
 

 

It started out on a summer’s day, at the 

age of 27, with a slight tremor in my right 

pinky finger. Curious, I thought. I had 

heard patients describe a tremor before 

but to actually experience it was medi-

cally intriguing to me. It was the summer 

after having finished my residency in 

Family Practice at the University of   

Toronto; a busy time for me and it was 

easy to ignore this unusual symptom as 

I began a new chapter in my life. 

But as time passed, I noticed that the 

slight intermittent movement became 

more constant and concerning. So much 

so that I decided to consult a neurologist 

colleague at the new clinic where my 

husband and I had just started our    

practices.  

After a ream of clinical            

neurological testing, he looked at 

me pensively across the desk 

and slowly and carefully stated 

that he thought it was Young   

Onset  Parkinson’s Disease.  

As with many in a similar situation, my 

gut reaction was one of denial, and     

instead of accepting his diagnosis, I     

accepted his offer for a second opinion 

from one of the top movement disorder 

specialists in the country. 

The months passed as I waited for the 

appointment at Toronto Western     

Hospital. We had a beautiful healthy girl 

during that period and I tried to immerse 

myself in the glories of new motherhood.  

                                                                      

The day finally arrived, the day I was to 

finally be accurately diagnosed. I was 

excited and nervous as I entered the 

movement disorder clinic. In the waiting 

room as I observed an elderly man in a 

wheelchair, with the typical mask-like 

face and the pill-rolling tremor, I became 

more convinced that my initial diagnosis 

was wrong. But I was not to be so lucky. 

As the senior neurologist came in after 

reviewing my case, the diagnosis was 

the same, Young Onset Parkinson’s  

Disease.             
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Our Mission 
 

Parkinson Society Central & Northern 

Ontario works in partnership with 

Parkinson Society Canada and nine 

other regional partners across Can-

ada to ease the burden and find a 

cure through research, education, 

advocacy, and support services.  

Parkinson Society CNO 

4211 Yonge St. Ste 321 

Toronto, ON    M2P 2A9 

www.parkinsoncno.ca 

800-565-3000 or 416-227-1200 

Charitable No: 10809 1786 RR0001 

LiveWire is published three times an-

nually: in the spring, summer, and fall. 

In 2012, expect our Spring edition in 

early March, our Summer edition in 

mid July, and our Fall/Winter edition 

in November. 
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Dr. Gordon Hardacre   Member at Large 

Kathy Marlin  Member at Large 

Stephanie Ossanna  Member at Large 

Kate Pitfield   Member at Large 

Larissa Ruderman  Member at Large 

Rebecca Hogan  Member at Large 
 

STAFF 

 

Chief Executive Officer 

Debbie Davis  416-227-3373  debbie.davis@parkinson.ca 

Community Development Coordinator Toronto  

Naseem Jamal     416-227-3377  naseem.jamal@parkinson.ca 

Community Development Coordinator East  

Diane Newman Reed 613-827-8421 diane.newmanreed@parkinson.ca 

Community Development Coordinator West 

Karen Dowell Ext. 3376   karen.dowell@parkinson.ca 

Community Development Coordinator Central (York Simcoe) 

Amanda Stanton Ext. 3371  amanda.stanton@parkinson.ca 

Community Development Coordinator North  

Karen Boyer  705-645-9513   karen.boyer@parkinson.ca 

Coordinator of Volunteers, Toronto 

Louise LeBlanc  Ext. 3304  louise.leblanc@parkinson.ca 

Coordinator, Client Services and Education 

Sandie Jones, RN  416-227-3375  sandie.jones@parkinson.ca 

Information & Referral Associate 

Robert TerSteege 416-227-3372 robert.tersteege@parkinson.ca 

Office Manager 

Stella Recchiuti  Ext. 3301   stella.recchiuti@parkinson.ca 

Manager, Major and Planned Giving 

Lorelei Wilkinson  416-227-3378 lorelei.wilkinson@parkinson.ca 

SuperWalk and Event Coordinator 

Kim Murdoch  416-227-3374 kim.murdoch@parkinson.ca 

Manager, Programs and Events 

Jon Collins  416-227-3370 jon.collins@parkinson.ca 

The LiveWire newsletter is published to provide people affected by 

Parkinson’s in Central & Northern Ontario with helpful information. It 

is not meant to be medical advice and does not necessarily reflect 

the view of the Parkinson Society or the LiveWire Editorial Commit-

tee. Readers should contact their doctors in all matters relating to 

health concerns and/or medication. 

The Editorial Committee is made up of volunteers and staff. The 

Committee welcomes feedback on current and past issues, as well 

as suggestions and submissions for future issues.  

LiveWire is offered in both hardcopy and electronic form. Please let 

us know if you prefer to receive it electronically. 

Contact us at 1-800-565-3000 ext. 3371, or email to                    

livewire@parkinson.ca. 

Next submission deadline is June 8, 2012. 

PSCNO: What We Do 

Advocacy: 

Our Ontario-wide Advocacy Committee has the following objectives: 

1. Influence the behaviour of key government officials and agencies in 
support of people living with Parkinson's. 
2. Influence the behaviour of Ontario MPPs in support of people living 
with Parkinson's. 
3. Strengthen the scope and capacity of the Ontario Advocacy          
Committee. 
4. Ensure consistent, coordinated advocacy communications across  
Ontario. 
5. Build strong relationships with the Local Health Integration Networks 
across Ontario. 

Education: 

Our goal is to bring excellent seminars and conferences to different areas 
in the region so that this information is readily available. We strive to pro-
vide four to six sessions each year in addition to the smaller sessions 
offered during support group meetings.   
 
2012 Sessions: 

Please see page 7 for a complete listing. 

Support Services: 

We provide consistent and excellent support to people living with Parkin-
son's and their families to make their lives better. 

- Constantly updated Website 

- Information & Referral line that fields approximately 6,000 calls and 
emails every year and sends out personalized information packages 
- Individual support as required 

- Regional newsletter sent out free of charge three times a year 
- Support group network—40+ in the region—including newly diagnosed, 
young onset, and carepartner groups 
- Fundraising and awareness events 

- In-service sessions provided to healthcare professionals, specifically the 
new Get it on time program currently intended to educate staff at LTC 

facilities about the need to get medication on time—every time. 

Research: 

Parkinson Society Central & Northern Ontario fully supports the National 
Research program and sends all research donations to support this pro-
gram:  

Parkinson Society Canada (PSC) strives to make an impact on the Cana-

dian Parkinson's research community by working as investors in Cana-

dian Parkinson's research potential. By funding meaningful and innova-

tive projects and promising young researchers in their professional devel-

opment, PSC aims to encourage continued growth and revitalization in 

the fields of Parkinson's research in Canada.   

Thank you for your continued support! 

PSCNO could not fulfill its mission to ease the burden and 

find a cure without the generosity of its donors and  

volunteers! 

To help ease the burden and find a cure, call 1-800-565-3000 

ext. 3378 or visit www.parkinsoncno.ca to make a one-time or 

monthly donation.  Thank you!  

Parkinson Society Central & Northern Ontario 
Thank you to the Brampton Support Group for their support of the 
LiveWire newsletter.  

mailto:livewire@parkinson.ca
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First Person Perspective 

IN MY OWN WORDS  
Continued from page 1 

And so the diagnosis was made, and the dance with denial, 

anger, fear, and secrecy began. As the tremor worsened in 

my right hand, then my right foot, and ultimately progressing 

to the left side of my body, I preoccupied myself in my work 

and our growing family. 

However, no matter how much I tried to ignore it, it contin-

ued to make its unwelcome presence known. This progres-

sive neurological disease was taking over my body, stiffen-

ing it in the morning, cramping my feet to the point it was 

difficult to walk, amplifying my tremor, causing significant 

back and neck pain, and turning my nights into restless ex-

haustion. There was no escaping it. 

To the outside world, however, everything appeared great. I 

was a productive member of society, contributing to my  

family, practice, and community. I could talk the talk even 

when I couldn’t walk the walk. Many a time I received acco-

lades regarding how well I managed to juggle so many re-

sponsibilities so successfully. Little did they know how bro-

ken I was on the inside and that it was by pure stubbornness 

that I kept going day to day, essentially driving myself into 

the ground, refusing to acquiesce to this progressive condi-

tion. 

            

       

            

And I continued this way of living for 

quite a long time, suffering in silence, 

concentrating much more on the        

disability that this disease was causing. 

The glass was always half empty. And 

so my life would have continued on this 

same destructive path. It was much eas-

ier to live in avoidance and self-pity. But 

eventually and thankfully, I grew tired of 

the stress, it worsened my symptoms 

and it was changing me as a person. 

Although no one could tell from my ex-

ternal demeanor, I didn’t like the fact that 

I rarely laughed anymore, that I was so 

intent on distracting myself with busy-

ness that I was exhausting myself with 

constant activity. This is not who I 

wanted to be.  

But then thankfully, things changed. It  

wasn’t one specific incident or            

encounter. It wasn’t after one particular 

conversation or after reading something 

profound. It was a result of much introspection, faith, and a 

determination to become more than this disease, to rise 

above the perceived boundaries that I had placed upon my-

self since my diagnosis. 

Because I finally realized that although this diag-

nosis was beyond my control, how I was going to 

face this challenge was mine to determine. 

As I look back, this has been well over a decade of change 

–change to my body, a growing lack of control over my 

tremor, a slowness of movement, and a number of medica-

tion trials. These have been years of inner turmoil and self-

doubt. These have also been years of self-examination and 

introspection. This journey, although difficult from a physical 

point of view, has been liberating and a blessing for my 

spirit. Because out of this difficult journey has evolved a new 

life perspective, a recognition of what’s truly important–an 

attitude that has allowed me to move forward, to begin living 

again.                                                                                

Dr Soania Mathur will be a keynote speaker at the Barrie, 

Peterborough, and Sudbury conferences this year. Please 

join us to hear her inspirational story and unique perspective 

as both a doctor and a patient! To follow Dr. Mathur’s blog, 

go to www.designingacure.com. 

Dr. Soania Mathur with her family 
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Philanthropy 

Porridge for Parkinson's (Toronto) 2011 
Achievement  
 
Parkinson Society Central & Northern Ontario applauds the heart 

and commitment of the volunteer organizing committee, chefs,     

presenters, and attendees to find a cure and ease the burden 

through Parkinson’s research. 

More than 290 people gathered in one of Toronto’s gracious 
and historic homes on November 6, 2011, for the third      
biennial Porridge for Parkinson’s event with the promise that 
“there is no better way to spend your morning.”   

With over $100,000 raised, and over $92,000 donated to research 

programs through Parkinson Society, the morning was indeed well spent! 

This year’s breakfast tasting once again welcomed five of Toronto’s most celebrated chefs: Jamie Kennedy (Jamie 

Kennedy Kitchens), Joanne Yolles (Pangaea Restaurant and Scaramouche Restaurant), Martin Kouprie and Derek 

Bendig (Pangaea Restaurant), and Donna Dooher (Mildred Pierce Group). The chefs prepared delicious breakfast 

treats including omelettes, parfaits, and porridge for guests to enjoy.  

Notable guests included CBC Radio One newsman Robert Fisher as MC and Martha Johnson of Martha & The Muf-

fins performing her iconic hit “Echo Beach.” As well, former CBC Radio One Metro Morning host Andy Barrie and 

fashion journalist Jeanne Beker joined us to help promote this great morning. Celebrities greeting arriving guests 

included Michelle Leslie of CBC; Bill Coulter of Global TV; and Debbie Davis, the CEO of Parkinson Society Central 

& Northern Ontario. 

Guests participated in the breakfast-themed Silent Auction, bidding on such items as Wake Up in the Caribbean, 

Breakfast with Matt Galloway at CBC Radio One Metro Morning and a Baking Class with Joanne Yolles.  

Porridge for Parkinson’s (Toronto) Committee 2011 

Online Registration begins on Tuesday, April 3!   

Mark your calendars and tell your friends! 

For more information on how you can get involved, 

please call 1-800-565-3000 ext. 3374.    

WWW.PARKINSONSUPERWALK.CA 

 

APRIL IS PARKINSON’S AWARENESS MONTH! 

Since 1965, Parkinson Society Canada and Parkinson Society Central & Northern Ontario, one of 10 regional     

partners, have been supporting Canadians living with Parkinson’s providing education, support, advocacy, and funding for 

research. Since 1981, Parkinson Society Canada has invested $19.5 million in 385 research projects in basic and    

clinical research as well as projects that address quality of life issues. Through its National Research Program, Parkinson       

Society Canada encourages innovative ideas and fosters emerging Canadian scientists who choose careers to further 

understand Parkinson’s disease.  



 

 

Calling all artists: This could be your year to shine...now accepting                                     

photographs for the 2013 Hope on Display Calendar!  

“I was excited to be included in the first calendar, knowing there would be a huge audi-

ence for the work represented......what an honour! It was important for me as I try to be 

an educator of Parkinson's. I personally distributed 80 copies of the calendar and had 

the opportunity to discuss what PD is and a little about the Society.” Bill Goode 

Send your high resolution photos to debbie.davis@parkinson.ca for          

consideration to be included in the 2013 Hope on Display calendar. 

April Awareness 

Linda Jean   
Remmer took up 
exercise in her 
40s, determined 
to bypass a fam-
ily history of 
heart problems. 
She began run-
ning in her 50s 
and came first,  
in her age cate-

gory, in a few 10K races. Then she 
began to notice that her left arm   
couldn’t raise weights above her head 
and her balance was off. The reasons 
became clear when she was           
diagnosed with Parkinson’s disease in 
December 2009, at age 60. 

Linda Jean decided to change her   
activities. “I have rigidity-type Parkin-
son’s, so I thought intuitively I should 
be doing yoga to stretch out my     
muscles. I started taking yoga privately 
five times a week because I couldn’t 
keep up in a class.” 

As her flexibility and balance improved, 
she returned to the gym, lifting weights 
at a lower level than before and gradu-
ally increasing the intensity. A year 
later, she attempted running again. “I 
would walk the treadmill on an incline 
and towards the end of the session, I 
would run for one minute, then two, 
and gradually build on that. The first 
time I could actually run again, I started 
to cry because it was so amazing that I 
was running again.” 

Now 62, Linda Jean alternates three 
days at the gym with two days of yoga. 
She recently joined a smaller gym 

where the personal trainer pushes her 
to use her body weight rather than ma-
chines. She lifts and swings kettlebell 
weights and does push-ups, sit-ups, 
walking lunges and other exercises to 
strengthen her upper and lower body. 
“It’s almost like military training.” 

With the help of Parkinson’s medica-
tion, Linda Jean is back on the ball-
room dance floor with her husband. 

Fatigue is one of her major symptoms, 
so Linda Jean says, “I might have to 
take a nap when I get home but being 
active makes me feel better. I feel like 
I’m doing something. It gives me 
hope.” 

Reading extensively about Parkinson’s 
and exercise, Linda Jean is encour-
aged by emerging research about the 
neuroplasticity of the brain and “the 
idea that exercise may be helping the 
brain to lay down new pathways be-
tween the neurons.” She travels across 
the continent to attend conferences on 
the topic and has even participated in a 
training program for exercise therapists 
who work with people with Parkinson’s. 

She is sharing what she learns. “That 
has become my life’s purpose at the 
moment, talking to people about the 
importance of exercise, yoga, dance, 
and meditation as part of the treatment 
plan in managing Parkinson’s disease.” 

Her special message to people with 
Parkinson’s: “Rather than waiting for a 
drug to come out and help us, exercise 
is something we can do, at this very 
moment, to take care of ourselves.” 

The Importance of Exercise: One Woman’s Story THE TULIP:  
Our Symbol of 

Hope 
The familiar red and white 
James Parkinson tulip is a symbol of  
Parkinson’s—a symbol of hope for a 
cure. It also has become both an 
awareness and a fundraising tool 
across Canada, but not many people 
know its origin. 
 
In 1980, a Dutch horticulturist named 
J.W.S. Van der Wereld developed a 
hearty tulip, which he named in hon-
our of Dr. James Parkinson. Mr. Van 
der Wereld himself had Parkinson’s. 
The tulip received the Award of Merit 
that same year from the Royal Horti-
cultural Society in London England, 
and in 1981 it received the Trial Gar-
den Award from the Royal General 
Bulb Growers of Holland.  

Now in its 26th year, Parkinson 
Central & Northern Ontario will 
launch its Hope in Bloom tulip 
fund-raising campaign in April 
2012.   
 
Volunteers operate booths in several 
high-traffic locations all over Central 
and Northern Ontario, selling more 
than 50,000 bouquets and 5,000 pots 
annually. Proceeds from the sale go to 
Parkinson Society Central & Northern 
Ontario for critical programs and re-
search.  

Please contact Naseem Jamal at 416-

227-3377 or 

naseem.jamal@parkinson.ca to      

receive your tulip order form or to 

volunteer at a venue sales site. 
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Volunteer Information 

2012 Volunteer Award  
Nominations 

 

Each year, at our Spring    
Volunteer Tea, we present 
three important volunteer 
awards. 
 
The Derek Curwen award is presented 
to volunteers who exemplify his fund-
raising expertise, ability to inspire and 
lead others, and whole hearted sup-
port of Parkinson Society Central & 
Northern Ontario. 
 
The Marilyn Forbes award is pre-
sented to volunteers nominated by 
their peers who exemplify her dedica-
tion to their chapter, support of people 
living with Parkinson’s, and the work of 
the Parkinson Society Central & North-
ern Ontario.   
 
The Ian Davidson award is presented 
in recognition of volunteers who have 
Parkinson’s disease and have been 
role models in providing guidance and 
support that improved the lives of oth-
ers living with Parkinson’s in Central &  
Northern Ontario. They will have also 
increased public understanding of their 
situation through such activities as 
leading support groups, public speak-
ing, advocacy, volunteering, and fund-
raising.  
 
The recipient of the Ian Davidson 
award is selected by previous winners 
of the award. The recipients of the 
Derek Curwen award and the Marilyn 
Forbes award are selected from nomi-
nations by people in the Central and 
Northern Ontario area. 
 
Our Community Development Coordi-
nators will be distributing the nomina-
tion forms in their respective areas.  
 
If you do not receive a nomination form 
by the end of March, and would like to 
nominate someone, please contact 
Louise LeBlanc, Coordinator of Volun-
teers, at 416-227-1200 ext 3304 or 
louise.leblanc@parkinson.ca.  
 
Nominations for the 2012 awards are 
due by April 13, 2012. 

Join us for Pedaling for Parkinson’s in Parry Sound 

Raising funds for Parkinson’s research and pedaling to grow awareness 

Two ways to support: 

Make a donation, or ride with us! 

July 13 to 15, 2012 

Details available at www.pedalingforparkinsons.ca                 
or call Jon Collins at 1-800-565-3000 ext. 3370 

Call for Volunteers for the Ontario Advocacy          

Ambassador Network 

Parkinson Society Central & Northern Ontario is currently looking 
for volunteers to join the Ontario Ambassador Network. Ontario 
Ambassadors act as the voice of People Living with Parkinson’s 
and work directly with their local politicians and other provincial 
stakeholders, to advance provincial advocacy initiatives. We are 
looking for individuals with the following: 

· A strong commitment to the mission, vision, and values of          
Parkinson Societies Ontario 

· Knowledge of the provincial political process and a passion 
for advocacy 

· An ability to influence and persuade stakeholders 

· The time, willingness, and energy to participate in             
Ambassador Network Initiatives 

Members of the Ambassador Network will be asked to connect 
with their local politicians at least once a year and additionally on 
an as-needed basis. 
 
If you are interested in representing Parkinson Society Central & 
Northern Ontario and working directly with your local MPP to ad-
vance policy priorities for People Living with Parkinson’s, please 
contact: Debbie Davis at debbie.davis@parkinson.ca. 

mailto:louise.leblanc@parkinson.ca
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Internationally Renowned Speaker Coming in May! 

2012 Conferences and Major Education Events 
Online registration is available for all of our education events this year. Please visit  

www.parkinson.ca/conference to sign up. Phone registration to the individual contacts below is still available. 

 
May 4 & 5: Barrie, Ontario (Kempenfelt Centre, Friday evening and Saturday 9 a.m.–3 p.m.) 

 Key Note Speakers:  Friday: Gila Bronner—Love, Intimacy, and PD   

 Saturday: Dr. Doug Hobson from Manitoba—Medications; Dr. Soania Mathur; and Jocelyn Griffiths, physiotherapist 

 To register, or for more information, please contact karen.boyer@parkinson.ca or 1-800-565-3000 ext. 3371 
 

May 7:  Toronto, Ontario—Health Care Professionals only 
 Key Note Speaker:  Gila Bronner—Sexual Dysfunction and PD  

 To register, or for more information, please contact naseem.jamal@parkinson.ca or 1-800-565-3000 ext. 3377 
 

May 8: Hamilton/Burlington, Ontario (Royal Botanical Gardens, 7–9 p.m.) 
 Key Note Speaker:  Gila Bronner—Love, Intimacy, and PD 

 To register, or for more information, please contact karen.dowell@parkinson.ca or 1-800-565-3000 ext. 3376 
 

May 9: Toronto, Ontario (PSC Conference Centre, 7–9 p.m.) 
 Key Note Speaker:  Gila Bronner—Love, Intimacy, and PD 

 To register, or for more information, please contact naseem.jamal@parkinson.ca or 1-800-565-3000 ext. 3377 
 

June 20: Toronto, Ontario (Toronto Botanical Gardens, 7–9 p.m.) 
 Key Note Speaker: Dr. Brian Murray—Sleep Disturbances in PD 

 To register, or for more information, please contact naseem.jamal@parkinson.ca or 1-800-565-3000 ext. 3377 
 

July 25: Toronto, Ontario (PSC Conference Centre, 7–9 p.m.) 
 Key Note Speech: Financial Planning and Disability Tax Credits—What You Need to Know 

 To register, or for more information, please contact naseem.jamal@parkinson.ca or 1-800-565-3000 ext. 3377 
 

August 22: Toronto, Ontario (PSC Conference Centre, 7–9 p.m.) 
 Key Note Speaker: Greta Mah, Pharmacist—Medications  

 To register, or for more information, please contact naseem.jamal@parkinson.ca or 1-800-565-3000 ext. 3377 
 

September 29: Sudbury, Ontario (Radisson Hotel, 9 a.m.–3 p.m.) 
 Key Note Speakers:  Dr. Penny MacDonald and Dr. Soania Mathur, plus more! 

 To register, or for more information, please contact karen.boyer@parkinson.ca or 1-800-565-3000 ext. 3371 
 

October 27: Peterborough, Ontario (Holiday Inn, 9 a.m.–3 p.m.) 
 Key Note Speakers: Dr. Eric Ahlskog from the University of Minnesota, Dr. Susan Fox from Toronto Western, Dr. 

Soania Mathur, plus more! 

 To register, or for more information, please contact diane.newmanreed@parkinson.ca or 1-800-565-3000 ext. 3303 
 

Space is limited at some venues:  watch your mailbox for local event details, or contact the 
staff above if you are interested in an event in another community—all are welcome! 

Thanks to generous donations and bequests, Parkinson 

Society Central & Northern Ontario is pleased once again to 

be able to bring to our region a variety of educational oppor-

tunities, from some of the best experts in the field. We are 

extremely grateful to our speakers who donate their time to 

speak to you about the latest in research, treatment per-

spectives, and other topics of interest.  We strive to bring 

people what they have asked us for, as suggested on      

various evaluation forms at previous conferences.                                     

We are pleased to be hosting Gila Bronner, an internation-

ally renowned Parkinson’s expert and sex therapist, and 

also the director of the Sexual Medicine Center, Department 

of Urology, Sheba Medical Center in Tel-Hashomer, Israel.  

 

Ms. Bronner is a not-to-be-missed opportunity: speaking 

compassionately, yet clearly on what for many people is a 

sensitive, yet extremely important and commonly inquired 

about, topic. 

LiveWire Page 7 Spring 2012 



 

LiveWire Page 8 Spring 2012 

One of the best descriptions I’ve read in response to the 

question “What is Parkinson’s?” is the following: it is like an 

uninvited guest who suddenly shows up on your doorstep 

and insists on staying permanently in spite of being made to 

feel extremely unwelcome. 

The good news is that Parkinson’s is slowly progressive, so 

for many of you, it is usually years before it really starts to 

interfere with your quality of life. Furthermore, a combination 

of effective medication that will treat the symptoms, exercise 

that will keep you moving, and a positive attitude 

(Parkinson’s lives with me: I don’t live with Parkinson’s) will 

go a long way to help you stay in charge and prevent your 

uninvited visitor from ruling the roost. 

The bad news is that Parkinson’s is slowly progressive. No, 

this is not a misprint—slowly progressive is both good and 

bad. The changes that occur as time goes on are so subtle 

and gradual that they can sneak up on you and suddenly 

you may be faced with a big problem that might have been 

avoided if you had known what to look for. 

During your neurologist appointment, the doctor will assess 

the symptoms that we are all familiar with: tremor, slowness, 

stiffness, and walking problems. Because we know a fair 

amount about Parkinson’s disease and have a number of 

treatment options (medication), these motor or movement 

problems can be kept in check, and problems can be dealt 

with along the way. Even without your input, neurologists 

can determine how you are doing through their physical ex-

amination and the comparison of the previous findings at 

your last visit. 

BUT you may experience other changes and if you do not 

realize that these other symptoms—known as the non-motor 

symptoms—may be linked to Parkinson’s, they may go un-

treated: non-motor symptoms do not respond to levodopa, 

so may require additional treatment. 

Unlike the motor symptoms which are for the most 

part external, the non-motor symptoms are        

internal and also involve feelings that you have to 

be able to describe.   

Lack of information may mean that neither you nor your doc-

tor are addressing the non-motor problems, which means 

that not only are your symptoms not being treated but this 

can also lead to misdiagnosis, taking you down the wrong 

path entirely.  

So here are some of the non-motor symptoms that can 

cause a lot of difficulty and really impact your quality of life.  

Are any of them familiar to you? 

 Constipation 

 Bladder problems 

 Sleep problems 

 Depression and anxiety 

 Hallucinations—seeing or hearing things that others 

tell you are not there 

 Delusions—believing things that others tell you are 

not true 

 Pain 

 Excessive sweating 

 Getting light-headed when you stand up 

 Sexual dysfunction 

 Memory problems 

 Problems with concentration and planning 

These symptoms in particular are the ones I was referring to 

at the beginning—the ones that are lurking in the back-

ground and can slowly creep up on you when you’re not 

looking. I’m hoping that the Parkinson’s Summary, drafted 

by Jon Collins (which you will find on the next page) will help 

you describe to your doctor what is going on—both with  

motor and non-motor symptoms—in order for you to get the 

most out of your next visit. In other words, “Prepare to meet 

thy Physician”. Call us for additional copies. 

Doctor’s appointments are too short, and too infrequent, so 

you need to ensure that you get the most bang for your buck 

while you are there. And remember, don’t let that uninvited 

and unwanted visitor take over. It’s your life—make the most 

out of your journey with Parkinson’s. 

Sandie Jones, RN 

Client & Education Services Coordinator 

Sandie, along with Robert TerSteege, Information & Referral 

Associate, are also always happy to try and answer any 

questions that you may have. 

Please contact us, or visit the Resources section on the 

Support & Education page of our Website, 

www.parkinsoncno.ca, for more information. 

Prepare to Meet Thy Physician 



 

 

Name: 

_______________________________ 

Date:   

_______________________________ 

Place a checkmark in those boxes that ap-

ply to you. Please note: not all categories 

will necessarily apply to you now, or, per-

haps at any point in your experience with 

Parkinson’s. Circle, and check, the ones that 

are major problems. 

I have had Parkinson’s for __________ 

years 

Medications 

 I take my medication at the same time 

every day 

 My medication runs out (wears off) be-

fore the next dose 

The level of disability I experience with this 

wearing off is:    

 None     Mild     Moderate       Severe 

 I have uncontrolled squirming move-

ments (Dyskinesia) 

 My muscles contract involuntarily, result-

ing in involuntary movements and/or pain 

(Dystonia) 

The level of disability I experience with this 

is: 

 None      Mild      Moderate      Severe 

Motor Symptoms 

 Tremors bother me 

If yes:  

When: _____________________________  

Where: ____________________________ 

 I feel stiff 

 I am slow moving 

 I have trouble starting movements 

 I freeze (stop suddenly) when walking or 

standing up 

 I have problems with my balance 

I fall:      Rarely      Once a month      

               Once a week        Daily 

 I am afraid of falling 

 My speech is hard to understand 

 

 I experience drooling (dribbling of saliva 

during day time) 

 I have difficulty swallowing 

 I have difficulty with facial expressions, 

blinking, etc. 

Non-Motor Symptoms 

 I have sexual problems (my interest is 

too high/too low) 

 I have bladder or bowel control difficulty 

(incontinence) 

 I have a sudden sense of urgency to pass 

urine 

 Pain is a problem 

 I get light headed, dizzy, or weak when 

standing up 

 I suffer from fatigue/I find myself overly 

tired 

 I have trouble sleeping at night 

 I have nightmares 

 I act out my dreams (i.e., thrash around 

while dreaming) 

 I have numbness, tingling, or aching 

 I socialize less than I used to 

 My motivation is reduced (no get up and 

go) 

 I have mood swings 

 I feel depressed 

 I feel anxious (frightened or panicky) at 

times 

 I have a problem controlling gambling, 

eating, shopping, and/or I spend too much 

time on a habit or hobby 

 I see or hear things that I know or am 

told aren’t there  

 I am confused 

 I have noticed changes in thinking, mem-

ory, planning, etc. 

 I can’t smell things as well as I used to 

 I am constipated 

I have a bowel movement:        

 Once or more a day             Every 2 days           

 Every 3 days         Less than every 3 days 

 I have Diarrhea 

Dietary Concerns 

Food Intake 

 Unchanged 

 I am eating more than usual 

 I am eating less than usual 

 Meals seem to make my Parkinson’s 

worse 

 My weight has decreased in the last 2 

weeks 

 My weight has increased more than 5 

pounds 

Current weight: _____ 1 month ago: _____  

6 months ago: _____ 

 

Dietary Symptoms   

The following problems have kept me from 

eating enough over the past 2 weeks: 

 Difficulty swallowing or problems with 

choking 

 Poor appetite 

 Inability to taste things as well as I used 

to 

 Nausea (or feelings of sickness) 

 Vomiting 

 Stomach bloating 

Parkinson’s Summary 
 

Complete this form, with a carepartner/family member’s insight if possible, prior to your next neurologist visit. This form 

will help to optimize your medication and suggest whether you may benefit from seeing other members of the healthcare 

team. 

 

   My Main Problem Is: 

_____________________________ 

 

 

   Other Concerns:  

_____________________________ 

_____________________________ 

_____________________________ 

_____________________________ 

Based on Parkinson Problem Profile by Dr. 

Hobson, Movement Disorder Specialist of Deer 

Lodge Centre Movement Disorder Clinic. Used 

with permission. For copies of the full resource, 

please call 800-565-3000 ext. 3372. 
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Living with a   
medical condition 
can place a     
significant strain 
on a family’s     
finances.        
Fortunately, the 
government    
provides some 

financial relief by offering certain 
income tax credits that reduce 
the amount of income tax a    
person must pay. 

The following is a very brief discussion 

of the most common medical-related 

tax credits.  Each credit is subject to 

rules that determine when and how it 

can be claimed, so you should speak 

with your tax advisor to determine 

which credits you can claim on your tax 

return.          

The medical expense tax credit  

You may claim a tax credit equal to 

20.5% of your eligible medical ex-

penses, to the extent that these       

expenses exceed a certain mini-

mum amount.  

The types of expenses that can be 

claimed as part of the medical ex-

pense tax credit include: prescrip-

tion medications, dentist and doc-

tor’s fees, medical insurance pre-

miums, fees paid to caregivers, 

nursing home fees, travel ex-

penses for out-of-town medical 

appointments, purchasing or rent-

ing medical equipment or appara-

tus, costs incurred to modify a resi-

dence for access or mobility, and 

many other expenses.  

Only ‘out of pocket’ costs are eligi-

ble for the credit, so any amounts 

that are covered or reimbursed by 

another party (for example, a 

health insurance plan or govern-

ment assistance) cannot be 

claimed as part of your medical        

expenses. 

The disability tax credit 

The disability tax credit is available to a 

person who has a medical condition 

that renders them unable to perform at 

least one of the “activities of daily living” 

such as eating, dressing, bathing, walk-

ing, hearing, seeing, thinking, or speak-

ing, among others. In order to receive 

this credit, you must provide Canada 

Revenue Agency with a tax form 

(T2201) signed by a doctor which con-

tains information on the nature of your 

disability and the date your condition 

commenced. The disability tax credit 

also enables a person to claim addi-

tional types of medical expenses such 

as nursing home fees and attendant 

care expenses. 

The caregiver tax credit 

If you have a dependent relative (other 

than a spouse or minor child) living with 

you and they have a significant medical 

condition, you may be eligible to claim 

the caregiver tax credit in respect of 

this relative. 

Ontario energy and property tax 

credit 

When spouses are forced to live apart 

because of a medical condition 

(example, if one spouse must reside in 

a nursing home or assisted living), each 

may be able to make a separate claim 

for this credit. This is a refundable 

credit, so even low-income taxpayers 

may realize a benefit from being able to 

apply for this credit. 

It may be possible to go back up to 10 

years and adjust your tax returns to 

take advantage of previously unclaimed 

tax credits.  

Ken Garth is a tax partner with BDO      
Canada LLP, accredited as a tax special-
ist with the firm, and practicing in domes-
tic income tax (personal, corporation, and 
trust income tax). He is also a specialist 
in GST/HST. 

Tax Tips for People with Parkinson’s  

Pitch in 2012 

On August 15, Pitch In and help hit 

a home run in support of            

Canadians living with Parkinson's. 

 Premium tickets available for the 

Jays vs. the White Sox at the     

discounted rate of $45 each or       

4 for $150.  

Call 416.227.3377 or write 

naseem.jamal@parkinson.ca  

 

For this year’s Pitch In event, we’re excited to bring Rogers Sportsnet Per-

sonality and Blue Jays alumnus Gregg Zaun as our honorary chair. This will 

mean better promotion for our event and public awareness of Parkinson’s, 

and it will allow us to offer an exciting Gala Dinner and Silent Auction. For 

more details on the Gala, which includes a dinner at historic Barberian’s 

Steakhouse in Toronto and an opportunity to bid on exciting baseball memo-

rabilia and experiences contact us today! We have a lot of great silent auc-

tion items already donated, including a luxury box to our August 15th game, 

WestJet and Porter Airlines trips to ball games, and a round of golf with 

Gregg at Glenn Abbey. 
 

Visit www.pitchinforparkinsons.ca for details! 



 

 

Around the Region 

Paul Pasmore: A Lasting Legacy 

Last December, Paul Pasmore died as a 

result of a stroke he suffered in May, 

and we miss him. Paul was “our man in   

Niagara” long before his dream of a 

Support Group became a reality. He 

approached his Parkinson’s disease 

with the same tenacity he did for all the         

challenges in his life, and always said 

“Parkinson has to live with me, I don't have to live with it.” 

His sense of humour and commitment to the education and 

support of people living with Parkinson’s was the foundation 

of the Niagara support group for 5 years. He and his wife 

Ginette provided a welcoming environment for about 30 

people with Parkinson’s and their carepartners each month 

to come and learn more about the disease and to socialize 

with others on the same journey. Paul organized a bus to 

bring the group up to the annual education evening at the 

Royal Botanical Gardens. Always an entrepreneur, Paul 

touched many of his business connections to support the 

Niagara SuperWalk and the money raised by selling the 

weekly programs at his Auction supported the Support 

Group meetings and SuperWalk. Two years ago, with the 

help of several friends, he started a golf tournament to raise 

funds for Parkinson’s. They hope to carry on this year in his 

honour. 

At the January Support Group meeting, members agreed to 

continue meeting at the same place and time, with the same 

format of education, support, and socializing. The work 

started by Paul and Ginette will now be carried on by mem-

bers of the group going forward…a  fitting tribute to Paul.  

Philanthropy Among Friends 

In June 2011, Bill Rusland, treasurer of 
the Peterborough chapter, was enjoying 
lunch with an old friend. The conversa-
tion turned to donations and wills, and 
Bill suggested to his friend, “Don’t forget 
Parkinson Society if you are handing out 
money!” 
 

In mid-August, the two were again lunch-
ing and Bill’s old friend presented a 
cheque to him for “best use” at Parkinson 
Society. While a donation to Parkinson 
Society was not in his friend’s original 
plan of giving, the power of suggestion 
goes a long way among friends! 
 

Eight years ago, Bill was several years 
into his retirement when he became 
aware something was wrong with his health; he realized he was dragging one 
foot and had a light tremor in his hand when eating. His doctor diagnosed the 
problem quickly as Parkinson’s. 
 

Bill continues to enjoy life and is now the treasurer for the Parkinson Society 
Peterborough chapter. The first time he went to a meeting, he wasn't sure it was 
for him. A few months later after thinking it over, he returned and it was like    
coming home to faces he recognized and concerns he certainly was familiar with. 
The chapter has support group meetings for people living with Parkinson’s and   
separate meetings for caregivers, and it helps many people in the Peterborough 
area with Parkinson’s. 
 

Bill’s willingness to put the request forward for Parkinson Society has resulted in a 
gift that will give hope to many. To learn more about donating to Parkinson      
Society Central & Northern Ontario, contact Lorelei Wilkinson at 1 800 565 3000 

ext. 3378, email lorelei.wilkinson@parkinson.ca, or visit www.parkinsoncno.ca.                          
(With excerpts from The Peterborough Examiner Archives) 

To help ease the burden and find a cure, call 1-800-565-3000 ext. 3301 or visit 
www.parkinsoncno.ca to make a one-time or monthly donation. Thank you!  

23rd Annual 

People in Motion 2012 
CANADA’S LARGEST EXHIBITION 

FOR DISABILITIES 

Queen Elizabeth Building 

Exhibition Place, Toronto 
 

Friday June 1 • 10 a.m.–5 p.m. 

Saturday June 2 • 10 a.m.–5 p.m. 
 

For more information call              

1-877-745-6555 or                  

visit our Website: 

www.people-in-motion.com 
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HOPE ON DISPLAY  

5th Annual Hope on Display  

Peter Gilgan YMCA                             

410 Rebecca Street, Oakville             

Tuesday April 3, 4–7 p.m. 

3rd Annual Hope on Display              

Evergreen Retirement Community,   

820 Scollard Crt., Mississauga           

Wednesday April 18, 3–7 p.m. 

Both events are free. Come see the art, 

hear the music, and learn more about 

Parkinson’s disease. Artists are still wel-

come to register. For more information, 

contact Karen at 519-763-0366 or 

karen.dowell@parkinson.ca.    

mailto:Lorelei.wilkinson@parkinson.ca
http://www.parkinsoncno.ca
https://mail.parkinson.ca/owa/redir.aspx?C=e9636227a0f3429a915ce44594bf4493&URL=http%3a%2f%2fwww.parkinsoncno.ca
mailto:Karen.dowell@parkinson.ca
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Did you know? 
LiveWire is now offered in both print and electronic forms. If you would prefer to receive the electronic  

edition, please contact livewire@parkinson.ca to be added to our email notification list. 

Cut-a-thon 2012 
Participating in The LINC Study 

The LINC Study is a national study to 
learn about people living with a neuro-
logical condition and its impact on their 
everyday lives. It is part of the National 
Population Health Study of Neurologi-
cal Conditions, a collaboration be-
tween the Neurological Health Chari-
ties of Canada and the Public Health 
Agency of Canada.   

The survey will take approximately 60–
90 minutes to complete. You can 
choose to complete it online, on paper, 
or by phone. If you wish to have some-
one help you complete this survey, you 
can ask someone you trust to help 
you. You will be asked to provide 
some identifying information, but your 
name will never be revealed. Only the 
research team will have access to your 
identifying information.  

Please visit the LINC Study Website at 
dal.ca/thelincstudy, or call                
902-494-1699 or 1-855-462-6828    
(toll-free), or email 
thelincstudy@dal.ca to see if you’re 
eligible to complete the LINC survey. 

Save the date!  

Sunday April 29, 2012 

Participating cities:  
Barrie  
Bracebridge 
Burlington  
Collingwood  
Guelph   

Toronto 

Visit  www.cutathon.ca  

for more information and to book your appointment online!  

  

WANTED: TULIP VOLUNTEERS  

Are you looking for a way to make a difference? Join our Parkinson’s 

Hope in Bloom Campaign team as a Tulip Volunteer—either as the 

“Tulip Captain” or simply by spending a few hours selling tulips.  

Contact Naseem Jamal, Community Development Coordinator, Toronto: 

416-227-3377 or naseem.jamal@parkinson.ca.  


