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HOW BEING AN
EMPOWERED PATIENT
HELPED SAVE THIS LIFE

leven years ago, Dave de-
Bronkart was diagnosed
with stage 4 kidney can-
cer and given a life ex-
pectancy of about six
months. “I went from al-
most dead to all better
in less than a year,” says
Dave,also known as e-Patient Dave,who’s doc-
tors attribute much of his remarkable turna-
round to participating in his own health care
and connecting to an online patient group.

“lwould be dead if I had
been a disengaged, passive
patient, but because | was
empowered, | thought about
what I could do to help my
doctors save me,”

says Dave,now a leading advocate for the e-pa-
tient movement and the author of Let Patients
Help!

Although e-patients use the internet to find
medical information and connect with others,
the “e” also refers to patients who are empow-
ered,engaged,equipped,and enabled.

Faced with a life-changing decision
At the encouragement of his doctor, Dave
joined an online community for kidney can-
cer patients. It was there that he found out
about high-dose interleukin-2 (HDIL-2),a treat-
ment that only works for a few patients and has
sometimes-fatal side effects.“Iwas on the edge
of a cliff,and, sooner or later, I was going to fall
off,” says Dave. “The question was, if I take this
other route,will it throw me off the cliff sooner,
orwill I survive?”

Dave participated in a clinical trial, proac-
tively asking his doctor how to prepare. When
his doctor did not have all the answers, Dave
ultimately benefited from the experiences of
other patients who had taken HDIL-2 in his on-
line community. “My oncologist said if I had
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not been so prepared for the side effects, he’s
not sure I could have survived,” says Dave.

In addition to receiving crucial information
from other e-patients, Dave also benefited from
their emotional support. Even if you don’t use
the online forum for gathering info, “At the
very least, you can connect with other people
who are in the same boat as you,” he notes. “I

had never known anybody with kidney cancer,

so it gave me hope to connect with people who
had been through it 10 years ago and were still
alive.”

Taking an active role in his health
care
Before his diagnosis, Dave,who did every-
thing in his power to assist his doctors, “as-
sumed that they knew everything that was
worth knowing.” Later, he realized doctors
may not always be aware of all the latest rele-
vant medical information,because it typical-
ly takes two to five years for medical research
to be distributed.

Dave doesn’t just encourage patients to
join online communities and research medi-
cal information. He also suggests they ask to

see their medical records, which, he says, fre-
quently contain errors.

Although some doctors might be insulted
by the idea of patients participating in their
own health care, “The e-patient movement is
not about patients rejecting their doctors.It’s
about patients acting as information blood-
hounds, trying to help bring new informa-
tion to the doctors,” says Dave. “We’re at the
stage that the early suffragettes were at in the
late 1800s. While some of us are speaking up
and saying, ‘Excuse me, I'd like to be involved
in my own health care, we are being increas-
ingly — but not yet always — accepted by the
mainstream.”

Dave’s advocacy is needed more than ever
in today’s health care landscape. With an ag-
ing population and increasing amounts of peo-
ple living with chronic diseases, many health
care practitioners are seeing an overwhelming
number of patients daily. Patient involvement
— being proactive and advocating for one’s self
— is essential in improving health outcomes
and sustaining our health care system.

Katherine O'Brien

HIGH,BLOOD,PRESSURE; \WHAT YOU DON'T KNOW CANKILL YOU

veryone has passed their pharmacy’s blood
pressure kiosk, but there’s good reason to
stop and take a seat. With over 15 million
Canadians at risk for or living with high
blood pressure or hypertension, chances
are that you have it, too.

means there is too much pressure in the
body’s blood vessels. Similar to pumping too much air into a
tire or balloon, this damaging force can be deadly.

“The challenge is that hypertension has no symptoms,” says
Angelique Berg,CEO at Hypertension Canada.“This silent killer
is the leading risk factor for diseases like congestive heart fail-
ure,stroke,and kidney disease and is also linked to dementia.”

A staggering 7.5 million Canadians today have hypertension,

which measures at 140/90 mmHg,and an additional 7.4 million

High blood pressure, or hypertension,

have elevated blood pressure that will advance to hypertension
without healthy behaviour changes.

The first thing is to measure your blood pressure, at least an-
nually if you're otherwise healthy,and more often if your blood
pressure is high. Pharmacy kiosks are readily available, and
home devices can be purchased for more regular monitoring.
A list of recommended home devices is available at hyperten-
sion.ca.

If your blood pressure is high, the good news is that control
is in your hands. Incorporating small changes into your daily
lifestyle, such as being physically active, eating a healthy, low-
sodium diet,limiting alcohol intake,and living smoke-free will
have big pay-off in blood pressure control and prevention of dis-
ease.For additional help,the GetDownBP.ca online community
helps encourages new, healthy habits.

“Knowing your numbers is critical
to detecting high blood pressure,”
says Berg, “and managing your
blood pressure can help us to live
longer and healthier.”

Hypertension Canada

JOIN THE

A community-based
initiative fueled by one
of Canada's leading
pharmaceutical research
based companies
in collaboration with
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Why Canada
Still Needs an

Orphan Drug Péilc ’ :

hen Canada’s draft Orphan
Drug Regulatory Framework
suddenly disappeared from the
government website, my im-
mediate reaction was “it’s the kiss
of death” for rare disease drugs in
Canada. Not because we disbelieve
Health Canada’s claim that they are
able to approve orphan drugs without
new legislation — but without an Orphan Drug Policy, there has
been little incentive to do orphan drug research, to conduct clinic-
al trials, and to bring in drugs in a timely fashion.

Only half of USA-approved orphan drugs come to Canada,
and often with long delay. Which is why, in 2007, the Canadian
Organization for Rare Disorders drafted an Orphan Drug Poli-
cy,and why we were thrilled when,in 2012, the Health Minister
produced an Orphan Drug Regulatory Framework. This frame-
work would allow clinical trials and orphan drug approvals to

JAN. 31-FEB. 1, 2018 | VANCOUVER

take place in Canada at the same time as in the USA and the Eu-
ropean Union. But the Conservative government failed to im-
plement it and the Liberal government has now removed the
framework from its website.

Even worse, more than half of Canadian -
approved orphan drugs are not funded by
the public drug plans.

In many countries, orphan drugs are reimbursed through
their own review process. In contrast, the Canadian Agency
for Drugs and Technologies in Health,which reviews drugs for
funding, disproportionately recommends against rare disease
drugs, primarily because they apply,inappropriately,standards
for evidence and cost-effectiveness designed for “common”
drugs. The result leaves more than half of Canadian approved
orphan drugs not funded by public drug plans.

FEBRUARY 27-28, 2018 | VANCOUVER

HealthTech Connect

Unlocking the value of technology
to drive healthcare innovation

JUNE 26, 2018 | TORONTO

Even OHIP+, Ontario’s total pharmacare
program for those under 25, will not cover
most rare disease drugs.

What is more frightening is the likelihood that access will get
worse under the government’s proposed changes to the Pat-
ented Medicines Prices Review Board, which will create ad-
ditional barriers for new drug entry, especially rare disease
drugs. Now, more than ever,an Orphan Drug Policy is needed
to ensure that Canada does not fall even further behind other
developed countries in serving some of the most vulnerable
patients,those affected by rare diseases.

Durhane Wong-Weiger
President
Canadian Organization of Rare Disorders

Patient Support Programs: Improving Health Care Access for Patients with Rare Diseases

About one in 12 Canadians has a rare disease or disorder, two-
thirds of whom are children,according to the Canadian Organi-
zation for Rare Disorders (CORD).Access to medication and ser-
vices for these patients can be challenging and costly.

“About half of the drugs available for
rare disease in Europe and the U.S.
are not available in Canada, and more
than half of those that get approved in
Canada are not reimbursed by public
health plans,”

says Durhane Wong-Rieger, President and Chief Executive Of-
ficer of CORD.

To ease this burden, pharmaceutical companies have devel-
oped Patient Support Programs (PSPs). “PSPs help patients

-

navigate access to reimbursement from both private and or
public health insurers and ensure that patients can get ac-
cess to the appropriate therapy, ” says Sandra Anderson, Vice
President, Consulting and Business Development at Innomar
Strategies. PSPs can also help patients and their families
through logistical care support,such as coordinating out-of-
hospital treatments within private clinics, providing access
to specialty pharmacies, and arranging appropriate patient
and family education and counselling.

Health outcome studies - Real-world data to
guide decision making

Rare disease drug treatments are often higher priced and
treat diseases that are difficult to diagnose,with only a few
specialty physicians in Canada who understand the disease.
They also treat small unique populations, which makes it
challenging to measure the efficacy of these therapies. Payers
may want to seek out more information,but there is a lack of
real-world data available.

“Canadian payers are looking to pharmaceutical compa-
nies to present real-world clinical data to demonstrate the ef-
fectiveness of their products and to ensure the right patient
is on the right product at the right time,” says Anderson. Real

i
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world data is important as it illustrates how these therapies im-
prove health outcomes which supports the payers’ investment
for these valuable medications. With access to meaningful data
and analytics to highlight the value of these therapies, through
a PSP for instance, many are hopeful that access to such special-
ty treatments will improve.

Patient engagement a key component

As Sandra Anderson explains, “PSP services are meant to ease
the patient’s health journey and to ensure they can access their
important therapies at a time when they need it the most.” Get-
ting the most from PSPs involves ongoing patient engagement.
“We want to engage with patients from the very beginning in
identifying what’s important to them so that the clinical trials
reflect their concerns all the way through, as well as contribute
to good science,” says Wong-Rieger. “In addition, this engage-
ment helps patients understand not only the strengths and
limitations of the drug but also what they can do to fully ben-
efit fromit.”

Anne Papmehl
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= = with Obesity

s Canada prepares to
celebrate the 100th an-
niversary of Dr. Fred-
erick Banting’s insu-
lin discovery, it feels fit-
ting to reflect on how
far we've come. Only
a century ago, a diabe-
tes diagnosis was a sure death sentence. “The
average life span for a diabetes patient was
about six months to two years from diagnosis,”
says Grant Maltman, the Curator of the Bant-
ing House National Historical Site of Canada in
London, Ontario. “Then a simple twenty-five-
word hypothesis that Dr. Banting came up with
here in London led to the great insulin break-
through.” That innovation has enabled diabetes
patients worldwide to live long and healthy lives.

Though we have a lot to celebrate in dia-
betes treatment advancement, our work is
not done yet — recent innovations still prove
difficult to get into the hands of patients.

For example, many Canadians do not have ac-
cess to anti-obesity medications (AOMs), which
could be used to help patients manage obesi-
ty and reduce the risk of later developing type 2
diabetes or other complications. Despite official
recognition by the World Health Organization
and Canadian Medical Association of obesity as
a chronic disease requiring appropriate medica-
tion, AOMs are excluded from public health in-
surance plans and many private plans. If patients
are fortunate enough to have a private plan that

provides coverage of AOMs, they may still run in-
toissues related to the level of coverage available,
because these medications are typically catego-
rized as lifestyle drugs. As a result, less than one
percent of Canadians suffering from obesity re-
ceive the proper treatment they need.

“Weight bias” preventing access to
medication

According to the Canadian Obesity Network, a
major barrier to medication access is the per-
ception — or weight bias — among decision-
makers that obesity is a lifestyle choice rather
than a complex, progressive disease.

“There is a tendency for some individuals
and the public to blame individuals with type
2 diabetes or obesity as simply lacking self-con-
trol, and therefore categorizing it as a lifestyle
disease,” says Dr. Daniel J. Drucker, Senior Sci-
entist at the Lunenfeld-Tanenbaum Research
Institute of Mount Sinai Hospital in Toronto.
“But we have a huge amount of scientific data
showing that there are genetic determinants
as well as metabolic changes that occur dur-
ing the development of obesity that make it ex-
tremely difficult for individuals to manage the
disease.”

Not managing obesity raises the risk of de-
veloping diabetes and other serious conditions.
Excess body weight puts increased demand
on the pancreas to produce insulin. When the
pancreasisnolonger able to meet that demand,
glucose (sugar) builds up in the blood instead of

being used for energy,resulting in type 2 diabe-
tes.Diabetes complications include nerve dam-
age,kidney failure,blindness,and even death.
Obesity also increases the risk of developing
other diseases and comorbidities, such as non-
alcoholic fatty liver disease (which can result
in liver failure and transplantation),high blood
pressure, sleep apnea, arthritis, cardiovascular
disease,stroke,cancer,and depression.

Recognizing obesity as a disease,
not a lifestyle choice
Many physicians, policymakers and insurers
still regard obesity as a lifestyle choice rath-
er than a serious medical condition, with few
other diseases receiving as much negative
stigma. In reality, obesity is a very complex
disease involving a combination of genetics,
behaviour,and socioeconomic factors.
Roughly six million Canadians are living
with obesity.To improve patient access to obe-
sity treatment and medication, health organi-
zations — both in Canada and globally — are
calling for a change in the way people perceive
the illness. Without proper management of
the obesity epidemic, Canada faces a ticking
public health time bomb, warns Dr. Drucker.
“Our health care system will end up paying
the price, as well as the individuals with obe-
sity,if it’s not properly treated.”

Anne Papmeh!
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hen Norm
Jamison was
diagnosed
with liv-
er cancer in
June, the for-
mer Member
of Provincial
Parliament looked into various treatment op-
tions with his doctor and settled on radioem-
bolization, an Ontario-made innovative treat-
ment in which radioactive glass or resin beads
are injected into the tumour through a liver ar-
tery and attack it. But he discovered that the
Ontario Government wouldn’t cover the cost of
the treatment even though it had been recom-
mended by his specialists.

Family members sprang into action and,
through a short GoFundMe campaign, raised
the $19,000 needed. Jamison, who served in
parliament from 1990 to 1995, underwent the
treatment in the summer, but by then it was
too late. The treatment extended his life but
couldn’t save it. He passed away in October.

His wife and four daughters are left with a
lingering question: Why won’t the Ontario
Government cover the cost of a therapy with
the demonstrated potential to save lives —
even though that treatment was made in On-
tario and is publicly funded in other provinces
in Canada? “My dad has served in government
and government has let him down,” his daugh-
ter Shannon Spoelstra told The Simcoe Reformer
just before her father underwent treatment.

“Ildon’tfeel thisis right. |
feel things should change...
This is Canada and this
procedure is not covered in
Ontario. That’s crazy.”

Interventional radiologists sing
praises of Y90 therapy

The Ontario government’s stance also con-
founds interventional radiologists, many of
whom have been singing the praises of the
treatment for several years now.

They note that radioembolization targets
the tumour while leaving the surrounding
tissue relatively unharmed. That means radi-
ation can be delivered without damaging the
liver, which is difficult to do otherwise. The
treatment — which is also known as Y90 ther-
apy because the beads contain the radioactive
isotope yttrium-90 — can be used to shrink
large tumours down to the point where they
can be surgically removed, to keep tumours
small so patients can receive liver transplants,
and to treat tumours that are not responsive
to chemotherapy.

Radioembolization is more expensive up-
front compared to chemoembolization, the
current standard of care, but could save tax-
payers money overall.As an example, Dr.Amol
Mujoomdar, an interventional radiologist at
London Health Sciences Centre and Associate
Professor of Radiology and Oncology at West-
ern University in London, Ontario, cites the
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fact that most patients are able to be treated
on an out-patient basis, able to leave the hos-
pital on the same day without needing an
overnight stay, rather than be admitted in-
to the hospital. The procedure also has few-

er side effects than conventional treatment,

which means most patients don’t require as
much medical care. “Radioembolization has
shown a lot of promise and should be funded
at this point,” Mujoomdar says.

Canadian patients “need to
advocate for themselves”

His views are also shared by MEDEC, the asso-
ciation representing Canada’s medical tech-
nology industry, which believes many other
cutting-edge treatments should also be avail-
able to Canadian patients. “The challenge is
dealing with each of the silos in the health care
system. Each one thinks about its own costs
and not necessarily about the big picture,” says
Gerry Frenette, the organization’s executive
director of public and member relations. “But
each stakeholder should recognize the broader
value of investing in new treatments and tech-
nologies — so we’re working with our partners
to break down barriers for innovators and cre-
ate a paradigm shift toward value-based pro-
curement.”

Frenette notes that radioembolization
is one of several technologies that are the
standard of care in other countries but not
in all Canadian provinces and territories. He
notes that the Canadian Health Policy Insti-
tute ranks Canada near the bottom of 75 coun-
tries when measuring medical device spend-
ing as a percentage of total health spending.

Canadian patients should be mindful of the
status quo when making important health de-
cisions, says Mujoomdar, who treated Jami-
son. “People need to be aware of the situation
and to advocate for themselves and their fam-
ilies when it comes to health care — especial-
ly when treatment that could benefit them is
available elsewhere.”

The Canadian Cancer Survivor Net-
work urges Canadians to advocate for im-
proved access to medical devices by send-
ing a letter to your local representative,
asking to help make these treatments avail-
able for the Canadians who need them.

Simcoe Reformer story: http://www.simcoereformer.
ca/2017/07/06/jamison-about-to-undergo-19g-proce-

dure-to-battle-liver-cancer

Randi Druzin

WITH 35,000 CANADIANS EMPLOYED BY THE CANADIAN
MEDICAL TECHNOLOGY INDUSTRY, IT PLAYS A ROLE IN PATIENT
ACCESS AND CARE AS WELL AS THE CANADIAN ECONOMY,
REPRESENTING 1,500 MEDTECH COMPANIES, EXPORTING
51.8 BILLION OF MEDICAL TECHNOLOGY ANNUALLY.

Despite the fact that research indicates that greater
investment in the use of medical technologies is more
likely to result in greater potential savings on overall
health costs, Canada ranked 62nd of 75 countries
studied by the Canadian Health Policy Institute
between 2010 and 2015. CHPI published the

following statistics:

b1y

of the countries studied
spent more than Canada
on medical devices as a
percentage of total health
spending

3 31‘(]

Canada ranked 33rd for
medical device spending
as a percentage of GDP
per capita

3.43%

of total Canadian health
spending accounted for
medical devices

0.38%

representing total
spending as a percentage
of GDP per capita in
Canada

The study, Medical devices and health care
costs in Canada and 74 other countries, 2070
to 2075, is available online at:
www.canadianhealthpolicy.com.

Norm Jamison with his wife Sharon after treatment.
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Dr. Amol Mujoomdar comparing before and after x-rays.
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FOR ARTHRITIS.CAN:

heumatoid arthritis is a pain-
ful, debilitating disease with no
cure. According to the Arthritis
Society of Canada,one in five Ca-
nadians live with this inflam-
matory disease that affects not
only the joints, but other parts
of the body too.

“It’s not just an old person’s disease,” says Linda Wil-
helm, the President of the Canadian Arthritis Patient
Alliance (CAPA). “It affects people of all ages, including
children and young adults.It’snoless serious than other
diseases that get alot of attention.”

Wilhelm, who has been living with the painful ef-
fects of rheumatoid arthritis for the past 30 years, is a
passionate advocate for people with arthritis.One of the
biggest issues they face is access to treatment.

According to Wilhelm, access to prescription drugs,
some of which can be quite expensive, is all over the
map.Access is not consistent.It often depends on where
you live and whetheryou have private insurance (which
many people don’t).To further complicate matters, pro-
vincial drug plans are all different.“We work with differ-
entlevels of government and the pharmaceutical indus-

Linda Wilhelm

President, Canadian
Arthritis Patient Alliance

try so people will have the right drugs,” says Wilhelm.
Disease-modifying drugs, which target the cells in
the body causing the inflammation inherent in rheu-
matoid arthritis, are the first line of medications used.
To ease the chronic pain, some arthritics use opioids,
such as Tylenol 3 or other drugs with codeine, but the

FUL

recent opioid crisis — which has the government im-
plementing new, restrictive policies to combat addic-
tion — has restricted access. Because of this, some peo-
ple are switching from opioids to medicinal cannabis.
“While more study is needed on the benefits of canna-
bis, we believe that if people are finding pain relief from
it, then they should have access to the treatment,” says
Wilhelm. “We’ve come to learn that everyone responds
differently to arthritis, which is why we need all forms
of treatment approved, so that more people can benefit.”
Improved access to medicinal cannabis as an alterna-
tive to opioids would increase the pain relief options for
patients suffering from rheumatoid arthritis. When it
comes to health care, there truly is no one-size-fits-all
solution. Wilhelm encourages patients to be advocates
for themselves, to fight for their right to access to treat-
ment, and to be open-minded when it comes to that
treatment.Although unconventional,cannabisisan all-
natural treatment that hasbeen showing results in clin-
ical trials. If you have rheumatoid arthritis, talk to your
doctor to see if cannabis may be a good option for you.

Ken Donohue

N

N

MFORT -

+

ICIES =

MEDIAPLANET

00K
ED

ring medical cannabis for the first time
an overwhelming experience. How do

youregister? What do you say to your doctor?

How doyou choose the right product to try?

It might sound like a lot, but it’s much eas-
ier than you think. That’s where a licensed
producer’s website and client care team
comein.

Many LP websites have a list of frequent-
ly asked questions,as well as background in-
formation on the company and what they
stand for.But picking up the phone and talk-
ing to a producer’s support team can really
be effective when trying to decide who you
should choose.

Make sure you don’t feel rushed and that
any questions you ask are answered thor-
oughly. You should feel comfortable, heard,
and taken care of.

pricing and shipping to veter-
assistance, it’s important you
know as much as possible about a pro-
ducer’s policies and other programs.
For shipping, how quickly are orders ful-
filled and how long will it take to receive
your order? With free shipping, what’s the
order minimum?

If you have a low income or are on disabil-
ity, do they offer discounts in the form of a
compassionate care program? If so, are you
able to order any product, or are there re-
strictions?

For much more about policies and pro-
grams,check out the link to our companion
piece at the end.

GER

Right now, the only legal way to buy medical cannabis is through
a medical document completed by your doctor or health care

practitioner (HCP) and provided to a licensed producer (LP).

e je

of all, it’s crucial that once you've es-
ed what your specific needs are,you
find a producer that matches (and meets)

But there are currently 80 authorized LPs to choose from —
how do you decide?

TRANSPARENCY

we crowdsourced input for this arti-
cle, one common response we received was

As alicensed producer, we hope this article arms you with the
knowledge you'll need to make the decision that’s best for you.

A,

%

Green Relief is a licensed producer of medical cannabis under

Health Canada’s Access to Cannabis for Medical Purposes

Regulations (ACMPR).

For an extended version of this article and to learn more, head to

www.greenrelief.ca/star

that a licensed producer should be as trans-
parent as possible about their products,
growing method,and internal processes.

This includes detailed cannabinoid and ex-
ternal testing statistics for strains, as well
as explicit detail about how they grow their
cannabis and their quality control process.
If you come across organic cannabis, make
sure to ask a producer how they define or-
ganic.

In any case, you're looking for as pure of

a product as possible, free of any harmful
pesticides, chemicals or bacteria, grown in
a way that produces consistent results time
after time.

them.

For example, you might have been rec-
ommended a strain from one LP by a
friend, but another LP has an oil you’d like
to try — and that’s just fine!

You might be told otherwise,but you can
absolutely ask to split your prescription
between two (or even three) licensed pro-
ducers if you so desire.

Remember, the more you can learn and
teach yourself about medical cannabis
the more empowered you’ll be when mak-
ing your decision.

Jared Macdonald
Director, Content Strategy

Written by élé Green Relief
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