
same pessimistic gene. (I used to wor-
ry that pessimism would cause breast 
cancer too. Then I saw the headline 
“Breast cancer link to personality 
traits debunked.” That should have 
lessened my concern. But it didn’t.)

I’m tired of being afraid. It’s not 
that I expect to be able to stop fretting 
altogether: I just want to figure out 
what to worry about — and what steps 
I should take to mitigate my risks as 
effectively as possible. Is that really 
too much to ask?

 
“The biggest risk factor is be-
ing female and the risks increase as 
we get older,” says Diana Ermel, 63, 
president of the Canadian Breast 
Cancer Network, an information,  
education and advocacy group whose 
board members are all breast cancer 
survivors. 

But gender and age aren’t the only 
risks. “I divide the risks into two gen-
eral areas: the things you can’t really 
do a lot about and the factors we know 
we can affect,” says Julia Knight, an 
epidemiologist and researcher at the 
Samuel Lunenfeld Research Institute 
at Toronto’s Mount Sinai Hospital. 
Knight has the kind of no-nonsense 
approach of a friend who helps you 

write a pro-and-con list when you’re 
trying to figure out which job to take 
or whether you should dump your 
boyfriend. And as every worrier 
knows, when worry is chasing its tail 
in your head, a list can be a helpful 
tool for getting it to heel. Genetics — 
whether your relatives have had 
breast or other cancers — is on the 
“can’t do a lot about it” side, since 
even those who wish they could 
know they can’t pick their families. 

Then there are what I think of as 
hormonal issues. “We know that 
women who start their periods at a 
younger age or start menopause at  
a later age have a higher risk. If you 
don’t have children or if you have 
your children at an older age — that 
increases your risk. But those aren’t 
things you really have much control 
over,” says Knight. Sure, this research 
helps scientists understand how hor-

mones play a role in breast cancer, but 
since we don’t determine when we 
start menstruating or time childbirth 
for optimal breast health, these are 
the kinds of facts that can just add to 
the background hum of worry. Still, 
this knowledge isn’t completely point-
less for those of us seeking personal 
insight as opposed to scientific over-
views. The fact that I started my per-
iod at 14, have no children and, at 44, 
am premenopausal suggests that my 
baseline risks are, well, not that far 
from average. 

The same principle applies to re-
search about environmental factors: 
While direct links are incredibly diffi-
cult to prove, knowing that you were 
exposed to, say, high levels of pesti-
cides as a child because you lived on a 
farm or grew up when DDT was in 
widespread use in the 1940s and ’50s 
arms you with the information to sug-

Two weeks after Wanda 
Jamieson of Bridgewater, 
N.S., had her left breast  
removed, she travelled  
to Halifax to receive her  
pathology results. With her 
in the doctor’s office were 
her husband, mother and 
sister. “It was devastating 
when he told me they 
didn’t get it all,” says Ja-
mieson, a 44-year-old food 
services worker and moth-
er of two who has Stage 4 
cancer. “And it seemed to 
go on and on — we were in 

his office for two hours. 
We came out, and it was 
like, ‘Oh, my God…. Did you 
guys take it like this when 
he said this, or is this what 
he said?’ It was just too 
overwhelming.”

Cancer-care literature of-
ten refers to the experience 
of having cancer, somewhat 
poetically, as a journey. 
But people who’ve been 
through it prefer words  
like “maze,” “labyrinth” or 
“obstacle course.” At best 
the process is complex, tir-

the PATIENT 
NAVIGATOR

Some call her a PN; others call her an advocate. 

Breast cancer patients lucky enough to  

have one call her indispensable

Since we don’t determine when 
we start menstruating or time 

childbirth for optimal breast 
health, these facts just add to the 

background hum of worry.“

 By  cynthia brouse



(Confused by the numbers when it comes to sorting out what it 
really means to increase or decrease your breast cancer risk by  
10 per cent? Epidemiologists talk about “relative risk” or the “risk 
ratio” — how much a behaviour or exposure increases or reduces 
your risk of harm compared to those who haven’t been exposed to 
that risk factor or engaged in that behaviour. Here’s the math. 

+  One is the magic number Relative risk is really a ratio. It’s the 

probability of harm among those who’ve been exposed, divided by the 

probability of harm among those who have not been exposed. If the 

ratio is one, then exposure to that substance or behaviour holds no risk 

or benefit: Those who’ve been exposed and those who haven’t have 

the same outcome.  

+  Percentages can sound big but be small Studies in-

dicate that drinking a serving of alcohol a day increases your risk of 

breast cancer by 10 per cent. If you’re in the drink-a-day crowd, com-

pared to those who don’t drink, your relative risk is now 1.1. Two drinks 

a day brings you up to 1.21 — not great, but still not that much higher 

than average. Still, combined with other risks — being post-menopausal 

and overweight or taking HT for more than five  years — the numbers 

can start to add up.

+  Tipping the odds in your favour If the average woman 

has a one-in-nine chance of developing breast cancer at some point in 

her lifetime, but you’ve been exposed to risk factors that boost your 

relative risk to 1.5 — 50 per cent higher than the norm — your lifetime 

risk is now closer to one in five. So cutting the risks you can control — 

especially the proven ones like alcohol consumption, post-menopausal 

weight gain and HT exposure — and boosting your protective factors, 

like exercise and a balanced diet, simply makes good sense.

ing and stressful; at worst it 
can lead to dangerous de-
lays or inappropriate treat-
ment, and impede recovery. 
“Just the paperwork that 
goes along with cancer and 
cancer treatment is almost 
a half-time job,” says Pam 
Petten, a 51-year-old HR 
specialist with two children, 
who this year had chemo-
therapy in her hometown 
of Yellowknife, as well as in 
Edmonton, followed by six 
weeks of radiation.

As it happens, the past 
few years have seen the 
appearance of a new play-
er in the healthcare sys-
tem, a sort of tour guide 
to lead cancer patients 
through this decidedly for-
eign territory. Most often 
they’re known as “patient 
navigators,” and they’re 
springing up in a patch-
work across Canada.

Jamieson and Petten are 
fortunate to live in two of 
those patches. Right after 
she was diagnosed with 
breast cancer, Petten was 
paired with breast health 
patient navigator (PN) 
Nancy Cymbalisty in Yel-
lowknife, who walked her 
through her travel grant 
application, dropped by on 
chemo days with books on 
the disease, and prepared 
her for what to expect in 
Edmonton. Cymbalisty 
also phoned Petten regu-
larly to see how she was 
doing and solicited her 
opinions on how to im-
prove the system. “If Nancy 
doesn’t know the answer 
to a question, she finds 
out,” says Petten.

The first North American 
PN program began in 1990 
at Harlem Hospital Center 
in New York City. It suc-

ceeded in dramatically im-
proving the breast cancer 
survival rates of African-
American women, who are 
less prone to the disease 
but had been dying of it 
at a much higher rate than 
other women because — 
uninsured or defeated by 
the healthcare bureau-
cracy — they weren’t 
screened in time or didn’t 
complete treatment.

“To date, cancer care 
has focused on the care of 
the tumour,” says Sandra 
Cook, project manager of 
the PN program at Cancer 
Care Nova Scotia (run by 
the province’s health de-
partment). “Now the whole 
strategy is to move into 
person-centred care.” In 
five of the nine health re-
gions in Nova Scotia, a 
leader among the prov-
inces in this area, cancer 

patients are assigned to 
one of six PNs there, usu-
ally a certified oncology 
nurse, who will act as a 
single point of contact 
throughout their illness.

Right after her mastec-
tomy, Jamieson met navi-
gator Crystal Harris, a 
nurse of 14 years who be-
came a PN in Bridgewater 
last year. Harris notes that 
cancer patients meet with 
an average of 13 doctors 
over the course of their ill-
ness (that’s not counting 
the many nurses, technolo-
gists, social workers, phar-
macists and dietitians 
they’re likely to see), each 
dealing with just one piece 
of the puzzle. In this frag-
mented environment, the 
most important service 
Harris provides is coordina-
tion. “The patient is worried 
about whether everybody 
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gest that your risk of developing the 
disease might be higher. (Really, I’m 
not trying to confuse you with weasel 
words such as “suggest” and “might” 
— it’s just that the links aren’t well 
proven. Still, if I were raised on a 
farm where pesticides were regularly 
used, I’d factor that into my personal 
risk bundle.) Knight’s finished with 
the “can’t do much about it because 
the damage is done” side of the list. 

But what about the other side? 
With all the conflicting information 
about hormone therapy (HT), many 
women have decided to manage their 
menopause symptoms in other ways. 
Still, the Canadian Breast Cancer 
Foundation says women considering 
HT shouldn’t panic: The latest re-
search suggests that being on HT for 
five years or less poses minimal risk, 
especially if the therapy is estrogen-
only. Long-term use, combination HT 
or use by women who have other sig-
nificant breast cancer risk factors are 
all cause for concern.

Then there’s how you live. “There 
are some lifestyle factors that are be-
coming well established,” says Knight. 
Being overweight is one of them, but 
here the studies vary widely: Some 
suggest being fat as a baby is a risk, 

By the numbers
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while others point to post-menopaus-
al weight gain as the biggest risk of all. 
What concerns Knight most is post-
menopausal weight. “I know it’s not 
necessarily an easy thing to change, 
but reducing your weight is a good 
idea.” The other factor to watch? Al-
cohol consumption. “A drink a day or 
less probably doesn’t increase your 
risk much, but more than that does.” 
How much? Knight uses this rule of 
thumb: Each drink per day increases 
your risk by roughly 10 per cent. One 
drink a day won’t make much differ-
ence (see “By the Numbers,” page 
133), but three or four will.

“I love wine,” says Nicole Beauche-
min, 61, a professor of biochemistry 
and oncology at the McGill Cancer 
Centre in Montreal. “But I am very 
careful about the amount of alcohol I 
drink.” A seven-year survivor of breast 
cancer herself, Beauchemin limits 
herself to one glass during the week — 
not one glass a day, but one glass peri-
od — and treats herself to a bit more 
on weekends. She stopped HT when 
she was diagnosed with cancer, and 
struggles to manage what she sees as 
the two other biggest risk factors for 
women: lack of exercise and stress. 
The link between exercise and reduc-

ing breast cancer risk isn’t conclusive, 
but the evidence is growing. And 
stress? Here, the proof is fuzzier, but 
Beauchemin looks at it from a purely 
pragmatic point of view: Busy wom-
en tend not to look after their own 
health. She knows from personal ex-
perience that it can be easy to let 
physicals slide. Her mother — a nurse 
— had instilled in Beauchemin the 
need for regular checkups, but when 
her doctor retired, it took Beauche-
min, then 53, some time to find a new 

one. And while her 
original doc had al-
lowed yearly mammo-
grams, her new one 
wanted her to conform 
to Quebec’s biennial 
guideline (although 
she was happy to pay 
for the extra screening 
herself ). Beauchemin 
pushed for her test, 
which caught an ag-
gressive tumour that 
likely would have ad-
vanced if she’d waited 
that extra year. 

Still, as she ticks off 
the list of things she 
monitors, Beauchemin 

stops herself. “When you compound 
everything that we should be watchful 
of — obesity, HT, alcohol, stress — it’s 
a wonder that most women don’t de-
velop breast cancer, because if they’re 
not at risk from one factor, then they 
may be at risk from another,” she says, 
hitting a bull’s eye on my dart board o’ 
worries. I know she’s joking — sort of. 
But the joke’s dark truth is that many 
of us don’t believe, deep down, that 
we’ll be lucky to navigate these risks — 
even though eight out of nine of us do.

knows what’s going on,” 
she says. “I’m kind of in the 
centre of it all.” 

Education is another big 
part of Harris’s job, on  
everything from the differ-
ence between hormone 
receptors and HER2-neu 
proteins to recognizing 
that “positive lymph 
nodes” and “cancer pro-
gress” are, counterintuitive-
ly, not good signs. There 
are more practical consid-
erations too. Patients who 
continue to work during 
chemotherapy run the risk 
of getting tired and con-
tracting infections, and a 
low white blood cell count 
may lead to postponing 
treatments. Anything the 
PN can do to sort out 
transportation, childcare, 
disability benefits and drug 
coverage might make it 
more likely that the patient 

can take time off work dur-
ing her care. She can also 
help expedite tests, ap-
pointments and treatments 
— before benefits run out.

“Family doctors, nurses 
and social workers have 
tried to do all of these 
things, but they don’t have 
enough time,” admits Sue 
Bates, director of the PN 
program at CancerCare 
Manitoba. Even if they do, 
like Jamieson, after the 
word “cancer” falls from 
your doctor’s lips, you hear 
the rest of what’s said as 
though you’ve just had a 
blow to the head — once 
you get home, you’ve for-
gotten many of the details, 
and turning to the Internet 
confuses you more.

Jamieson was able to 
call Harris right away to 
sort out what she’d missed 
during that terrifying doc-

tor visit. Navigators know, 
says Cook, the importance 
of “breaking down the in-
formation you need into 
digestible pieces and re-
peating it over and over.”

And anyone who’s tried 
recognizes how difficult it 
can be to get a doctor on 
the phone to ask supple-
mentary questions, or re-
port unexpected or severe 
treatment side effects. A 
PN has access her pa- 
tient doesn’t have to both 
her chart and her physi-
cians, and may get re-
sponses faster.  

Emotional support is just 
as crucial; patients who are 
depressed sometimes fail 

to complete their treat-
ments. Harris’s patients are 
thrilled to find that she 
spends an average of an 
hour per visit with each 
one. “Sometimes all I do is 
listen,” says Harris. Perhaps 
a navigator’s most impor-
tant advice involves the 
patient’s right to a second 
opinion. “We educate them 
to be advocates for them-
selves,” she explains.

That self-advocacy role 
is key, says Richard Doll, 
director of cancer rehabili-
tation and sociobehav-
ioural research at the BC 
Cancer Agency, which has 
implemented a cancer PN 
program in Prince George. 

A PN has access her  
patient doesn’t have to both  

her chart and her physicians, and  
may get responses faster.
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Here’s another way of looking at 
the numbers: Of those diagnosed to-
day, close to 70 percent will survive 
the disease. What does that really 
mean? Out of 90 women, 80 won’t 
get breast cancer. Of the 10 who do, 
seven will beat it.

And just knowing that those odds 
are actually in your favour can make 
a difference. “It’s counterintuitive, 
but some women are so controlled by 
fear that they delay going to their 
doctors because they’re afraid the 
lump they’ve found will turn out to 
be cancer,” says the Canadian Breast 
Cancer Network’s Ermel. A 16-year 
survivor of the disease, she knows so 
much about it that a conversation 
with her is like chasing an iron wom-
an on an info marathon. “Breast can-
cer is treatable, but you have to spot 
it to treat it.” 

One of her biggest concerns? The 
number of women who skip mam-
mogram screening, recommended 
for all females between 50 and 69 
(and depending on risk factors, for 
some women under 50). Ermel’s not 
sure whether it’s fear of what they’ll 
find, discomfort with the mammo-
gram itself or just plain not looking 
after themselves, but she is certain of 

this: “Mammograms find tumours we 
wouldn’t find with other exams.” It’s 
as simple as that. 

So what’s a “trying to reform” wor-
rier to do? When you trim back the 
studies that “require more study” — 
and frankly, that’s what gets most of 
the headline news treatment — 
you’re left with the kind of health 
strategy that seems almost ridiculous 
in its familiarity. “It’s everything your 
mother always told you to do,” says 

Ermel. “It’s very simple and kind of 
boring — and never too late to start.” 
Drink less alcohol. Reduce stress. Ex-
ercise regularly. Avoid long-term 
hormone therapy. Maintain a healthy 
weight. See your doctor for regular 
checkups and screenings. 

I swear it’s a coincidence that the 
acronym for these steps ends up being 
“DREAMS.” Still, the good news is 
that it isn’t “nightmare.” At least not 
anymore. M

Doll is involved in the cre-
ation of a national PN 
strategy through the Can-
adian Partnership Against 
Cancer, and says there are 
many models for this ser-
vice worldwide, bearing a 
variety of names and com-
ing at the problem from 
different angles. Some PNs 
are more like case manag-
ers, who do things for the 
patient; others simply point 
the patient in the right dir- 
ection. In Doll’s view, PNs 
should empower patients 
— and their families and 
friends — to navigate the 
system themselves in the 
long term.

Many cancer PN pro-
grams focus on underser-
viced populations that are 
far from treatment centres, 
acting as a bridge between 
the two communities. In 
Alberta, demonstration 

projects in Lloydminster, 
Drumheller and Grande 
Prairie use PNs for all can-
cers, but Edmonton, Leth-
bridge, Red Deer and 
Calgary each have a cou-
ple of navigators devoted 
only to breast cancer, and 
other areas of the province 
are using a similar model 
for gynecological, bariatric, 
cardiac and stroke pa-
tients. A pilot project in 
Saskatchewan uses “nurse 
navigators” to guide 
women through breast 
cancer screening and diag-
nosis, but not treatment. 
Quebec has more than 150 
cancer nurse navigators 
based in hospitals, but On-
tario has no provincially 
led strategy yet — only a 
few isolated programs. 
That province is working 
on establishing a patient 
navigator project to assist 

patients at the beginning 
of their cancer “journey.” 

Critics of patient naviga-
tion worry that it simply 
builds another profes-
sional layer on top of a 
broken system, which is 
why some jurisdictions 
would rather fix the pro-
cess first. Others use navi-
gators as a means of 
locating the gaps. 

Private options also exist, 
although they’re hard to 
find: If you’re lucky, the 
company you work for 
may offer, as part of its 
benefits package, the con-
sulting services of a com-
pany like CAREpath or 
Rupert Case Management, 
both based in Toronto; Ru-
pert also sells the service 
directly to individuals, in-
cluding those with serious 
illnesses, not just cancer.

So far, there’s not much 

research to suggest PNs 
themselves help improve 
health or prolong life, but 
there’s plenty of evidence 
that education, timely 
treatment and attending to 
a patient’s social needs all 
lead to better outcomes. 
Jamieson’s journey has 
been made more bearable 
because of the little things: 
Harris connected her to a 
maker of mastectomy bras 
and prostheses, and to the 
Look Good Feel Better  
program in Halifax. When 
Jamieson wanted to go 
out with friends during 
chemo, she called Harris to 
ask if it was okay to have a 
beer. (It was, Harris ad-
vised, but only after check-
ing to see what drugs her 
patient was taking.) Jamie-
son laughs: “You just don’t 
call a doctor up and ask 
him that!” M

   Do breast  
self-exams matter?
Belinda Stronach, 42, credits a breast self-exam with catching her 

cancer. It’s a powerful example of how women can be proactive 

about their own health — but one that research doesn’t bear out. 

The studies are conclusive: Self-examination doesn’t save lives. Part 

of the explanation lies in the fact that by the time a lump is large 

enough to be found during a self-exam, it’s just as likely you’ll dis-

cover it simply while getting dressed, or your partner will notice it 

during sex, or your doctor will find it at your annual exam. And since 

most tumours are slow-growing, epidemiologists tell us the gap be-

tween a woman finding a lump in her monthly self-exam and her 

doctor detecting it at her annual checkup doesn’t make much differ-

ence to survival rates. Still, while self-exams are no longer de rigueur, 
breast cancer survivor Diana Ermel, president of the Canadian 

Breast Cancer Network, isn’t about to abandon hers. “Knowing your 

own breasts and what’s normal to you is important.” And just as es-

sential: “an annual clinical breast exam by your doctor and mammo-

gram screening as soon as you’re eligible for it in your province.”
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 135Has breast cancer touched your life? 
Share your story at more.ca.


