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Dear LiveWire  

Readers, 

 

I hope this finds you 

well—that you were 

able to shelter from 

the heat wave that 

affected several   

regions of Ontario in July, and that 

you managed to stay active during 

the summer months in spite of the 

hot weather. 

 

In this issue, find out from Sandie 

who the elephant in the Parkinson’s 

support group might be; read the 

conclusions of the support group 

satisfaction survey carried out last 

year; and learn from Dr. Susan Fox 

about the therapeutic properties 

medical cannabis may have for pain 

relief. Thanks in advance for filling 

in our reader survey and mailing it 

back to us in the postage-free     

envelope; your feedback is very  

valuable!  

 

Preparations are underway for the 

2018 edition of SuperWalk, with 

around 40 events planned in our 

communities around Ontario. Thank 

you from the bottom of our heart for 

all your efforts to make this a     

success! We intend to make a big 

splash this year: our hard work and 

outreach will translate into more 

funds for research, and more ser-

vices for people with Parkinson’s. 

 

In June, a new conservative       

government was elected and we will 

pursue our advocacy efforts with the 

new Minister of Health and Long-

Term Care, Christine Elliott. We   

also look forward to sharing and 

promoting some great new          

resources for people with          

Parkinson’s and for carepartners in 

the fall. Stay tuned! 

 

Sincerely, 

http://www.parkinson.ca/site/c.kgLNIWODKpF/b.9268189/k.C105/ON.htm


Pedaling for Parkinson’s 

On July 13 to 15, riders took to the hills of Parry Sound 

for the final time in support of Pedaling for Parkinson’s, 

organized by Peter Istvan and David Newall. Founded  

in 2011, the ride has grown from a group of 10 friends  

in year one to more than 300 participants in 2018.  

Those 300 are a part of the circle of friends of Pedaling 

for Parkinson’s now too. A community fundraising event 

with the emphasis on community, the organizers, their 

families, and a town’s worth of volunteers have built 

bonds that will last well beyond this last hurrah.  

It was, however, quite a ride. Over the course of the 

three days, riders tackled a range of distances with the 

most energetic cycling Friday, Saturday, and Sunday 

over a collective 300 kilometres. While participants will 

miss mom’s homemade cookies at rest stops and  

well-grilled hamburgers on the sunny back deck of 

Canadore College, their impact will live on. Riders, each 

with their own personal connection to Parkinson’s and 

reason to ride, shared stories of struggle, and also of 

hope and inspiration, with one another this past      

weekend and throughout the years. The community is 

bound together by the ride and their mutual passion     

for a world without Parkinson’s.  

In 2017, the ride eclipsed $1 Million in lifetime         

fundraising. This year, the bar was set high with a 

$500,000 one-year fundraising goal; riders are          

expected to raise more than $700,000 in 2018! This 

staggering result will provide funding for 10 grants over 

multiple years through the Parkinson Canada Research Program. With the first grants to be awarded in the 

2018–2020 funding cycle, riders leave this year’s event knowing that they have made a difference. While the 

event is ending in its current configuration, its research legacy will live on—as will the goodwill and support of a 

community that embodies the kindness, care, and  determination of its founders.  

When announcing research awards this fall, grants will be named in honour of Dr. John Newall, John          

Bannister, Dr. Robert Lorne Alexander, and Dr. Peter George Morse in addition to a Parkinson Canada New 

Investigator Award funded by Pedaling for Parkinson’s thanks to generous contributions from their families. 

While this marks the final ride for founders Istvan and Newall, Parkinson Canada will proudly carry forward 

their legacy with a series of rides next summer in Ontario and throughout Canada. One fact has been made 

very clear through the success of Pedaling for Parkinson’s—the ride has meaning because it was built on the 

heart of two committed men, their families, and their communities. We’ll look to capture that spirit and pedal on 

with the support of committed community volunteers.  

Looking for more information or to host your own ride? Contact events@parkinson.ca or call 800-565-3000. 

Founders Peter Istvan (left) and David Newall address the 

crowd one last time before riders took to the streets on   

Sunday morning. 

Dr. John Newall, father of co-founder David Newall,           

addresses the crowd surrounded by members of the Newall 

and Istvan families.  

mailto:events@parkinson.ca


Strength, Hope, and Optimism in Support Groups 
I have no idea when it started or even why it started for that matter, but for some reason I LOVE                

ELEPHANTS!  I guess that really shouldn’t come as a surprise, because I LOVE (MOST) HUMANS too and, 

as the two mammals on earth with the highest longevity, it is quite fitting that elephants and humans are    

remarkably alike in their thinking as well as in their emotions. So please bear with me and hopefully this will 

soon begin to make sense.   

First, for those of you who may not know much about elephants, here are a few facts that I find particularly   

interesting : 

They understand how important family is and are not ashamed to show their happiness when they are 

among their loved ones. 

They comfort their friends and family members when they get upset to help reassure them that everything 

will be okay. 

They love to chat (or rather trumpet)—no surprise that this is my favourite similarity. 

They know how to work together and have an understanding of the importance of cooperation and the true 

meaning of what it means to be part of a team. Does that mean they always agree? Absolutely not! But it 

does mean that they are willing to listen to the opinions of members of the herd and come to a consensus 

that is in the best interest of everyone. 

They have the ability of self-recognition which 

means they are able to see themselves as     

separate entities—one of the main traits         

underlying the ability to empathize. 

They protect each other. Regardless of the age 

of an individual who is in distress (a young calf 

or an older, frail elderly elephant), the whole 

herd rushes to its aid when it is in trouble. 

They grieve. Whenever a herd loses a family 

member, they become visibly and audibly            

distressed, providing support to the immediate    

family as well as to each other. 

And the last thing I will mention today is my favourite trait of all. Yes, you guessed it!  Elephants enjoy   

hugging. They wrap their trunks together as their way of saying hello and expressing affection.  

So, that’s my story and I’m sticking to it. Okay fine … elephants aren’t people, but they’re like people in a lot 

of ways, particularly how they support each other, offering one another emotional comfort and moral support 

within the confines of a safe environment—the herd. 

So where on earth am I going with this? What I want to talk to you about today are the beneficial effects of    

support groups. 

I realize that some of you were told early on in your Parkinson’s journey to think twice about attending a     

support group. You may have heard this from your doctor, your family, your friends, or even from that little 

voice of doubt inside your head. The notion that seeing people who are more symptomatic than you could be 

unsettling—I get it and I understand that this experience may scare some people away because they’re not 

ready to face people “like that.”  



I’m not going to fool you because you may meet someone who is wiggling like a human Slinky or see someone 

whose hands have such rapid tremors that you think he/she might suddenly rise and hover above the ground.  

Someone who shuffles and speaks only in whispers might not seem very welcoming, but I encourage you to 

think about these individuals differently. Think about what you can learn from these experts, from their years of 

experience living with Parkinson’s, their coping strategies, and how just being with them is so encouraging  

because when the going gets tough, the tough keep going. 

A support group is a place where you don’t have to hide your symptoms and pretend to be someone you’re 

not. You can talk openly and honestly without fear of being judged or you can just sit quietly and listen to    

others. 

Some of the most common things I hear from people 

are the following: “The support group helped me to      

realize that I am not alone.” “I thought I was the only 

person in the world with my problems.” “Having the      

opportunity to talk with other people who are in the 

same situation helped me to feel less isolated.” “The 

group provided me with the opportunity to make    

connections with others who are facing similar      

challenges.” 

Not everyone wants or needs support beyond that      

offered by family and friends, and there is no question 

that those folks are an extremely important part of 

your support network. I would just like you to keep one 

thing in mind. No matter how hard they try, they can’t really understand how you feel. The realization that there 

are folks who literally can walk a mile (or even just take a few steps) in YOUR SHOES brings about a feeling of 

relief that those of us without Parkinson’s can never understand. Perhaps for the first time if you decide to join 

a support group, you will realize that there are people out there to whom you don’t have to explain anything —

people who “get you” even before you say a word. 

While it’s true that no two people with Parkinson’s are exactly alike, it’s also true that everyone with           

Parkinson’s needs understanding, acceptance, and HOPE. And in my opinion, there is no better place to find 

all those things than in a support group. 

I would like to end with three quotes from the facilitator of a Parkinson Canada support group. She was       

diagnosed 27 years ago, and I consider it a privilege to call her my friend.  

“The group is where I really learn that there is such a thing as living well with Parkinson’s.”  

“When thinking of support groups and you feel you don’t need one yet, stop and think for a minute; maybe they 

need you!” 

“Parkinson’s is not the nicest thing to bring people together, but it does seem to bring together nice people.”  

One last thought from me: Everything I have ever learned about the need for support, I have learned from   

elephants. 

By Sandie Jones, Information and Referral Associate 

HELP NEAR YOU  

For more information about support groups in or near your local community, visit 

www.parkinson.ca, call toll-free 800-565-3000, or email info@parkinson.ca 

http://www.parkinson.ca
mailto:info@parkinson.ca


Ontario Support Group Satisfaction Survey 2017 

 

Background: 

The Support Group Satisfaction Survey was developed to establish a baseline measurement of how satisfied 

our support group members are with the current Parkinson Canada support group services in Ontario.    

 Objectives: 

The survey results sought to understand if our support groups help people living with Parkinson’s by providing 

the tools and resources necessary to feel empowered and take charge of their own health.    

Methodology: 

Community development coordinators facilitated the delivery of Satisfaction Surveys to Ontario support group      

members between October 15 and December 31, 2017. Survey data was collected in one of two ways:           

in-person via hard copy paper surveys filled out at support group meetings, or online through a provided     

Survey Monkey link (for members who were not in attendance, virtual support groups, and remote support 

groups). Parkinson Canada staff and volunteers manually entered the results from the hard copy paper       

surveys into Survey Monkey until February 2, 2018, when the results were analyzed.  

Survey Highlights are as follows: 

 a total of 981 surveys were completed  

 92% of respondents feel the support group meetings are a positive experience that encourages living well 

with Parkinson’s disease (PD)  

 85% of respondents stated that the support group meets their information needs  

 72% of respondents feel a strong connection to their support group peers 

 knowledge of practical strategies to live well with PD improved significantly after attending the support 

group meetings 

 across all groups, 47% are satisfied and 45% are very satisfied with the support group experience  

 99% of members would recommend Parkinson Canada support groups 

The following recommendations were collected to improve the overall support group experience:     

 focus on activities of daily living (ADL) 

 emphasis on practical suggestions at each meeting and more information on local resources  

 offering of service providers  

 more of a focus on exercise 

 more involvement by Parkinson Canada staff, e.g. Sandie Jones  

 would like to focus more on sharing our experiences and hope with one another and a little less on         

informational presentations  

 more information on research  

 more time with other caregivers, and more information and support for caregivers 

 consider a group for people living with Parkinson’s disease without a caregiver  

 more speakers on Parkinson’s disease and medication  

 ideas and names of professionals and speakers  

 up-to-date brochures and other information  



 

Become a Parkinson’s Ambassador! 

Parkinson Canada is currently recruiting representatives from federal and provincial ridings across Canada to 

join our Ambassador Network. We are looking for motivated individuals to help move Parkinson’s issues      

forward. You can be a champion in your community by being the voice for Canadians with Parkinson’s.  

If you are interested in being a Parkinson’s Ambassador or have further questions about this opportunity, 

please contact us either by email at advocacy@parkinson.ca, or by phone at 800-565-3000 ext. 3501.  

http://www.parkinson.ca/programs-near-you/
parkinson.ca/knowledge
parkinson.ca/knowledge
mailto:Advocacy@Parkinson.ca


 

Pain is a constant companion for as many as 10 percent of people with Parkinson’s disease.     

Unfortunately, most of them can’t tolerate the sleepiness and confusion regular pain medications 

induce.  

 

That’s why Dr. Susan Fox, a Toronto neurologist and professor at the University of Toronto, is  

investigating a different source of pain relief. Fox is conducting a pilot study, along with her       

colleague Dr Tiago Mestre in Ottawa, to see whether 15 people with Parkinson’s disease will    

benefit from oils made from cannabinoids—the active compounds in marijuana.  

 

Currently, people with Parkinson’s may experience pain in their muscles and joints because of the 

stiffness and rigidity the illness causes. Some also report a sharp pain, often in their legs or feet, 

that is more puzzling because doctors can’t determine its exact cause.  

 

“Some people call it central pain,” says Fox. “It’s probably mediated by some brain mechanism 

reflective of Parkinson’s. People express this as an unpleasant burning, stabbing pain, and it’s 

very difficult to treat.”  

 

Fox, who treats people with Parkinson’s at Toronto Western Hospital’s Movement Disorders Clinic, 

hopes her study will discover whether people with Parkinson’s can tolerate oils, and experience 

less pain after using them. She also wants to identify the best strength and dosage for people to 

use.     

 

Almost every day, one of her patients asks her about trying marijuana to relieve their tremors or 

rigidity. But although marijuana might help people relax and feel less rigid temporarily, there’s no 

evidence that it relieves those symptoms long-term, she says. 

 

“There’s always this misconception that cannabis can help anything and everything,” she adds.  

 

Fox would rather see her patients try approved and safe medications to relieve tremors and      

rigidity, so that’s why this study is focused on determining if there is any benefit of cannabis oils to 

treat pain. Fox’s study will also assess whether these oils cause drowsiness and lower blood  

pressure—already a concern for people with Parkinson’s. There is also a small risk the oil could 

induce or worsen hallucinations—a symptom some people are already experiencing. If Fox’s     

research demonstrates that people can tolerate cannabis oil and it doesn’t have worrisome      

side effects, then her results could lead to a larger, randomized controlled trial.  

 

“There are clear risks and side effects with cannabis, so you weigh up the risk versus the benefit 

ratio,” she says.  
 

Most importantly, Fox hopes the cannabis oil will not only help people with Parkinson’s feel better, 

it will also relieve a burden for their caregivers.  

  

“It’s an unmet need,” she says. “It’s very challenging for the family, as well, to watch their loved 

one in pain and agony.” 



Parkinson Canada SuperWalk: Why We Walk 
 

Parkinson Canada SuperWalk takes place in communities across Ontario and 

throughout Canada this September. As the only nationwide fundraising event in 

support of Parkinson Canada, supporters across the province and beyond ensure 

that essential services are available throughout the country. Walkers across the 

province are all walking on the same path toward a world without Parkinson’s, and 

just like no two Parkinson’s experiences are the same, each walker’s motivation for 

participating can be very personal. 

As testimonials from Ontario participants point out, whatever your motivation, the 

desire to make an impact is what fuels our participants.  

Elizabeth Tansley of Mississauga was diagnosed with Parkinson’s in 2004 and has 

been participating in SuperWalk for eight years. She views SuperWalk as a great 

way to learn more about Parkinson’s and to raise funds for a cure. “At first I 

went to SuperWalk because I really wanted to find out more about            

Parkinson’s. I met a lot of people who were so motivated to help fundraise for 

a cure, and it made me want to do the same. It’s always wonderful to walk 

with friends and others with Parkinson’s that I have met 

along the way. Everyone is so happy, as you can tell by 

the smiles on our faces, and we’re all hopeful that a 

cure will be found. Despite our condition, everyone is 

cheerful.” 

Bill King of Cobourg was diagnosed with Parkinson’s in 2007, and he and his wife 

Daphne will be taking part in SuperWalk for the sixth time this year. Daphne says, 

“Support of family is paramount, as well as good friends who understand and take your 

situation at face  value. Hope keeps us motivated. There’s an amazing attitude that 

people with Parkinson’s have: Parkinson’s won’t beat us!” 

Lanny Thomas of Peterborough is a fifth-year participant. He shares, “I can handle 

this in two ways. I can take it on the chin and keep moving, or I can let it get the best 

of me. There’s no way I’m giving up. I take it upon myself to go forward with this.”  

Alan Farmer of Acton, who was diagnosed in 2004, says his reasons to participate  

focus on an appreciation for services and support. “Services from Parkinson Canada 

are always there when I need them, and they’re very helpful. They directed me to a 

great hospital for treatment, and they always had someone available whenever I  

needed to talk about my Parkinson’s.”  

This year, we’re calling on you to share your own reasons as part of our Everyday   

Heroes contest. One winner will be selected from all nominees to represent the        

Parkinson Community as the National Hero for Parkinson Canada SuperWalk. Submit 

a nomination by phone at 800-565-3000; email superwalk@parkinson.ca; or online           

donate.parkinson.ca/heroes 

Daphne and Bill King 

Elizabeth Tansley (right) 

Alan Farmer (right) 

Lanny Thomas 

mailto:superwalk@parkinson.ca
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LiveWire Reader Survey 2018 

We value your opinion. Please help us best serve you in the future by taking five minutes to complete 

the following survey and mail it using the supplied envelope (if you receive a printed version of       

LiveWire in the mail). If you have any questions, please contact Diane Newman Reed by emailing                               

diane.newmanreed@parkinson.ca or call 800-565-3000, ext. 3315. If you’d prefer to fill out the survey 

online, please go to https://www.surveymonkey.com/r/SVY3FW2 . Please mail or fill out the survey 

online by Friday September 14, 2018. Thank you! 

 

1. How important is the LiveWire newsletter for you?  

 Not important 

 Somewhat important 

 Neither important nor unimportant 

 Somewhat important 

 Very important 

2. How many years have you been reading the LiveWire newsletter? 

 Less than one year    1–3 years    4 years or more 

3. Please rate your satisfaction on the following aspects of the newsletter, with 5 being Very Satisfied 

and 1 being Not Satisfied. 

       Not Satisfied     Very Satisfied 

The quality of the writing        1   2      3       4      5 

The overall content         1       2      3       4      5 

The design and layout       1       2      3       4      5 

The timeliness of the information presented     1       2      3      4      5 

The relevance and helpfulness of the information     1       2      3       4      5 

4. Do you feel the newsletter effectively provides information important to the overall needs of people 

with Parkinson’s and/or carepartners?  

 Yes    No; please explain:________________________________________________________  

5. What topics currently covered in the newsletter are the most important to you? (please select all that 

apply) 

 Event updates and learning opportunities    Research updates 

 Information for carepartners      Information about living with Parkinson’s disease 

 Volunteer opportunities      Fundraising events (Parkinson SuperWalk, etc.) 

 Fundraising opportunities (planned giving, etc.)  Information about Parkinson Canada  

Other: please list _______________________________________________________________________  

mailto:diane.newmanreed@parkinson.ca
https://www.surveymonkey.com/r/SVY3FW2


Reader Survey 2018 (continued) 

6. What, if any, information or topics would you like to see included in the newsletter in the future?  

Please list: ____________________________________________________________________________  

7. What, if any, information or topics do you feel could be excluded in future?  

Please explain: _________________________________________________________________________  

8. How do you receive the newsletter? 

 Print copy by mail   Electronic/Online   Both    Do Not Subscribe 

9. What is your age range? 

 Under 25    25–49    50–64    Over 64    Prefer not to answer 

10. Including yourself, how many people in your household read LiveWire? 

 1    

 2    

 3 or more 

11. What is your connection to Parkinson’s? (please select all that apply)  I am a  

 Person living with Parkinson’s  

 Carepartner/family member  

 Volunteer 

 Healthcare professional  

 Specify area of practice: _______________________________________________________  

 Donor/Supporter of a Parkinson Canada fundraising event (e.g., Parkinson SuperWalk, Pedaling for 

Parkinson’s) 

  Other, please list: _____________________________________________________________  

12. What other organizations do you connect with for information about Parkinson’s disease?  

  Please list: __________________________________________________________________  

13. Do you have any other suggestions? 

  Please list: __________________________________________________________________  

14. Including English, what other languages are spoken in your household?  

  Please list: __________________________________________________________________  

15. Please provide your postal code: ______________________ 



August 12 Pitch In for Parkinson’s, Toronto 

  

Parkinson Canada Hosted Event 

Thank you to our season ticket supporters, who     

graciously donated their Toronto Blue Jay tickets to 

support our annual fundraiser. Funds raised help    

provide services, support, and education, as well as 

fund research. 

  

For event information, please contact 

melinda.good@parkinson.ca 

September 8 to 

9 and 15 to 16 

Parkinson Canada SuperWalk 

  

Parkinson-Canada Hosted Event 

Since 1990, Canadians have come together to raise 

vital funds to support Canadians living with            

Parkinson’s, their families, and care providers. Join us 

in September at the only nationwide fundraising walk 

for Parkinson’s disease in Canada. 

  

To register, please visit superwalk.ca 

September 26 Golf Tournament, Creemore 

  

Community Fundraising Event 

Golf for Parkinson’s at Mad River Golf Club. To      

register, please visit: 

  

Mad River Golf Club  

  

donate.parkinson.ca/madriver 

October 21 Scotiabank Toronto Waterfront    

Marathon 

  

Community Fundraising Event 

Register for a 5K, Half Marathon, or Marathon at this 

year’s Scotiabank Toronto Waterfront Marathon, and 

help support the 25 Canadians diagnosed with     

Parkinson’s every day. 

  

To register, please visit raceroster.com/

events/2018/14593/2018-scotiabank-toronto-

waterfront-marathon 

 

Parkinson Canada and third-party organizers host a variety of events throughout the year.  

mailto:Melinda.Good@Parkinson.ca
file:///C:/Users/DNewmanReed/AppData/Local/Microsoft/Windows/Temporary%20Internet%20Files/Content.Outlook/RDFRQBA6/superwalk.ca
http://donate.parkinson.ca/madriver
https://raceroster.com/events/2018/14593/2018-scotiabank-toronto-waterfront-marathon
https://raceroster.com/events/2018/14593/2018-scotiabank-toronto-waterfront-marathon
https://raceroster.com/events/2018/14593/2018-scotiabank-toronto-waterfront-marathon


Parkinson Canada is the voice of 

Canadians living with Parkinson’s. 

Since 1965, we have provided       

education, advocacy, and support 

services, in communities coast to 

coast, to individuals and the health 

care professionals who treat 

them. The Parkinson Canada       

Research Program funds innovative 

research to search for better      

treatments and a cure.  

 

www.parkinson.ca 

800-565-3000  

Charitable No: 10809 1786 RR0001 

LiveWire          Canada Post 

Parkinson Canada          Canadian Publications Mail 

316 – 4211 Yonge St.         Sale Product Agreement 

Toronto, ON   M2P 2A9        No. 40624078 

Our Mission 
LiveWire is published three times a year—our spring edition 

in March, our summer edition in August, and our fall and   

winter edition in November—to provide helpful information to 

people affected by Parkinson’s. It is not meant to provide 

medical advice; readers should contact their doctors in all 

matters relating to health concerns and/or medication. LiveWire is offered 

in print and pdf form, and past issues may be accessed at  parkinson.ca. If 

you would like to be added to our mailing list, either by regular mail or 

email (please specify), contact Diane Newman Reed at ext. 3315 or email 

diane.newmanreed@parkinson.ca. 

What We Do in Ontario 

Research 

The Parkinson Canada Research Program has invested more than $27     
million in 528 grants and awards since 1981 and continues to fund innovative 
and novel research projects each year.  

Advocacy 

Our Ontario Advocacy Committee works to inform key government officials, 
decision makers, and agencies in support of people living with Parkinson's 
disease. We build strong relationships with the Local Health Integration     
Networks across Ontario.  

Support and Education 

We provide consistent and excellent education to people living with         
Parkinson's disease and their families to help them live well through seminars 
and conferences held in different locations across the province. We also offer 
a number of webinars during the year and smaller sessions held monthly at 
our 80 support group and chapter meetings in Ontario.   

We do this thanks to the generous support of our donors. 


