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FINAL COUNTDOWN

Less than one month to Parkinson Alberta’s
largest fundraising event
Take part in our Walk Gear Challenge (see pg 20
for details) with our Walk Gear Design Nite

Wed, Aug 27 from 4-7pm
at Parkinson Alberta Edmonton Office
Paint, markers & accessories provided
Pre-Registration for PA Edmonton event takes
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Edmonton Office

Don’t live alone with
Parkinson Disease.

We can help.

Would you like to see your company
ad in the Parkinson Pulse?

All you have to do is
start the conversation.

Advertising rates and opportunities
are available.
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Parkinson Alberta helps make every day better for Albertans affected by
Parkinson disease (PD). We provide support services, education, advocacy
and funds for research.
Parkinson Pulse is a quarterly publication of Parkinson Alberta. It is available free
of charge to people living with Parkinson disease, their supporters, community
health partners, and researchers.
We welcome your comments, suggestions and questions. Email us at 
communications@parkinsonalberta.ca; phone us toll free at 1-800-561-1911;
or mail to Parkinson Pulse at 102, 5636 Burbank Cres SE, Calgary AB, T2H 1Z6.
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the views of Parkinson Alberta
and are NOT intended as medical
neurologist in all matters relating to
health concerns or medication.

WELCOME MESSAGE

From the Desk of

THE CEO
You are reading this because you have a connection
to Parkinson disease. It’s you, your loved one, someone
you work with, someone you live next to, someone
you see as a patient or client. You know, on some
level, what it is like to live day-to-day with the ups and
downs of Parkinson disease. You know of the struggles,
the trials and tribulations; and you also know the joys
and triumphs, though they may not be as frequent as
the latter. You understand the importance of having
someone there to offer support, and to listen. To be the
cheerleader offering encouragement, and the shoulder
to lean on when it seems like it is too much to bear. You
understand that is who we are and what we do.
Parkinson Alberta is the only charitable organization in
the province providing support services, programs, and
education, to those Albertans affected by Parkinson
disease. Whether it is one of our 33 support groups, a
singing program in Grande Prairie, a dance program in
Edmonton, a walking program in Medicine Hat, a speech
practice group in Calgary, a question submitted to our
Ask the Experts, or a call received on our PD Helpline;
Parkinson Alberta is there to ensure no one has to face PD
alone. Without us, these individuals and families would
have nowhere else to turn for support.
We work tirelessly to provide these services, to educate
the public about PD, and to contribute much needed
funds to research. But we can’t do it alone. We rely on
you, the Faces of Parkinson’s, to help us.
Who are the Faces of Parkinson’s? They’re clients like
Paul Christianson, who not only shares his story (pg 4)
so that others might understand, but recently agreed to
be an ambassador. They’re students like those involved
in our Brighter Day Program. They’re the researchers and
medical professionals who help us educate and inform;
and the sponsors and donors like Russ Scruggs and
the members of the Oilympic Committee. And they’re
every person who steps up to take part in one of our
many fundraising activities.
I encourage you to read up on our Faces of Parkinson’s
initiative (pg 12) and consider how you can lend your
support to help us help those who need it. By adding your
3
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voice to ours, you become part of a movement to ensure
the very best in support, services, education and research
for those Albertans facing this devastating disease.
One of the ways you can lend your support is at the
Flexxaire Parkinson Step ‘n Stride Walk (pg 20) this
September 6th and 7th. For the last six and a half years
we have been grateful to the participants, the sponsors,
volunteers and staff. During that time we raised money
to assist with operations and fund research activities
both provincially and nationally.
This year we are excited to welcome Flexxaire to the
Parkinson Alberta family. Thanks to their generosity,
over the next three years the Walk will be branded the
Flexxaire Parkinson Step ‘n Stride. From the time I met
with Russ Scruggs back in March our discussions have
centred on how Flexxaire and the Scruggs Family could
get involved with Parkinson Alberta. Their support
goes beyond money, and is an example of community
leadership and what can be done to make a difference.
And while the large contributions are key, equally
important are the ones on a smaller scale. Consider this; if
every one of our 1500 Walkers raised an additional $44, it’s
enough to run our 33 support groups for one year. And if
every one of those same Walkers brought just one friend
who raised $50, that’s $75,000 that when combined with
Parkinson Alberta's matching research funds is enough to
support a PhD research student for a 5-year commitment.
Engagement and support come in all shapes and sizes. In
the end, it all adds up to a brighter future for those affected
by Parkinson disease. But, as I stated earlier, we can’t do it
alone. We can only do this as a team; a team with common
goals, a common ambition, and a common vision.
So join us, and let’s demonstrate our commitment, let’s
build stronger communities, a broader base of support
and services, and a larger contribution to research.
Together, we’ll make a difference in the lives of Albertans
affected by Parkinson disease.

HOW I LOST MY SMILE,

a journey with Parkinson disease
Paul Christianson

M

y journey starts about 10 years ago. I had a ranch,
a cowherd that I was proud of, and a young
family. I started to feel very fatigued every day,
and would also comment to my wife that sometimes my
face or a spot in my hand would be totally numb, like
it was paralyzed. My sense of smell also disappeared. I
started seeing the docs, with no real explanation of what
was happening. Then came the tremors.

“Because we didn’t know how fast
it would progress, we decided to
sell the ranch. That was one of
the hardest things I’ve had to do
in my life.”

I was referred to a neurologist in Calgary, Dr. Scott Kraft.
A cocky little bugger, so we got along splendidly. He
had me put my finger out and back to my nose, tap my
fingers together and walk up and down the hallway. It
didn’t take him long to give me his diagnosis, Parkinson
disease. My wife started crying, I was in shock. I didn’t
even know what the hell Parkinson’s was.

But life goes on. I quit ranching, but the PD didn’t. My
tremors got worse, I couldn’t sleep, and I was in constant
pain. Many people think PD is just tremors, but it is so
much more. Some people have episodes of “freezing”,
where they are trying to walk but their muscles won’t
allow them to move, so there they are, frozen in place.
Also there is facial paralysis where the face looks like a
mask; you couldn’t smile if you tried. People with PD
also may have troubles swallowing or talking.

Parkinson disease (PD) is a neurodegenerative disorder
that affects motor and non-motor functions due to the
lack of dopamine in the brain. The dopamine allows
nerve impulses to travel from one cell to another. When
dopamine is reduced, the messages from the brain to the
nerve cells are not properly transmitted, resulting in the
recognizable tremors, slowness, and muscle rigidity. The
average age of diagnosis is 58; I was 46… just lucky I guess.
So my wife and I made a tough decision. Because we
didn’t know how fast it would progress, we decided to
sell the ranch. That was one of the hardest things I’ve
had to do in my life. It was like a death in the family. All
of my hopes and dreams were gone. Loading up my
cows to sell, lining up my equipment for my farm sale, I
never cried so much in my life.
4
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In my fall 2012 appointment with Dr. Kraft I was maxed
out on my pills, and was starting to get some nasty
side effects from them, namely “dyskinesia” which is
involuntary muscle movements or spasms. That in
turn upped my pain as well. Other side effects can
be gambling believe it or not! Also other compulsive
disorders such as overeating, sex addiction, and the list
goes on. With no more drug options, what was I to do.
Dr. Kraft suggested I think about Deep Brain Stimulation,
or DBS. He told me no hurry, just think about it. So I did.

MY STORY

How I got my smile back
I thought about Dr. Kraft’s suggestion for DBS through the
winter. Brain surgery? I had always been a risk taker. I had
rodeoed, skydived, and ranched, but nothing compared
to this! Just the thought of it scared the crap out of me.
I spent a lot of time that winter researching DBS. DBS
involves implanting a “lead” in a select spot in each side
of the brain. This is connected to a wire which runs from
the head down the side of the neck to an implanted
pulse generator (IPG) which is implanted in the chest.
Once this is programmed it sends electrical impulses to
each target site in the brain to interfere with the neural
activity at the target site, basically a pacemaker for the
brain. The risks are about 1 in 200 of death, and about
a 5% chance of a stroke. I weighed my options and
decided that since I was out of drug options and was
getting shitty side effects from the drugs, that I wanted
a better quality of life and would go for it. I informed
Dr. Kraft of my decision at my annual checkup fall 2013,
and was referred to my neurosurgeon Dr. Zelma Kiss, a
wonderful, talented lady.
That fall and winter I went through a myriad of
appointments and tests; tests for my cognitive functions,
psychiatrists, MRI’s, the full meal deal. Originally I thought
my surgery was going to be around June, but another
patient bailed out and my surgery date was booked for
March 10, 2014. My wife and I prepared our affairs at
home; just in case something went wrong, updated our
wills, etc. Then came my surgery day.
I arrived at the hospital at 5:30 AM to get booked in.
Once booked in, I received my hospital garb, and
was wheeled down to a room where they put a local
anesthetic above my eyes and at the back of my head.
This is where they put the screws of a frame that was
screwed solidly to my skull. Then it was off for a MRI
and into the operating room. This room was full of
technicians, nurses, and of course my surgeon. My head
was shaved at 2 sites on the top of my head and a hole
about the size of a quarter was drilled at each site. And
then the fun began…
A probe was run down into my brain, a millimetre at
a time, using the frequency from my brain as a guide.
Each one of these was called a “track”, and once they
thought a track was in the right position they would run
a current through it and ask me if I could feel or see
anything. Sometimes I would feel a tingling at the sole
of my foot, or the palm of my hand, or the side of my
5
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face might pull to the side. It took 4 tracks to do the left
side of my brain (which runs the right side of my body)
but it took 9 tracks for the right. This kept me on the
surgery table for 13 hours!

“I weighed my options and decided
that since I was out of drug
options and was getting shitty side
effects from the drugs, that I
wanted a better quality of life
and would go for it.”
I was worried about being claustrophobic with the
drape being over my head, but when you have 4 screws,
2 holes in your head bolted to the table, and a tube up
your penis, that’s the last thing I was thinking of!
The next day my nurse tested the leads to see if the
placement was right, and they were so I had my IPG
implanted in my chest 2 days later. I was released from
the Foothills the next day. They did not program my
IPG right away; apparently there is a “honeymoon”
period where your symptoms are relieved just from the
stimulation of the surgery. So 3 weeks later I returned and
was programmed. This took all morning, putting it on a
setting without medication, then have me talk, walk, do
hand movements, etc, then another setting and do it all
over again. Then I took a small dosage of pills, went for
lunch until they kicked in and tried it again.
The results? Excellent! I am currently at half dosage of
my meds, can sleep at night, no tremors, and best of all
no pain! And that’s how I got my smile back.
I did not write this for sympathy but to inform. My
wife encouraged me to write this article as so many
people do not understand what Parkinson disease is
all about. Parkinson’s is a disease that I would not wish
on anybody, but because of it, it has made me a better
person. I am now much more sympathetic to anybody
with a disease or disability. I appreciate life and family
time so much more. And it strengthened my faith with
the big guy up above.

CLINICAL TRIALS

HOW ARE NEW TREATMENTS FOR

Parkinson disease developed
H. Shaikh, O. Suchowersky MD, FRCPC, FCCMG
Movements Disorders Program, Department of Medicine (Neurology), University of Alberta

T

he development of new therapies for Parkinson
disease (PD) is fueled by research. This is a long
and slow process, taking decades, and millions
of dollars before a new drug can be used clinically.
It starts with preclinical trials to establish whether a
treatment appears to be effective and safe, and to
determine if further investigation is worth pursuing.
Preclinical experiments include “in vitro” and “in vivo”
trials. “In vitro” trials occur in the lab, using cells or
tissues. These are followed by “in vivo” trials, done on
animals. Following successful “in vitro” and “in vivo” trials,
the study shifts to clinical trials, which are composed of
three different phases.

Phase I
The first phase of clinical trials, Phase I, involves few
individuals with the goals of assessing the safety of the
treatment, evaluation of any side effects, observation of the
action of the treatment, including how it moves through
the body, how the body responds, and how it is eliminated.
If Phase I is successful, the study moves on to Phase II.

Phase II
Phase II is done with the objective of monitoring
the benefits, tolerability and safety of the treatment.
Additionally, these trials are useful to establish the
effective dosage. Every individual is unique and may
react to different treatments differently, so it is helpful
to observe the effects of the drug on a larger sample of
people. Phase II trials may be done with two groups of
6

Parkinson Alberta www.parkinsonalberta.ca

people divided into experimental and control groups.
The experimental group receives the actual treatment,
while the control group receives a placebo, a “sugar
pill”. The experiment is typically done with the study
participants, investigator, and/or both being blinded;
this means that they do not know who is receiving the
treatment and who is receiving the placebo. This allows
the researcher to observe the effects of the proposed
treatment in an unbiased fashion.

Phase III
Phase III trials are typically done on a large number of
individuals, usually several thousand. The purpose of
this phase is to compare the new treatment to existing
treatments or placebo to determine the benefits and
safety. In order to ensure impartiality, Phase III trials
are always done in a double-blind controlled fashion,
meaning neither participant or researcher knows who
is on which treatment.
In the event that the treatment proves successful,
approval is given by Health Canada after it reviews
all of the data. Only then may it become available on
prescription; but research does not end there.
Once the treatment is in widespread use, information
continues to be collected by Health Canada, and the
pharmaceutical company to monitor the side effects of
the treatment.
Continued on next page.

ASK THE EXPERTS

All clinical research that is conducted must strictly adhere
to ethical guidelines. Research must be conducted
with informed consent, which means that potential
participants are told about the study and permission
is obtained from the participants before proceeding.
Participation is entirely voluntary and the participant
has the right to withdraw from the study at any time. The
researcher is obliged to minimize the risks associated
with the study; in other words, they must protect
the participants from harm. Additionally, researchers
must be respectful of privacy and confidentiality by
safeguarding the participant’s personal information.
Lastly, the participants are entitled to know the true

Ask the

EXPERTS

purpose of the study, with as much information as
possible being provided. Following study completion,
the participants should be told whether they were on
the study drug or a “sugar pill”.
Clinical research is a complex process that must
adhere to strict scientific and ethical guidelines.
With many potential candidates that can be studied
scientifically for PD, there is plenty of hope for the
PD community that new treatments will continue
to be developed.

Parkinson Alberta has gathered an exemplary team of experts to answer
your PD questions in a feature on our website aptly named “Ask the
Experts”. Our experts address questions on everything from symptoms
and treatments, to medications and research, to alternative therapies.

Question: I am a 54 year old female with PD for 7
years. I have problems with my toes curling under
with cramp like pain in one foot. It is quite painful
to continue walking. Is this part of PD or something
else? What can I do to stop it??
Answer: This cramping of the toes is called an "off
dystonia". It is related to the PD and typically will affect the
more severely affected side (the side that the PD started on).
This problem is due to the medication (usually levodopa)
wearing off, or losing its effect. Typically, the cramping
will occur during the night, waking a person with PD up.
It can also occur during the day, just before the next dose
of levodopa is due. It should go away after you take the
next dose of levodopa. Adjusting the timing or dose of the
levodopa is the best treatment for this problem. The "off
dystonia" should be discussed with your neurologist, so the
medications can be adjusted appropriately.
If the cramping is very severe and the medications cannot
be adjusted, botulinum toxin (botox) injections are
sometimes used to relax the muscle, and help with the pain.

Question: My question is about 'drug holiday' in
relation to Parkinson drug management; can you
help me understand what that is supposed to mean?
Answer: A 'drug holiday' is a term used to describe
a procedure, where all drugs used to treat Parkinson's
symptoms were stopped for several days to weeks. This
was done in individuals with severe PD who had a lot
of fluctuations, in the hope that when the drugs were
restarted, they would work better. The patients were usually
admitted to hospital, and medications, such as levodopa and
dopamine agonists, were stopped suddenly. The patients
usually developed severe slowness and stiffness, with
problems such as inability to eat or walk. This procedure
carried a high rate of complications such as infection,
dehydration, and even death. With the development of
the many drugs available currently, and treatments such
as surgery, drug holidays have not been used for over 20
years. Currently, there is no place for using a drug holiday in
treatment of people with PD.

If you have a question you would like to ask, visit us online at: parkinsonalberta.ca/ask-the-experts
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MAKING A DIFFERENCE

MAKING
A DIFFERENCE
WHEN YOU GIVE
WHERE YOU LIVE
This past spring, Parkinson Alberta was chosen as one of the charities of
choice for the 21st annual Oilympic Charity Hockey Tournament. We sat
down with one of the founding members, John Ruzicki, to find out a little
bit more about this incredible organization.

I

t all started in 1993, when a small group of wellintentioned guys from the oil patch in Calgary sat
down for lunch at Quincy’s and decided they could
improve upon a hockey tournament they were all
involved in. That they could turn a run-of-the-mill hockey
tournament into something that could make a difference
in the community they called home. Now, its 2014, over
20 years later and those four founding members are now
a board of nine, as committed to making a difference as
the day they started. Only now the 10 teams of 12, has
become 384 players on 24 teams.
“It just kept growing” says John Ruzicki, one of the
original founding members, “every four or five years we’d
add another four or five teams; we were turning away
so many players, somewhere in the neighborhood of
60-100 players who wanted to participate but couldn’t.”

8
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The Oilympics Charity Hockey Tournament has
something for everyone. Kicking off on Saturday night
with the Break-Cup Bash, heading into Sunday it’s a
family affair, with a kids skate, face painting and prizes;
and of course, a week of hockey. The group has come
a long way from that very first donation of $2500 back
in 1994; as of 2013 over $1.894 million dollars has been
raised; $3.726 million when you combine the funds
raised from all of Oilympics events.
And the other Oilympic events? In 2010, board member
Ryan Knievel’s family tragically lost their son Jacob shortly
after his birth, due to complications brought on by HELLP
Syndrome. The family was compelled to do something
in his honor; and the Oilympics/Jacob Memorial Charity
Golf Tournament was created. The Oilympics Hockey
Marathon, was added under the Oilympics umbrella of
giving where you live a few years after that.

MAKING A DIFFERENCE

Planning events of this magnitude take time. In the early
stages of event planning, most committee members
spend, on average, five hours per week; as the event
gets closer, some individuals are spending half of their
work day organizing. How does that play out for the
companies these guys work for? “I think in corporate
Calgary, companies tend to be quite supportive of their
employees taking on extra ambitions that are benefitting
and helping out within the community,” says Ruzicki, “I’ve
never heard anybody say – look I’ve got to go back to
work because I’ve got to punch a clock.”
When asked what drives him and the rest of the
Committee to make a difference, Ruzicki’s answer is as
straightforward and on-point as the organization itself
-- “I think it always comes down to if something’s going
to happen, somebody’s going to have to take ownership.
You can’t just sit on your hands and hope the next person
will go and do something about it. You actually have to
be committed to do something, to make a difference.”

9
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The Oilympics Executive
Committee is:
»»

John Ruzicki, Shark Oilfield Rentals

»»

Dale Hansen, Cobar Fibreglass Solutions Ltd.

»»

John Nash, Canadian Energy Services

»»

Gerry Mumford, Continental Alloys & Services

»»

Scott Logan, Summit

»»

Alex Halat, Star Valley Oilfield Services

»»

Ryan Knievel, Red Dog Drilling Inc.

»»

Ken Zandee, Canadian Energy Services

»»

Dan Pilling, Stinger Wellhead Protection

EVENTS + UPDATES

EVENTS
+ updates
UPCOMING EVENTS
For more information on our
upcoming events, please visit our website at
www.parkinsonalberta.ca/parkinson-alberta-events

Popcorn for Parkinson’s
August 23 from 8:00am – 12:30pm
Red Deer – Kernal Bliss, Red Deer Farmers Market
Want to try some delicious melt-in-your-mouth nutty,
caramel popcorn and support a great cause at the
same time? All proceeds will go to Parkinson Alberta.

4th Annual Shooting for Parkinson’s
August 23 - 9:30am
Edmonton – Edmonton Gun Club
We are excited once again to partner with the
Edmonton Gun Club and 2014 major sponsor
Wholesale Sports for the 4th annual Shooting for
Parkinson's Event. The shooting event will be followed
by a NAIT Culinary catered dinner! There will be many
great prizes as well as a few additional fundraising
events - up for grabs are six O/U shotguns donated by
major sponsor Wholesale Sports!

2nd Annual Bay Nopper Memorial
Powerlifting Tournament
August 24 – 9:00am
Edmonton – Fitness Town, 10320 – 80 Ave
This tournament is for those Powerlifters needing
to get a qualifying total for the Western Canadian
Championships (2014) and the Alberta Provincials
(2015). It is also a fundraiser for Parkinson's research and
will include a BBQ following the event. The tournament
is open to all levels of lifters and divisions.

Parkinson Alberta at Western Canada
Fashion Week
September 27
Watch our website for more details.
10
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Casino Days
September 14 & 15
Medicine Hat – Medicine Hat Lodge, Casino by Vanshaw

October 22 & 23
Calgary – Cash Casino on Blackfoot Trail
Volunteers are needed to help with our Casino Days in
Medicine Hat and Calgary. Volunteer positions include:
general manager, banker, chip runner, countroom
supervisor and countroom staff. Various shifts are
available; if you or someone you know can help please
contact PA Medicine Hat (403-526-5521) or PA Calgary
(403-243-9901) Office.

PAST EVENTS
Perspective
The inaugural Perspective Variety Show was held
in Edmonton on June 7th. Guests were treated to
some of the premier talent of the Edmonton arts
community. Dancers, singers and improvisation
artists all contributed their time to support Parkinson
Alberta programs and services. This amazing evening
showcased the incredible support of the Edmonton
community for People with Parkinson’s.

Sip, Sample & Support
The inaugural Sip, Sample and Support held in Calgary
on June 7th was a rousing success. With amazing support
from the local food and wine community our guests
sampled some of the best Calgary has to offer. Chefs,
sommeliers, and guests rubbed shoulders with some of
Calgary’s innovators including Top Chef Contestant, Chef
Pierre Lamielle, all while enjoying the amazing local art of
the Webster Galleries. Over $20,000 was raised to support
Parkinson Alberta programs and services.

VOLUNTEERS NEEDED
Flexxaire Parkinson Step 'n Stride
September 6/7
Flexxaire Parkinson Alberta Step n’ Stride walk is
September 6/7 (depending on your walk site) and
volunteers are needed; if you can help please contact
your local PA Office or email info@parkinsonalberta.ca.

HOPE CONFERENCE WRAP UP

THANK YOU for choosing Hope

T

his past May, Parkinson Alberta welcomed
participants from across the province and
beyond to the Delta Edmonton South Hotel
and Conference Centre for the 6th Annual Hope
Conference for Parkinson’s. We are proud to have been
able to bring together some of the top researchers,
motivational speakers and industry professionals
that work to make every day better for those whose
lives have been touched by Parkinson disease. As you
know, Hope Conference offers a unique opportunity
to interact not only with other individuals and families
who have been affected by PD; but also with the men
and women who have dedicated their professional lives
to a brighter future for those with Parkinson disease.
Our objective for this conference was to build on the
successes of our past conferences. The ultimate goal
being to present new opportunities to learn how to
achieve a better day-to-day life with Parkinson disease.
To accomplish this, we were fortunate to bring in an
exceptional group of experts in their respective fields
to participate in our conference. Their involvement
resulted in three enlightening presentations, six informative breakout sessions, and an expert panel Q&A that
remains one of the conference highlights. We want to
thank each of them for contributing to this incredible
two-day event that covered everything from the latest
in research and treatment options, to practical solutions
for living well with Parkinson disease with presentations
on sleep, voice, movement and care partner stress, to
name a few.
Thank you to our keynote speaker, Dr. Lisa Shulman,
and plenary speaker, Dr. Richard Camicioli. Thank you
also to Dr. Oksana Suchowersky for moderating our
Expert Panel and, alongside Dr. Wayne Martin, Dr. Janis
Miyasaki, and Karen Hunka, R.N. for providing their
expertise. And to our breakout session presenters: Dr.
Cary A. Brown, Dr. Merrill Tanner, Cari Cooke, Susan
Loewen, Shawn Turcotte, and Dr. Janis Miyasaki and
Karen Hunka who pulled double duty at the conference. A special thanks, as well, to Paul Franklin, Master
Corporal, Ret. of the Canadian Forces who filled in at
the last minute and told his poignant and inspirational
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story of survival and how anyone can move forward
from adversity.
We would like to thank our honoured guests and recipients of the Louise Plewes and Holly Metcalfe Awards,
Gordon and Diane Buchanan, and Doug Darling,
respectively. The contributions of these individuals have
forever changed the landscape of Parkinson disease in
Alberta, and we were fortunate and grateful to have
them in attendance.

And finally, we would like to extend a appreciative thank
you to our sponsors – Teva and AbbVie – without whom
a Conference of this calibre would not be possible.
While on many levels, we consider the 6th Annual
Conference to be a success, the true measure of success
happens when those who attended take all the things
they learned with them and apply it to their own home,
work, or education resulting in a healthier day-to-day
life with Parkinson’s. There is nothing more powerful
than when the PD Community comes together to
share ideas, stories, and hope. We invite you to join us
at our 7th annual conference, to be held May 2017 in
Calgary; in the mean time we hope to see you at our
regional Education Days being held in the spring of
2015 and 2016.

The

Faces
of PD

?

?

?

FACES OF PARKINSON'S

Parkinson Alberta is pleased to announce our newly expanded Faces of Parkinson's initiative.

What is the Purpose of Faces
of Parkinson’s?

1

To create an active and passionate community of
supporters that will help increase awareness of
Parkinson disease (PD) in Alberta, help raise the
profile of Parkinson Alberta and our mission; and
activate other Parkinson community members to get
engaged. By getting engaged with Parkinson Alberta;
individuals, families and groups will help to raise
awareness of Parkinson disease. Furthermore, sharing
personal experiences with Parkinson disease will help
educate others about the reality of PD, and may also
encourage others in similar situations to get involved
and help make a difference.

How Does the Faces
of Parkinson’s Initiative Work?
There are three-tiers to the Faces of Parkinson’s
initiative; three distinct ways to get involved with
Parkinson Alberta and make a difference. It’s easy to
start at the first tier and move into the second and
third, or stay with whatever works best for you.

1. Agents of Change
2. Storytellers
3. Ambassadors
12
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Each tier offers different levels of
engagement, commitment and responsibility.

Agents of Change
It is easy to become an Agent of Change, anyone can get
involved. Participation is quite simple, does not require
a large time commitment, and offers the flexibility of
choosing one, any or all of a variety of options (see
below) – once or as many times as one chooses.
Educate yourself
Talk to a PA Staff member or visit PA’s website to get
information on Parkinson disease and Parkinson
Alberta. By doing this you may be able to help connect
someone in need of information and/or services.
Membership
By purchasing a membership, you ensure your voice is
counted when Parkinson Alberta advocates on behalf
of those Albertans affected by PD.
Like & Share
By “liking” our Facebook page and sharing posts you
will increase the reach PA can achieve when it comes
to sharing information about Parkinson disease, our
programs, services and events.

COVER STORY

Tweet
Share with your Twitter followers information about
PA’s upcoming events or new developments in
Parkinson disease research, retweet PA’s tweets and
tweet about your involvement with PA.
Participate
Take in one of the many programming and/or educational
opportunities PA has available – from programs for clients,
care partners, families and health care professionals to our
annual Hope Conference for Parkinson’s.
Volunteer
Get involved and participate in volunteer
opportunities with Parkinson Alberta; you’ll have fun,
meet great people, and make a difference all at the
same time.
Raise Money
Help support PA’s mission to provide quality support,
services and educational opportunities to Albertans
affected by PD; as well as contributing valuable funds
for research.
Invite a Friend
Next time you plan to attend or volunteer at a PA
event, invite a friend. When you get others involved,
you increase your impact with PA!
Tell Somebody
Don’t forget to share your experiences with Parkinson
disease and PA with others. Hearing about your
involvement and interactions may encourage them to
learn more or get engaged and become an Agent of
Change themselves!

2

Storytellers
Becoming a Storyteller for the Faces of Parkinson’s
initiative is relatively easy, as it too has a variety of ways
in which you can become involved. Storytellers aim to
show the personal side of Parkinson disease by sharing
their personal experiences.
Who can be a Storyteller?
A Storyteller can be anyone who has been affected
by Parkinson disease or who has been involved with
Parkinson Alberta.
»» A person with Parkinson disease
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»» A care partner/caregiver, family member or friend
»» A health care professional
»» A volunteer, donor or sponsor who has been
involved with Parkinson Alberta
What kinds of stories are you looking for?
We’re looking for your story, your experiences, and your
inspiration. Some ideas to help you get started are:
»» Your journey with Parkinson disease
»» How being affected by PD has inspired you to
make a difference
»» How someone who is affected by PD inspires you
»» How Parkinson Alberta has made a difference
Storytellers can write or record (audio or video) their
stories; and stories will be shared in the Faces of
Parkinson’s section of our website; written stories may
also appear in our newsletter. Please note that stories
don’t have to be “stories” they can be poems, songs, or
photo collages. Storytellers are encouraged to submit
as many pieces as they choose.

3

Ambassadors
The role of an Ambassador is a little more specific than
the two previous roles mentioned. Parkinson Alberta
is looking for Ambassadors in every region (Calgary,
Edmonton, Grande Prairie, Lethbridge, Lloydminster,
Medicine Hat and Red Deer - these include outlying
communities and not just the cities proper) to be key
influencers in the Parkinson community. Ambassadors
will help Parkinson Alberta Staff promote Parkinson
disease awareness, Parkinson Alberta and our
initiatives; and encourage others to begin engaging.
Ambassadors can apply or be recruited; and if
successfully chosen will commit to a one-year term.
Your support in any or all of these areas helps Parkinson
Alberta maximize our reach and increase awareness.

All participants in the Faces of Parkinson’s initiative are
voluntary. All training and support will be provided
free of charge. Faces of Parkinson’s is overseen by
the Communications and Community Relations
Portfolio of Parkinson Alberta. If you are interested in
learning more about Faces of Parkinson's please email
communications@parkinsonalberta.ca.

FUND DEVELOPMENT

CHAMPIONS OF HOPE
Where would we be without research?

Research in to Parkinson disease has long been undervalued and under-recognized.
In order for Parkinson Alberta to raise the profile of this neurological disease we must
come together with the experts in the field of research in order to successfully gain
support from our members, corporate Alberta and the government. Research is one of
the key pillars of our mission, and as such, supporting and promoting research that
will benefit our clients is a top priority for us. The Champions of Hope Campaign is
Parkinson Alberta’s commitment to do just that.

The goals for the Champions
of Hope include:
»» Promote the care and treatment of Parkinson’s
patients
»» Promote the education of people with
Parkinson’s, caregivers, families and health
professionals
»» Enhance clinical research into the diagnosis and
treatment of Parkinson disease
»» Develop opportunities for study and
interdisciplinary collaboration
From a promotions perspective, Champions of Hope
is committed to actively promoting the strides being
made in Parkinson’s research; especially here in Alberta.
Currently we have several provincial institutions
researching various aspects of the brain and Parkinson
disease, and to gain exposure and credibility we must
profile and promote their work. Working with the
14
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five major Alberta universities (University of Alberta,
University of Calgary, University of Lethbridge, Mount
Royal University and Grant MacEwan University),
Parkinson Alberta will strive to draw attention to the
impeccable work being done here at home to ensure
that not only our clients are made aware, but the
business community and government as well. While we
are currently looking at a multitude of ways to go about
this; one such initiative will take place this fall when we
launch a series of interviews with local researchers on
our website; these interviews will highlight not only the
individuals conducting the research, but the breadth
and depth of the types of research being done in
relation to Parkinson disease here in Alberta.
In regards to financial support, with the leadership of our
Research Committee Head, Dr. Oksana Suchowersky,
Parkinson Alberta is poised to become a key supporter
of Parkinson’s research. Funding from the Champions of
Hope will be used to support research that will push the

FUND DEVELOPMENT

boundaries of current research provincially, nationally, and internationally.
Not only will Champions of Hope contribute to innovative research projects,
it will also be steadfast in its financial support of the intellectual aspect of
research.
What does financial support of the “intellectual aspect of research” mean?
It means funds will be used to support graduate students, training
fellowships, student sponsorships, and learning opportunities within the
existing neuroscience research infrastructure at universities. This type of
funding opportunity will provide researchers with the resources to allocate
time, energy and expertise to Parkinson disease research. The benefits of
supporting the intellectual aspect of research is two-fold: one, it allows for
more money to support the actual research; and two, it provides an excellent
training opportunity for students and junior researchers, thereby helping to
cultivate a new generation of Parkinson disease researchers.

Some examples of support for the intellectual
aspect of research include:
»»
»»
»»
»»
»»
»»

Travel Awards for Nurses and Students $2,500/ person
Summer Student Sponsorship: $5,000/ person
Pilot Project Grants: $30,000/year
Graduate Students: $60,000 for a two year commitment
PhD Students: $150,000 for a five year commitment
Clinical Movement Disorders Fellowship: $70,000/year

Obviously, a program of this depth requires significant funding but the
advantage to the Parkinson’s community are endless. With every dollar
contributed, we are one step closer to a better day-to-day life with
Parkinson’s, a safer way to move, an improved medication delivery system or
new medication, an earlier diagnosis, and a cure. Already for 2014, Parkinson
Alberta has secured more than $60,000 for the Champions of Hope
Campaign; and with our commitment to match funds donated to research,
we help secure hope for a brighter future for those we serve.
With the assistance of Albertans both individually and in the business
community, Parkinson Alberta will continue to support and promote
innovative research and the individuals who have dedicated their
professional lives to bring about change and make a difference in the lives
of those affected by Parkinson disease.

If you would like more information or would like to support the
Parkinson Alberta Champions of Hope, please contact your local
Parkinson Alberta Office.
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HEALTHY EATING

HEALTHY EATING

& Parkinson disease

Ninsa Garay

W

hile participating in the Serving Communities Internship Program with Parkinson
Alberta, I had the opportunity to research
the scientific literature regarding nutrition and
Parkinson disease and speak with clients. During this
time it became evident to me that nutrition is a critical
component in managing Parkinson disease. Working
towards achieving optimal nutrition status is important in this population and can be done with the help
of a nutrition professional. One way to improve eating
habits is by following a balanced diet that includes a
variety of foods from all four food groups from “Eating
Well with Canada’s Food Guide”.

Benefits of eating healthy
»»

Reaching or maintaining a healthy body weight

»»

Meeting your nutrient and fluid requirements

»»

Having energy to do the activities you enjoy

»»

Maintain muscle strength

»»

Reduced risk of infection

»»

Reduced risk of chronic disease (Hypertension,
Heart Disease, Diabetes)

People with Parkinson disease can especially benefit
from following a balanced diet since the disease itself,
or certain medications may cause specific nutritional
concerns. Those with Parkinson disease may not always
have regular bowel movements, which can cause
discomfort, and may lead to other complications. Eating
foods that are high in fibre will help ease this problem.
Fibre is the part of the vegetable, fruit or grain that
humans cannot digest, so it helps with regularity by
pushing digested food through our bowels. There are
many ways that you can include fibre in your diet, for
example, choose whole grain products like whole grain
breads, brown, rice, or whole wheat pasta, or add fruit
to your breakfast cereals. You can also try adding extra
vegetables to casseroles and sauces. Remember to
increase your fluid intake as well while you are increasing
your fibre intake. Aim to drink at least 1.5-2L of liquids
per day to help the fibre move through your system.
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Symptoms like nausea may be eased by eating
small meals frequently throughout the day, or taking
medication with a small snack like a cracker or juice.
Ginger has also been known to help with nausea.
Try fresh ginger added to tea.
Other common symptoms like difficulty moving jaw or
tongue, slow or uncontrolled movements, or problems
swallowing certain foods or thin liquids may make it difficult to meet your daily nutrients and fluid requirements.
Uncontrolled movements like tremors, also known as
dyskinesia may increase your calorie needs. Meeting your
daily calorie and nutrient requirements is very important since research has shown that as Parkinson Disease
progresses, people tend to lose weight and muscle, and
your bones may become weaker. Eating soft foods, small
frequent meals, and giving yourself enough time to eat
and enjoy your meal are all things to consider the next
time you sit down to eat.

References
1. Abou-raya, S., Helmii, M., & Abou-raya, A. (2009).
Bone and mineral metabolism in older adults with
parkinson's disease. Age & Ageing, 38(6), 675-680.
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people with Parkinson’s disease in a general population sample. Parkinsonism & Related Disorders,
18(7), 828-832.
3. National Parkinson Foundation. (2014). What
are some nutritional concerns for people with PD?
http://www.parkinson.org/Parkinson-s-Disease/
Living-Well/Nutrition.

AT A GLANCE

SUPPORT GROUPS
Please note that support groups run from September through June unless otherwise indicated.
CALGARY REGION

Tanya Good/Kate Tuff 403-243-9901

AIRDRIE
10:00 am – 11:30 am

Cam Clark Ford – 1001 Highland Park Blvd

1st Monday of the month

10:00 am – 11:30 am

Hope Lutheran Church – 3527 Boulton Rd NW

1st Thursday of the month

10:00 am – 11:30 am

Hope Lutheran Church – 3527 Boulton Rd NW

2nd Monday of the month

10:00 am – 11:30 am

McDougall United Church – 8516 Athabasca St SE

4th Monday of the month

10:00 am – 11:30 am

McDougall United Church – 8516 Athabasca St SE

4th Monday of the month
Young Onset

7:00 pm – 8:30 pm

Hope Lutheran Church – 3527 Boulton Rd NW

10:00 am – 11:30 am

St. Andrew’s United Church – 128 – 1st St E

10:00 am – 11:30 am

St. Cecilia’s Catholic Church – 2308 – 19th St

3rd Monday of the month
CALGARY

COCHRANE
2nd Thursday of the month
NANTON
4th Thursday of the month
EDMONTON REGION

Maica Martinez/Susana Vela 780-425-6400

CAMROSE
4:30 pm – 6:30 pm

Fire Hall – Mt Pleasant Dr.

1st Wednesday of the month

1:00 pm – 3:00 pm

Rutherford Heights – 949 Rutherford Rd

3rd Wednesday of the month

7:00 pm – 9:00 pm

PA Edmonton Office – 102, 11748 Kingsway

3rd Thursday of the month

1:30 pm – 3:30 pm

Providence Renewal Center – 3005 – 119 St

4th Wednesday of the month
Young Onset (under 50 years)

6:30 pm– 8:30 pm

Locations vary – Please call PA Edmonton Office

1st Thursday of the month

1:30 pm– 3:30 pm

Country Hall – 2001 Sherwood Dr

2nd Tuesday of the month

1:00 pm – 3:00 pm

Bethel Lutheran Church – 298 Bethel Dr

6:30 pm– 8:30 pm

Pioneer Centre – 301 Jesperson Ave

1:00 pm – 3:00 pm

St. Albert S55+ Club – 7 Tache St

1:30 pm – 3:30 pm

Room 140, Provincial Bldg – 2, 10003 – 100th St

1st Wednesday of the month
EDMONTON

SHERWOOD PARK

SPRUCE GROVE
4th Thursday of the month
ST. ALBERT
3rd Tuesday of the month
WESTLOCK
Last Monday of the month
GRANDE PRAIRIE REGION

780-882-3262

GRANDE PRAIRIE

17

2nd Tuesday of the month

2:00 pm – 4:00 pm

Wildrose Manor – 9358 – 70th Ave

3rd Monday of the month
Care partners

12:30 pm – 2:30 pm

PA Grande Prairie Office – 103, 10901 – 100th St
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AT A GLANCE

SUPPORT GROUPS
Please note that support groups run from September through June unless otherwise indicated.

LETHBRIDGE REGION

Brian Treadwell 403-317-7710

LETHBRIDGE
3rd Thursday of the month

2:00 pm – 3:30 pm

Lethbridge Senior Citizens Org. – 500 – 11th St S

2:00 pm – 3:30 pm

Prairie Ridge Centre – 328 Broadway S

RAYMOND
3rd Wednesday of the month
LLOYDMINSTER REGION

Barb Foxall 780-425-6400

COLD LAKE
3rd Thursday of the month

7:00 pm – 9:00 pm

Cold Lake Regional Health Centre – 314 – 25th St

7:00 pm – 9:00 pm

Lakeland College – 2602 – 59 Ave

2:00 pm – 4:00 pm

Provincial Building – 810 – 14th Ave

LLOYDMINSTER
3rd Tuesday of the month
WAINWRIGHT
3rd Tuesday of the month
MEDICINE HAT REGION

Beth Metcalf 403-526-5521

BROOKS
Please call PA Medicine Hat Office for more info
MEDICINE HAT
2nd Tuesday of the month
Care partners

1:00 pm – 3:00 pm

Locations vary – please call PA Medicine Hat Office

2nd Wednesday of the month
Men with PD

12:30 pm – 2:00 pm

Royal Canadian Legion – 702 – 2nd St SE

4th Tuesday of the month

1:00 pm – 3:00 pm

Kinplex Social Room – 2055 – 21st Ave SE

RED DEER REGION

Marilynne Herron 403-346-4463

LACOMBE
4th Wednesday of the month

1:30 pm – 3:30 pm

Wolf Creek Community Church – 4110 Hwy 12

1:30 pm – 3:30 pm

Sunrise Village – 5600 Sunrise Cres

1:30 pm – 3:30 pm

Davenport Church of Christ – 68 Donlevy St

OLDS
2nd Wednesday of the month
RED DEER
3rd Wednesday of the month
THREE HILLS
Please call PA Red Deer Office for more info

Parkinson Alberta would like to thank the following sponsors for their commitment to ensuring that Albertans
affected by Parkinson disease receive the quality and level of support and service necessary to live better with PD.
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NEWS + UPDATES

NEWS
+ updates
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»»

PA Lethbridge meeting
PA Lethbridge Office is hosting a “townhall” meeting
at 7:00pm on September 24 at the LSCO. This meeting
is for those who would like more information about
PD, are not ready for a traditional support group, or
who cannot attend daytime meetings. The meeting
will include Parkinson’s specialists Dr. John Kennedy
and Dr. Lesley Brown.

»»

Tanis Robinson Top 50 Under 50
This past July, our own Tanis Robinson was named
to the 2014 Medicine Hat Top 50 Under 50. Join us in
offering congratulations to Tanis on this impressive
accomplishment! http://www.parkinsonalberta.
ca/parkinson-alberta-board-member-named-tomedicine-hat-s-top-50-under-50.

»»

Deep Brain Stimulation
PA Calgary Office is offering our first ever Deep Brain
Stimulation (DBS) Meet Up on Wednesday, August
13 from 1:00pm – 3:00pm at Hope Lutheran Church
(3527 Boulton Rd NW). This meet up will provide
an opportunity for people who have undergone or
are undergoing DBS to compare their experiences,
learn from each other, and discuss challenges and
successes. For more information please contact PA
Calgary Office at 403-243-9901.

Parkinson Alberta www.parkinsonalberta.ca

»»

Speech & Swallowing Group
Do you live in the Camrose area and have Parkinson
disease (PD) or related diagnoses (Multiple Systems
Atrophy (MSA), Progressive Supranuclear Palsy (PSP)? If
so you are encouraged to take part in a new Parkinson
disease Speech & Swallowing Group to learn more
about the effects of PD (and related diagnoses) on
speech, communications, swallowing, and saliva
control. It will also educate on what strategies one
can take advantage of to try and manage these
progressive changes. This group will be facilitated
by a Speech-Language Pathologist and will include
hands-on practice and education on a variety of
topics. Please contact Tawnya Schmidt at 780-6783417 for more information or to register.

»»

New under 50 program in Edmonton
Are you or do you know someone under the age of
50 who has PD? PA Edmonton Office has created a
new program to suit the needs of younger persons
with Parkinson’s. Join us the 4th Wednesday of every
month from 6:30pm – 8:30pm to have fun, socialize,
share your ideas and interests. Locations and activities
vary from month to month, please call 780-425-6400
for more information.

»»

New Brooks Support Group pilot
The Brooks Support Group is currently piloting a new
format for support group meetings. Without Walls is a
support concept where in place of meeting in person,
the group meets by teleconference calls once a
month. For more information on this new format and
how to get connected to the support group contact
PA Medicine Hat Office at 403-526-5521.

LAST LOOK

Last Look

FLEXXAIRE PARKINSON
STEP ‘N STRIDE

O

n June 4, John Petryshen, CEO, Parkinson Alberta and
Russ Scruggs, Vice President of Business Development,
Flexxaire, announced Flexxaire as the title sponsor of
the Parkinson Step ‘n Stride Walk for the next three years.
“I am pleased to announce that Flexxaire, with the support of
Brock Properties, has committed to a three-year partnership
with Parkinson Alberta,” said Russ Scruggs. “People need to be
involved in their communities, to help make a difference; the
same holds true for businesses. At Flexxaire we strive to be a
company that makes a difference both professionally and in
the community.”
“As Parkinson Alberta’s most prominent annual fundraising
event, Flexxaire Parkinson Step ‘n Stride generates essential
support towards our mission of ensuring support services,
programming and education to all Albertan’s affected by
Parkinson disease; as well as valuable funds for research,” said
John Petryshen. “We are pleased to welcome Flexxaire to the
Parkinson Alberta family, and thank them for joining us in our
mission to make certain that no one has to face this devastating disease alone.”
In addition to a new provincial sponsor, we’re rolling out a few
new exciting additions as well. First, is the addition of a timed
run at the PA Edmonton event on September 6th. Our standard
walk routes of 5, 3 and 1 KMs are still an option, but we’ve added
a 5 and 10 KM run as well. If you or someone you know would
like to participate give the PA Edmonton Office a call.
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Next up is our Walk Gear Challenge! We are challenging all
Walkers (teams & individuals) to create their own unique look;
maybe it’s a funny hat, a one-of-a-kind shirt, or a team theme.
The sky is the limit, be as creative as you want! Come Walk Day,
our staff and volunteers will be taking pictures of you and/
or your team in your creations and we’ll post them on our
website. Finally, if you can’t make it, you may want to consider
joining Team Alberta and have our CEO do the walking for you!
(see details on the facing page)

We cannot do it without you!
This September 6th and 7th, join us and more than 1,500
walkers as we gather with the goal of raising over a quartermillion dollars to support people living with and affected by
Parkinson disease in the province of Alberta. No other organization in the province provides this level of support to make
every day better for people with Parkinson disease and those
who care for them. So gather your family, friends, neighbours
and co-workers and Share the Power of a Step!

REGISTER TODAY!
Register online at www.parkinsonalberta.ca,
pick-up a registration form at your regional
Parkinson Alberta Office or call 1-800-561-1911.

Join

TEAM ALBERTA
Flexxaire Parkinson

JOIN TEAM ALBERTA
Maybe you've never been to one of our Walks before
and are not sure how to get started. Or maybe you
would love to participate but physical limitations or
distance keep you from participating. We want you to
know that you can still be part of Parkinson Alberta's
largest fundraising event – 2014 Flexxaire Parkinson
Step 'n Stride – and share the power of a step!
Our CEO, John Petryshen, is leading the charge with
the newly formed TEAM ALBERTA! Representing the
entire province, John will participate in the 5Km
run in Edmonton on September 6th, and walking in
Cochrane on September 7th. You can join John and
share the power of a step in one of two ways.
First, you can join John on TEAM ALBERTA! That's
right, regardless of where you live in the province,
we invite you to join our TEAM! Register to be a part
of TEAM ALBERTA today at parkinsonalberta.ca/jointeam-alberta and attend one of our eight Walks, or
start your own in your community or neighborhood.
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Second, let John's steps become your
own! You can sponsor him via one of
the following methods:
•

via our easy online pledge system at
parkinsonalberta/ca/join-team-alberta

•

by calling our toll-free number at
1-800-561-1911; or

•

by mailing in your pledge (make sure to note
you're pledging John) to:
PA Calgary Office–102, 5636 Burbank Cres SE,
Calgary, AB T2H 1Z6

•

or drop it off at your regional PA Office.

SUPPORT GROUPS & PROGRAMS
RETURN THIS FALL!

Dance for PD, Singing & PD,
Walking Program, Speech Practice
and the Educational Living Well
Series to name a few.
A current support group listing is available on pages 17 & 18

Please visit our website at www.parkinsonalberta.ca/programming for the most up-to-date listing of programs
22

in your region, or contact your regional client services coordinator.
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