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canadian	cancer	Society	Volunteer	
Speaks	From	The	heart

Should men get their PSa checked? 
Yes – No – Perhaps – Maybe – OK – 
Sometimes – and the debate rages 
on…see page 4. Plus in this issue we 
learned Zytiga is now in, car shows 
aren’t much fun in the rain, 
and sometimes it’s fine not 
to take medication.
this special fall issue – 
free at newsstands  
from coast to coast.

cracking	Open	ThiS	WalnuT

he was no ordinary volunteer 
or speaker.

Before a room filled with prostate 
cancer survivors, Terry Burtch was 
merely to review the Canadian Cancer 
Society’s services. But if credibility 
was going to be even a minor road 
block, that was dashed when he began 
by telling his own story.

Burtch had been diagnosed 10 years 
ago with Stage 4 metatstatic melanoma 
in his intestine. Doctors also found 
spots on his liver and pancreas. It 
was a terrifying diagnosis. However, 
there he stood a decade later, trim and 
robust and having fought back the 
disease, talking about how he’s given 
back to the Canadian Cancer Society 
by volunteering.

With a quiet yet commanding 
demeanour, Burtch reviewed just how 
far the CSS has come in recent years to 
help those in need. Among the services 

it provides is a driving program in 
which volunteer drivers help cancer 
patients get to and from appointments, 
While drivers are provided gas money, 
most turn their cheques back to the 
society as contributions.

Likely the most important service 
offered is the National Cancer 
Information Service. Offered in 
over 100 languages, patients call a 
toll free number and are paired with 
healthcare staff to connect with a peer 
support worker. These are volunteers 
trained to listen, provide hope, offer 
encouragement and share ideas on 
coping strategies. Each situation is 
tailored to a patient’s needs, all at 
no cost.

As Burtch commented, the free service 
illustrates the importance of knowing 
where donations to the CCS go, though 
there is always a need for further 
peer support.

In fact, during the Q & A that followed 
his presentation, it was learned that 
a number of PCCN Ottawa members 
have been volunteering with the CCS 
for some time. 

ccS	national	cancer	
information	Service
toll free 1-888-939-3333  
(Mon-Fri., 9 am-5 pm)
(ttY: 1-888-786-3964)

Zytiga	now	available	in	Ontario
Whether it was due to pressure brought to bear by associations like PccN Ottawa is unknown. However, 
at last the drug abiraterone, sold as Zytiga by Janssen, will be reimbursed by Ontario as of the end of 
last month.

Zytiga is used to treat men with advanced castration resistant metastatic prostate cancer. It will be sold  
in 250 mg tablets.

PccN Ottawa recently received a thank you note from Isabelle-anne Mimeault, Janssen’s Manager 
community relations National & Ontario, for our efforts to make the drug available.
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Summary	of	Steering	committee		
Meeting,	September	27,	2012
pccn	advisory	council
David Brittain, our nominee for the newly formed PCCN Advisory Council, has 
been chosen for the Advisory Council for a two year period.

approval	of	Zytiga
Zytiga (abiraterone) was added to the Ontario Drug Formulary on September 28. 
This is good news for advanced prostate cancer patients who are prescribed the 
drug. Seven Canadian provinces now cover its cost under provincial plans.

prci	conference
Bill Dolan and John Stonier attended the Prostate Cancer Research Institute 
Conference in Los Angeles in September. They gained insights on treatments and 
medicines available to low and high-risk prostate cancer patients. They will make a 
presentation on the conference at the November meeting.

prostate	cancer	awareness	Week
On September 18, five PCCN Ottawa members attended a PCC sponsored event on 
Parliament Hill for Prostate Cancer Awareness Week.

pccn	conference	
PCCN Ottawa will be represented at the PCCN Conference in Regina, October 3-6, 
by Wilf Gilchrist, David Brittain, Bill Dolan, John Arnold, Peter Maddocks, and 
Bill Lee.

Treasurer’s	report
Jim Thomson tabled the statement of financial reports as of August 31, 2012. PCCN 
Ottawa is financially stable. There were no major expenses this month.

Sparks	Street	awareness	event
We provided 12 volunteers (in their new T-shirts) at an awareness booth for the 
Sparks Street Mall Classic Car Show on September 14. Heavy rain put a damper on 
the event. PCCN Ottawa was the recipient of the 50/50 draw. 

Mentorship
Harvey Nuelle reported one newly diagnosed member was provided support 
in September.

peer	Support	group
A new group comprising Knowlton Constance, Bill Lee and John Stonier will keep 
the Steering Committee informed about how members are doing. The group will 
check in with members from time to time. This will provide an opportunity for 
further support.

Obituaries
Elie Moussalli, a long time and active member of PCCN Ottawa, passed away on 
September 2 from prostate cancer and multiple myeloma.

Steering	committee	Meetings
In the future, the Steering Committee will meet on the fourth Thursday of the 
month, instead of the last Thursday. 

P.O. box 23122, Ottawa, ON  K2a 4e2 
613-828-0762 (Voicemail) 
email: info@pccnottawa.ca  •  pccnottawa.ca
PccN OttaWa is a volunteer organization of prostate 
cancer survivors and caregivers. Our purpose is to 
support newly-diagnosed, current, and continuing 
patients and their caregivers. PccN Ottawa is a 
member of the Prostate cancer canada Network.

chair Wilf	gilchrist 
Past chair Ted	Johnston
Vice chair peter	Maddocks
treasurer Jim	Thomson
Secretary lionel	burns

Steering	committee
Program Director bill	Dolan
Mentoring Director harvey	nuelle
Outreach/awareness  John	arnold
Volunteer coordinator bill	lee
Wellness coordinator  knowlton	constance
Newsletter editor:	
	 richard	bercuson
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	 Shannon	king
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	 andy	proulx,		
	 arland	benn
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	 ludwick	papaurelis	
Members at Large David	brittain,	
	 gerry	gilbert,		
	 Dan	livermore,			
	 ludwick	papaurelis,	
	 John	Stonier
admin Support team Mike	cassidy,	Doug	payette
Website chris	brown
Database  Wilf	gilchrist
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PccN Ottawa does not assume responsibility or  
liability for the contents or opinions expressed in this 
newsletter. the views or opinions expressed are solely 
for the information of our members and are not intended 
for self-diagnosis or as an alternative to medical  
advice and care.

pccn	Ottawa	Mission	Statement
We	provide	information	on	prostate	cancer	to	
those	in	need,	gathered	from	a	variety	of	sources.	
We	participate	in	events	that	provide	a	venue	
for	promoting	awareness	of	prostate	cancer	
through	our	informed	member	interaction	at	public	
gatherings	or	as	speakers.	We	collaborate	with	local	
organizations	such	as	The	Ottawa	hospital,	the	
Ottawa	regional	cancer	Foundation,	the	canadian	
cancer	Society,	urologists	and	oncologists	for	
information	and	support.

http://www.pccnottawa.ca


6:30-7:30	p.m.: Mentoring for newly diagnosed in the Shalom room.
6:30	p.m.:	  Prostate café. It’s coffee time. an open forum and social time for everyone and an opportunity 

for discussions in small groups in the café before the meeting starts.
7:15	p.m.: time for PccN Ottawa business.
7:30	p.m.:	  Dr. Scott Morgan, a radiation oncologist at the Ottawa Hospital cancer centre, will discuss 

three main areas: 
• active surveillance for low-risk prostate cancer: when less is more 
• radiotherapy after radical prostatectomy: when, why, and how? 
• radium-223: a new era in castration-resistant prostate cancer with bone metastases

  Dr. Morgan is also assistant Professor of radiation Oncology at the University of Ottawa. He has a 
general interest in the design and conduct of clinical trials to evaluate new prostate cancer therapies 
and has a specific interest in novel radiotherapy techniques.

We	meet	the	third	Thursday	of	each	month	at	St.	Stephen’s	anglican	church,	930	Watson	Street.	Follow		
the	Queensway	to	the	pinecrest	exit	and	proceed	north,	past	the	traffic	lights,	to	St.	Stephen’s	Steet		

on	the	left.	parking	is	at	the	rear	of	the	church.
pleaSe	reMeMber	yOur	cOnTribuTiOn	FOr	The	ST.	STephen’S	FOOD	bank.	

nexT	MOnThly	MeeTing	 Thursday,	Oct.	18

1-3	p.m. at the Maplesoft centre for cancer Survivorship care
1500 alta Vista Drive (at Industrial in cancer Survivors park, across from canada Post)

	 WarriOrS	SuppOrT	grOup	 Thursday,	Oct.	18

One in six American men will be 
diagnosed with prostate cancer 

in their lifetimes. In most cases, the 
disease grows so slowly it doesn’t 
cause problems. Yet some prostate 
cancers are fast-moving and lethal; 
about 28,000 U.S. men die every 
year because it wasn’t detected and 
treated in time.

The U.S. Preventive Services Task 
Force, a nongovernmental panel of 
independent experts in prevention and 
evidence-based medicine, recently 
recommended doctors stop using PSA 
tests to screen men with no symptoms 
of prostate cancer. That prompted an 
outcry from some experts and advocacy 
groups concerned that prostate cancer 
would be missed, and many doctors 
have continued to order the tests.

Richard Ablin, a professor of 
pathology at University of Arizona 
College of Medicine, discovered the 
prostate-specific antigen in 1970, 

and for nearly as long, he has argued 
that it should not be used for routine 
screening. Oliver Sartor, medical 
director of Tulane Cancer Center in 
New Orleans, counters that while 
it isn’t perfect, PSA testing has 
saved lives.

WSJ: Why not use PSA tests for 
routine screening? 

Dr.	richard	ablin: There’s 
no PSA level that definitely indicates 
that prostate cancer is present. PSA 
is not cancer-specific; a rising PSA 
level can be due to an infection or 
benign prostate enlargement as well 
as cancer. There’s no PSA level that 
definitely indicates that prostate cancer 
is present. And prostate cancer is an 
age-related disease. Between 40% and 
80% of men aged 50 to 75 possess 
asymptomatic cancer, so cancer may 
well be found. However, the PSA test 
can’t distinguish an indolent cancer 
from an aggressive one.

Dr.	Sartor: I get my own PSA 
regularly tested because there is no 
better test for the early detection of 
prostate cancer and some of these 
cancers are life-threatening. Is PSA 
perfect? Not by any means. Is PSA the 
best we have today? Yes.

Those against PSA tests are people 
who do not take care of prostate-
cancer patients. Physicians who do 
are almost all in favor of PSA testing, 
and the vast majority of them get PSA 
testing themselves (gender and age 
appropriate, of course).

WSJ: Has it saved lives or not? 
Isn’t it easier to treat prostate cancers 
detected early?

Dr.	Oliver	Sartor: Since PSA 
screening became routine in the 1990s, 
prostate-cancer mortality rates have 
declined by nearly 40%. I think PSA 
testing is the most likely explanation.

Should	Men	get	pSa	Tests	to	Screen	for	prostate	cancer?	
by Melinda beck, Wall Street Journal
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See Should Men Get PSA Tests? on page 4
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a	cOach	
by Glenn Kletke

We’ve got great cheerleaders all around us. 
Maybe not those beauties at football games. 
but we’ve got family and friends and those 
who wish for us nothing but the best. Yet 
somewhere in the middle of that helpful mob 
is the simple us, is the night, is that stretch 
of time when we’re thinking and waiting alone. 
Somewhere on the sidelines of that dark field 
we have to invent a coach, make him up 
out of ourselves and our hopes. Someone 
stubborn and cheerful stuck inside our head. 
Someone in the habit of winning games. 
a tyrant who shouts give it your best shot. 
Slaps us on the back. claps while we play.

Glenn Kletke’s poetry has most recently 
appeared in “Whistle for Jellyfish” published  
by Booklands Press

The	Walnut	laureate

A recent article in the journal Cancer 
estimated that without PSA testing, 
the number of men initially diagnosed 
with metastatic (incurable) cancer 
would be nearly three times higher. 
That’s an additional 17,000 men 
annually. We know that not all these 
men would be cured if detected earlier, 
but PSA testing dramatically improves 
the odds that prostate cancer will be 
found before it becomes incurable. 

Dr.	ablin:	The Cancer article relies 
on calculations, approximations and 
speculation with one assumption built 
on another. There is no clinical data to 
support these assumptions. 

Remember, “First do no harm.” PSA 
screening has serendipitously saved 
some lives, but at a huge toll given 
the estimated one million men who 
have been treated unnecessarily since 
the FDA approved the use of the PSA 
test for diagnosis in 1994, many of 
whom suffered infections or other 
complications, including incontinence 
and impotence.

In all likelihood, other factors 
contributed to the decrease in prostate 
cancer deaths, including better 
treatments and surgical techniques, 
healthier patients with longer life 
expectancies and increased awareness 
so more men with symptoms saw 
their doctors and were referred to a 
urologist. We are also getting more 
precise at determining causes of 
death, and there has been a decrease 
in mortality across the board in 
most cancers.

WSJ: Is the PSA test the real 
problem or how the results are 
interpreted and acted on? 

Dr.	Sartor: PSA is not the real 
issue. The main problem is that too 
many men are unnecessarily treated 
for cancers that will ultimately prove 
to be of little harm.

But we can readily determine which 
prostate cancers need treatment 

and which do not. By combining 
the Gleason score (determined by a 
pathologist examining cancer cells 
under a microscope), the clinical stage 
(determined by a careful prostate 
exam and various scans) and the PSA 
level, we can stratify patients into 
“low,” “intermediate” and “high” 
risk categories.

This is done in all major cancer 
centers. It’s clear to me that most men 
with a low risk of prostate cancer 
would benefit from surveillance 
instead of immediate treatment.

I make a distinction between 
surveillance and “watchful waiting,” 
as do many in the field. Surveillance 
means following the patient over time 
and offering treatment if warranted.

Dr.	ablin: If we really could 
determine which cancers need 
treatment and which don’t, we 
wouldn’t be having this debate. 
Furthermore, no absolute level of 
PSA will work. Some patients have a 
PSA of 0.5 and have cancer and some 
have a PSA of 11 and do not. And two 
patients with a similar Gleason score 
and clinical history may have very 
different outcomes.

WSJ: Do PSA tests make sense only 
in men at high risk? What would you 
do about the others? 

Dr.	ablin: Men who have a family 
history of prostate cancer—that is, a 
father, brother or uncle who had it—
should get an annual test, starting at 
age 40 to serve as a base line.

Patients diagnosed with prostate cancer 
who choose “active surveillance” 
over immediate treatment can follow 
changes in their PSA over time to 
help with decision making. And for 
patients already treated for prostate 
cancer, an increase in PSA may serve 
as a “harbinger” for the recurrence 
of disease.

Men with symptoms such as pain in 
the lower back or groin area, pain on 
urination, frequent urination or blood 
in the urine, should get their PSA 

tested to check for diseases such as 
prostatitis, benign prostate hyperplasia 
and/or prostate cancer.

But for other men, the ability of the 
PSA test to detect prostate cancer is 
slightly better than the flip of a coin.

Dr.	Sartor: All men over 50 with 
a 10-year life expectancy should have 
their PSA tested annually. African-
American men and men with a family 
history of prostate cancer should be 
especially vigilant.

But if men are diagnosed with prostate 
cancer, before deciding that treatment 
is necessary, they should seek advice 
from a prostate-cancer expert who 
is comfortable with doing active 
surveillance. Not all prostate cancer 
should be treated. 

Should Men Get PSA Tests? from page 3
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‘Drug	holiday’	an	Option	
for	Some	prostate		
cancers;	cuts	Side-effects
by Helen branswell, the canadian Press

tOrONtO - a new study suggests a little time 
off — a drug holiday — can cut down on troubling 
side-effects of prostate cancer treatment for some 
patients without hastening death.

the canadian-led research shows that men who 
were given intermittent courses of drugs that 
suppress the production of male hormones lived 
as long as men who received continuous therapy.

but the men on the intermittent course had fewer 
of the unpleasant side-effects that go along with 
this type of prostate cancer treatment.

androgen-suppression therapy, as it’s called, 
can induce hot flashes, impotence, growth of 
breast tissue, insomnia, weight gain, worsening of 
diabetes, loss of muscle mass and osteoporosis.

the study looked only at men who did not have 
metastatic prostate cancer, meaning cancer that 
had moved to other parts of the body.

Dr. Laurence Klotz, one of the principle 
investigators of the trial, said since the trial was 
started a number of years ago, many doctors in 
canada have adopted intermittent androgen-
suppression therapy for their prostate cancer 
patients. Klotz said he expects intermittent 
therapy to become the standard of care for 
these patients.

the findings don’t relate to men whose prostate 
cancers have spread. a companion study found 
for men with metastatic cancer, intermittent 
therapy did not have the same safety profile. 

In this study, nearly 1,400 men who had 
undergone treatment for prostate cancer — 
radiation or surgery and radiation — and whose 
PSa levels had begun to rise again were 
randomly selected to either receive continuous 
treatment or intermittent treatment.

all the men were given eight months of hormone 
therapy; it suppresses production of testosterone, 
which fuels prostate cancer. then the men in the 
intermittent arm were taken off the drug until their 
PSa levels reached a set threshold.

For some, the drug holiday lasted six months. 
Others were off the drugs for as long as 
five years. 

there was no statistically significant difference 
in the number of deaths in the two groups; nor 
was there a significant difference in the median 
survival time.

What’s known on the subject? What 
does the study add?

Many patients are eligible for more 
than one treatment option for prostate 
cancer. In usual care, urologists have 
a large influence on the treatment 
choice. Decision aids, providing 
balanced information on the pros and 
cons of different treatment options, 
improve the match between patient 
preferences and treatment received.

In men eligible for both surgery 
and external beam radiotherapy, 
treatment choice differed by hospital. 
Across the participating hospitals, the 
decision aid consistently led to fewer 
patients remaining undecided on their 
treatment preference and more patients 
choosing brachytherapy.

ObJecTiVeS
•	 To	examine	the	treatment	choice	

for	localized	prostate	cancer	
in	selected	men	who	were	
eligible	for	both	prostatectomy	
and	radiotherapy.

•	 To	examine	whether	increased	
patient	participation,	using	
a	decision	aid,	affected	the	
treatment	choice.

paTienTS	anD	MeThODS
•	 From	2008	to	2011,	240	patients	

with	localized	prostate	cancer	
were	enrolled	from	three	
separate	hospitals.

•	 They	were	selected	to	be	eligible	
for	both	prostatectomy	and	
external	beam	radiotherapy.	
brachytherapy	was	a	third	option	
for	about	half	of	the	patients.

•	 in	this	randomized	controlled	
trial,	patients	were	randomized	
to	a	group	which	only	discussed	
their	treatment	with	their	
specialist	(usual	care	group)	

and	a	group	which	received	
additional	information	from	a	
decision	aid	presented	by	a	
researcher	(decision	aid	group).	
The	decision	aid	was	based	on	
a	literature	review.

•	 predictors	of	treatment	choice	
were	examined.

reSulTS
•	 Treatment	choice	was	affected	

by	the	decision	aid	and	by	the	
hospital	of	intake	

•	 The	decision	aid	led	to	more	
patients	choosing	brachytherapy	
and	fewer	patients	remaining	
undecided	

•	 prostatectomy	remained	
the	most	frequently	
preferred	treatment.

•	 age,	tumour	characteristics	or	
pretreatment	urinary,	bowel	or	
erectile	functioning	did	not	affect	
the	choice	in	this	selected	group.

•	 patients	choosing	
brachytherapy	assigned	more	
weight	to	convenience	of	the	
procedure	and	to	maintaining	
erectile	function.

cOncluSiOnS
•	 Traditionally,	patient	

characteristics	differ	between	
surgery	and	radiotherapy	groups,	
but	not	in	this	selected	group	
of	patients.

•	 Men	eligible	for	both	
prostatectomy	and	radiotherapy	
mostly	preferred	prostatectomy,	
and	the	treatment	choice	was	
influenced	by	the	hospital	
they	visited.

•	 giving	patients	evidence-based	
information,	by	means	of	a	
decision	aid	led	to	an	increase	
in	brachytherapy. 

a	randomized	trial:	choice	between		
prostatectomy	and	radiotherapy	
2012 bJU International
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The “New” Prostate Cancer InfoLink is utterly unsurprised 
to learn about a forthcoming paper demonstrating that 

many men starting treatment with androgen deprivation 
therapy (ADT) — and their partners — are significantly 
under-informed about the risk for side effects and adverse 
effects associated with such therapy.

This paper by Walker et al. is based on checklist surveys 
carried out among 79 Canadian men who had just been 
prescribed ADT and 54 of their partners. The prescribed form 
of ADT was single-agent LHRH therapy (presumably with 
a brief period of antiandrogen therapy to avoid the androgen 
“flare reaction” to initiation of LHRH therapy, although 
the abstract of the paper does not specify this explicitly). 
The checklists were designed to provide participants with 
information about common and less common side effects 
and adverse effects associated with ADT and asked the 
participants to identify those side effects and adverse effects 
that they had heard of or were anticipating.

here	are	the	core	study	findings:
•	 >	70	percent	of	survey	participants	were	unaware	that	

lhrh-based	aDT	is	associated	with	risk	for	anemia,	
memory	problems,	loss	of	body	hair,	and	depression.

•	 >	50	percent	of	survey	participants	were	unaware	that	
lhrh-based	aDT	is	associated	with	risk	for	reduced	
muscle	mass,	osteoporosis,	increased	fracture	risk,	
weight	gain,	genital	shrinkage,	and	gynecomastia.

•	 >	20	percent	of	survey	participants	(mistakenly)	
anticipated	that	lhrh-based	aDT	was	associated	
with	dizziness	and	itching.

The abstract does not mention whether there were any effects 
of LHRH-based ADT that patients and their partners were 
generally well aware of (e.g., loss of libido, hot flashes and/
or night sweats). 

Walker et al. suggest that such a lack of awareness of the 
adverse effects and side effects associated with LHRH-
based ADT may explain — at least in part — why ADT is 
associated with significant decreases in the perceived quality 
of life of patients and their partners. Basically, they say, 
if the patients don’t know what to expect, they won’t take 
steps to prevent or reduce the risks associated with LHRH-
based ADT.

It is probably a pretty safe assumption that a similar survey 
carried out in a similar group of patients and their partners 
in the USA or in other countries would have similar findings 
(although this needs to be confirmed). Unfortunately, most 
people do not make any great effort to ensure that they 

understand the potential side effects associated with drug 
therapy. Worse than that, many people assume that approved 
prescription drugs actually have no serious side effects at 
all. This is a major educational and cultural problem of 
long standing. It certainly isn’t limited to prostate cancer 
and ADT. 

new	aDT	patients	not	Well		
informed	about	possible	Side	effects Prostatecancerinfolink.net

in	Memoriam
Orval Strong, a member of the Warriors group, passed away on Sept. 29.  
He’d been diagnosed with prostate cancer in 2011.

PccN Ottawa sends its condolences to his family.

Damp	and	cold,		
but	car	show	brings	in	$$$
representatives of PPcN Ottawa set up a booth at a Sparks Street mall  
car show last month. attendance was sparse and the weather miserable,  
yet the association garnered $200 from the city of Ottawa for its share of  
a 50/50 draw held during the event.

In the photos, Harvey Nuelle and Wilf gilchrist take shelter under the PccN 
big top while in another shot ron Marsland braves the elements to hand  
out prostate cancer information.


