is a strong connection between stress
and your immune system. If your body's always stressed,
stressed, stressed then your immune system takes aback seat.
What happensis you will be more disposed to getting colds,
getting sick or whatever. So that's why a lot of people who
are in stressful situations, whether it be at work or in their
personal life, tend to get sick much more easily.

In summary, we usually will tell peopleto reducetheir
fat intake. If they are going to take vitamins, take Selenium
(200 ug/day), Lycopene (30-60 mg/day) Soy (40 g/day) and
vitamin D (1000 mg/day) as well, just the dose that's sug-
gested. The other thing is exercising regularly isvery impor-
tant. Try to reduce chronic stress.

Leah's presentation then guided us through a series of
charts and graphs illustrating the results of research studies
over the years on various treatment techniques. She then
turned to her role.. . .

Therole of the nurse, my roleislooking at the physi-
cal and psychological well-being of patients. An assessment
is paramount. A needs assessment includes giving patients
information and assuring that they've made the right deci-
sion. Sometimes it means clarification of that information.
It's important for nurses to offer information because, as
people come into the hospital, alot of guys comein and say
that they haven't been sick aday intheir life. Thisisthe first
timethey arewalking into ahospital. So alot of people don't
know what to ask and it's important as health care providers
to offer the information so that we can answer your ques-
tions. even the ones you haven't thought of. Then there's co-
ordinating individualized care. What's good for one gentle-
man is not necessarily good for another gentleman. It's very
important to look at the whole person and it's important to
not just look at the disease but who that person is and what
the surgery or radiation treatments means to them. The as-
sessment is ongoing. Sometimeswe start off on acertain path-
way and then we deviate towards another way and that's all
dependant on what we see in the individuals.

There's still a huge stigma when it comes to prostate
cancer. Last week we had three guys saying that they were
taking time off work but they didn't tell anybody that they
were coming into have surgery becausethey didn't want any-
one to know they have prostate cancer. Three guys! That's
huge. One didn't even tell his wife. It's ill out there. Men
don't share their emotions. They don't verbalize what they
arefeeling. They keep thingsin and there are significant side
effects. There are significant urinary side effects, rectal side
effects from radiation, erectile dysfunction. These are issues
that are huge in the quality of life of men. Men still want to
know how society will perceive them. A lot of men say that
there's aloss of control. At least twice a week | have guys
that start bawling once you start going through some of this
stuff because, literally they've always been in control. All of
this can be overwhelming and there can be feelings of de-
spair and grief. There's a huge emotional component to it.
Sometimes its important for men to talk to other men who
have gone through the process because they can seethat they
are doing well. They've gone through it, they've survived it,
they are who they were before. They are not their disease.
They are till who they are. A lot of times men will come
without their spouses, so we encourage them to bring their
spouses or partners with them. We want to encourage open
lines of communication with their spouse/partner. We want
the wives to know what their husbands are going through.
We want them to understand the process and what options
are available to them. A pro-active approach is paramount
when you're looking at people who are diagnosed with can-
cer and looking at treatment options. We, as care providers,
can't take a back seat. We have to be pro-active.

Let'slook at some of the side effectsfrom the different
treatment options. Regardless of the treatment, they all have
the same side effects. Websites will say that you don't have
the same side effects with brachytherapy. Yesyou do. They'll
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say that with radiation you don't get stress incontinence and
you don't get erectile dysfunction. You do. You may not get it
initially but you get it further down the road with the treat-
ment, because the radiation is accumulative. Initially when
you have surgery you get the side effects right away and you
have to deal with them right away. If you get radiation you
might be good for eight weeks but, as the radiation starts to
take effect and starts destroying the tissues, you start to have
side effects. The other thing that you go through with thisis
erectile dysfunction. That's huge for men. There's a lot of
misconceptions. The one word | hate is impotent. Surgery
never ever leaves anyoneimpotent. Impotenceis psychol ogi-
cal not physiological. What we're doing is physiological, we
don't touch your brain. So it's erectile dysfunction, it's not
impotence. Which means that the surgery, the radiation, the
brachytherapy has absolutely nothing to do with sexual drive,
desire, libido, orgasm, which are never affected by the treat-
ment. Although the orgasm will be dry, because the prostate
is either taken out or damaged, so there's no fluid to be re-
leased. Treatment options may impair the ability for men to
maintain erections. Most men initialy will require medica-
tion and usually, depending on the stage and grade, the re-
sultswill be 50-50. 50% will always need to take medication,
50% probably don't. It varies according to wherethey'reat in
their stage. Healing for erections could be anywhere from a
few daysto two, three or moreyears. We see changes. It takes
along time for these things to heal. When you look at long
term erection dysfunctions, about 40 to 50% will have diffi-
culty with their erections over a period of time regardless of
what treatments they are having.

In saying that, we know that, we need to take a proac-
tive approach. Again, it comes down to communication. We
know the issue and we need to share that with you. It takes
planning and we do have a plan of care at PMH where we
work on the sexual function. We always say it's not about the
penis but it's about maintaining the intimacy. In saying that,
couples also need to know that it's going to be a little bit
different initially. There needs more planning, there needs

more preparation, there's alot more foreplay than there was
years ago. A lot of guysthink, "it's like dating again, it's not
like the way | like it now". Again, it's giving them informa-
tion to know what the expectations are.

The other things to understand are patients perspec-
tives. Have them verbalize what their understanding is and
then expand on those areas of concern. We found thisan is-
suewith our gay population. A lot of timethey don't ask ques-
tions because they are afraid to, because society still views
the gay population in adifferent way. When | wrote my book
on prostate cancer, | was doing research with the gay popula-
tion. There were 48,000 studies |ooking at how men manage
with prostate cancer and not one of them dealt with the gay
population. Their concerns are actually very different, so we
had to come up with awhole different plan of care for their
needs. As health care providers, it's not enough to just deal
with the disease, we need to look at the whole person and
what is important to them. Such as: their body image con-
cerns, feeling undesirable; fear of the cancer being transmit-
ted during sex; their lack of desire; being too tired to partici-
pate in intimate or sexual activity; worry about the inability
to perform sexually and not being able to satisfy their sexual
partner; younger men are concerned about fertility.

Inmy rolel travel to other hospitalsto train other nurses
about opening lines of communication and how to help these
men and their partners dealing with these concerns. These
topics are difficult for nurses to talk about because many of
them feel thisis a private issue and a sensitive topic. Cancer
treatment is the focus of nursing care and now isagood time
to discuss sexuality because it's a big part of who we are as
individuals and it is important. If you don't bring it up now,
when are you going to bring it up. As health care profession-
alswe need to be prepared to assess and support patientswho
may experience difficulties with intimate relationships as a
result of a cancer diagnosis and treatment.

Nur se Jamnicky then spent twenty minutes before our
break answering a multitude of questions and another ten
minutes during the break answering many moreindividually.

USE TOUR CANCERK-

volunteer asadriver on March 24th
delivering daffodils around our area
for the Holland River Unit
you can sign on at
(905) 830-0447
or at our meeting
on March 17th

FIGATING POWEKS




Another opinion when your PSA startsrising

Hereisan email trace from communication between someone with recurring prostate cancer and
Dr. Barken, Medical Director Prostate Cancer Research and Eduction Foundation in San Diego. Dr. Barken isawell-
known and respected medical person in the States. in thisemail he acts as a " Coach" to help answer questions.

| was diagnosed and treated 10 years ago. With a PSA of 10
and a Gleason of 7, | received External Beam radiation fol-
lowed by Seed Implant in 2001. With aNADIR of undetect-
ableit roseto 0.1 in May 2007, 0.3 in Oct 2008, 0.4 in Jun
2009, 0.6 in Jan 2010, 0.8 in Oct 2010, and 0.9 in Jan 2011.
| am scheduling an appointment with an Oncologist for next
week. What steps and questions should | be asking?

Coach Barken: Below are the core questions in the decision
making process. | believe the most important step you can
take is to first investigate what further tests would be help-
ful. After getting all possible dataand information about your
biologically unique, one of a kind in this universe, prostate
tumor, then you can focus on which treatment options best

match your bid to control (or if possible, to eradicate) the
tumor. Of course, you will also consider very carefully what
price you will have to pay in quality of life and whether it's
worth it to you.

Theimportant questionsto take into consider ation:

1.  Whatisyour age?

2. What isyour overall health status?

3. What other medical conditions do you have?

4 What was your risk assessment at the time you were
diagnosed?

You will inevitably find yourself alternately deciding to treat
and then deciding not to treat. You will examine treatment
after treatment. You will ponder what treatment to consider
doing first, and what treatmentsto hold in reserve should you
need them later on. Remember, wars are rarely won with a
single battle. Prostate cancer is most often along-fought disease.

There is another important reason why you should do more
tests. Whether you decide to treat or not to treat, you will
need base line markers to be able to follow your situation
smartly over time. Even Joshua sent out Scouts to gather in-
telligence before hitting Jericho, though he was certain that
God waswith him. You need bench marksfor comparison to
monitor changes, large or small, in your status with treatment
or without treatment.

My overall approach would be asfollows: “Minimum Inter-
vention and Maximum Surveillance.” Sinceall treatmentsend
up being about the same in regards to their efficacy, | would
recommend you use the less aggressive treatment in order to
minimize side effects and preserve quality of life. Maximum
surveillance means maximum testing in order to validate that
you do not have more aggressive di sease than was antici pated.
The testswill provide bench marks for further follow up.

The standard approach isto leave the patient alone when you
have such a slow rise of PSA. Nobody knows what the cut
off level of PSA isthat should trigger treatment. Regardliess
of that unknown number, if you are concerned about a cer-
tain level, think first and double check what else is going on
before you jump to atreatment. You cannot rely only on the
PSA level to determine that treatment is mandatory. | be-
lieve that the PSA should really be an immediate trigger to
further testing, not treatment.

So what needs to be done now is to define the current status
of the disease by trying to find out how aggressive the pros-
tate cancer is right now and where the location of the cancer
isright now.

Thelist of teststo be considered when you sit down with
your treating physician is:

1.  Theaggressiveness of the disease:

a Tumor markersin the blood

b.  Tumor markersfrom biopsy materialsif available.

C. Considering past information about the aggressiveness
of the disease if available.

d. Please seethe Coaching Check list from PCREF (write

to info@pcref.org for a copy or go to www.pcref.org)
e Consider PCA3

2. Imaging tests:

a Color Doppler Ultrasound and possible more advanced
techniques using Contrast Material or Elastography.

b. SMRI or better yet , Multiparametric MRI

C. Consider Body scansby MRI if thereisevidencefrom
the marker tests that the low PSA is misleading.

Thetreatment optionsare:

1. Active surveillance with continuous, daily-practiced,
life style changes. (Please read Take Your Daily
M.E.D.S. at www.pcref.org)

2. Vitamin D3: Check thelevel in the blood and take
vitamin D3 accordingly.

3. Minimal Androgen blockade: Minute amounts of
Casodex and Proscar.

See the video lecture on Nerve Sparing, Body-System
Sparing Hormonal Blockade.

a Oral presentation on Casdoex and Proscar
http://www.pcref.org/call _past.php

b.  Video lecture on Casodex and proscar
http://www.pcref.org/vdo.php

4., Cryrotherapy : Focal cyrotherapy procedure preferred
It should be done by an expert after imaging and



biopsy information if available to be used as target.

5. HIFU if available. You canjoinaclinical study inthe
USor travel abroad.

6. Radical Prostatectomy after Radiation not recommen-
ded dueto high rate of complications. It might be con-
sidered rarely. An example for that isa proven, very
local, aggressive tumor and you are willing to accept
therisks of side effects. You also need to understand
that you may need more systemic treatment and sur-
gery in this situation may not eliminate all the cancer.

7. Combining local treatment and systemic treatment is
the best approach in my opinion. This subject is con-
troversia and needs further examination of the partic
ular situation.

I think that a crucial point is who is going to be the doctor
who will take care of you. You noticed | did not say: Whois
going to treat your disease? There is more than the science
of treating the disease. There is the art of taking care of a
person who happens to have prostate cancer and probably
due to age has other physical and emotional challenges.

The pitfallsin selecting a doctor:

1. Hemay beamedica oncologist or a urologic oncolo-
gist but he should be someone with expertiseand aclini-
cal focus on prostate cancer.

2. The physician may be biased and be inclined to offer
only the gadgets he hasin histool box.

3. The physician may be very limited in the amount of
time he has to dedicate to you to really listen to you.

4.  Inthewordsof oneof my patientswho taught me early
onwhat agood doctor is: “| don’t care how much the
doctor knows. | want to know how much he cares.”

The last 4 points bring me to the another out-of-the box
suggestion. Beyond finding a physician, you may also want
a Coach. Coaching is a service | offer through the Prostate
Cancer Research and Education Foundation. If you are an
individual who hasapotentially life-altering decisionto make,
it makes sense to get a experienced guide before you set out
on aroute that is unfamiliar to you and has many hazards.

What inexperienced climber would go up Mt. Everest with-
out a Sherpawho knows the terrain?

Because | am part of anon-profit organization, not amedical
practice that needs an influx of patients, | can offer an unbi-
ased review of your medical situation and also an unbiased
look at which treatment you are leaning toward choosing.
And since | did devote my clinical career to dealing with all
stages of prostate cancer and only that one disease, | can hum-
bly say | havethe experienceto be an expert guide and Coach.
| care alot about putting the patient in the driver's seat. |
care about getting you to your destination, not just safely, but
also with peach of mind.

Best Wishes
Coach Barken

Israel Barken M.D.
Medical Director
Prostate Cancer Research and Education Foundation.

Coaching with Dr Barken — http://www.pcref.org/
per.coaching.php

To listen to previous recording of Ask Dr Barken Show go
to—
http://www.pcref.org/call_past.php

To open your own Medical Smart Chart go to —
www.pcref.org/MedSmartChart

Material posted here is for general education purposes only
and does not take the place of medical advice from your treat-
ing physician. No patient-doctor relationship is created or
implied.

Israel Barken, M.D.

Medical Director

Prostate Cancer Research and Eduction Foundation (PC-REF)
501(c)3 non profit organization

6823 Deer Hollow Pl

San Diego, CA 92120

www.pcref.org

info@pcref.org
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