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The promise and pitfalls of psychedelics
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Hallucinogens
like psilocybin are
receiving more
attention as
research shows
they’re effective
in treating certain
mental illnesses, but
there are risks

JOSIE KAO

While psychedelics have been used by Indigenous cultures for centuries, ones like psilocybin are currently illegal in Canada – except under rare exemptions for medical or research purposes.
Believers like Spencer Hawkswell, chief executive officer of non-profit Therapsil, are trying to change that. CHAD HIPOLITO/THE GLOBE AND MAIL

T
urn on the TV or flip through the lat-
est bestseller list and it’s clear there’s
a renewed interest in the potential

of psychedelic drugs to provide emotion-
al healing.
Shows like Nine Perfect Strangers, based

on the novel of the same name, and books
like Michael Pollan’s How to Change Your
Mind look closer at the revolutionary
treatment of psychedelics for severe forms
of mental suffering. Meanwhile, a small
but growing body of recent research has
shown these substances may be just what
clinicians need to help the most treat-
ment-resistant cases of mental illness in
Canada.
Psychedelics, also known as hallucino-

gens, refer to various substances including
LSD, MDMA and ketamine. Another com-
mon one is psilocybin, a naturally occur-
ring psychedelic produced by more than
200 species of fungi, also known as magic
mushrooms.
While psychedelics have been used by

some Indigenous cultures for centuries,
ones like psilocybin are currently illegal
in Canada – except under rare exemptions
for medical or research purposes. Some
believers are trying to change that.

THE BENEFITS OF PSILOCYBIN

While psilocybin research has only started
gaining momentum in recent years after a
decades-long ban tracing back to the war
on drugs in the 1970s, what research has
come out has been promising.
For instance, psilocybin has been the-

orized to help people overcome mental
blocks that get in the way of processing an
issue, such as post-traumatic stress disor-
der (PTSD) or end-of-life anxiety, which is
the distress a person feels when they know
they are nearing death.
“Rather than backburnering something

that’s bothering you, or backburnering
some trauma, some have speculated that
it’s like getting you over that hump, so
you can address what’s at the core of your
distress and suffering,” says Katrina Hui,
a psychiatrist and clinical research fellow
at the Canadian Centre for Addiction and
Mental Health (CAMH) and the University
of Pennsylvania who has been involved in
psychedelic drug research.
One practical usage of psilocybin is to

pair itwith talk therapy, Dr. Hui says. Under
the supervisionof a therapist, a patientwill
take a dosage of psilocybin and be guided

Quick and (un)easy: The challenges with rapid testing

R
apid COVID-19 tests are widely
viewed as a key tool for manag-
ing outbreaks, particularly among

children as winter approaches and the
highly infectious Delta variant remains
the dominant strain in Canada.
Yet how best to use rapid tests, which

can provide results in 15 minutes, contin-
ues to be debated, even among experts,
because of their limitations.
Canada has a provincial patchwork of

approaches regarding school settings;
many put in place in recent weeks. That’s
despite rapid testing now used broadly in
workplaces, partly supported by the fed-

Rapid tests are critical in
fighting the pandemic but
the debate rages on how to
use them

JOEL SCHLESINGER

eral government, which has purchased
and distributed millions of tests.
“So far, [rapid tests] have been used

in adult settings to keep businesses open
pretty successfully,” says Jim Kellner, a
Calgary pediatrician specializing in infec-
tious disease at Alberta Children’s Hospi-
tal and member of the federal COVID-19
Immunity Task Force, which has helped
inform government policy on infection
and immunity issues.
Dr. Kellner notes there’s little debate

around the utility of these tests – more
than 20 approved so far by Health Cana-
da – including Abbott’s Panbio, which is

used for screening unvaccinated workers
and travellers. However, their effective-
ness in screening large unvaccinated
groups, like children ages 5 to 11, is less
clear.
“The debate on these tests has gone on

not only in Canada but all over the world
for well over a year now, and it always has
the same dimensions,” adds David Nay-
lor, co-chair of the COVID-19 Immunity
Task Force, contrasting Canada with the
U.S., which allowed liberal use of rapid
tests with uneven results.
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through a counselling session focusing on
whatever problem theymay be facing.
“Psilocybin mushrooms can almost

unveil parts of oneself that maybe they
weren’t willing to face yet,” says Michelle
St. Pierre, a PhD candidate at the Univer-
sity of British Columbia’s Okanagan cam-
pus, who researches psychedelics.
For those using the substance for end-

of-life anxiety, she says, “psilocybin can
help them createmeaning out of that, that
might have otherwise been difficult to do
without.”
Much of the focus on psilocybin ther-

apies in Canada has been on end-of-life
treatments because it was the reason for
the first legal exemptions for medical us-
age. In August 2020, then-federal health
minister Patty Hajdu granted four pallia-
tive Canadians to use psilocybin to cope
with end-of-life anxiety.
The four patients had applied for ex-

emptions with the help of Therapsil, a
non-profit organization advocating for
medical access to psilocybin.
Therapsil chief executive officer Spen-

cer Hawkswell says the approvals were a
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Rapid testing: Research shows it can control outbreaks
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UNDERSTANDING THE TESTS

The advantages of rapid tests, often called antigen
tests, are they can be administered by a parent on
a child, for example, involving a gentle nasal swab,
while providing fast results onsite.

In contrast, the widely used PCR (polymerase
chain reaction) tests usually involve an uncom-
fortable deep nasal swab, often administered by a
nurse, with samples sent to a laboratory and results
taking a few hours, at minimum.

“That rapid turnaround and relative ease” make
rapid tests attractive in “the sniffle season,” Dr.
Naylor says, especially among parents wondering
if their child has a cold or COVID-19. He says some
parents have banded together to buy large batches
of tests in the absence of government policy.

While mostly accurate when symptoms are
present, rapid testing is less effective in identifying
viruses in asymptomatic populations with low dis-
ease incidence, Dr. Naylor adds.

That’s due to their tendency to produce false
positives (results indicating disease when none is
present) and, to a lesser extent, false negatives (re-
sults showing no virus present when it actually is),
relative to PCR tests.

PCR tests, which can detect COVID-19’s genetic
material, largely produce fewer false positives and
false negatives and, as a result, are often required to
confirm positive rapid test results.

Rapid test technology differs, detecting unique
proteins on the virus surface – called antigens – and
may not detect all asymptomatic cases when not
much virus is present. Additionally, rapid tests are
deemed to not have as high specificity – a scientific
term for the ability to identify samples with-

out disease – as PCR tests. As a result, rapid tests
produce more false positives.

“How (rapid tests) perform in the real world de-
pends on the prevalence in the population,” says
Barry Pakes, programdirector for public health and
preventative medicine at the University of Toron-
to’s Dalla Lana School of Public Health.

For example, for every 10,000 rapid tests in a
population with a 0.1 per cent prevalence of virus
(or 10 actual cases), there will likely be a few false
negatives and hundreds of false positives, Dr. Pakes
says. “So how it’s rolled out as a program is critically
important.”

It’s why Dr. Pakes says rapid testing is more ef-
fective in helping control outbreaks in schools, or
tracking virus spread in areas with high prevalence
and low vaccination. Higher incidence results in
more true positives relative to false positives, he
explains.

HOW PROVINCES DIFFER ON THE DEBATE

Despite agreement on this front, provinces have
not taken similar paths using rapid tests.

In Quebec, for example, they’re offered in
schools, administered by staff for symptomatic,
unvaccinated children. In Alberta, rapid tests have

■ FROM E1

“If you remove a brain cell’s
ability to communicate with the
neighbour, that brain cell is as
good as dead,” Dr. Parsons ex-
plains. “In Alzheimer’s – and this
seems to be true for many other
neurodegenerative diseases –
the connections… die before the
cells die.”

Mounting evidence over the
past two decades shows this syn-
aptic dysfunction is at the root of
the disease, and Dr. Parsons and
his team want to know why that
occurs.

“We do knownow synapse loss
is one of the best, if not the best,
correlate of cognitive decline in
Alzheimer’s disease,” he says. “So
the more synapses you lose, the
worse the cognitive decline is go-
ing to be.”

His team is interested in saving
the synapses in order to save the
brain.

“There’s a lot of effort into
[learning] exactly how the syn-
apses are dying,” Dr. Parsons says.
“If we knowhow the synapses are
dying, the better the chance we
have at developing therapeutics
that can help maintain strong,
healthy synapses over a lifetime.”

PREDICTING WHO MIGHT
DEVELOP DEMENTIA

Many researchers worldwide are
working to identify better bio-
markers for Alzheimer’s to pre-
dict who will develop the disease
so treatment can begin early.

“They’ve come a long way, but
we still can’t predict with 100 per
cent certainty who is definitely
going to get Alzheimer’s disease,”
Dr. Parsons says. “I think a bet-
ter understanding of synapse
death with earlier detection and
intervention is a very promising
strategy for the treatment, or

M
ore than half a million
Canadians are living
with dementia and that

number is expected to nearly
double by the end of the decade,
according to The Alzheimer Soci-
ety of Canada, driven by aging de-
mographics and longer lifespans.

Alzheimer’s is the leading
cause of dementia and Canada,
alongside the rest of the world, is
headed for a crisis that will weigh
on an already strained health
care system – and so the race is
on for a treatment or even a cure.

“There’s a huge, huge need to
just increase the quality of life of
individuals as we age, and there’s
many different strategies to do
that,” says Matthew Parsons, a
professor of biomedical scienc-
es at Memorial University in St.
John’s.

One of those strategies is early
detection of the disease to help
slow cognitive decline, which Dr.
Parsons andhis teamareworking
on at his university laboratory.

As Dr. Parsons explains, the
brain’s neurons and cells are
in constant communication
through pockets of space be-
tween the cells, known as synaps-
es. With Alzheimer’s and many
other neurodegenerative diseas-
es, the cells stop communicating,
ultimately causing progressive
cognitive decline.

The race is on to
find a treatment and
possibly a cure for
Alzheimer’s
A team at Memorial
University in
St. John’s is working
on early detection of
the disease to help
slow cognitive decline

DENE MOORE

been made available for parents to test symptom-
atic children at home in outbreak areas, whereas in
Ontario, the tests are now used in school outbreaks
or in communities of high incidence in schools for
asymptomatic, unvaccinated children.

In contrast, as of mid-November, B.C. had yet to
offer rapid testing in school settings for children,
while Manitoba only had onlymandated testing for
unvaccinated staff. Meanwhile, Saskatchewan and
Nova Scotia have provided rapid tests to parents for
children under 12.

“Despite efforts made to provide some broad
framework federally, we never did seem to get na-
tional coherence on the way this should be done,”
Dr. Naylor says.

THE SITUATION IN SCHOOLS

He notes being “more of a hawk” for using rapid
tests more widely for unvaccinated children than
some colleagues, “but I fully respect those who are
more cautionary.”

Dr. Kellner in Calgary points to new evidence
suggesting rapid testing, despite its limitations, can
be effective to control outbreaks. He points to aU.K.
study, published in The Lancet in September, where
some schools used rapid testing for seven days on
close contacts in outbreaks while others had close
contacts quarantine at home.

“Rapid testing worked just as well as quarantine
at controlling outbreaks and kept a lot more chil-
dren in school,” he says about the research involv-

ing students ages 11 to 18.
That’s important because false negatives, though

less common, can lead to more spread. Even here,
although antigen tests may miss more asymptom-
atic cases than PCR tests, research indicates those
individuals typically have “non-infectious levels of
virus,” Dr. Naylor says.

Systematic regimens, like thoseused in thework-
place requiring two to three tests weekly, would
likely findmost infectious cases, Dr. Kellner notes.

With the approach of vaccines for ages 5 to 11,
rapid testing’s use case will likely decrease with
PCR remaining the key diagnostic for symptomatic
cases, he says. Still, with children ages 4 and under
remaining unvaccinated, rapid testing will remain
important.

“At the very least, it should be offered so that
parents can test symptomatic children at home and
schools can test symptomatic children if they de-
velop symptoms at school,” he says.

Debate aside, Dr. Kellner and other experts agree
rapid testing technologies – already long used for
pregnancy, for example – will only become more
widely available as accuracy improves, and con-
sumer awareness and demand grow, amid the re-
alization the next pandemic is not a question of if,
but when.

“This is the Fitbit generation, so it stands to rea-
son these kinds of tests will become more com-
monplace.”

Special to The Globe and Mail

ment of gene therapy strate-
gies that might restore synapse
health. His lab is looking at po-
tential targets for what could be
causing the synaptic loss.

“We think we have a really
good target now and if we can in-
crease its expression in the brain
we could save synapses later on,”
he says.

Dr. Parson’s and his team are
also conducting related research
into Huntington’s disease, which
bears certain similarities to Alz-
heimer’s and can also cause dev-
astating cognitive decline.

PROMISING TARGETS FOR NEW
TREATMENTS ON THE HORIZON

Dr. Josée Guimond, the director
of research, knowledge transla-
tion and exchange at the Alzhei-
mer Society of Canada, says there
are some promising targets for
new treatments to slow or stop
the progression of Alzheimer’s
disease.

She points out the U.S. Food
and Drug Administration ap-
proved a new treatment for earli-
er this year. Aduhelm, which tar-
gets a protein in the brain linked
with Alzheimer’s, is recommend-
ed for patients with mild cogni-
tive impairment.

The approval has been contro-
versial because of mixed clinical
trial results and U.S. Congress is
looking into the approval pro-
cess, but Dr. Guimond says it’s an
important step as no other clini-
cal treatment for the disease has
been brought to market in nearly
20 years. Last year, there were 152
clinical trials assessing new ther-
apies for Alzheimer’s.

“Alzheimer’s disease and other
dementias are complex and not
yet fully understood,” says Dr.
Guimond, whose organization
provides about $3-million a year
for research.

“While the number of poten-
tial treatment options currently
being explored represents a sig-
nificant improvement over the
years, dementia research funding
is still far behind any othermajor
disease resulting in fewer drugs
in the pipeline of clinical trials.”

Special to The Globe and Mail

even prevention, of Alzheimer’s
disease.”

With the help of funding from
the Alzheimer’s Society of Cana-
da, the Memorial team is work-
ing with a known gene mutation
linked to familial forms of Alzhei-
mer’s, introducing them to brain
cells or tissues in the lab, either in
cell cultures or in animal models.

By doing that, the team hopes
to figure out how the particular
gene mutation affects the brain
cell’s ability to communicate,
which in turn leads to cell death
and cognitive decline.

“Brain cells are very social and
they like to communicate with
each other. If you grow isolated
neurons in a dish, and they’ll ac-
tually start connecting and form-
ing synapseswith each other,” Dr.
Parsons says.

By comparing neurons that
have the Alzheimer’s mutation
to those that don’t, the team is
finding clues to a potential ther-
apy.

The team’s work related to the
Alzheimer’s society grant just
ended but the research contin-
ues, Dr. Parsons says. The next
phase is the preclinical assess-

I think a better
understanding of
synapse death with
earlier detection and
intervention is a very
promising strategy
for the treatment, or
even prevention, of
Alzheimer’s disease.

MATTHEW PARSONS
A PROFESSOR OF BIOMEDICAL
SCIENCES AT MEMORIAL
UNIVERSITY IN ST. JOHN’S
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a sharing of data between provinces and the
federal government and that resulted in the
travel advisory, that was otherwise avoidable.”

In terms of COVID-19 vaccinations, Dr. Wil-
son says inconsistencies from one jurisdiction
to the next can create headaches for Canadi-
ans. For example, proof of vaccination varies
from province to province.

“We don’t have harmonization and that
could become a very practical problem as
people move from province and territory,” Dr.
Wilson says.

CANADA PLAYED CATCHUP

Dr. Sher of CBS says Canada has been a laggard
worldwide when it comes to vaccine delivery,
pointing to places like the United Kingdom as
more advanced.

“Why would the U.K., which has a single
health care system to serve the whole country,
be able to access and deliver vaccines easily 8
to 12 weeks ahead of Canada?” he asks.

Organizationally, he says the provincial
rollouts affected the health and safety of 3,500
employees at CBS.

“Our front-line health care workers inmany
cases could not get equitable access to vacci-
nation,” Dr. Sher says. “So a nurse in Vancou-
ver was having a very different likelihood of
getting a vaccine compared to somebody in
Halifax or Charlottetown or Toronto.”

Based in Ottawa, Dr. Sher experienced
the same confusion many Ontarians initial-
ly experienced, from when to get the jab to
second-guessing the safety of vaccines. “At
the end of the day, [many of us are] vaccinat-
ed and that’s great. But I think the country
could’ve had a better experience,” he says.

CHALLENGES OF A CENTRALIZED SYSTEM

While a centralized immunization system
would provide benefits, Katherine Fierlbeck,
a professor and chair in the department of
political science at Dalhousie University, says
implementation would be tricky.

“In Canada, public health services are large-
ly provided by the provinces and that is based
on constitutional law. And, as that is devilishly
difficult to manage, we are largely constrained
by this reality,” Dr. Fierlbeck explains.

She also notes there are existing collabo-
rative systems such as the National Advisory
CommitteeonImmunization,anadvisorybody
that makes vaccine recommendations, and
the Immunization Partnership Fund, a federal
service that helps improve access to vaccines.

“There have been consistent attempts to
establish linkages between jurisdictions, but
they do fall short of what would’ve been suc-
cessful when COVID-19 descended on us,” she
says.

The timing for a new system might also be
off, Dr. Fierlbeck adds.

“The pandemic has also put heavy strains
on provincial health care systems, and it may
also be the case that [a centralized immuniza-
tion service] is seen as a luxury that will have
to wait.”

Special to The Globe and Mail

C
anada’s response to the COVID-19 pan-
demic has been choppy: A federal
framework, combined with a patchwork

of provincial and territorial strategies, created
many of the same challenges the country’s
health care system has been through in years
past. Examples include the 2003 SARS (severe
acute respiratory syndrome) outbreak and the
tainted blood scandal in the early 1980s.

Medical experts say the issues are systemic,
given that Canada has a decentralized health
care system that’s managed by each province
and territory. But instead of accepting the sys-
tem for what it is, some in the medical com-
munity are calling for a formal pan-Canadian
approach to fix Canada’s immunization sys-
tem for the future.

The idea is to create a Canadian Immuni-
zation Services organization, modelled after
Canadian Blood Services (CBS), the non-profit
established in 1998 in response to the major
health system failure that saw nearly 2,000
Canadians become infected with HIV from
tainted blood products and another 30,000 in-
fected with the hepatitis C.

“Creating a Canadian Immunization Ser-
vices using the model for the Canadian Blood
Services could address historical challenges
related to variability in immunization practic-
es and sharing of data across Canada,” argues
a paper published recently in the Canadian
Medical Association Journal. It was written by
physicians KumananWilson (amedical profes-
sor and member of the Centre for Health Law,
Policy and Ethics at the University of Ottawa),
Graham Sher (chief executive officer of CBS)
and Jane Philpott (a former MP and dean of
Queen’s University Faculty of Health Sciences).

CBS, which is funded mainly by the federal
and provincial governments, takes a national
approach to equitable acquisition, distribu-
tion, inventory management and data sharing
to help serve Canadians in need of blood and
blood products. It operates with a transpar-
ent and shared lens which allows for better
supply chain management and rapid access to
expertise.

It has also produced a safer blood system
Canadians feel they can count on.

Dr. Wilson acknowledges he was critical of
the CBS at first, because it experienced some
growing pains early on, but now supports it as
a way to drive pan-Canadian collaboration.

A system that was centralized similar to the
CBS would’ve helped during SARS, Dr. Wilson
says, not to mention the current COVID-19
pandemic.

“It became apparent there was a general
failure in our ability to conduct surveillance
and how the government interacted” during
the SARS crisis, Dr. Wilson says. “There wasn’t

Is it time for
Canada to overhaul
its immunization
system?

Medical experts say the
country needs to create a
centralized immunization
system similar to
Canadian Blood Services

JULIETTE BAXTER

Kumanan Wilson, a medical professor and member of the Centre for Health Law, Policy and Ethics at
the University of Ottawa, is among those calling for a formal pan-Canadian approach for Canada’s
immunization system. JUSTIN TANG/THE GLOBE AND MAIL

C
anada is the only developed country in the world with a univer-
sal health care system that doesn’t include universal coverage of
prescription drugs.

The federal Liberal Party promised to “take the critical next steps to
implement national universal pharmacare” during the 2019 election,
and some subsequent throne speeches, but the discussion appears to
have been largely sidelined since the pandemic.

That’s even though Canadians continue to support universal pre-
scription drug coverage. An Angus Reid Institute survey released last
fall showed 86 per cent of Canadians support pharmacare, and 77 per
cent said increasing coverage for Canadians should be a high priority
for government.

While Prime Minister Justin Trudeau’s minority government ap-
pears to have the political support necessary to push through a phar-
macare plan, given that the NDP is fully behind it, not all provinces
are. Cost is also a concern, especially as the government’s COVID-19
expenses continue to pile up.

THE RESURGENCE OF PHARMACARE

Universal, public coverage of prescription drugs has been discussed
in Canada for decades. In the 1960s, the Hall Commission recom-
mended national pharmacare, to no avail. The issue resurfacedmost
recently in the summer of 2019 when an advisory council appointed
by the Liberal government recommended the creation of a new drug
agency that would draft a national list of prescriptionmedicines that
would be covered by the taxpayer, beginning with an initial list of
common and essential drugs, by Jan. 1, 2022.

The panel, led by former Ontario health minister Eric Hoskins,
said the cost would be $3.5-billion in 2022 and rise to $15.3-billion by
2027, as the list of coveredmedications expands. The panel also fore-
casted Canada would spend $5-billion less each year on prescription
drugs by 2027, “while at the same time improving access and provid-
ing universal public coverage for all Canadians.”

Creating a pan-Canadian pharmacare sounds simple, in theory,
but experts say it’s more complicated in practice since Ottawa would
have to get the back of each province and territory, given Canada’s
decentralized health care system and overcomewell-connected drug
industry lobby groups.

“Having studied this file for basically 25 years, that’s the biggest
challenge. It takes political leadership and courage to put the system
in place that prioritizes the ordinary Canadian over those power in-
terests.”

Still, themath is compelling. Canadians spent a whopping $34-bil-
lion on prescription medicines in 2018 and pay more for drugs on a
per capita basis than comparator countries except for the U.S. and
Switzerland, according to the federal government. It also says 20 per
cent of Canadians struggle to pay for their prescription medications,
and an estimated three million people don’t fill their prescriptions
because of affordability.

WHY UNIVERSAL DRUG COVERAGE MAKES SENSE

Paying for health care but not drugs also doesn’t make much sense,
argues SteveMorgan, a professor of health services andpolicywith the
University of British Columbia in Vancouver.

“If you are going to bother to pay for the medical treatments that
diagnose and prescribe treatments, you should probably pay for the
treatments themselves to keep people out of the hospitals that you
will also be paying for,” he says, adding that there’s already a rudimen-
tary system at the provincial level across much of the country for the
retired and people on social assistance.

“It’s not like it’s hard in a technical or even operational sense; it’s
hard politics.”

Getting Ottawa and the provinces and territories to agree on any-
thing substantive is rare. The lastmajor successwaswith the launch of
medicare in the 1960s. There’s also the issue of dealing with pharma-
ceutical companies, which would likely see lower profits as a result of
a national buying program.

“In every other country that is comparable to Canada, they use the
power of the program to secure better prices for medicines,” Mr. Mor-
gan says.

Even Australia, which has one of the more expensive universal
pharmacare programs amongwestern countries, wrings out $7-billion
in drug cost savings compared to Canada, says Mr. Morgan.

“The politics of that are not that Canadians don’t want to have
$7-billion in savings, it is that themanufacturers of themedicines that
are being priced at levels higher in Canada than those other countries
don’t want to see those savings. Because to them, those are lost reve-
nues.”

Opposition to the implementation of single-payer pharmacare gen-
erally comes from the right-wing of the political spectrum and argu-
ments that it would be very costly and unnecessary. Instead, it’s ar-
gued that government should focus on gaps in coverage for Canadians
who need assistance in buying prescription drugs rather than creating
a new national benefit.

“This is going to cost a lot ofmoney,” says Bacchus Barua, director of
health policy studies with the Fraser Institute in Vancouver.

For instance, theAngusReid Institute study found that 23per cent of
Canadiansmay need some sort of financial assistance for prescription
drugs, but Mr. Barua believes the answer is not a national program.

“Unfortunately, theproposalsweare seeing rightnoware forabroad
pharmacare program for the general population, many of whom can
actually well afford their own costs, have primary insurance and may
bemillionaires for all I know,” he says.

As now it stands, the provinces and territories are not agreed on
universal pharmacare, but seem united in asking for more health care
dollars fromOttawa, lastmonth requesting the federal government up
its share of costs from 22 per cent to 35 per cent.

It appears that Ottawa will take a slow cautious approach. Last
month it pledged to give P.E.I. $35-million over four years to allow the
island province to add new news to its list of coverage pharmaceuti-
cals. The federal government heralded the agreement with the coun-
try’s smallest province as a step towards national pharmacare.

“That’s effectively more of the same. It is not what physicians and
patients would really want in my opinion,” says Nigel Rawson an epi-
demiologist and pharmaceutical policy researcher in Saskatoon.

“If it’s just to provide essential medicines, which is a small group of
drugs for common illnesses, we don’t need national pharmacare for
that we need assistance to improve what we have got,” he says. “If it’s
to ensure that Canadians are going to benefit from sort of new inno-
vative, ground-breakingmedicines that are coming out and are afford-
able and accessible opportunities, that’s fine.”

Special to The Globe and Mail

What happened to
the promise of
universal pharmacare?
Universal prescription drug coverage
has been a Liberal government platform
for years, but seems to have been
sidelined amid the pandemic

PAUL BRENT
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“Many are predicting that spe-
cialtymedicinemayfundamentally
change, and further, that no areas
ofmedicinewill remain untouched
by the profound transformation
these technologies are expected to
bring,” says a report from the Col-
lege’s Task Force Report on Artifi-
cial Intelligence and EmergingDigi-
talTechnologiespublishedlastyear.
“ApplicationsofAI inhealthcare

arenot a future consideration; they
arehere today,” it states.
Dr. Wang and his UHN lab are

developing AI algorithms that
integrate data from various sourc-
es such as electrocardiograms
(ECGs), magnetic resonance imag-
ing (MRI), clinical results, doc-
tor’s notes, and demographic and
genomic informationtopredictcar-
diac-relatedoutcomes forpatients.
“Early and accurate diagnosis

of cardiac events can save people
from catastrophic life-changing
events,”Dr.Wang says.
And as the role of AI in drug dis-

covery accelerates, he adds that it’s
important to establish guidelines
on how ground-breaking algo-
rithms are communicated to the
general public.

P
icture an operating room
whereanartificialintelligence
poweredmachinemonitors a

patient for imperceptible signs of
trouble,warningdoctorsandnurses
about adverse effects of a surgery
before theybecomecritical.
Or imagine AI trained to read

diagnostic images so precisely that
it could detect disease and injury
earlier and more accurately than
ever before.
Like antibiotics, X-rays and vac-

cinesbefore them,AI andmachine
learning (ML) are poised to trans-
formmedicine, and the results are
already starting to show up in our
health care system.
“AI and machine learning rep-

resent the most promising tech-
nology that can transform the cur-
rent medical practice and therapy
designs,” says BoWang, chair of the
Canadian Institute for Advanced
Research (CIFAR) at the Vector
Institute forArtificial Intelligence.
AI will relieve the workload on

doctors by streamlining mundane
tasks like image analysis, medica-
tion reconciliation, note-taking and
soon, saysDr.Wang,who is also the
lead scientist of the AI team at the
Peter Munk Cardiac Centre at Uni-
versityHealthNetwork (UHN).
There is already abundant clin-

ical data available and AI algo-
rithms can be trained to make
fast and accurate clinical predic-
tions that will benefit doctors and
patients, making diagnosis more
straightforward.
And last but not least, AI is

enabling rapid drug discovery
platforms.

NOAREASOFMEDICINE
WILL BEUNTOUCHEDBYAI

TheRoyalCollegeofPhysiciansand
Surgeons of Canada predicts these
sweeping changeswill come soon.

How AI will change what happens
when you see a doctor

AI will relieve the
workload on doctors
by streamlining
mundane tasks
like image analysis,
medication
reconciliation,
experts say

DENE MOORE

ISTOCK

“Not as a magical miracle cure,
but with a nuanced, coherent
explanation based in science,” Dr.
Wang says.
Oversight of these new applica-

tionsisanemergingconsideration.
The College task force report

has 12 recommendations, includ-
ing introducing anewdisciplineof
clinical informatics and measures
to ensure AI democratizes health
care, rather than exacerbates the
“digital divide” for marginalized
populations.
“The ML algorithm learns pat-

terns in the data even when such
patternsoriginate frombias,noise,
idiosyncrasies or other sources,”
the report states. “Therefore, the
data collection process requires
significant care and some level of
expertise and knowledge.”

PUTTING AI TO BETTER USE

While there is a wealth of health
datagenerated today, it’snotwide-
ly used, says Frank Rudzicz, a fac-
ulty member and CIFAR chair in
AI at the Vector Institute and one
of 14 task forcemembers.
Yet there’s awide array of appli-

It’s not going to be a
robot doctor that’s going
to come up to you and
ask you how you’re
feeling. It’s going to be
more doctors getting
insights from data that
will improve things.

FRANK RUDZICZ
A FACULTY MEMBER AND
CIFAR CHAIR IN AI AT THE
VECTOR INSTITUTE

cations for AI and ML in health
care, Dr. Rudzicz adds, including
genetics, patient-centred consum-
er apps that interact with patients
like chatbots, workflow apps for
practitioners, monitoring and
data science.
He says the technology can save

time and help avoid errors, for
example, using AI to monitor sur-
geries for adverse events.
“So if during an operation

there’s bleeding that’smore exces-
sive than we might expect… if
we can identify those cases in the
first place and what caused them,
we can structure surgeries much
more effectively,” says Dr. Rudzicz,
who is also an associate profes-
sor in the department of com-
puter science at the University of
Toronto.
AI and ML can offer insights

that improve medicine and the
health care system, he says.
Patients may not even notice

much of a difference in their inter-
actions but the system as a whole
will bemademuchmore effective,
he says.

ADDRESSING AI’S CHALLENGES

Still, there are challenges to
advancing the technology, Dr.
Rudzicz notes.
One is the long, expensive pro-

cess of clinical trials and regula-
tory approval and another is the
practicality of introducing new
technology in the real world. Even
the billing process will need to be
revised to recognize these emerg-
ing technologies.
There’s also a natural hesitancy

to change.
“Sometimes you talk to clini-

cians and they’ve been practicing
the same way for decades,” Dr.
Rudzicz notes. “When it comes to
some new technology that they
don’t know about, it can cause a
lot of concern.”
AI will not replace doctors, he

says, but will improve patient out-
comes and the quality of life for
doctors and nurses.
“It’s not going to be a robot

doctor that’s going to come up to
you and ask you how you’re feel-
ing. It’s going to be more doctors
getting insights from data that
will improve things,” he says. “It’s
a revolution, but it’s a revolution
that won’t happen all at once.”

Special to The Globe and Mail



arkinson’s is a neurodegen-
erative disease marked by

gradually worsening tremors, loss of
motor control, impaired balance and
slurred speech.

More than 100,000 Canadians suf-
fer from the disease and 25 more are
diagnosed every day, making it the
fastest-growing neurological disease
in the world, according to Parkinson
Canada. Worldwide, more than 7.5
million people have been diagnosed.

There is currently no cure.
BlueRock Therapeutics, a Mas-

sachusetts-based biotechnology
company with operations in Toronto
and New York, is developing new
strategies intended to treat this dev-
astating disease. Launched in 2016
and now a wholly owned subsidiary
of Bayer AG, the company is focused
on engineered cell therapies in the
fields of neurology, cardiology, im-
munology and ophthalmology using
a proprietary induced pluripotent
stem cell (iPSC) platform.

This summer, the company
received fast-track approval to begin
human clinical trials in Canada and
the U.S. of a cell-based therapy for
Parkinson’s disease. It is among
the first clinical trials for cell therapy
and holds promise as the next great
evolution of medicine.

“These are really exciting times,
this has been decades in the mak-
ing,” says Dr. Gordon Keller, scientif-
ic co-founder and adviser to BlueRock
and Director of the McEwen Stem
Cell Institute, at the University Health
Network in Toronto.

BlueRock’s research is focused
on developing therapeutic cells
from a type of stem cell known as
a human pluripotent stem cell. The
intention is to be able to use these
therapeutic cells to replace cells in
the body which have been damaged
or destroyed.

In the case of Parkinson’s, the cells
that normally produce dopamine,
the chemical that carries signals

How advances in cell and gene
therapy could revolutionize medicine
Bayer Subsidiary BlueRock Therapeutics is exploring the use of pluripotent stem cell therapies
in a range of human diseases, including Parkinson’s and heart disease

Lab assistant Kathleen Busch working with cell cultures in a lab in Berlin.
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Cell and gene therapy
products have the
potential to treat and
cure intractable diseases:
Is the Canadian system
ready?

More than 150 years after a Swiss
chemist accidentally discovered
DNA – the basic building block of
life – scientists are on the cusp of
what has been called a “gold rush
of discovery,” with technological
advances that could revolutionize
human health care.

Experts believe it won’t be long
before cell and gene therapies will
be broadly available as part of the
range of tools needed to treat human
disease.

“We have a completely new
opportunity to transform medicine,”
says Dr. Jost Reinhard, head of the
relatively new Cell and Gene Therapy
Unit at Bayer. “It’s not just the tech-
nological standards; to us, it’s really
an opportunity to change patients’
lives.”

Cell and gene science has ad-
vanced significantly over the last two
to three decades, Dr. Reinhard says.
Scientists have a much more com-
plete understanding of the human
genome and cell biology.

Combined with advances in
interpreting and managing data and
complex systems, the biotechnology
sector has developed breakthrough
technologies and Bayer expects to
realize clinical application by the latter
half of this decade, adds Dr. Reinhard,
a doctor in pharmacy with broad
experience in drug discovery.

Last December, Bayer launched
a Cell and Gene Therapy platform
within its pharmaceutical division,
saying the field was growing at an
unprecedented pace – and it was the
150-year-old company’s goal to be at
the forefront.

Health Canada has already

nology companies with promising
therapies in development, including
the full acquisition of BlueRock Ther-
apeutics in 2019, which specializes in
pluripotent stem cell-based therapies,
and the 2020 acquisition of AskBio,
with its focus on adeno-associated
virus-based gene therapy.

Those companies continue to oper-
ate independently, Dr. Reinhard says,
while Bayer focuses on developing its
platform technologies.

The idea is that these subsidiaries
can continue to focus autonomously
on their innovations while Bayer
brings the expertise and scale of a
global organization.

“To further evolve these tech-
nologies, we are convinced we
should really have them evolving
as platforms,” Dr. Reinhard says.
“That would allow us to learn across
therapeutic areas in order to provide
optimal treatment, but also in order
to speed up the development.”

Bayer’s focus is across a range of
diseases. There is exciting progress in
the development of new treatments
for Parkinson’s disease, cardiology,
as well as monogenetic diseases such
as Limb-girdle muscular dystrophy,
he says.

Dr. Reinhard believes that these
treatments could potentially be avail-
able to patients in the second half of
this decade.

“A lot will depend, of course, on
the technological questions that we
come across,” he says. “We’re in
early-stage development … but we
aim to see the first therapies between
2026 and 2029.”

Dr. Reinhard says standard treat-
ments of today will remain part of
the medical arsenal and will continue
to be developed, but cell and gene
therapy have tremendous potential
for new therapies to treat or at least
stop the progression of a range of
diseases.

“I think it will revolutionize
medicine, to the degree that these
therapies will become a part of the
armamentarium,” he says. “They do
provide the opportunity to prevent
diseases and treat them completely
differently and also to treat currently

A scientific advancement
that could change
patients’ lives

Dr. Jost Reinhard, head of the Cell and Gene Therapy Unit at Bayer, says progress in cell and gene therapy means “moving
forward from largely treating the symptoms of diseases towards the underlying issue causing the disease – and maybe, at some
point in time, even curing the disease.”

still non-tractable diseases.”
This new approach to patient care

with potentially immeasurable bene-
fits will require a total paradigm shift
in the Canadian health care system,
from pricing and reimbursement to
regulatory review to a streamlined
patient access strategy.

Is the entire industry and the vari-
ous levels of government approval,
provincially and nationally, ready
to cooperate and are all parts of the
system ready to work together to
ensure Canadian patients have access
to these transformative treatments,
should they become available?

Dr. Reinhard believes so. In the fu-
ture, he believes it could be possible
for patients with heart failure to be
treated with one of these emerging
technologies, instead of being put
on a waiting list to receive a heart
transplant.

“In an ideal world, if everything
comes to what we are dreaming
about and what we are trying to
bring forward, we could be able to
treat patients who have exhausted
the current therapeutic options,” he
says. “We see these approaches pro-
viding hope to patients who had little
hope before. It’s simply amazing.”

approved five gene therapies and,
based on the number of clinical trials
in progress, there could be 10 to 20
gene therapy products approved
every year for the next few years,
according to the Centre for Commer-
cialization of Regenerative Medicine
(CCRM).

These predictions underscore the
progress made in cell and gene thera-
py, Dr. Reinhard says, adding that
Bayer sees a big opportunity from
these new technologies.

“We are moving forward from
largely treating the symptoms of dis-
eases towards the underlying issue
causing the disease – and maybe, at
some point in time, even curing the
disease,” he says.

The potential includes rare genetic
disorders as well as more common
degenerative diseases, cancer and
immune diseases.

Over the past couple of years,
Bayer has acquired several biotech-

REGENERATIVE MEDICINE: WHERE WILL STEM CELLS TAKE US? Join The Globe’s André Picard in conversation with health care experts as they explore what stem cell research
might mean for the future of medicine in Canada. Presented by Bayer. Free Webcast | Tues. Nov. 30, 1:30 to 2:30 p.m. ET. Register at: www.tgam.ca/RegenerativeMedicine

WHAT IS
BLUEROCK:
BlueRock Therapeutics is
a leading engineered cell
therapy company with a
mission to develop
regenerative medicines
for intractable diseases.
The company was found-
ed in 2016 by Versant Ven-
tures and Bayer AG. Bayer
fully acquired BlueRock in
2019. Its cell+gene plat-
form harnesses the power
of cells for new medicines
across neurology, cardi-
ology, immunology and
ophthalmology.

HOW DOES
IT WORK?
BlueRock’s cell+gene plat-
form enables the creation,
manufacture and delivery
of authentic cell therapies
with engineered function-
ality by simultaneously
harnessing pluripotent
cell biology and genome
editing. This enables an
approach where, in theory,
any cell in the body can
be manufactured and any
gene in the genome can
be engineered for
therapeutic purposes.

WHAT WORK
DOES IT DO
IN CANADA?
BlueRock has about 110
full-time employees in
Toronto occupying
approximately 30,000
square feet at the MaRS
Discovery District at the
University Health Network
(UHN). The employees
work in areas such as
immunology, assay
development, product en-
gineering, clinical formu-
lation development and
cardiac cell biology, to
name a few. The company
also has a pilot manufac-
turing facility for making
cell banks and clinical
supply of drug product
for all of its programs in
Canada and the U.S.

the truest sense regenerative
medicine… where you’re fixing the
organ rather than having to replace it
through transplantation.”

whole new type of medicine that
aims to repair the damage to an
organ due to disease or aging,”
Dr. Keller says. “And it’s really in

Dr. Gordon Keller,
scientific co-founder
and adviser to BlueRock
Therapeutics, says
these are “exciting
times” for cell and gene
therapy research to
advance medicine.

between the nerves in the brain, die
resulting in loss of motor function.
The BlueRock team’s effort is focused
on creating a cell therapy intended
to restore dopamine production
through the transplantation of
functional dopamine producing cells
made from stem cells.

BlueRock’s other priority research
is a cell-based therapy intended to
treat heart disease, the second-lead-
ing cause of death in Canada. Similar
to the approach with Parkinson’s,
the ambition is to develop healthy
heart cells from stem cells that can
be transplanted into heart tissue to
repair the damage caused by a heart
attack.

The company hopes that its
research across all disease types will
lead to new advancements in medi-
cine that could help disease sufferers
move from symptom management
to potentially curative therapies.

“Engineered cell therapy is a
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A
fter finding out her pri-
vate health insurer would
no longer pay for a drug

helping with her cystic fibrosis,
Lilia Zaharieva decided to sell ev-
erything she owned to stay on the
medication.

“But the drug cost more than
$250,000 a year and a friend told
me, ‘You own two boxes of books
and you don’t even have a car,”
recalls Ms. Zaharieva, whowas di-
agnosedwith cystic fibrosis at age
2. It’s a rare genetic disease that
damages the lungs and digestive
system, making it extremely dif-
ficult to breathe and function
day-to-day. “So even if I did sell
everything, it still wouldn’t have
been enough.”

Money from fundraising
helped ensure she didn’t miss
a dose and the pharmaceutical
company subsequently stepped
up to offer her long-term supply
under a compassionate program.
But, while she was relieved and
grateful, Ms. Zaharieva also felt
guilty because she knew so many
of the 4,300 Canadianswith cystic
fibrosis couldnot get access to the
medication.

“Another woman I know was
forced to go off the drug and end-
ed up in intensive care,” she says.
“She was very sick; she almost
died.”

IMPROVING ACCESS
TO HIGH-COST DRUGS

This disparity in access to treat-
ment is a critical issue that the
federal government is looking
to address in a national strategy
for drugs targeting diseases that
affect small numbers of people,
from a few individuals to a few
thousand. The strategy would be
backed by a $1-billion proposed
investment over two years, start-
ing next yearwith up to $500-mil-
lion per year.

Health Canada hosted five
town halls between January and
March this year to get Canadians’
input on three key questions:
how to improve access to high-
cost drugs for rare diseases, how
to ensure funding decisions for
these drugs are based on the best
available evidence, and how to
fund these drugs without threat-
ening the sustainability of the Ca-
nadian health care system.

With more andmore high-cost
drugs for rare diseases coming
down the pipeline – thanks to
factors such as changes in orphan
drug legislation, tax incentives,
expedited regulatory reviews and
reduced or waived drug applica-
tion fees – the country needs a
national strategy urgently, says
DurhaneWong-Rieger, chief exec-
utive officer of the Canadian Or-

It’s time to better support the three million
Canadians with a rare disease
The current system,
where drugs can cost
well over $100,000
a year, makes it
extremely difficult for
Canadians with a rare
disease to manage
and survive with their
condition

MARJO JOHNE

step in the right direction. Still, he doesn’t
understand why there is no legal supply of
psilocybin in Canada, leaving the 64 Cana-
dians currently approved for exemptions
unable to legally obtain the drug.

“Why do we go from treatments that
don’t work right to medically supervised
death?” asksMr.Hawkswell. “It is absolute-
ly ridiculous that this substance wouldn’t
be allowed for someone who’s essentially
three days away frommedical death.”

Ms. St. Pierre adds that “it’s currently
easier to get medical assistance in dying
approval than it is to access psilocybin for
end-of-life anxiety.”

PSYCHEDELICS BECOMING MORE ACCEPTED

Public attitudes around psychedelics are
shifting: A recent Nanos Research survey,
commissioned by the Canadian Psyche-
delic Association, found that 82 per cent of
Canadians are in favour of psilocybin-as-
sisted therapy in end-of-life illness, while

Psychedelics: Research helping debunk myths
■ FROM E1

Durhane Wong-Rieger, chief executive officer of the Canadian Organization for Rare Disorders, says the country urgently needs a national
strategy to provide access to rare disease drugs “in a way that is systematic and equitable, as opposed to the way we’re doing it now.”
CHRISTINNE MUSCHI/GLOBE AND MAIL

orders at the Children’s Hospital
Research Institute of Manitoba.

“They could be on a placebo,”
Dr. Rockman-Greenberg says.
“People understand when they’re
taking part in a clinical trial that
there may be no direct benefit to
them, either because they’re part
of a control group or because the
drug just isn’t working for them.
Often, it’s such a disappoint-
ment.”

Delivering treatment to pa-
tients with rare diseases goes
beyond simply making the latest
drugs available through a health
plan, special access program or
clinical trial, Dr. Rockman-Green-
berg says. Building evidence to
gauge howwell these drugs work,
or don’t work, should be part of a
national strategy.

That’s not so easy to do. Un-
like medications for diseases that
affect large groups, rare diseas-
es are typically studied in much
smaller groups. Clinical trials for
these drugs tend not to be dou-
ble-blind, where neither patients
nor their doctors know if what’s
being administered is the ex-
perimental drug, a placebo or a
standard treatment, with the lat-
ter usually non-existent for rare
diseases.

“That leaves a lot of questions
about the effectiveness of the
drug,” Dr. Rockman-Greenberg
says. “So we need to really fill in
the gaps and the best way to do
that is for rare disease patients
to be their own control group.
They have to commit to close fol-
low-up, to cooperate with their

doctors and study investigators,
and to understand that if they
don’t respond to the treatment
within a certain time, we stop.”

Drug manufacturers typically
set up registries to collect infor-
mation on how patients respond
to treatment, notes Sandra Sirrs, a
clinical professor of endocrinolo-
gy andmetabolism at the Univer-
sity of British Columbia.

“But the problem with these
manufacturer-funded registries
is that many countries, Canada
included, have no infrastructure
and no approach to review the
data and use it to authorize or
withdraw a drug from the mar-
ket,” Dr. Sirrs says. “This is a huge
problem because we need to
know if the drug works post-mar-
ket entry.”

Ms. Wong-Rieger points to a
need for a national body, such as a
rare disease drug agency, that can
coordinate patient data collec-
tion, preferably in a centralized
registry with standardized guide-
lines for all users.

“The idea would be one set
of criteria so we can get stan-
dardized data from the different
groups out there that are enrolled
in the same registry,” she says.

EARLY ACCESS TO
MEDICATION IS CRITICAL

Craig Campbell, head of pediatric
neurology at Children’s Hospital
– London Health Sciences Centre
in London, Ont., says giving rare
disease patients early access to
medication is vital, but regulato-

78 per cent of those polled support legaliz-
ing it to improve the quality of life for pal-
liative and end-of-life patients.

The growing acceptance could be in
part attributed to psilocybin research that
is debunkingmyths around the substance.

Ms. St. Pierre’s work has challenged
long-held ideas arounddrug usage, such as
the preconception that using drugs makes
a person more likely to be violent. Her re-
search has found that not to be the case.

Therapsil’s Mr. Hawkswell says psyche-
delics have also been proven to be useful
in dealing with substance-use disorders.

“People are using psychedelics for addic-
tion becausewe know that trauma so often
is the root of many addictions,” he says.

HELPING TREAT HARD-TO-TREAT
MENTAL HEALTH CONDITIONS

Research supporting the use of psychedel-
ics in treating various illnesses is giving
the Canadian medical community hope

that they’ve found another tool to address
the growing mental health crisis, which
has been made especially clear with the
ongoing COVID-19 pandemic.

Still, Dr. Hui notes Indigenous peoples
have been using these substances for cen-
turies and themedical community should
take care not to co-opt this knowledge. In
recent years, there’s been more of a push
in psychedelic research to focus specifi-
cally on decolonizing the field and incor-
porating Indigenous knowledge. Some
Canadian research on how to integrate
psychedelics into the health care system
has also begun to take Indigenous history
into consideration, although this type of
work is still sparse.

Dr. Hui also worries people hearing
more about psilocybin will attempt to
self-medicate without understanding the
risks involved, especially given that re-
searcharound thedrug is still in its infancy.

It’s also difficult to control how each
individual will react to the drug. For in-

stance, there have been reported cases
of people experiencing hallucinations or
becoming paranoid after taking the sub-
stance, among other adverse side effects.
These reactions are a major roadblock
holding back research on psychedelics, as
scientists need to be very careful to con-
trol the environment in which the exper-
iment takes place and do their best to pre-
vent bad trips.

“I do think it’s important to also mes-
sage that these things are still being re-
searched and they’re not without harms,”
Dr. Hui says.

Echoing that, Ms. St. Pierre agrees that
psilocybin is not a miracle treatment but
hopes that more research will eventual-
ly help integrate psychedelics into main-
stream Canadian health care.

“It’s not a cure-all,” Ms. St. Pierre says.
“But it’s certainly one more good tool that
we need to have in our toolbox.”

Special to The Globe and Mail

ry approvals for these drugs are
often held up because clinical
trials fail to produce results that
meet traditionally defined bench-
marks.

“We often rely on very tradi-
tional ways to analyze evidence,
for example, by looking at a sin-
gle defined primary outcome
reaching a certain statistical sig-
nificance,” Dr. Campbell says.
“But with rare disease, we’ve seen
a drug that didn’t hit the mark in
the first clinical trial go back for a
second trial with enriched crite-
ria, then not hit the criteria again
and go back for a third trial.”

But what if, instead of going
to a third trial, investigators had
instead combined the two trials
to show statistically significant
results?

“So instead of losing 10 years,
we could get the drug to peo-
ple years and years earlier,” Dr.
Campbell says.

For Ms. Zaharieva, a national
rare disease drug strategy can’t
come soon enough. While she’s
now on a new and better medi-
cation that received Health Cana-
da approval earlier this year, she
remains concerned about future
access to the drugs she needs.

“Health Canada can approve
these drugs but then they can go
through provincial processes and
end up being denied,” she says.
“I would like to see cohesion be-
tween provinces and the federal
government in anational strategy
that puts patients first.”

Special to The Globe and Mail

ganization for Rare Disorders and
themother of two childrenwith a
rare disease.

“There are lots of new drugs
coming in that are amazing and
transformative,” she says. “So we
have to look down the road and
figure out if there is a way we can
provide access to these drugs in a
way that is systematic and equita-
ble, as opposed to the way we’re
doing it now.”

The status quo makes it ex-
tremely difficult for the roughly
three million Canadians with
rare diseases to manage and sur-
vive with their condition, Ms.
Wong-Rieger says. While there
are treatments today for about 10
per cent of the estimated 7,000
rare diseases in Canada, the price
tags for these drugs –which range
from $100,000 to more than
$2-million per patient per year –
make it impossible for most pa-
tients to pay out-of-pocket.

That makes them dependent
largely on coverage by a provin-
cial or territorial health plan or
by a private insurer, or on the
availability of patient-support
programs sponsored by pharma-
ceutical companies.

For drugs still in development
or are not yet approved for sale
in Canada, patients could apply
for special access through Health
Canada or sign up for clinical tri-
als.

The latter does not guarantee
patients will get the actual drug
being studied, notes Cheryl Rock-
man-Greenberg, a clinician scien-
tist focused on rare genetic dis-



They’d tell of stains from
a coffee left unfinished.

Of scuff marks from
walking so fast.

Of teardrops
wiped away too soon.

Of a double shift,
after a double shift.

And of stories that will
last a lifetime.

If these shoes could talk.

To all our healthcare workers,
we are in your debt.

Thank you.

bayer.ca
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