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Thursday Mornings

Saturday, May 13

Sunday, September 24

Saturday, May 27

Dancing for Life with Parkinson's

If you are in the St. John's area, come join us on Thursday 
mornings at 10:30am at the Arts and Culture Centre for our 
new Dancing for Life with Parkinson's program.  It is an hour of 
fun, relaxing dance-based exercise that will help with your 
strength, flexibility and balance. No previous dance experience 
is required.  These classes are free to our members.

Parkinson's Shake, Rattle and Roll Gala

PSNL Annual General Meeting

Our 2017 AGM will be held at the Fairfield Inn and Suites on 
Kenmount Road starting at 2:00pm.  Very few members 
attended last year's AGM.  It is important that you try to attend 
the AGM - it is your chance to tell our Board what you want us 
to be doing for you!

"Shake, Rattle and Stroll for Parkinson's"

Get your sneakers ready to raise some money and have some 
fun STROLLing for Parkinson's.  

Mark your 2017 Calendars 

Free Parkinson's Exercise Classes are now 
being offered in St. John's, Bay Roberts and 

Deer Lake. Please contact our office to 
learn how you can participate in these great 

sessions.

ATTENTION GANDER AREA MEMBERS

In 2017 we will be starting a new Parkinson's 
Support Group your region.  It is important 
that we have your email address or phone 

number so that we can let you know when the 
first meeting will be held. Please contact us at 

1-800-567-7020 or parkinson@nf.aibn.com   
with your information.  Also please spread the 
news about this new Support Group to anyone 
you know who is living with Parkinson's in the 

region and encourage them to contact us.     

Our 2017 Shake, Rattle and Roll Gala promises to be even 
bigger and better than ever before.  Get your family and friends 
together and come join the fun.  Watch for more details.

mailto:rwhitemta@gmail.com


Mission Statement 
Parkinson Society Newfoundland & Labrador is the provincial voice of people 
living with Parkinson's in Newfoundland and Labrador.  Our mission is to ease 
the burden and find a cure through research, education, advocacy and support 
services which we offer directly to our Members.

Provincial Board of Directors 
Danielle Somerton: Chair 
Brendan Mullaly: Treasurer 
Dr. Janet Lawlor: Member at Large 
Dr. Anna Smith: Member at Large 
Spencer House: Corner Brook Representative

Jane MacDonald: Vice Chair 
Amy Lee: Secretary 
Dennis Dober: Member at Large   
David Lee: Member at Large 

pbarry@n£sympatico.ca (634-4057) 
jmackey@nl.rogers.com (489-5330) 
davidwells100@yahoo.ca   (726-2295) 

Chapter Chairs 
Pauline Barry: Western NL 
Marie Mackey: Central NL 
David Wells: St. John's 

For all other areas, please 
call the Provincial Office. 

Provincial Office 
136 Crosbie Road, Suite 305

St. John's, NL 
A1B 3k3 

T: 709-754-4428 or 1-800-567-7020 
parkinson@nf.aibn.com 

www.nlparkinson.ca
Charitable Registration No. 82783 8053 RR0001 

Executive Director: Derek Staubitzer 

Disclaimer: The contents of this document are provided for information purposes only and do not represent advice, an 
endorsement or recommendation, with respect to any product, service or enterprise, and/ or the claims and properties thereof, 
by Parkinson Society Newfoundland and Labrador (PSNL). PSNL provides credible, up-to-date information on Parkinson's 
care and management. PSNL does not provide medical advice. Our purpose is to meet the needs of people living with Parkinson's 
by enhancing their knowledge in order to make informed decisions. PSNL makes referrals to health care professionals 
knowledgeable about Parkinson's. A person living with Parkinson's should speak to a health care provider before making changes 
to medications or care plans. 
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Executive Director’s Message 

Hi everyone – 

Wow – it’s Christmas again. That was an incredibly fast 

year, and also a very busy one for your Society. We 

implemented several new programs and services and 
increased the number of members that we serve. In 
2017, we want to keep adding more support to our 
members in the rural areas of the province.

I want to thank everyone for your efforts raising 

donations for our Shake, Rattle and Stroll walk.  We 

rasied over $50,000 – which is pretty good given the 

current economic conditions.   

There are some pictures from Shake, Rattle and Stroll 

inside (special thanks to Jodie Matthews for the 
wonderful pictures of the Pacquet walk). I wish we had 
room for more photos, but this edition of the Prattle is 
jammed-packed.  I didn’t even have any room for the 
Crossword Puzzle or the Nutrition Corner – but they will 

be back in the next edition.  I did squeeze in a nice recipe 
for a Christmas Gingerbread Pear Loaf Cake right here 
though.   I made it - it is YUMMY!

I know that for many of you, 2016 was a very challenging 

year.   I hope that 2017 brings you comfort.  If you ever 

need someone to talk to…call us - we are here to help 

you. 

On behalf of PSNL, I want to wish everyone a very Merry 

Christmas.   I hope you have lots of joy celebrating the 

holidays with friends and family. Derek 

Gingerbread Pear Loaf Cake 

 1 1/2 cups all-purpose flour
 2 teaspoons baking powder
 1/2 teaspoon baking soda
 1/2 teaspoon salt
 1 cup sugar, plus more for sprinkling
 1 stick unsalted butter, melted and cooled, plus more for

brushing
 1/3 cup plus 2 tablespoons buttermilk
 2 large eggs, at room temperature
 2 teaspoons pure vanilla extract
 1 large ripe pear, peeled, cored and coarsely chopped
 1 tablespoon minced crystallized ginger, plus more for

sprinkling

Preheat the oven to 350° and butter a 9-by-4 1/2-
inch loaf pan. In a large bowl, whisk the flour with 
the baking powder, baking soda and salt. 

In a medium bowl, whisk the cup of sugar with the 
butter, buttermilk, eggs and vanilla. Using a wooden 
spoon, mix the wet ingredients into the dry 
ingredients, then fold in the pears and ginger. 

Scrape the batter into the prepared pan. Sprinkle 
with sugar and crystallized ginger and bake in the 
center of the oven for about 1 hour until a toothpick 
inserted into the center comes out clean; loosely 
cover the top with foil during the last 15 minutes to 
prevent overbrowning. 

Transfer the cake to a wire rack and let cool 
completely in the pan. Invert the cake onto a plate 
and invert again. Slice the cake and serve.
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PSNL Meets with Health 

Minister Dr. John Haggie 

Parkinson Society Newfoundland and Labrador  Chairperson 

Danielle Somerton along with Executive Director Derek 

Staubitzer and Dr. Kyna Squarey recently met with Health 

and Community Services Minister Dr. John Haggie and 

other senior representatives of his Department.

Danielle and Derek discussed the programs and services 

which are offered by PSNL as well as the specific needs and 

challenges that are faced by our members, including the 

length of time it takes to access neurological care in our 

province. It was stressed that a wait time of up to two years 

for a diagnosis of Parkinson’s was unacceptable and that 

our members living in rural areas are particularly affected 

by the lack of available of neurological care. 

We also discussed the importance of providing long term 

care which is appropriate for Parkinson’s patients.  People 

living with Parkinson’s have specific requirements and our 

long term facilities need to be able to meet these needs.  

We also took the opportunity to discuss the need for Deep 

Brain Stimulation (DBS) surgery in our province.  Currently 

our DBS patients are being sent to Toronto for the surgery – 

incurring significant inconvenience and costs for those 

individuals.   Dr. Squarey discussed the many positive 

outcomes that she has seen in her patients who have 

undergone the procedure.   The Minister was very 

supportive of our efforts to make this surgery available and 

directed his staff to assist us with our research into the 

viability of making DBS available in our province.  We are 

actively pursuing this initiative. 

Dancing for Life with Parkinson’s 

program starts in St. John’s

In September, we started a Parkinson’s dance therapy 

program modeled after the very successful for Dance for PD 

program that originated in New York about 15 years ago.   

Research has demonstrated that dance is very beneficial for 

people living with Parkinson’s and we have wanted to bring 

this program to our members for a long while. 

Our program, called Dancing for Life with Parkinson’s, is led 

by dance instructors Beth Pardy and Katie Prowse, both of 

whom completed their Dance for PD training with Canada’s 

National Ballet School. 

The classes have been very successful.  They are full of fun 

and great exercise.  The benefits being experienced by some 

of the participants are truly impressive. 

PSNL would like to acknowledge the tremendous support 

which has been offered to us by Kittiwake Dance Theatre in 

getting this program started.  As one of their community 

partners, Kittiwake has generously offered us a financial 

contribution which will help to keep these dance classes 

free for our members.   We are really looking forward to 

continuing to build our relationship with Kittiwake over the 

next few years on some creative collaborative initiatives. 

The classes take place on Thursday mornings at 10:30 at the 

St. John’s Arts and Culture Centre.   No previous dance 

experience is necessary. 

 If you want to join for us a class so that you can check it out 

– please contact the office and we’ll give you all of the

details. You will be very glad that you did!
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Special Donation from the Grant 

Thornton Foundation 

The Grant Thornton Foundation was established to 

recognize the collective efforts and significant contributions 

of Grant Thornton employees across Canada.  

In May 2016, the Foundation announced the creation of the 

CEO Community Service Award that will be awarded to 

Grant Thornton team members who make significant and 

sustained volunteer contributions to charities in their 

community.  The award is presented to someone who not 

only volunteers, but also exemplifies what a volunteer is 

meant to be in the areas of initiative, impact, commitment, 

leadership and other special qualities. Award recipients will 

receive a $2500 contribution from the Grant Thornton 

Foundation to designate to a charitable organization of their 

choice.  

This year’s CEO Community Service Award for Atlantic 

Canada was Pamela Thorne of Grant Thornton’s office in St. 

John’s.   We are very pleased to announce that Pamela has 

designated the accompanying $2500 award to the 

Parkinson Society Newfoundland & Labrador to help fund 

our ongoing programs and services. 

Pamela dropped by our office a few weeks ago for the 

cheque presentation.  She was accompanied by her brother 

Gary, who lives with Parkinson’s, and his wife Rita, along 

with Janet March, who is a director of the Grant Thornton 

Foundation.  Board Member David Lee accepted the 

donation on behalf of PSNL. 

Thank you Grant Thornton and thank you so much Pamela 

for choosing PSNL as the beneficiary of your award. 

Art Therapy Classes
Thanks to artist and PSNL member Calvin Jackman, we 
have started to offer Art Therapy Classes.  Calvin has been 
painting for many years and hasn't let Parkinson's get in 
his way.  

Parkinson’s Awareness

As part of our mission to raise awareness about Parkinson’s 

Disease, PSNL had an information booth at the Avalon Mall 

in early November.  Thanks to all of the volunteers who 

helped to staff the booth during the day. 

In our first class, the  members were amazed with the 
quality of the artwork that they were able to produce.  In 
fact, everyone was amazed.  The pieces were drying in our 
office for a few weeks and everyone who came in couldn't 
believe that they had been done by people who had no 
previous painting experience.   Calvin says he loves 
teaching people to paint and is especially happy to working 
with people living with Parkinson's.  These classes will 
continue throughout 2017.
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Parkinson’s Relay Team 

Completes Tely 10 Road Race

Congratulations are extended to all of the members of the 

Parkinson’s Relay Team that completed the 89th Tely 10 

Road Race on July 24.  It was the first time that a relay team 

had entered the historic race – and that fact that several of 

the team participants are living with Parkinson’s made it all 

that much more special. 

“I wasn’t sure any 

members would be 

interested in doing 

it, or even if the 

Tely 10 Organizing 

Committee would 

allow us to enter a 

relay team – but response from everyone was fantastic.  

We really need to thank the Tely 10 Committee for 

welcoming us so warmly”, said PSNL Board Member Amy 

Lee, who organized the team. 

The team was assisted in 

its training by legendary 

running coach, Ray Will.  

Mr. Will has been living 

with Parkinson’s for over 

a decade now.   “When I 

saw that PSNL was putting 

a team into the Tely 10, I 

immediately offered to 

help get the team prepared for the event.   It is so 

inspiring to see these team members getting ready for 

such a big challenge” said Will.    

The Newfoundland and 

Labrador Athletics 

Association (NLAA), 

organizer of the Tely 

10, was very excited by 

the proposal from the 

Parkinson Society. “We 

saw this initiative as an 

opportunity for a pilot 

project to introduce a “relay initiative“ to the Tely 10 in 

the spirit of inclusiveness”,  says NLAA Executive Director 

George Stanoev.  “The NLAA is committed to promoting 

and encouraging diversity in all of our programs in the 

province.” said Stanoev. 

“It was a great experience for everyone”, says Robert 

Emberley who returned to the Tely 10 after running in it 

many years ago before being diagnosed with Parkinson’s. 

“The training was a lot of fun – and my goal was to 

complete the full 10 miles, 

but I was really worried 

about what ‘ole Parky’ was 

going as to say about that 

on that day of the race”, he 

said.  Robert started 

walking the Signal Hill trails 

several days a week as part 

of his own exercise regime 

to get ready for the race.  On the day of the race, Robert 

showed ‘ole Parky’ who’s the boss and completed the 

whole 10 miles in just over 2 hours, finishing ahead of 

over 1,000 other runners.  

PSNL would like to thank the NLAA for their exceptional 

professionalism and courtesy during this initiative.  

Thanks are also extended to Dr. Janet Lawlor and her 

Airport Heights Dental Health Office for sponsoring the 

team’s running shirts in memory of her father Walter 

Lawlor who was an avid runner and long time participant 

in the Tely 10 and member of PSNL. 

Most of all, special thanks to Amy and all of the members 

who participated in the event.  You are an inspiration to 

everyone living with Parkinson’s in our province.    

Hopefully we will be doing it again next year...get ready!
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Thank You for your support! 
 Shake, Rattle and Stroll  raised over 

$50,000!





Reflections on the 4th World 

Parkinson Congress

By Jane MacDonald 

“Can you imagine a 

world without 

Parkinson’s?”  These 

were the words sung by 

the World Parkinson 

Congress choir at the 

opening ceremonies of 

the 4th World Parkinson 

Congress on September 

20, 2016 in beautiful Portland Oregon.  The Congress 

brought together 4600 attendees from 67 countries and 

my husband Keith and I were fortunate to be there as 

representatives of Parkinson Society Newfoundland and 

Labrador. 

The Congress is held every three years and brings 

together persons who live with Parkinson’s disease (1200 

+ at this Congress), care partners, neuroscientists,

clinicians from many fields, rehabilitation specialists and

others.  The purpose of the Congress is to create a

worldwide dialogue that will help expedite the discovery

of a cure and best treatment practices for the disease.

The theme of the 2016 Congress was “Advancing Science, 

Promoting Community, Inspiring Hope”. 

 I certainly left the Congress feeling inspired and hopeful.  

As a speaker at the closing ceremonies said:  “In the clinic, 

we may focus on what you can’t do, but here at WPC 

2016 we see all the things you can do.” 

There was so much happening at this Congress.  We 

attended a full day pre-Congress program on September 

20 (Fundamentals of PD, the Journey) that was excellent.  

Then followed three days of plenaries, workshops, parallel 

session and roundtables.  There were hundreds of poster 

presentations, tech talks, the book nook, the Clinical 

Research Village, A Care Partners Lounge, performances 

at the WPC Theatre, the Wellness Way and a very large 

trade show.   Here are some things that made a particular 

impression on me: 

WPC Art Walk 

In the foyers of the Oregon Convention Centre three 

stunning art projects demonstrated the creativity of 

persons living with Parkinson’s disease.  Norwegian 

photographer Anders Leines’ exhibit This is Parkinson’s 

showcased the faces and stories of young persons living 

with PD.  The images were powerful. 

Forging Resilience featured a 10 foot metal tree lit from 

within.  Each leaf on the tree shared a quote or message 

from someone in our world living with or impacted by 

Parkinson’s. 

The Parkinson’s Quilt Project featured 41 quilts from 

around the world, each block expressing the quilter’s 

experience with Parkinson’s disease.  

Wellness Way 

This area offered an extensive interactive program where 

delegates could sample multiple activities that promoted 

quality of life.  Yoga, Rock Steady Boxing (which Keith 

tried), Singing, Art, Drumming, Tai Chi, Laughter Therapy,  

Dance – these were just some of the options.  We 

participated in a wonderful Dance workshop led by David 

Leventhal who received an award for Distinguished 

Contribution to the Parkinson Community for his work in 

establishing Dance for PD.
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 I also attended a facilitated Care Partner workshop and 

appreciated the helpful and supportive environment. 

Wellness Way 

This area offered an extensive interactive program where 

delegates could sample multiple activities that promoted 

quality of life.  Yoga, Rock Steady Boxing (which Keith 

tried), Singing, Art, Drumming, Tai Chi, Laughter Therapy,  

Dance – these were just some of the options.  We 

participated in a wonderful Dance workshop led by David 

Leventhal who received an award for Distinguished 

Contribution to the Parkinson Community for his work in 

establishing Dance for PD.   I also attended a facilitated 

Care Partner workshop and appreciated the helpful and 

supportive environment. 

Appreciation for Research 

I came away with a renewed appreciation for research 

and respect for the effort of researchers in attempting to 

find a cure and/or lessen the burden of the disease.  So 

many researchers are working hard and are hopeful of 

breakthroughs.  And the researchers were happy to share 

their findings with those living with Parkinson’s.  One 

neuroscientist commented: “This is a truly unique 

meeting.  Not only is it of a high scientific level, but there 

is a humane side to it…..” 

Congress Organization 

The Congress was very well organized, and supported by a 

large number of volunteers.  There was always someone 

to ask when you weren’t sure just where to go.  Persons 

with PD were included in all aspects of the Congress, from 

being on the organizing committee, participating in the 

plenary sessions and workshops, performing throughout 

in song and dance, being acknowledged for their 

leadership. And the Congress was certainly a safe space, 

where persons with Parkinson’s were surrounded by 

people who understood tremors, freezing, and the many 

aspects of the disease. 

We met people from many parts of the world and found 

those we met to be friendly, happy to share their stories 

and experiences and keen to know about Newfoundland 

and Labrador.  At the opening reception we shared a table 

with a neurologist from Mongolia and a couple from 

Australia, all of us brought together by the community 

that is Parkinson’s disease.  We really are a worldwide 

community. 

You can find more detailed information on the Congress, 

including the complete program and speakers’ slides at 

www.wpc2016.org. 

Jane and Keith were part of a larger delegation that 
represented PSNL at WPC 2016.  Board Member 
Brendan Mullaly and his wife Sheila as well as Dr. 
Kyna Squarey also attended.  We plan to offer a 
session in the spring where Jane, Brendan and Dr. 
Squarey will speak about their experiences and 
learning from WPC. 
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Walter’s Surfing for a Cure…. 

Gut microbes getting more 

attention for their role in the 

development of Parkinson's 

Researchers reported in the December 1, 2016 edition of 

the respected science journal Cell that gut microbes may 

indeed play a crucial role in the development of 

Parkinson’s.  In experiments with mice, antibiotic 

treatment reduced motor deficits and molecular 

hallmarks of Parkinson's disease, whereas 

transplantation of gut microbes from patients with 

Parkinson's disease exacerbated symptoms. The findings 

could lead to new treatment strategies for the second 

most common neurodegenerative disease in the United 

States. 

"We have discovered for the first time a biological link 

between the gut microbiome and Parkinson's disease. 

More generally, this research reveals that a 

neurodegenerative disease may have its origins in the 

gut, and not only in the brain as had been previously 

thought," says senior study author Sarkis Mazmanian of 

the California Institute of Technology. "The discovery 

that changes in the microbiome may be involved in 

Parkinson's disease is a paradigm shift and opens entirely 

new possibilities for treating patients." 

To address the need for safer and more effective 

treatments, Mazmanian and first author Timothy 

Sampson of the California Institute of Technology turned 

to gut microbes as an intriguing possibility that had been 

suspected by other research as being connected to 

Parkinson’s. Patients with Parkinson's disease have an 

altered gut microbiome and gastrointestinal problems 

such as constipation that often precede motor deficits by 

many years. Moreover, other research has shown that 

gut microbes may have some influence over neuronal 

development, cognitive abilities, anxiety, depression, and 

autism. However, experimental evidence supporting a 

role for gut microbes in neurodegenerative diseases 

hasn’t been conclusive. 

The researchers raised genetically modified mice with a 

Parkinson's-like disease either in normal, non-sterile 

cages or in a germ-free environment. Remarkably, mice 

raised in the germ-free cages displayed fewer motor 

deficits and reduced accumulation of misfolded protein 

aggregates in brain regions involved in controlling 

movement. In fact, these mice showed almost normal 

performance on tasks such as traversing a beam, 

removing an adhesive from their nose, and climbing 

down a pole. 

This diagram depicts the findings of Sampson et al., who show that 
signals from gut microbes are required for the neuroinflammatory 
responses as well as hallmark gastrointestinal and a-synuclein-
dependent motor deficits in a model of Parkinson's disease. 

Credit: Sampson et al./Cell 2016 

Antibiotic treatment had a similar effect as the germ-free 

environment on ameliorating motor symptoms in mice 

predisposed to Parkinson's-like disorders. By contrast, 

mice raised in the germ-free cages showed worse motor 

symptoms when they either were treated with microbial 

metabolites called short-chain fatty acids or received 

fecal transplants of gut microbes from patients with 

Parkinson's disease. Taken together, the results suggest 

that gut microbes exacerbate motor symptoms by 

creating an environment that could favor the 

accumulation of misfolded protein aggregates. 
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It is important to note that, in this study, gut microbes 

cooperate with a specific genetic factor to influence the 

risk for developing Parkinson's disease. The researchers 

used a specific genetic mouse model that recapitulates 

motor symptoms through α-synuclein accumulation, and 

genetically normal mice that were not predisposed to 

Parkinson's disease did not develop motor symptoms 

after receiving fecal transplants from patients.  

The findings suggest that probiotic or prebiotic therapies 

have the potential to alleviate the symptoms of 

Parkinson's disease. However, antibiotics or fecal 

microbe transplants are far from being viable therapies 

at this time. "Long-term, high-strength antibiotic use, like 

we utilized in this study, comes with significant risk to 

humans, such as defects in immune and metabolic 

function," Sampson cautions. "Gut bacteria provide 

immense physiological benefit, and we do not yet have 

the data to know which particular species are 

problematic or beneficial in Parkinson's disease." 

It is therefore critical to identify which pathogenic 

microbes might contribute to a higher Parkinson's 

disease risk or to development of a more severe 

symptomatology -- a research direction the researchers 

are planning to take. They will also look for specific 

bacterial species that may protect patients against motor 

decline. In the end, the identification of microbial species 

or metabolites that are altered in Parkinson's disease 

may serve as disease biomarkers or even drug targets, 

and interventions that correct microbial imbalances may 

provide safe and effective treatments to slow or halt the 

progression of often debilitating motor symptoms. 

"Much like any other drug discovery process, translating 

this innovative work from mice to humans will take many 

years," Mazmanian says. "But this is an important first 

step toward our long-term goal of leveraging the deep, 

mechanistic insights that we have uncovered for a gut-

brain connection to help ease the medical, economic, 

and social burden of Parkinson's disease." 

Source:  www.sciencedaily.com/releases/2016/12/1   

Journal Reference: 

Timothy R. Sampson et al. Gut Microbiota Regulate Motor Deficits 
and Neuroinflammation in a Model of Parkinson’s Disease. Cell, 
December 2016  

Genetic mutation may 

interrupt neuron traffic 

Researchers from the University of Queensland's 

Institute for Molecular Bioscience examined a genetic 

mutation that interrupts the traffic of materials within 

neurons and allows waste products to accumulate, 

causing Parkinson's disease. 

Associate Professor Rohan Teasdale said previous studies 

showed that dysfunctions in retromer (a protein machine 

responsible for transporting biological material within a 

cell) were linked to Parkinson's disease, but the 

biological reasons behind this were unclear until now. 

"It has been identified that one of these proteins (Vps35) 

is mutated in some Parkinson's patients, which creates 

congestion in the transport network inside cells," 

Associate Professor Teasdale said. 

"As a result, it appears that the workers responsible for 

recycling material within these neurons are not getting 

to their correct work place and without their assistance 

the cells within the brain cannot rid themselves of waste 

materials, which increases the likelihood of cell death. 

"It's this cell death that then causes the symptoms of 

Parkinson's disease, such as tremors and muscle 

stiffness," he said. 

Associate Professor Teasdale said the research was in 

very early stages, but the team's discovery had potential 

to improve treatments that now address symptoms 

rather than the cause of the disease. 

"As part of this study we expanded the transport 

network within these cells which reinstated traffic flow 

so the neurons could rid themselves of waste," he said. 

"We believe that expanding the cells' recycling capacity 

could halt or drastically slow the progression of the 

disease."  Associate Professor Teasdale said the same 

treatment principle could be applied in nearly 50 other 

disorders that are caused by the build-up of waste 

materials within cells. 

Source:  www.medicalxpress.com/news/2016-08 
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Personal Parkinson’s 
Experiences

In the Beginning…and 

what now! By Wayne Dawe 

In the beginning, a tremor in my left hand led to a sudden 

diagnosis of Parkinson’s. What did this mean to me then? 

What does this mean to me today? And, just as importantly, 

what will it mean to me in the future?? These are my 

questions as a person who has been living with Parkinson’s 

for twelve years.  

Along the way, I have learned a few lessons and survival 

tools that I thought I should share with you. 

LESSON ONE: PARKINSON’S CANNOT BE BLAMED FOR 

EVERYTHING THAT HAPPENS 

 A sense of humor, while not an absolute necessity, is 

definitely a key ingredient to survival. One day, after 

being diagnosed, I noticed that I was walking with a limp, 

as if one leg was longer than the other.  I figured this must 

be a side effect of Parkinson. Later on in the day, I noticed 

that I had on odd shoes.  

LESSON TWO: WE NEED TO CHANGE THE WAY WE DO 

SOME THINGS  

I find it very difficult to drink a glass of water or any 

beverage for that matter.  I just couldn’t get the glass to 

my mouth - no matter how much I tried to talk myself into 

it.  So, given this parching situation, the simple solution of 

using a straw was introduced into my life and they have 

produced very favourable and flavourful results. 

LESSON THREE: DON’T SUFFER IN SILENCE; ASK FOR HELP 

WHENEVER YOU NEED IT. 

While trouting, I would hold the worm in one hand, the 

hook in the other hand. The only thing left to do was to 

put the worm on the hook and then watch-out fish.  

Ahhh, big problem - tremor is introduced into the 

equation and stress only increases it as the fish are 

jumping just mere feet away and my hands are tremoring 

so much that both the worm and fish are escaping.  Ohh… 

what to do?  What to do?  

The answer: Call out to my buddy and tell him I need help. 

Bingo – problem solved; big fish snagged on the first cast.  

Of course, there is a big bonus to having Parkinson’s while 

trouting – your worm or fly make wonderful movement in 

the water. 

LESSON FOUR: GET BETTER AT TELLING PEOPLE HOW 

YOU ARE REALLY FEELING 

Usually, when I was feeling tired, I would rough it out and 

maybe get a nap later on.  Today, if I’m feeling tired or run 

down a bit, I tell my wife how I’m feeling and that I’m  

going for a twenty minute nap.  Usually after a short nap, 

I’m ready to go again. 

It’s important to let your loved ones know how you feel 

and let them into your life. This allows you to become 

more of a human being and less of a Superhero wannabe. 

MY PERSONAL SURVIVAL TOOLS….. 

HAVE A SENSE OF HUMOR 

BE PATIENT WITH YOURSELF 

LISTEN TO YOUR BODY 

ASK FOR….AND ACCEPT HELP 

BE KIND TO YOUR CAREGIVERS 

GET INVOLVED WITH THE NL PARKINSON SOCIETY 

LIVE FOR TODAY, TOMORROW WILL TAKE CARE OF ITSELF 

Where do I go from here?  What does the future hold for 

me?  Will a cure ever be found?   Who knows!   

All I can do is to remember my personal Code for the Road: 

I MAY HAVE PARKINSON’S, BUT PARKINSON’S DOES NOT 

HAVE ME. 

Wayne lives with Parkinson’s 

in St. John’s and is an active 

member of PSNL.  When he 

isn’t impersonating Elvis or 

off fishing in some of his secret 

spots across the island , he can 

be contacted at:     

 wpd@bellaliant.net 
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Parkinson’s Exercise News

Exercise Changed my 

Life…. By Dianne Jackman

I was diagnosed with Parkinson's in November 2014.  I 

had difficulty walking, didn't swing my right arm, had 

difficulty typing, brushing my teeth, cooking and doing my 

hair among other things.  I suspect that many of you 

reading this had the exact same experience.   

After my diagnosis, some of the very first advice I was 

given about my journey with Parkinson’s was to make 

sure that I exercised.   In mid-January 2015, I left for 

Florida for a few months and I went there committed to 

start a serious exercise regime. 

I spent the winter doing water aerobics three mornings a 

week, line dancing once a week, playing golf about three 

or four times a month, walking every other day and doing 

what I call dry land floor exercises given to me by the 

physiotherapist on the days I didn't do water exercise.   

When I came home and had my appointment with my 

neurologist he said that I had really improved.  So I knew I 

was on the right track with all of the exercise I was doing.  

When I returned to Florida in the fall of 2015, my friend 

down there (who also has Parkinson's) showed me his 

new Theracycle.  

It is a stationery 

electric motor 

driven bicycle 

that you program 

to your own 

needs.  My friend 

invited me to use 

his Theracycle for 

40 minutes a 

day, seven days a 

week.  

More information about the Theracycle may 

be found at: www.theracycle.com  

The results were amazing.  I could feel the positive impact 

it was having on my body every time I used it.   I also 

continued my water aerobics, floor exercises and some 

golfing.  When I had my neuro appointment in December, 

2015, I had improved again.  So we bought a Theracycle 

for me here at home.  I ride the Theracycle three times a 

day for 40 minutes, going about 7.5 miles each time.   It 

takes commitment – but it’s worth it. 

I have found I am improved in every way.  I can walk 

better, type easier (the use of my right hand is just about 

normal), I can swim (which I couldn’t do for three years) 

and my balance is fine.  I am pretty much "normal" again.  

When I went to my last neuro appointment in July he 

couldn't get over how good I was.  He laughed and said he 

didn't know what to do with me and that I even had my 

smile back.   

When I went back to Florida this past fall, I started Rock 

Steady Boxing along with all the other things I do.  I was 

going to boxing twice a week.  

What a workout we get.  We start off with 15 minutes of 

warm-up exercises then do eight rounds of boxing with 

some stretches along the way.  Then 15 minutes of cool-

down exercise at the end.  Rounds consist of hitting the 

bags (which have picture targets) or the instructors with 

various boxing punches.  We don't stop for over an hour. 

 I am definitely getting stronger from all of the exercise.  

Hopefully I can improve even further.  I'll let you all know 

how I make out!   My advice: talk to your doctor and then 

get serious about exercising! 
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St. John’s Chapter BBQ 

The St. John’s Chapter held its annual Summer BBQ in 

July.  The event was very well attended and featured a 

special choir performance from some of our members. 

The choir was accompanied by Renee White (who offers a 

Glee Club for our members at the Take Note Music School 

in Mount Pearl).   

Financial Education Session

The St. John’s Chapter hosted a special information 

session on the financial implications of entering Long 

Term Care.   Representatives from Eastern Health spoke 
about the financial issues that individuals and families 

need to be aware of when making the decision to enter 

Long Term Care.  Their key message – you need a plan.  

Don’t wait until you have no choice and you are too late 

to do some pre-planning for your finances.   If you would 

like to discuss your financial options – please contact the 

PSNL office and we can direct you to the right resources to 

help you get your questions answered.  While this may be 
a difficult subject to discuss, it is a very important issue –

and you need to be prepared for it.

Beth’s Five Bucks Worth 

 Things Thought 
   About…. 

The laundry was late getting to our floor, almost a week 

late. It is a tad bit annoying and I try not to complain, but 

after a week I thought it was time to make my opinions 

known.  

“Pardon me, but the last time I done this, I thought I 

purchased more than enough pairs to cover me during 

the overtime needed for those complicated days when 

they didn’t have the laundry back to us”, I told the person 

in charge of the laundry the same thing.  “I had plenty”, I 

said.  

He said, “Maybe you should have bought more.”  I looked 

at him in astonishment. “24 pairs of underwear is not 

enough?” 

“Apparently not. It’s a tough job keeping the laundry 

moving, you know.” He took out his pocket knife and 

proceeded to cut his nails. I nearly threw up. I ran from 

the room. The laundry is something that carries on into 

every generation, every location, especially personal care 

homes. I remember teasing Mom when she wore her 

“Winnie jeans”. Blue denim with elastic waist – elastic 

right around the entire waist. Today I have five pairs of 

those "Winnie jeans".  Blue denim with elastic in the

waist. Very comfortable. And the workers who handle my 

care are very pleased indeed.  “Winnie jeans”. Who 
knew? You can’t leave home without them. Mom was a

"Winnie jeans" girl all her life and now I know why.  

Last Friday I thought it was Saturday. 

At 9:00am I asked when I could have my shower. The 

head LPN said, “Well, we’re way behind and it probably 

won’t be until at least 2:30 today.”  

I just turned around and left the room, stating something 

to the effect that this is a piece of junk place to live and 
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I’m tired of having to wait and wait and wait for things I 

need.  

To make the best of it, I had no underwear, no socks, no t-

shirts. Did I mention that I never had any underwear? 24 

pairs of underwear I own. 24. Count them. 24. All brand 

new Jockeys, sweet little pairs of underwear that fit me 

very nicely. 24. And my laundry draw shows nothing 

because the laundry is not here yet! We are all thinking 

that the laundry is still downstairs and that they can’t 

deliver it to our floor because the carts that normally 

contain thousands of pairs of underwear are parked next 

to the door on our floor….empty! 

I was standing up, arms crossed, looking at the empty 

carts. By now I had realized that Friday was really Friday 

and not Saturday, as I thought it was. So I couldn’t get a 

shower anyways because my shower day is Saturday. So I 

decided to make the empty laundry carts my quest.  

Sheila, the nurse in charge for the day, came over and 

stood next to me. She too crossed her arms.  

“So, what are we looking at?” she said, knowing that if 

they let me go too long on this topic that I could get some 

sort of hemorrhagic blowout and that would probably 

mean some sort of paperwork for her. 

I said, “I’m just looking at those carts.” 

“Yes,” she said. “2 carts that belong to Laundry.” 

“So why are they  up here?” 

She said, “Because they are not down there.” 

I said, “Exactly. So why aren’t they down there?“ 

And she said, “Because we have no one to take them 

down.” 

I said, eagerly, “I can take them down.” 

She said, “No, it doesn’t work that way Beth.” 

I said, “I already knew that.” 

So she said, “Someone from the nursing staff has to take 

the carts down to the laundry room. “ 

I said, “Okay, well there are lots of them around.” 

She said, “Well, when it gets to the laundry room, they’re 

empty anyway.” 

“Duh!” 

“They have to be filled up down there.” 

 I said, “Duh, squared.” 

And she said, “Well, what I’m saying is that there’s no one 

down there to fill them.”  

“Why not?” 

“Because it’s late on Friday and they don’t work on 

Saturdays.” 

“So they’re gone home with the keys to the laundry room 

in their pockets and that key opens the door to where all 

my clothes are. All 24 pairs of my underwear Sheila! 24 

pairs of brand new underwear!” 

“24 pairs”, she said. “Why do you have so many pairs?” 

“Because this happens all the time!” I said. 

“Oh,” she said, “but the laundry room people don’t bring 

it up here, so it wouldn’t matter if they worked or not.” 

I said, “So let me get this straight. The nurses have to take 

it downstairs? And the laundry people fill it up?” 

“Yes, that’s right.” 

“But then they can’t bring it up here. So who brings it up 

here?” 

“Well Beth, the cleaning crew.” 

I said, “The people who clean the toilets?” 

“Yes, they bring it up and put it in the storage room.” 

“The room behind the door next to each nurse’s station?” 

“Yes,” she said. “You’re getting very bright Beth.” 

And I said, “So why can’t the laundry people bring the 

laundry up?” 

“Oh no no no,” she said. “That just won’t do. We’ve been 

doing this a long time, you know. That’s how we do it.” 

“I just can’t believe that.” 
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She turned and left in a bit of huff. 

I followed her.  “I didn’t mean to get you upset. I just 

don’t understand.” 

“So I have to get a laundry person to fill up the cart but 

the laundry person can’t deliver it to the floor?” 

“That’s right,” she said. 

“And the cleaning staff have to deliver the clothes in the 

morning when it’s all ready to go but they can’t bring it to 

my room. They have to leave it in the storage room on the 

corners. “ 

“Yes,” she said. 

“So let’s pretend that the clothes are in the storage room 

now. It made it up here and is in storage. Say I want to get 

a pair of Winnie jeans to wear today. How do I do that?” 

She said, “You have to get somebody to unlock the door.” 

I said, “This door right here?” 

“Yes,” she said. 

I said, “So, this door right here, when it’s unlocked ,may 

actually have my clothes behind it?” 

“Well, there’s no guarantees Beth.” 

“Okay,” I said, “unlock the door please.” 

“Oh no, I can’t unlock the door.” 

“Then who unlocks the door?” 

“Hmm… probably one of the LPNs.” 

“Are you sure?” 

“No, I’m not really sure.” 

“So you know all about the other stuff but you don’t know 

who unlocks the door?” 

“Don’t get snooty now Beth.” 

I took another deep breath and said, “Who can open the 

door?” 

She said, “I don’t know.” 

I wanted to go up to her, nose to nose, and tell her what a 

ridiculous system this is. But I didn’t. 

So along came Bobby McGee. Yes, that’s her name. She 

was passing by. I asked her if she could open the doors to 

the storage room. 

She said, “oh yes.” 

I said, “are you allowed?” 

“Oh yes”, she said, “I can open it for you.” 

I looked at her, and I looked at Sheila. I thought about 

what could possibly be behind the doors. What could 

possibly be the reason the clothes weren’t delivered 

before. Why could the door be opened, but no one was 

doing it? I tried to open the door, but it was locked. Bobby 

McGee, do your Abracadabra magic! 

“Oh, I don’t do tricks like that Beth.” 

“Ok then.  Please, just open the door.” 

So she opened the door, and there was one of the carts. I 

could almost see a glow of light coming from it, like a pot 

of gold at the end of a rainbow. 

“I’m assuming the other cart is over on the other side?” I 

said. 

“Possibly, but no guarantees.” 

I took another breath, my voice cracked and went into a 

high pitched squeal, “Can I just take my own clothes out 

of the pile? I need my clothes. I’m going to a family affair 

and I just need one of my 24 pairs of underwear. They’re 

right there!  I just want my underwear!” 

Bobby McGee seeing the stress I was under said, “I can 

give you your clothes, that’s no bother. The only reason 

we didn’t do it yet is because we have to wait until the 

breakfast trays are done. Then we can get into the 

clothes.” 

When I turned from them to go back to my room, I felt my 

head twitch. With a heavy sigh, I grabbed up a pair of 

underwear I had dropped on the floor. I counted 16 pairs 

of underwear, each one taking its turn to fall to the floor 

as I sauntered on. I’ll look for the other 8 pairs another 

day.    Maybe after my shower.
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In Memoriam 
Donations to our Society have been 

gratefully received in memory of: 

Bill Rees                               Florence House 
Glenda Carroll                         Olga Hodge 
Joyce Warren                  Isabelle Atkinson 
Jacob Button                          Eric Rockwell 
Sam Sheppard                 Nora Floss Flynn 
Elizabeth Bland         Ellen Rose Maloney
Ray Bradbury               Gerald Greenslade
Ignatius Costello                       Ruth Pardy
Lar Rossiter                           John Hawkins

Richard Yates

 

We Appreciate your 
Financial Support!

There is a mantra that charities often use: 
No Money, No Mission, 
No Mission, No Money. 

The reality is that we need to fundraise to 
continue to meet our mandate of helping people 

living with Parkinson’s in Newfoundland and 
Labrador. 

About 90% of our budget comes from donations 
and special events. 

We appreciate the financial support we receive 
from you, our members, and your families and 

friends. 

We run a very tight financial ship here at 
Parkinson Society Newfoundland and Labrador. 

Your Board of directors has given very clear 
direction that every dollar must be mission-
focused on supporting our members in some 

way. 

That is our commitment to you! 

There are many ways to support us: 

Honour Donations—to recognize someone who is 
living with Parkinson’s or someone who has  

contributed to helping the Parkinson’s 
community. 

In Memoriam Donations—to honour the memory 
of someone who lived with Parkinson’s. 

Monthly Donor—we can process a monthly 
charge to your credit card. 

Support our Events—Get your friends together
and come to our events!

All donations are eligible for a tax receipt. 

Thank you! 

VISIT US ON FACEBOOK, search for 
Parkinson Society Newfoundland and Labrador 

Remembering Bill Rees

We were saddened to hear of the passing of long time 
member Bill Rees in late October.   Bill along with his wife 
Paula and their family and friends were active 
participants in many of our events and activities.

Bill was always up for a party.  He had that sparkle in his 
eyes that told you that he knew how to have a good time.  
He loved having fun.   At the St. John's Chapter BBQ last 
summer, he was one of the first people to get into the 
50's Rock and Roll theme to get his picture taken.

Bill and Paula never let Parkinson’s stop them from doing 
everything they had always done.  They kept going out to 
play cards, they kept going to social events and they kept 
having fun for the 21 years Bill lived with Parkinson's. 

PSNL passes our condolences along to all of Bill’s family 
and his many friends.  We will miss him. 
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