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Parkinson’s . . . a progressive brain disease affecting over 100,000 Canadians
every day of their lives.
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Brains Matter

BY: JOYCE GORDON, CEO, PARKINSON SOCIETY CANADA
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It’s amazing…the human brain is the most complex phenomenon in the known
universe. It is the control centre of the human body. Its tasks range from the mundane
chores of keeping us alive and responsive to our environment—making sure our heart
pumps, lungs breathe, eyes see—to the most defining aspects of the human experience including language, science, artistic expression, love, anger, and compassion.
Joyce Gordon
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hether awake or asleep, everything we do, think, and feel is
made possible by our brain.
The diversity of roles is astonishing but
one thing is clear—if one’s brain doesn’t
work properly, every aspect of daily life
is compromised, the impact of which is
experienced by individuals, families, and
society as a whole.
So one has to wonder why the brain
isn’t one of our highest health priorities. With such serious health, social and
economic implications, it’s reasonable to
suggest that we, as individuals and as Canadian society, need to take a closer, more
meaningful look at brain health and brain
disorders.
Staggering numbers
NeuroScience Canada’s 2006 publication, The Case for Canada’s Increased
Investment in Neuroscience Research, reported that one in three Canadians would
experience a brain disease, disorder (neurological, psychiatric and developmental)
or injury in their lifetime. That’s more
than 11 million Canadians living with a
chronic, usually disabling brain condition.
This figure may be much higher due to
increasing awareness about psychiatric
disorders, and is expected to increase as
the population ages. It’s likely that every
person in Canada knows at least one
person living with a condition like Parkinson’s, MS, dementia, ALS, ADHD, Tourette
Syndrome, depression, bi-polar, epilepsy,
Huntington’s, brain injury or cerebral
palsy. But we don’t talk about it.
In 2002, the World Health Organization,
World Bank and Harvard School of Public
Health calculated the burden of brain
conditions to be greater than that of cardiovascular disease and cancer combined!

This devastating impact is because brain
conditions affect so many people and
they result in a high degree of disability,
for the person with the condition and for
their family or caregivers. Unfortunately,
charities, industry, and government have
historically focused on individual conditions—in doing so we have failed to see
the magnitude of brain conditions collectively.
Working together
In 2008, the Neurological Health
Charities Canada coalition (NHCC) came
together to improve the quality of life for
Canadians living with a brain condition
by identifying and advancing common
issues. The first and most pressing was
the lack of data and information about
brain conditions in Canada—making it
impossible to develop a compelling case
for support. In June 2009, the Government of Canada acknowledged this need
for information and announced funding
to support a four-year population study
of neurological conditions. Now underway, this study will significantly improve
our understanding of the current and
projected impact of brain conditions in
Canada, along with risk factors for onset
and progression, and best practice health
care and support services to improve the
quality of life for so many.
The NHCC has also identified seven
priority issues facing people living with
a brain condition and their families. It is
the NHCC’s hope that these priorities will
frame a National Brain Strategy whereby
government, industry and the non-profit
sector work together to advance:
• Research: accelerated and targeted
investment in neuroscience;
• Prevention: knowing more about onset

and progression;
• Integrated care and support services:
delivering best practice, coordinated
care;
• Caregiver support: offering meaningful
support for the valuable role played by
informal caregivers;
• Income security: protecting people
with brain conditions from poverty;
• Genetic fairness: eliminating discrimination;
• Public education and awareness: educating people about brain health and
reducing the stigma of brain conditions.
Building momentum
There has never been more excitement
around the brain than there is right now
in Canada. Researchers are making new
discoveries, communities are finding
ways to be more inclusive, policy makers
are starting to look at the big picture and
explore new ways to improve quality of
life for people living with brain conditions
today, and health charities are speaking
with one unified voice on behalf of the
individuals and families we serve.
But as excitement builds, it’s important
that we don’t lose sight of three key truths:
1. We simply do not know enough about
the brain. It is the final frontier of
human science and an area that needs
significantly greater attention and investment, from all sectors.
2. More than 30 percent of Canadians are
living with a brain condition today and
we can do a better job ensuring they
have what they need to be productive
and experience the best quality of life.
3. Canadians living with a brain condition
often face tremendous stigma and
isolation. It’s not necessary and it’s cer-

tainly not right—we need to start talking about the brain, in all its complexity
so that people fear less and understand
more.
Joyce Gordon is the CEO of Parkinson
Society Canada and the Chair of Neurological Health Charities Canada. For more
information about the work of the NHCC, or
to link to the NHCC’s 18 member organizations, visit www.mybrainmatters.ca.
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The (Loud) Truth About Tourette Syndrome
In the past, a doctor wouldn’t even consider a diagnosis of Tourette Syndrome (TS)
unless you were swearing your head off.

T

S was labelled a rare, mysterious
and terrible disease by the medical community when it was first
identified in the late 19th century, and
it stayed that way for many decades.
Thankfully, it’s now understood that TS
is none of those things-but you might
think otherwise with all of the misinformation and myths that still surround it
to this day.
Here are the simple facts. Tourette
Syndrome is a neurological (brain-based)
disorder that affects about one percent
of Canadians to some degree. It’s characterized by tics: involuntary, rapid, sudden
movements or vocalizations that occur
repeatedly in the same way. It is neither
learned nor chosen behaviour.
TS is a childhood-onset condition,
meaning that symptoms can usually be
seen before the age of 18. It affects all
races and both genders—boys much
more so than girls. There is currently no

cure, but research is ongoing.
Hollywood and other popular media
have done a great deal of damage to the
TS community by distorting and exploiting perceptions of the disorder, and an
incalculable amount of money, time and
energy has been spent to reverse the
myth created. For example, stock portrayals of TS would have you believe, as doctors once did, that everybody with the
disorder swears. The truth is that fewer
than one in ten people with TS have a
swearing tic, known medically as coprolalia. Much more common are things like
eye-blinking or throat-clearing, although
tics can be much more severe, like violent
head-jerking or even striking oneself.
And trying not to tic is like trying not to
scratch a bad itch or not to sneeze: it’s
very distracting and exhausting.
Drugs are available to lessen the frequency and severity of tics,
but they often have neg-
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ative unwanted side effects. Alternative
treatments like cognitive-behavioural
therapies and homeopathic medicine
exist, and for the very worst and rarest
cases, Deep Brain Stimulation (DBS) surgery is a newly emerging last resort.
You might be surprised to learn that
Tourette Syndrome isn’t just about tics. In
fact, tics can be its least significant aspect.
Associated conditions like ObsessiveCompulsive Disorder (OCD) or Attention
Deficit Hyperactivity Disorder (ADHD)
affect a whopping 80 percent of the TS
population. A lot of challenging cards
can be dealt to a child with TS, and life
can be especially tough in the classroom,
with additional difficulties at home, in
public, or for adults, in the workplace.
Despite all of this, you won’t find a
woe-is-me attitude pervading the TS

community. Quite the opposite: a high
degree of creativity, humour, and emotional awareness exists amongst its
members. As Bernice Reagon once said,
“Life’s challenges are not supposed to
paralyze you, they’re supposed to help
you discover who you are.”
Indeed, TS does not preclude success in life. Notable Canadians with the
disorder include legendary surgeon Dr.
Mort Doran (described pseudonymously
by author Oliver Sacks in his book An
Anthropologist on Mars), award-winning
musician Ewan Dobson, psychologist Dr.
Duncan McKinlay, and beloved children’s
entertainer Kellie Haines to name but a
few.
Profile of a young man with TS
Mandeep is a popular young man,
admired by teachers, friends and family,
with hopes that include becoming a car
mechanic. Individuals like him are rare,
but the Mandeep who people love to be
around is even rarer still: he has a very severe case of TS. His loud vocal outbursts
which sometimes involve inappropriate language, combined

BY: KENNETH BUTLAND

with physical tics that cause him, among
other things, to thrust his arms out
quickly, has made his life incredibly challenging, and it didn’t always look like he
was going to come out on top. Mandeep
has pleaded with God to take his TS away,
gone through periods of debilitating depression, and even contemplated suicide.
When things were looking particularly
bad one year, Mandeep had the opportunity to attend the Tourette Syndrome
Foundation of Canada’s National Conference. It was an event without precedence. For once in his young life, instead
of being the odd one out, he found
himself in the company of people who
understood him and empathized with
him. That weekend, he made a series of
breakthroughs about himself and his
condition, and gained lifelong friends. He
has been back every year since.
For more information visit
www.tourette.ca
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• One in three (10 million) Canadians will be affected by a brain condition at some
point in their lives (neurological or psychiatric).
• There is no known cause or cure for most brain conditions.
• Minor head injuries resulting in concussion can lead to subtle signs of mental
and physical problems even 30 years later.
• Wearing a helmet can reduce the risk of serious head injuries by 85 percent.
• Your brain uses approximately 20 percent of the total oxygen pumping around
your body!
• About 750ml of blood pumps through your brain every minute!
• Your brain uses 20 percent of your body’s energy, but it makes up only 2 percent
of your body’s weight.
• Your brain generates 25 watts of power while you’re awake—enough to illuminate a light bulb.
tainly not right—we need to start talking about the brain, in all its complexity • In relation to body size, humans have the largest brain of all the animals (about
2 percent of body weight).
so that people fear less and understand
• The brain continues to produce new neurons throughout our lives, and it does
so in response to stimulation (exercise). This is referred to as brain plasticity
or neuro-plasticity.
Joyce Gordon is the CEO of Parkinson
Society Canada and the Chair of Neurological Health Charities Canada. For more
Source: Neuroscience’s publication “Brain Facts”
information about the work of the NHCC, or
to link to the NHCC’s 18 member organiza• ADHD/ADD is highly hereditary, occurring at a level of more than seven on a
scale of one to ten, similar to height.
• ADHD/ADD affects 3 to 5 percent of children.
• Canada has one of the highest rates of Multiple Sclerosis in the world.
• Disorders of the brain and nervous system result in more hospitalizations than
any other disease group, including heart disease and cancer.
• The mature central nervous system consists of the brain and spinal cord. The
brain sends nerve signals to specific parts of the body through peripheral
nerves, known as the peripheral nervous system.
• About one-fourth of the human brain is involved in visual processing, more than
for any other sense.
• There are over 1000 disorders of the brain.
• All human behavior is determined by how well the brain’s communication systems work.
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Source: www.thethinkingbusiness.co.uk/brain_facts.html

• The weight of an average human brain is about 1300-1400g - @ 3lbs i.e., almost one bag of sugar.
• It’s smaller than an elephant’s brain (6000g) but bigger than a monkey’s brain (95g)! A dog’s brain weighs about 72g and a
cat’s brain weighs abut 30g.
• Your skin weighs twice as much as your brain!
• The brain represents about 2 percent of your total body weight. It is roughly 140mm wide, 167mm long and 93mm high
• Neurons multiply at a rate 250,000 neurons per minute during early pregnancy
• Your brain uses approximately 20 percent of the total oxygen pumping around your body!
• About 750ml of blood pumps through your brain every minute!
• Unconsciousness will occur after 8-10 seconds after loss of blood supply to the brain
• Your brain consists of 60 percent white matter and 40 percent grey matter
• Information travels at different speeds within different types of neurons. Transmission can be as slow as 0.5 meters/sec or
as fast as 120 meters/sec.
• Traveling at 120 meters/sec is the same as going 268 miles/hour
• The human brain is approximately 75 percent water
• ”I had brain surgery 10 years ago, so I know some pretty fascinating things about the brain. One of the most fascinating things I
learned is that the brain itself is incapable of feeling pain. (That doesn’t mean brain surgery doesn’t hurt!)” Source: Kris Webb
• The number of internal thought pathways that your brain is capable of producing is:one followed by 10.5 million kilometers of standard typewritten zero’s! Source: Tony Buzan, Head Strong 2001
• Your brain is capable of having more ideas than the number of atoms in the known universe! Source: Tony Buzan, Head Strong
• If you could harness the power used by your brain, you could power as a 10-watt light bulb. Your brain consists of about
100 billion neurons! That’s about 166 times the number of people on the planet! Source: Tony Buzan
• When you were born, your brain weighed about 350-400g and you had almost all the brain cells you will ever have. In fact,
your brain was closer to its full adult size than any other organ in your body!
• All of your “thinking” is done by electricity and chemicals.
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Multiple sclerosis is a complex disease. While it is most often diagnosed in young adults,
aged 15 to 40, it also affects children, some as young as two years old. The impact is felt
by family, friends and by the community. MS is unpredictable, affecting vision, hearing,
memory, balance and mobility. Its effects are physical, emotional, financial, and last a lifetime. There is no cure.
Quick facts
·
·
·
·
·

Canada has one of the highest rates of multiple sclerosis in the world.
MS is the most common neurological disease affecting young adults in Canada.
Every day, three more people in Canada are diagnosed with MS.
Women are more than three times as likely to develop MS as men.
MS can cause loss of balance, impaired speech, extreme fatigue, double vision and paralysis.

The MS Society of Canada
The Multiple Sclerosis Society of Canada is the only national volunteer health agency in Canada that funds MS research, provides services for people with MS and family members and conducts public education programs. Since its founding in 1948,
the MS Society has worked to hasten the discovery of the cause, effective treatment and cure for MS. From basic laboratory
research to the development of new treatments for people with MS, the MS Society’s research program is making a difference
in people’s lives today.
The MS Society also provides services to people who have multiple sclerosis and family members through its seven division
offices and more than 120 chapters. MS Society volunteers and staff are also actively involved in educating health care professionals about MS and its treatment, in public awareness programs and in government relations and advocacy.
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Food For Thought

BY: STUART FOXMAN

Want to eat smart? Consider the range of food and nutrients that may contribute to brain power.

H

igh on the list are foods that are
rich in omega-3. There are three
types of these fats: ALA (found in
canola oil, walnuts, flax, and soy), and DHA
and EPA (found in tuna, salmon, trout, sardines, and omega-3 enriched products
like milk, yogurt and eggs).
Studies show that DHA, for instance,
may help brain cells to communicate
and improve learning abilities. A posting on the Heart & Stroke Foundation
website says that DHA intake may help to

improve visual acuity during infancy, and
offer better early language skills and
higher scores on developmental tests.
In fact, the journal Child Development,
in its September–October 2009 issue, reported on a U.S. study where 229 infants
were fed either DHA-supplemented formula or regular formula. At nine months,
the children were “tested” by having to
complete a sequence of steps to reach
and grab a rattle.
Dr. James Drover was part of the study
and now teaches psychology at Memorial
University in Newfoundland. He has said
that the babies who were fed the formula
fortified with DHA were more likely to
both show intent to get the rattle and actually get it. As DHA is highly concentrated
in the brain, it has also been linked to improved problem-solving skills and better
attention spans as children develop.
No magic bullet
With the desire to gain a mental edge,
and stave off the effects of aging, it’s
no surprise that what’s been called the

“cognitive functional category” of food,
beverages and supplements has taken off.
One estimate is that by 2012, global sales
of fish oil will hit $2.5 billion, and sales
of Ginko biloba (thought by some to be
a concentration and memory enhancer,
though studies differ about its effectiveness) will reach $800 million.
There is no magic bullet—no single
product that’s the perfect choice to enhance brain power. But the right combination can be beneficial in several ways
comments Dr. Carol Greenwood in an
article for Baycrest, a Toronto health sciences centre focused on aging, where
she’s senior scientist at the Kunin-Lunenfeld Applied Research Unit.
Take fruits and vegetables. Dr. Greenwood, also a professor in the Department
of Nutritional Sciences at the University of
Toronto, notes that fruits and veggies are
high in anti-oxidants. Eating lots of them
helps to rid our bodies of harmful compounds that damage brain cells through
an oxidative reaction. Berries, green and
red peppers, carrots and broccoli are all
good choices.
For the best mental workout, think
blue and purple—the Alzheimer Society

of Canada notes that fruits and veggies of
those colours tend to be packed with antioxidants, such as blackberries, blueberries,
purple cabbage, and plums.
Other foods that we typically eat have
multiple health benefits, including for our
brains. For instance, cereals and whole
grains keep blood cholesterol levels low;
if your arteries get clogged with cholesterol, your blood can’t deliver the important nutrients to the brain, points out Dr.
Greenwood.
The
website
livestrong.com
(LIVESTRONG is cyclist and cancer survivor Lance Armstrong’s foundation) offers
a wealth of information on health and fitness, and lists brain-healthy attributes for
several common foods.
For example, avocados are loaded with
monounsaturated fat, which promotes
increased circulation and blood flow,
sending more oxygen to the brain. Eggs
contain choline, a nutrient that’s seen as
essential in the development of brain
motor functioning and memory. Broccoli
is an excellent source of vitamin K, which
is known to enhance cognitive function.
And nuts are a good source of vitamin E,
which might help to prevent poor mem-

ory; try walnuts, hazelnuts, Brazil nuts,
almonds, cashews or peanuts.
Mood and food
Why are certain foods good for your
brain? You have to consider the diet
chemicals. Dietitians at the Cleveland Clinic’s Wellness Institute note that four main
diet chemicals directly impact mood: serotonin, dopamine, norepinephrine and
acetylcholine.
Serotonin is released after eating carbohydrates, which can enhance calmness
and improve outlook. Be sure to choose
complex carbohydrates, such as whole
grains, beans and vegetables, rather than
the simple carbohydrates in cookies and
candy. Dopamine and norepinephrine
are released after eating protein—meats,
poultry, dairy and legumes. Together,
these chemicals can boost energy level
and alertness. And acetylcholine is believed to be linked to learning and memory, and is produced from choline, which
is found in eggs, as well as wheat germ.
On the flip side, some food choices
could reduce our brain power. Dr.
Greenwood was involved in one study
where animals were given a diet high in
saturated fats, comparable to the average North American diet. In just three
months, the animals became both highly
overweight and cognitively impaired, as
if the aging process in the brain was accelerated.
Results aren’t always conclusive, and
you may not see improvement right
away; but researchers continue to look at
possible links between food and our ability to think, remember, and concentrate.
Learning more about the results can be a
matter of eating well—and eating smart.
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Parkinson’s Can Feel “Unstoppable”
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Take Control
How can people
with Parkinson’s
take control of
the disease?

The fight against Parkinson’s disease takes many steps. Just ask Walter Lawlor, 68, of
St. John’s, Newfoundland. His walk alternates between shuffling and freezing— “Once
you’re standing still, your feet don’t want to move. Walking becomes a deliberate act of
trying to move each foot forward,” says Lawlor, a former CBC-TV producer and director.

L

awlor is one of over 100,000 Canadians with Parkinson’s, the second
most common neurological disease
after Alzheimer’s.
Our movements are normally controlled
by dopamine, a chemical that carries signals between the nerves in the brain.
When cells that produce dopamine
die, Parkinson’s symptoms appear.
Typically, that includes tremors,
slowness and stiffness, impaired
balance, and rigidity of the muscles.
Other symptoms can also appear, like fatigue, soft speech,
problems with handwriting, a
stooped posture, and sleep disturbances. As the disease progresses,
some people with Parkinson’s may
experience depression, difficulty
swallowing, cognitive changes, or
sexual problems.
For Lawlor, the toughest part was
coming to grips with “the knowledge that I have something that is
continually creeping, unstoppable, like a
wet sack enveloping me, and I can’t really
do anything about it.”
People can live with Parkinson’s for years,
but the disease will worsen over time notes
Parkinson Society Canada (www.parkinson.ca). Most people with Parkinson’s
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manage their symptoms through medication. A small percentage may benefit from
surgery, such as deep brain stimulation (it
targets areas that may control tremors or
involuntary movements).
Other ways to manage symptoms: physical therapy (for mobility, flexibility and
balance); occupational therapy (help with
daily activities); speech therapy (for voice
control); and exercise (helps muscles and
joints, and improves overall health).
There’s no known single cause for Parkinson’s, though researchers are studying
many theories, like the role of genetics and
environmental exposure. Currently, there’s
also no cure.
Most people diagnosed with Parkinson’s disease are over 65. Parkinson’s isn’t
a normal part of aging, but the incidence
increases with age. “With the percentage
of Canadians over 65 growing, Parkinson’s
cases are expected to rise dramatically,”
says Marjie Zacks of Parkinson Society
Canada.
Yet Parkinson’s doesn’t just strike people
in their sixties and up. About 20 percent of
people with Parkinson’s are under 40 when
diagnosed.
Dan Sellers of Calgary was 38 when he
experienced tremors in his right hand and
felt unsteady on his right foot. After being
diagnosed with Parkinson’s, Sellers, a web
software developer, kept working hard for
four years.
“My attitude was this can’t affect me,”
says Sellers. “I was Superman, and Parkinson’s wasn’t going to bring me down.”
But stress and fatigue only made his
Parkinson’s symptoms worse. At 42, Sellers had to go on disability. He now takes
medication to replenish his dopamine
levels, and though he had to cut out work,
Sellers, now 45, is busy. He volunteers his
web expertise to non-profit groups, in-

BY: STUART FOXMAN

cluding the Parkinson Society of Southern
Alberta, and learned to fly. This May, after
losing 90 pounds in a year, he’ll tackle his
first triathlon.
Depending on your age at the disease’s
onset, how you manage symptoms, and
your general health, you can live an active
life with Parkinson’s. But the disease takes
its toll in many ways. Zacks describes one
woman who goes to bed wearing clothes
and makeup, to avoid struggling in the
morning to get ready for work.
As people age and the disease progresses, there are also increased risks. For
example, impaired balance can cause falls,
and swallowing problems can lead to
pneumonia.
Other impacts of the disease can be
just as difficult, notes Parkinson Society
Canada—the stigma when you’re in public
(not being able to control how your body
moves); the burden on caregivers; early
retirement for some (and the financial
stress that comes with that); the need to
schedule everything around medication;
and lifestyle changes.
With no cure, a Parkinson’s diagnosis
means learning to live with it. “Parkinson’s
disease has taught me to not get disappointed because I can’t reach a goal,” says
Sellers, “but rather to adjust the goal to
make it more realistic.”
There’s also great hope. “The research
that’s going on in Canada is very promising,” says Zacks.
For example, with grants from Parkinson Society Canada recent research has
focused on such diverse areas as genetic
markers (so people can receive appropriate drug therapy sooner), which enzymes
are most important in the brain, and even
the role of gum in helping people with
Parkinson’s to swallow better (the chewing might improve their sensory motor
memory).
For people with Parkinson’s disease, the
steps are encouraging. “As a child,” Lawlor
says, “I had friends who had polio, and I
never thought there would be a vaccine
for it. I’m hoping for a similar breakthrough
for Parkinson’s.”

Parkinson Society Canada
offers these five tips.
1. Get information from reputable
sources.
To learn more, including resources in your community, start
with Parkinson Society Canada,
toll-free at 1-800-565-3000, or
online at www.parkinson.ca.
2. Talk about the diagnosis.
When you’re ready, share information with family and friends.
Recognize that you may be
juggling several emotions: anger,
denial, frustration, fear, confusion,
disbelief and sadness. Your loved
ones or a Parkinson’s support
group can help.
3. Get the right care.
Work with health professionals
who are knowledgeable about
Parkinson’s. Together you can
develop a care plan that meets
your needs.
4. Pace yourself.
Many people become tired from
the condition itself, sleep disturbances, or medication side effects.
Plan activities carefully, give yourself time for them, and balance
activity with rest periods.
5. Maintain a healthy lifestyle.
Good nutrition and exercise (for
flexibility, posture, strong muscles,
supple joints, and improved
circulation) are important. But a
healthy lifestyle also means staying active and socially engaged.
That can help you deal with stress,
and give you a sense of achievement and control. As Parkinson
Society Canada says, even if Parkinson’s affects your balance, you
can still have a balanced life.

www.MyBrainMatters.ca
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Millions of Canadians are living
with a brain condition today!
We need to learn more about this experience
to better serve individuals and families.
That’s why the NHCC is collaborating with
the Public Health Agency of Canada to lead
the first-ever National Population Study
of Neurological Conditions.

RESEARCH

Research teams across Canada are working
to build a better understanding of:

ADVOCACY

EDUCATION

 the incidence & prevalence of brain
conditions in Canada
 their impact on individuals & families
 risk factors for onset & progression
 co-existing conditions
 best practice health & support services
Register to receive information and
regular updates, or share your story at
www.MyBrainMatters.ca or call the
NHCC at (416) 227-9700 x3314.

COLLABORATION

NHCC Member Organizations: ALS Society of Canada • Alzheimer Society Canada • Brain Injury Association of Canada • Canadian Alliance of Brain Tumor Organizations •
Canadian Epilepsy Alliance • Canadian Neurological Sciences Federation • Dystonia Medical Research Foundation Canada • Huntington Society of Canada • March of Dimes Canada •
Multiple Sclerosis Society of Canada • Muscular Dystrophy Canada • NeuroScience Canada • Ontario Federation for Cerebral Palsy • Ontario Rett Syndrome Association •
Ontario Neurotrauma Foundation • Parkinson Society Canada • Spina Bifida & Hydrocephalus Association of Ontario • Tourette Syndrome Foundation of Canada

6

AN INDEPENDENT REPORT TO THE NATIONAL POST FROM MEDIAPLANET

9:;<%=< 5>

Brain Injuries Are Lifelong
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BY: STUART FOXMAN

Riding her bike on September 15, 1995, April Ferguson knew her life would soon change
dramatically—she just had no way of knowing how much. Ferguson was 25, due to be
married in a week. She was heading to see the wedding photographer when, right near
her Peterborough, Ontario home, she was hit by a 16-year-old driver.

F

erguson was airlifted to a Toronto
hospital, suffering from a brain injury. There were doubts she would
survive, and she spent 28 days in a coma.
When she emerged, she faced many physical challenges, like learning to walk again.
More troubling, she had lost all memory of
the four years before the crash, with only
a limited recollection of her fiancée, Jamie
Broughton. Those four years, and life as
she knew it, were now gone.
Eventually, Ferguson and Broughton
did marry, and today they live with their
two children northeast of Toronto. But Ferguson also lives with the lingering effects
of her injury.
She never regained the memories of
those four years. Almost 15 years after the
crash, she still tires easily. She hasn’t been
able to work regularly. And every routine
task takes her longer to perform. “My processing speed is slower,” she says. “Brain
injury is lifelong.”
Each year, 50,000 Canadians suffer an
Acquired Brain Injury (ABI) according to
the Ontario Alliance for Action on Brain
Injury. ABI is the leading cause of death
and disability for Canadians under 35, but
these injuries can strike any person, at any
age. And the cost—physical, social, and
economic—can be enormous.
Visible and invisible impacts
ABI can be divided into two categories.
Traumatic injuries result mainly from
motor vehicle crashes, falls and assaults.
Non-traumatic injuries include damage
from oxygen loss (i.e. near-drowning, cardiac arrest, stroke, strangulation); a lesion
(i.e. tumour, cyst, abscess, haematoma); a
metabolic disruption (i.e. hypoglycemia);
toxins (i.e. lead, mercury, solvents, carbon
monoxide); or illness (i.e. meningitis, encephalitis).
The causes of brain injuries are many,
with equally diverse consequences, from
mild (concussion) to severe (deep coma).
While the physical symptoms may be
visible and definable, other impairments,
often invisible, can have an even greater
impact:
• Physical: altered speech, vision,
and hearing; reduced
motor skills; balance
and coordination
problems;
fatigue;

seizures.
• Cognitive: memory loss; attention
deficit; altered perception; confusion;
impaired judgment.
• Emotional/behavioural: depression;
mood swings; loss of motivation; personality changes.
Just as no two people are alike, no brain
injuries are alike.“Every survivor I know, to
a tee, has had a different disability. The
scope varies tremendously,” says Harry
Zarins, executive director of the Brain Injury Association of Canada.
That means that treatment and rehabilitation is also a unique experience. This
isn’t like a hip replacement or heart attack, where progress is more predictable.
“There is no straight route,” says Zarins.
Every case is unique
The impacts of a brain injury can be
temporary, prolonged or permanent—as
can the type of treatment and support
required.
Treatment starts with acute care to
stabilize the individual after the injury.
Depending on the injury, surgery might
be required (e.g. to remove blood clots).
Swelling in the brain and a buildup of
fluid in the brain would also be monitored
and treated. Seizures are another concern.
Once patients are stable, attention
can turn to rehabilitation. This is where
a range of specialists—neurologists,
neuropsychologists, physiotherapists, occupational and speech therapists, nurses,
and others—help patients to deal with
their impairments. For instance, some
patients might have to learn new ways to
carry out routine tasks; others might have
to compensate for memory loss by using
a log book.
The potential issues make every

case unique. Impairments can last months,
years or a lifetime. That can require community-based rehabilitation (at home or
an outpatient facility), and ongoing treatment of chronic symptoms (from pain to
depression).
In Ferguson’s case, she endured five
years of intense rehab, at home and in a
rehab facility. If she had to sustain a brain
injury, she says she’s strangely fortunate
that a car crash caused it, as an insurance
company covered her rehab costs.
The Brain Injury Association of Nova
Scotia reports that 12 percent of people
with brain injuries will never be able to
live alone or look after themselves; 30 percent are under-employed; and 20 percent
will never return to work. The remainder
face various struggles to cope on a daily
basis.
With any brain injury, the overall
goal, say rehabilitation experts, is to
regain as much function, mobility and independence as possible, and enhance quality of life.
Many families start the journey
towards that goal with little
understanding of the effects
of a brain injury and the
demands of living with
and assisting an injured
family member. Aside
from hospitals
and rehab

facilities, the Brain Injury Association of
Canada is a great resource; visit www.biacaclc.ca or call toll-free at 1-866-977-2492.
How long and what form will recovery
take? The outcome isn’t as clear as with
other types of injuries. “Your normal and
mine are probably very different,” says
Ferguson.
That’s why Zarins doesn’t like to use the
word recovery when referring to a brain
injury. Progress can be amazing in some
cases, slow and frustrating in others. With
advances in medical technology, many
people who would have died before are
now surviving severe brain injuries. But it
can also be difficult to face the changes
that come—not just the physical injuries,
but changes in personality and thought
processes.
People with brain injuries can and do
improve, says Zarins, but the significant
and often lasting impacts is why he prefers another to describe the aftermath of
injuries: “rebirth”.
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NEURO-REHAB SERVICES INC.

FRIESER ROBINSON MACKAY LLP

Comprehensive Community Programming
For Adults And Children With Brain Injury

Personal Injury and Medical
Malpractice Lawyers

16000 Steeles Avenue West, Unit 17
Concord, ON L4K 4M2
www.neurorehab.ca • 416-667-3422

10410 81 Avenue
Edmonton, AB T6E 1X5
www.frmlaw.com • 780-429-1717

THE BRITON HOUSE

BEACH AVENUE BARRISTERS

Serving North Toronto Community
For Over 30 years

Vancouver Personal Injury Lawyers

720 Mount Pleasant Rd
Toronto, ON M4S 2NS
www.britonhouse.com • 416-487-3392

105–1008 Beach Avenue
Vancouver, BC V6E 1T7
martz@beachavenuebarristers.com
604-688-2468

TKATCH AND ASSOCIATES
464 Yonge Street, Suite 200
Toronto, Ontario M4Y 1W9
www.tkatchlaw.ca • 416-968-0333

NEINSTEIN & ASSOCIATES LLP
Helping You On Your Road To Recovery
1200 Bay Street, Suite 700
Toronto, Ontario, M5R 2A5 Canada
www.neinstein.com • 416-920-4242

Anyone with a brain injury faces
a slew of questions. What qualities
and abilities have been lost? Will
they ever be quite the same again?
What type of living can they earn?
Can they care for themselves?
“A broken bone can heal—but
the unseen injury of a bruised brain
may never fully recover,” says lawyer
Jeffrey Neinstein, of Neinstein & Associates LLP in Toronto.
Health care professionals can address the rehabilitation, but with
the life-changing and often lifelong
effects of a brain injury, it often takes
a lawyer to help survivors and their
families deal with the costs—and
more.
Brahm Martz of Beach Avenue Barristers in Vancouver says that people
who’ve suffered brain injuries have
to deal with three frustrating bureaucracies—the medical system,
the legal system and the “brutish”
world of the insurance industry
when they are the most vulnerable
and least able to help themselves.
He says that the right lawyer can play
several key roles.
Lawyers are very often the first to
get the injured person the help they
need to understand what’s happening to them, and to get them the
treatment and support they urgently
need,” says Martz, “even before we
approach the business of getting
them compensation.”
Most personal injury and medical
malpractice lawyers base their fees
on a percentage of their client’s compensation at the end of the case, so
there’s no advantage to waiting, and
no extra cost to acting early. If anything, the earlier a lawyer is involved,
the better they can be an advocate
for the injured party, says Carol Frieser of Frieser Robinson MacKay LLP
in Edmonton.
The impacts of a brain injury are
often unknown at the outset, just
at a time when families might face
pressure to make decisions, whether
from an insurance company or because of their financial situation.
“Reaching a settlement too early
or without the necessary information and representation is irreparable,” Frieser says. “Once a release
is signed, there is no going back.
Settlement is permanent, even if
circumstances change.”
To ascertain losses, lawyers will
draw on many experts, from neuropsychologists to vocational consultants to economists. Until the injured
individual has reached their maximum recovery—either complete recovery or medical stability—lawyers
say it’s not time to settle, whether
with insurance claims or in litigation.
What makes for a successful outcome? For people with brain injuries,
the dollar figure is a means to an end,
says Neinstein—the ability to access
the tools and resources needed
to provide a lifestyle that
makes them, as much as
possible, “happy”, he says.
“Money,” says Neinstein,
“will never compensate a
victim for their losses.”
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The Rising Tide Of Dementia
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Looking back, Vancouver resident Jim Mann remembers the not so subtle signs that
something wasn’t right with his memory.

“I

would be driving the car only to
realize I have no idea where I am
headed, to the point of sometimes having to pull over just to get my
bearings. Other times, I would get confused in what would normally be familiar
situations,” says Mann.
Now Mann admits that these, and
other symptoms, were the early warning
signs of Alzheimer’s disease. Officially
diagnosed in January 2007, it was not
something the then 58-year-old would
have imagined could happen at his age.
“I have Alzheimer’s and I am under the
age of 65,” adds Mann.
According a new report released this
month by the Alzheimer Society, Mann is
one of approximately 70,000 Canadians
under the age of 65 currently living with
Alzheimer’s disease or a related dementia.
Rising Tide: The Impact of Dementia on Canadian Society indicates that all together,
there are approximately half a million
people with dementia right now, a number that could grow to reach 1.1 million
within a generation.
“Today, someone in Canada develops
dementia every five minutes. In 30 years,
there will be one new case every two
minutes,” says Kelly Duffin, CEO of the
Alzheimer Society of Canada. “If nothing changes, this sharp increase in the
number of people living with dementia
will mean that by 2038, the total costs
associated with dementia will reach $153

billion a year. This amounts to a massive
cumulative total of $872 billion over this
30-year period.”
Recognizing the urgent need to start
turning the tide of dementia, the Rising Tide report also outlines a series of
potential interventions that could help
alleviate dementia’s pressure on families,
the health care system and the economy.
These proposed interventions looked at
things like risk reduction strategies and
support to people with dementia and
their caregivers, as a way of reducing
the amount of people with the disease,
and its crippling effect on the Canadian
economy.
Reducing your risk
One of the most critical keys to turning the tide of dementia is acting on the
knowledge that there are things we can
do to reduce our risk of developing dementia. More than ever research is showing living healthy lifestyles can enhance
the production of ‘growth factors’ in the
brain, which help brain cells maintain and
make new connections. Recent discoveries suggest that healthy lifestyles may
even help in the creation of new nerve
cells.
Healthy lifestyles are also often effective in reducing the dementia risk
indirectly, by reducing specific risk factors
such as stress and obesity. Appropriate
treatment of medical conditions such as
diabetes, high cholesterol and high blood

pressure levels are also of obvious benefit.
Strategies identified for reducing the
risk of dementia, or to slow the progression of these diseases once it has begun
(protective factors) include:
• Adopting a healthy lifestyle through
diet and exercise
• Staying socially active
• Challenging your brain
• Protecting your head from injury
Turning the Tide
As the national voice for people affected by dementia, the Alzheimer Society is at the forefront of efforts to help
turn the tide of dementia. The Society is
taking an active role by:
• Leading the development of a National
Dementia Strategy to be adopted by
all levels of government, as well as
working with the broader neurological
community in its efforts to affect policy
change.
• Educating Canadians about the impor-

tance of prevention, early diagnosis
and looking after their brain health.
• Investing in approximately $2.4 million
each year in critical dementia research.
• Providing support and education to
people living with dementia, their
caregivers and their families.
The Alzheimer Society is also asking
Canadians to continue to champion
the fight against dementia. People can
help by taking care of their brain health,
encouraging their federal and provincial
governments to take action, and by making a donation to support critical research.
“Everyone needs to hear about Alzheimer’s and the related dementias. They
need to be inspired to learn about brain
health, and the things they can do for the
good of themselves and of course their
brain,” adds Mann, now an active volunteer with the Alzheimer Society. “Perhaps
by our actions government will be encouraged to invest significantly more into
this critically important activity.”
For more information or to download a
copy of the Rising Tide report please visit
www.alzheimer.ca

Dementia refers to a large class
of disorders, characterized by the
progressive deterioration of thinking ability and memory. Symptoms
commonly include loss of short-term
and long-term memory, judgment
and reasoning, as well as changes in
mood, behaviour and the ability to
communicate.
Alzheimer’s disease, the most
common form of dementia (approximately 63 per cent), is a progressive,
degenerative and fatal brain disease.
In this disease, cell to cell connections in the brain are lost and brain
cells eventually die. It is not a normal
part of aging. Vascular Dementia is
the second most common form of
dementia. In fact, many people with
Alzheimer’s disease also have Vascular Dementia, which is caused by
problems in the supply of blood to
the brain. Other dementias include
Frontotemporal Dementia (including
Pick’s Disease), Lewy body Dementia
and Creutzfeldt-Jakob Disease.
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If there’s a motto for NeuroDevNet, a landmark Canadian effort in researching brain
development, it’s this quote from Frederick Douglass, which appears on the project’s
website: “It is easier to build strong children than to repair broken men.”

N

euroDevNet (www.neurodevnet.
ca), which launched in December 2009, is the first Canada-wide
initiative dedicated to studying children’s
brain development from both basic and
clinical perspectives. The initial focus is on
three conditions: autism spectrum disorder (ASD), fetal alcohol spectrum disorder
(FASD), and cerebral palsy (CP).
The initiative will receive $19.6 million
in funding over five years from the Networks of Centres of Excellence of Canada.
NeuroDevNet is hosted by the University
of British Columbia, and involves a network of experts in clinical assessment and
treatment, genetics, epigenetics, imaging,
model organisms, knowledge translation,
informatics, and neuroethics; along with
key partners in community, industry,
and government. About 75 researchers
are currently involved in NeuroDevNet,
which the network hopes to double in
four to five years.
To accelerate the understanding of the
causes of neurological deficits, researchers aim to answer three critical questions.
One, how do we define “normal” human
brain development? Two, how do we detect abnormalities in that development?
Three, how do we fix impaired brains?
The goal here isn’t just to increase research in each of ASD, FASD and CP, but to
share learning of common interest, says
Dr. Daniel Goldowitz, scientific director for
NeuroDevNet.
“There’s a huge amount of interplay
between our understanding of each of
these and how the brain develops,” says
Dr. Goldowitz, who is senior scientist at
the Centre for Molecular Medicine and
Therapeutics, and Canada Research Chair
in Developmental Neurogenetics, University of British Columbia.
Quality of life issue
About 75 researchers are involved in
NeuroDevNet, which Dr. Goldowitz hopes
will double in four to five years. The ability to better understand and treat brain
disorders in childhood is critical given
the enormous and prolonged impact of
these conditions.
Brain disorders affect all aspects of
life – learning, communication, socialization, and mobility. An inability to develop
normal functioning in any one of these
aspects, let alone several, can significantly
reduce quality of life, and have enormous
implications for the individual, for families, and for socio-economic costs.
“Burden of illness” calculations commonly look at years of life lost, rather than
at the broader impact – how is quality
of life affected through years lived with
a disability? NeuroDevNet reports that
while neurologic and psychiatric disor-

ders comprise 1.4 percent of deaths, they
account for a whopping 28 percent of all
years of life lived with a disability.
According to Neuroscience Canada,
approximately 10 million Canadians will
be afflicted, at some point, by a disease,
disorder or injury of the brain, spinal cord
or nervous system. With the enormous
prevalence, and even with all of the advances in neuroscience, there’s still much
that researchers don’t know about brain
disorders.
Earlier and better treatment
Through NeuroDevNet, researchers
hope to identify new genes involved in
brain development and function, improve diagnosis, and create earlier and
better treatments for brain disorders.
Another goal is to train the next generation of researchers in paediatric brain
development.
The three disorders at the heart of
NeuroDevNet take a huge toll. One in
about 150 children have ASD, which
encompasses a group of disorders that
share characteristics such as impairments
in socialization and communication. One
U.S. study that put the costs associated
with raising a child with ASD – looking at
factors from special education to social
services to lost employment – at $3 million, half borne by parents.
According to the Autism Society
Canada, lifetime assistance costs could
be cut by 50 percent with early diagnosis
and treatment, and adequate family support. NeuroDevNet aims to improve our
understanding of ASD’s causes, create
better diagnostic strategies, and pinpoint
molecular pathways relevant to developing biologically-based treatments.
For CP, the incidence of development
is approximately 2-2.5 per 1,000 births.
CP is extremely complex; in addition to
neuromotor impairments, it often features problems like epilepsy, cognitive
limitations, sensory impairments, behavioral disorders, feeding difficulties, and
musculo-skeletal complications. People
with CP frequently need access to a range
of specialized care, as well as educational
and social support services.
Recent estimates, reports NeuroDevNet, suggest that the increased cost
per case of CP is roughly $1.5 million over
a lifetime. Despite advances in preventing
and treating some causes, the percentage
of babies who develop CP has remained
unchanged for 30 years. NeuroDevNet
will explore potential avenues for both
preventing future cases of CP, and better
treating existing cases.
The third area of NeuroDevNet’s focus
is FASD. Prenatal exposure to alcohol is a
major, preventable cause of behavioural

and cognitive deficits in children. Yet
despite much research and awareness,
FASD “represents a public health problem of epidemic proportions,” says NeuroDevNet.
Fetal alcohol syndrome itself appears
in an estimated 1-3 births per 1,000 in
North America. However, gestational
alcohol exposure produces a wider
range of birth defects and abnormalities than those seen in fetal alcohol
syndrome alone. This larger group,
referred to as FASD, could occur
as frequently as one in every
100 births. The estimated
lifetime costs – $1-3 million
per child.
With FASD, the impact
of gestational alcohol
exposure often goes
undetected until the
child reaches an age
when normal functions
should be maturing.
The potential affects
vary greatly, from mildto-moderate brain
dysfunctions
(e.g. memory, social communication, attention span,
motor and
sensory),
to childhood depression,
anxiety, and
other mental
health conditions. The combination can lead to
severe adaptation problems at
home, school or work, and in society.
The NeuroDevNet researchers will explore a few fundamental questions. How
do genetic and environmental factors interact with gestational alcohol exposure
to produce common deficits in children
(neurobehavioural and neurobiological)?
And how to best to develop diagnosis
and treatments for affected children?
Can NeuroDevNet help to “build strong
children” so we have fewer broken adults
to repair? Considering the long-term
consequences of brain disorders, doing
so would have an enormous impact not
only on children who suffer from these
disorders, and their families, but on all of
Canadian society.
“Nothing is more heart wrenching,”
says Dr. Goldowitz, “than a brain disability that limits a child’s participation in
society. That’s the difference we want to
make.”
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