Winter 2018

INSIDE:
Shake, Rattle & Stroll
New Exercise Classes
Latest Research News

Mark your 2019 Calendars
Thursday, April 11
World Parkinson's Day
recognizes the birthday of
Dr. James Parkinson.
It is a day to raise awareness
of the disease and the impact
that it has on families.

Saturday, April 27

St. John's Chapter AGM and PCEP
The St. John's Chapter will hold its Annual General Meeting at the
Easter Seals Building on Mt. Scio Road at 2:00pm. The AGM will
be followed by a Parkinson's Community Education Program
session.

Saturday, June 8

PSNL AGM and Meta Sellars Lecture
Our provincial AGM will be held at the Holiday Inn on Portugal Cove
Road starting at 2:00pm. 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!! The AGM will be followed by a Meta Sellars Lecture
- our annual presentation of an important PD research topic.

Sunday, September 22

Shake, Rattle & Stroll for Parkinson's
Get your sneakers ready to raise some money and have some
fun STROLLing for Parkinson's.

Membership Fees
Membership in Parkinson Society
Newfoundland and Labrador is only $5/year.
Membership entitles you and your care partner
to attend all of our events and exercise classes
free of charge.
You will also receive a copy of The Prattle.
Our Chapters may charge additional fees
for some activities such as social events to
recover costs associated with meals, room
rentals, and entertainment.
To join our Society, please contact our office.

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 o f D irectors
Danielle Somerton: Chair
Brendan Mullaly: Treasurer
Dan Cadigan: Member at Large
David Lee: Member at Large

Dr. Anna Smith: Vice Chair
Jane MacDonald: Secretary
Dennis Dober: Member at Large

Chapter Chairs
Pauline Barry: Western NL pbarry2016@outlook.com
Marie Mackey: Central NL jmackey@nl.rogers.com
Jane MacDonald: St. John's janemacdonald@nf.sympatico.ca

(394-0071)
(489-5330)
(754-2657)

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
Wise Advice: 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 any
changes to medications or care plans.
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Executive Director’s Message
Hi Everyone –
I hope everyone had a great summer. Hard to believe
it is Christmas time already again.
I want to thank everyone for your support for our
Shake, Rattle & Stroll walk in September. All of the
funds you raised will go directly into programs and
services for people living with Parkinson’s in our
province. Like always, if one of your donors tells you
that they didn’t get a tax receipt from us, it probably
means that we didn’t have a mailing address for them.
Just get me their address and I’ll make sure they get
one.
We are continuing to expand our weekly exercise
programs, with two new programs starting in Gander and
Clarenville. We are also hoping to have one in Corner
Brook operating in 2019. The evidence is very clear – you
need to be exercising! The added benefit of attending
our exercise programs is that you also get to socialize which is just as important for you as the exercise is. The
classes are free and you are welcome to bring someone
with you. We have spaces available in all of our
programs. Get out there and join us at one!
Over the summer and fall we continued our advocacy for
better access to neurology care for our members. In
September we met with Minister Haggie to discuss the
issue. He recognized that there was a problem and
advised us that Eastern Health was working on recruiting
new neurologists to help alleviate the wait-list backlog.
In October, we received a letter from Eastern Health
advising us that they expect two new neurologists will
commence practices in 2019. While we remain
cautiously optimistic that this will happen, we are still
very concerned that not enough is being done to provide
the level of care that is required for individuals who
require diagnosis and ongoing neurological care,
especially in the rural areas of the province. Advocating
for this care will be a top priority for us in 2019. If you
have a specific incident where you or a family member
did not receive the level of care that you required, please
contact me. We need to have evidence of our concerns.
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To continue to provide our programs and services, we
need more Board Members and Chapter Leaders! Our
provincial Society and all of our Chapters need members to
join their leadership ranks. Without new members who
step-up and take on leadership roles, it is very hard to
coordinate events and provide the support that is required
by the community that we serve. It is not a very big
commitment and the impact you can have is huge! If you
are unable to do it, please ask a member of your family or
one of your good friends if they would be interested. It is
a great experience and very rewarding. Without a
continual flow of new energy, we risk losing what we’ve
spent 25 years building-up in our province. If you are
interested, just give me a call and we can chat about your
level of involvement.
If you haven’t received an email from me recently, it may
mean that I don’t have your email address anymore. So,
please send me an email (parkinson@nf.aibn.com) so I can
ensure that you are on our list. You should also check our
website (www.nlparkinson.ca) and our Facebook page
(@ParkinsonSocietyNL) regularly. Updates on what we
are doing will appear there. You can also follow us on
Twitter (@Parkinsons_NL) for the latest news from us.
I want to thank all of you for everything that you did to
support the Society during 2018. Have a very Merry
Christmas and a wonderful year in 2019!

Derek

Prize
Winners
$500 Visa Card
Danielle Byrd - Walker
Framed Calvin Jackman Original
Rebecca Roome - Sponsor

Congratulations!

Shake, Rattle and Stroll
Thank You for Your Support
We raised over $35,000!

This Year's Biggest Fundraisers:
David Lee, Daphne Bowers,
Rosalind Walsh, Lorraine Miller,
Joe Murcell, Brian Murphy,
Brendan Mullaly, Art Symonds,
Allison Hill, Diane Jackman,
Ian Davidson, Pat & Glenis Coady
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Goings On…..
Recognizing Art Symonds
In September, PSNL and our Central Newfoundland
Chapter were very pleased to recognize the many
contributions made to our Society by long time
member Art Symonds.

Art has been a relentless champion for people living with
Parkinson’s in Central Newfoundland and he is
always one of the biggest fundraisers for our Shake,
Rattle & Stroll. Thank you so much Art for everything
that you do to help people living with Parkinson’s.

United Way Supports PSNL
United Way Newfoundland and Labrador has provided
a $6,000 donation to help support our Exercise
Programs. David Morris accepted the donation on our
behalf. This donation was
part of over $400,000 that
United Way NL donated to
small charities throughout the
province this year. Most of
this funding came from the
United Way NL’s Workplace
Campaign where employees
make regular donations
through payroll deductions.
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New Exercise Classes in Gander
and Clarenville
As we continue to expand our exercise programs
throughout the province, we are very pleased to
announce new programs in Gander and Clarenville.
The Gander classes have already started. They are on
Tuesday afternoons at 2:00pm at the St. Martin’s Parish
Hall. Instructor Sylvia King will take participants through
an hour of targeted exercises which will help to build
strength, balance and flexibility. Sylvia is a retired
Canadian Forces member and has a lengthy background
in exercise and yoga techniques.
In Clarenville, the classes will start shortly after
Christmas. They will be held at the Power Conditioning
exercise studio located at 76 Manitoba Drive. Ryan
Power will be the class leader. Ryan is a former
professional hockey player who has been training some
of the province’s top athletes since 2009. But, don’t let
that scare you, this class will also focus on building your
strength, balance and flexibility. We will announce
the day and time of these classes when they are
ready to start.
Like all of our exercise programs, these new classes will
be free for members and their caregivers. Corner Brook
is our next planned expansion for a class – so stay tuned.

Dancing For Life with
Parkinson’s
Canada’s National Ballet School joined us again for
another session of our dance class in November.

Our dancers were also featured in a lengthy Telegram
article in September. We dance every Thursday at
2:00pm at the St. John’s Arts and Culture Centre. No
previous dance experience is needed and the scientific
evidence is very clear that it will help you!
(See Parkinson’s Exercise News on Page 15.)

PSNL at 150 MPH!
Ed Rice, son of members Art and June Rice, wanted to do
something to promote PSNL so he decided to put our
logo on the front fenders of his dragster.

St. John’s Chapter Social Events
The St. John’s Chapter held its annual BBQ in July at
Rotary Sunshine Park. As usual, there was a great
turnout.

After a really fast
summer and fall, it was
time for the Christmas
Party. An odd
mummer joined Santa
and the group again
this year for some fun
and dancing.

Ed’s car can reach speeds of over 150MPH and when
he gets to the starting line, the announcer tells everyone
that Ed is racing to beat Parkinson’s.
Page 7

He told me to stand-up and speak a few words.
After watching me for a while he said I wasn’t
breathing properly and this was affecting more
than just my speech. He showed me an
exercise to try that might help.
I immediately
recognized it. The week before at our Parkinson’s
exercise class, our instructor went around to everyone
and put her hand on our ribs and told us how we
should activate our abdominal muscles in order to
help us open-up our rib cages which in turn will help us
to breathe much better.

Ole Geezer: Informative
Parkinson’s Humour

No More Jiberish

By Robert Emberley

I would like to take you with me on an
adventure of discovery which I have been on these
past few months. It is about how the health
professionals in our lives and their own professional
fields are independently confirming each other’s
work as they help us on our journey.
Let me give it to you in a nut shell. I have to learn
how to talk again. If I say more than a few words my
speech becomes just jiberish. Some would say most
of what I said was jiberish before Parkinson’s, but
now...it’s a different kind of jiberish.

At my next visit to speech therapy, I showed her
the exercise and she confirmed that this was the
next step of her plan for me too. At the next exercise
class I told the instructor that her breathing
exercise had been validated by two other health
professionals. Delighted to hear that news, she
dragged out a life-sized skeleton and explained in
great detail to the class about how everything
from our jaws to our
pelvic
floor
muscles
affect our breathing, swallowing and speech.
After our last yoga class I spoke with our
instructor about our speech and swallowing issues.
She said she had been trained to help people with
these issues by using a humming technique and she
said that we could try it in the next class. I laughed
to myself, here we go again. In my speech
therapy, every session starts with some humming.
She says humming relaxes all of the important
components of speech. The next yoga class might get
weird though…we will probably sound like a bunch of
off-key Tantric Monks!

With PD, our muscles can get rigid and cramping
is common.
For me - my tongue, larynx, neck,
shoulders, and even my forehead, all tighten
up when I start a conversation. I went to see
my speech therapist last month and she gave
me a series of exercises to do. They were
tough, but after a few visits I painfully started to
catch on to what she was trying to teach me. She is so
patient with me.

Now I just need to focus on the actual
sentence composition!
There is so much energy
focused on the physical aspects of talking that there
is little space left for the cognitive part. Not easy stuff.

Later that month I had an appointment with
my osteopath about another issue I was having. For
those of you who may not know, osteopathy is a
type of “alternative medicine” that emphasizes
manual readjustments, myofascial release and other
physical manipulation of muscle tissue and bones.
It is very “touchy-feely” stuff…not everyone’s bag…
but his very specific neuro-muscular approach seems
to be helping me. I mentioned my voice issues to him.

Most people have no idea how much work it takes
to do basic things when you have Parkinson’s. It is
very much a huge personal effort. But it is also very
much a team effort…and we now have some
fantastic team members helping us. If you are not
participating in the PSNL exercise programs – WHY
AREN’T YOU!! I just got back from my annual Neurology
check-up. It was determined that I have improved my
Parkinson's health! It was a team effort...GO TEAM!!
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Our instructors are teaching us how to relax
and strengthen all of our tight spots while ensuring that
we are breathing properly. And it is working!

Robert

Personal Parkinson’s
Experiences

I immediately responded: “Levocarb, Pramipexole, Black
Horse and Southern Comfort!” It broke-up the
seriousness in the room. We all had a good laugh and
carried on with the session.

The Journey Continues!

HELP
I am learning to ask for help if I need it - especially from
my friends. I cannot expect them to anticipate my needs.
For example, last summer I went salmon fishing. I told my
fishing buddies that if I go with them, I might need some
help getting in and out of the boat. They pulled the boat
as close to the shore as possible and with their help I got
in and out of the boat with no problem. I even managed
to catch a few fish.

By Wayne Dawe
I was diagnosed with Parkinson’s in October 2004. The
past 14 years have been a real learning curve for
me…adjusting to my “new normal”.
There are 3 words that have come to play a big role in my
life and they have helped me greatly on my journey with
Parkinson’s. These words are: Honesty, Humour and Help.
I would like to share some examples of how these three
words help make Parkinson’s more tolerable for me.

Wayne and Robert Emberley
recently represented PSNL at
a Gerontology Symposium at
the Health Sciences Centre.

HONESTY
When I was first diagnosed, I found it very difficult to tell
people I had Parkinson’s. Gradually, I opened up and was
honest with my family first then my friends. That honest
approach removed barriers and opened-up opportunities
to have conversations about it. Most people were quite
understanding and genuinely interested in my well-being.

We have lots of opportunities
like this one if anyone would
like to get involved with our
community outreach across
the province. Please contact
the office for more details.

Parkinson’s comes with restrictions that I never had
before. For example, sometimes fatigue can try and
conquer me. I may want to stay home and lie down
rather than taking part in an activity. I must be honest
and analyze why I don’t want to participate. Am I
really fatigued or am I just using Parkinson’s as an
excuse to decline participating?

Another example is when visiting relatives. If I get tired, I
tell them I need to lie down. They quickly lead me to a
bed or sofa where I can stretch out. After a short nap,
I feel energized again and can join in the
family celebrations. In the past I would fight it, try and
engage and end up falling asleep anyway!

I am slowly learning how to say “No, not right now,
maybe later”, but I must discern if it is because of
Parkinson’s or because of some other reason. Usually the
best option for me is to find the strength to rise above
the fatigue and engage in the activity…but not always!
HUMOUR
Another thing I have learned is that a good sense of
humour is crucial!
For example, I go to the MUN Faculty of Medicine several
times a year and help a doctor explain Parkinson’s to a
group of second year medical students. Sometimes the
sessions can get very serious. One time a student asked,
“Mr. Dawe what medications are you taking?”

Yes, my life has changed! This is the hand I have been
dealt, and this is the hand I must play. I live by my
personal adage: “I have Parkinson’s, but Parkinson’s does
not have me.”
Living my life honestly, with a sense of humour and asking
for help when I need it, gives me control over my life and
a real sense of empowerment. I will make it, one step at a
time, one day at a time, with a little help from God, my
family, other people who are living with Parkinson’s and
all of my friends (and a few little nips of Southern
Comfort too!)

Wayne

Wayne lives in St. John’s and is an active member of
the Parkinson’s Community. He may be reached at:
(709) 722-2310 or email: wpd@bellaliant.net
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COMMUNITY EXERCISE PROGRAMS
Weekly Exercise Classes
St. John’s

Bay Roberts

TUESDAYS at 2:00pm
Pony Locale Studio
120 LeMarchant Road

TUESDAYS at 1:00pm

Grand Falls-Windsor

TUES & THURS 11:00am

ProActive Physiotherapy
ProActive Physiotherapy
261 Conception Bay Highway 105 Lincoln Rd, Unit 6

Clarenville

Gander
TUESDAYS at 2:00pm

Call PSNL for day/time

Power Conditioning
St. Martin's Parish Hall
75 Manitoba Drive
2 Lindbergh Road
These classes focus on building and maintaining
core strength, balance and flexibility.

Yoga Therapy
WEDNESDAYS at 1:30pm

Yoga Kula Co-op, Coaker's Meadow Plaza, 286 Torbay Road

Yoga therapy relaxation class with gentle exercise movements.

Boxing to Beat Parkinson’s
THURSDAYS at 10:30am

Rock Athletics, 236 Park Avenue

Specialized exercise program using boxing techniques.

Dancing for Life with Parkinson’s
THURSDAYS at 2:00pm

St. John's Arts and Culture Centre

A fun and interactive afternoon of dance therapy.
No previous dance experience is required.

Intensive Exercise Class
FRIDAYS at 2:00pm

Pony Locale Studio, 120 LeMarchant Road

Using Pilates techniques, this class is intended for members who are able to
complete more strenuous activities as well as floor exercises.

Parkinson’s Walking/Running Club
SUNDAYS at 2:00pm

Memorial University Field House

Come join us for an hour of social walking or running.
All of our Exercise Programs are FREE for people living with
Parkinson’s and their care-partners. Classes are 45-60mins long.
For more information, please contact us at:
1-800-567-7020 parkinson@nf.aibn.com www.nlparkinson.ca
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Nominations are Open for
Parkinson Society
Newfoundland & Labrador
Volunteer Awards
Did you know that our Society has two prestigious Awards that we use to recognize
individuals who have made significant contributions to improving the lives of people
living with Parkinson’s in Newfoundland and Labrador?

Anne Rutherford Memorial Award
This award serves as a memorial to Anne Rutherford, one of the founding members of Parkinson
Society Newfoundland and Labrador. The recipient of this award will epitomize the determination
of Anne Rutherford in promoting an awareness of Parkinson’s.
Anyone whose efforts are characterized by the following elements is eligible:
 Enthusiasm and passion for promoting awareness of Parkinson’s
 Dedication to improving the lives of people with Parkinson’s and their families
 A good understanding of Parkinson’s Disease and its impact on the family
 Considerable experience as a volunteer with PSNL

Honourary Life Membership Award
The Honourary Life Membership Award is designed to recognize individuals who have significantly
upheld PSNL’s Mission Statement and have demonstrated sincerity, compassion and understanding
to people living with Parkinson’s. Honourary Life Members have:
 Demonstrated a long involvement with PSNL
 Contributed to the development of PSNL by encouraging and supporting growth
initiatives
 Helped improve the lives of people living with Parkinson’s in Newfoundland and Labrador
 Promoted PSNL in all arenas

If you would like to nominate someone for either of these
awards, please contact the PSNL Office for more details.
Page 11

Walter’s Surfing for a Cure….
Anti-Inflammation Drug May
“Cool Down Parkinson’s Brains”
A new therapy that appears to stop Parkinson’s
disease progression “in its tracks” in animal testing will
begin phase-one clinical trials in humans next year.
The therapy, developed by researchers at the University
of Queensland (UQ) – and partly funded by the Michael J.
Fox Foundation – is a world first because it stops the
death of brain cells in Parkinson’s sufferers rather than
managing symptoms.
If human trials echo the stunning results in animal
testing, the inflammation of the brain that causes so
much of the progressive damage in Parkinson’s disease
(PD) could be halted by taking a single pill each day.
UQ Faculty of Medicine researcher Associate Professor
Trent Woodruff said the key to the new therapy is a small
molecule, MCC950 – a compound developed and
abandoned 10 years ago by a big pharma company that
didn’t understand how it actually worked. At that stage,
though, inflammation in the Parkinson’s brain was less
well understood.
Parkinson’s disease is characterised by the loss of brain
cells that produce dopamine, a chemical that coordinates motor control – and it’s the loss of dopamine
that has been the focus of most treatments to date. But
PD is also accompanied by a chronic inflammation that
occurs as an immune response gone haywire.
It works like this: Inflammation is activated in our cells by
complex proteins called inflammasomes. About five years
ago, Dr Woodruff and his team found that the immune
system causes the NLRP3 inflammasome to light up in
Parkinson’s patients, with signals found in the brain and
even in the blood.
They then found that the tiny molecule MCC950, given
orally once a day, in experiments with mice, “blocked
NLRP3 activation in the brain and prevented the loss of
brain cells, resulting in markedly improved motor
function”.
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Institute
for
Molecular
Bioscience
researcher
Professor Matt Cooper – who initially experimented with
MCC950 in the treatment of an auto-inflammatory
disease called Muckle-Wells syndrome that can
cause deafness and kidney failure – said drug companies
had traditionally tried to treat neurodegenerative
disorders by blocking neurotoxic proteins that build up in
the brain and cause disease.
“We have taken an alternative approach by focusing on
immune cells in the brain called microglia that can clear
these toxic proteins,” he said. “With diseases of aging
such as Parkinson’s, our immune system can become
over-activated, with microglia causing inflammation and
damage to the brain.”

The NLRP3 inflammasome
(green) is expressed by
immune cells (red) in the
brains of people with
Parkinson’s disease.

He said MCC950 effectively “cooled the brains on fire”,
turning down microglial inflammatory activity, and
allowing neurons to function normally.
This was achieved with three different models of
Parkinson’s on mice. It took a further two years of tests in
order to convince the editors of the prestigious
journal Science Translational Medicine of the efficacy of
treatment. The researchers’ paper was published on
October 31, 2018.
The progress of MCC950 to market appears to be
happening rather quickly. Both the Michael J Fox
Foundation for Parkinson’s Research and the Irelandbased drug company Inflazome are keen for human trials
to start as soon as possible. Dr Woodruff said much of
the preclinical work was already completed.
The phase-one tests next year will determine whether or
not the drug is safe in healthy people. All going well,
volunteers with Parkinson’s will be recruited for phasetwo testing in 2020.
Source: https://thenewdaily.com.au/life/wellbeing/2018/11/08

Experimental Enzyme Linking
Fatty Acids to Alpha-synuclein
Targeted as Parkinson’s Therapy
Inhibiting an enzyme that regulates the production of
fatty acids may protect against brain toxicity induced by
alpha-synuclein in Parkinson’s disease and may become a
therapeutic target for these patients, a study reports.

Researchers first measured lipids and fatty acid
alterations in yeast that had been engineered to produce
alpha-synuclein. This showed an increase in components
of the neutral lipids pathway — storage lipids lacking
positively and/or negatively charged groups — including
a monounsaturated fatty acid called oleic acid. The team
thereby hypothesized that high oleic acid levels promote
the binding of alpha-synuclein to the cell membrane,
increasing toxicity.

The study, “Lipidomic Analysis of α-Synuclein
Neurotoxicity Identifies Stearoyl CoA Desaturase as a
Target for Parkinson Treatment,” was published in the
journal Molecular Cell.

These findings were then replicated in patient cell
lines, in a mouse model of familial Parkinson’s, and in a
model of dopamine-producing neuron degeneration (a
hallmark of Parkinson’s) in the worm Caenorhabditis
elegans.

The brain is rich in lipids, or fats, which are key for neural
development and nerve cell communication. Brain cells
tightly regulate lipid production and uptake, as well as
the distribution of its precursors, such as fatty acids.
Imbalance of the brain’s lipids has been implicated in
several
neurodegenerative
diseases,
including
Parkinson’s.

“It was fascinating to see how excess [alpha-synuclein]
had such consistent effects on the neutral lipid pathway
across model organisms,” Ulf Dettmer, PhD, co-senior
author of the study from the Brigham and
Women’s Hospital and Harvard Medical School, said
in a press release. “All our models clearly pointed at
oleic acid as a mediator of [alpha]-synuclein toxicity.”

Alpha-synuclein, the main component of protein clumps
known as Lewy bodies, interacts with fatty acids and
favors their storage as triglycerides — the most common
type of fat in the body — in lipid droplets in cells.

Researchers investigated possible ways to target fatty
acids or the processes leading to their production that
could protect against Parkinson’s. They found that
triglycerides protect from alpha-synuclein-induced
toxicity by preventing the accumulation of oleic acid and
diglyceride, a type of fat composed of two fatty acid
chains.

These droplets prevent the toxic effects of lipid
accumulation, but may also contribute to the deposition
of alpha-synuclein. Proteins related to lipid metabolism
have been identified as risk factors for Parkinson’s.
However, little is known about the impact of lipid
metabolism on alpha-synuclein assembly and cellular
alterations.

Importantly, they found that inhibiting an enzyme known
as stearoyl-CoA-desaturase (SCD), which is key in the
production of oleic acid, protected against cell toxicity,
formation of alpha-synuclein aggregates, and a decrease
in the amount of protective alpha-synuclein tetramers
(natural structure formed by four subunits) relative to its
aggregation-prone monomers, or single-protein chains.
“Our findings thus indicate that partial inhibition of SCD
would be a rational therapeutic approach to [alphasynuclein] neurotoxicity,” the researchers wrote. “We’ve
identified a pathway and a therapeutic target that no one
has pursued before,” said Saranna Fanning, PhD, the
study’s lead author.
Source: https://parkinsonsnewstoday.com/2018/12/06/enzymelinking-fatty-acids-alpha-synuclein-possible-parkinsonstherapeutic-target
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Life Stories of our Members
On September 21, 1999, Joan Sheppard-Wells was
caught in a massive earthquake while living in Taiwan.
The earthquake killed 2,400 people and destroyed over
50,000 buildings. This is Part Three of Joan’s incredible
story of survival. In the previous segments, the
earthquake had just happened and Joan was trapped
hanging upside down in her apartment building with a
severe gash on her left arm. Rescuers had spotted her in
the darkness but couldn’t reach her.
Over the next couple of hours, I could see daylight slowly
emerging through cracks in the walls.
I felt it had become more critical to see if I could try to
move myself from this very awkward position. Because
my upper torso was free (albeit with a severely injured
arm), I could move some of the things which were
blocking me from getting
free. I began to pull my body
up, as if I were exercising,
where I could grab and hold
the back of my knees. I
would go at this for a while
and then I would have to go
back to hanging upsidedown to rest. It took so
much effort and energy to
pull my upper body up that
far so that my face was
looking at my feet. When I was up, I could see partly into
floor of the apartment. From that perspective I realized
that the whole building was resting on a 45 degree angle!
As I continued doing this, there were many more
aftershocks, some more intense than others, and more
dirt and debris fell over my entire body and over my
clothes. The quake happened at 1:47am. I knew I was only
wearing a thin blue t-shirt & matching shorts, with a
pair of green socks from Cathay Pacific Airlines that I had
gotten on one of the flights over the Pacific Ocean.
It had been a very hot humid evening - about 35C. Before
I made my decision on where to sleep, I went from the
living/dining room, to the bedroom, to see where the
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airflow was moving the best to find the most comfortable
place to sleep. Who knew that decision would have
placed me in this awkward position only a few hours later.
But if I had picked somewhere else to sleep, maybe I
wouldn’t have made it this far.
Just a few days before I had bought a ticket to San
Francisco to travel to see my daughter during the Chinese
New Year, beginning on February 9, 2000. It was the year
of the Golden Dragon and she was pregnant with
an expected due date in March. As I hung there, I was
determined that I was going to use that ticket!
At one point, as I was trying to move the debris
away from my legs, I found a concrete block with a
neatly folded
cardboard
box
inside
it.
Frustratingly, I remembered what I had read in an
English Language Newspaper in Taiwan just a few
weeks before.
It read that if an earthquake the
magnitude of the one that had hit in Turkey only a few
weeks before were to occur in Taiwan, many of the
newer buildings would collapse, primarily because of
the shoddy workmanship and poor construction
materials that were being used.
Not only was the concrete block mostly hollow, it
didn’t appear to have been solidly attached to anything.
There was no mortar anywhere on it! I remember
having cold shivers at the time when I read that article on
my way to bed just those couple of weeks before. I
wouldn’t have realized the significance of that folded
cardboard box had I not read that article about how
builders were using cheap materials which were
essentially fake.

As it became lighter, the man that had spoken to me
earlier and then disappeared into the darkness
reappeared with two other men. All three had ropes tied
around their waists. It was in this daylight that I could see
what had been my outer wall, with a balcony on the
outside, was now a “ceiling” window through which the
men were dangling.
To be continued....

Parkinson’s Exercise News

But high intensity isn’t the only factor. Alberts stressed
that for people with Parkinson’s, exercise is as much for
the brain as it is the body.

Keep Moving – anyway you can!

Dance for PD is a dance class designed specifically for
people with Parkinson’s. David Leventhal directs the
program, based at the Mark Morris Dance Center in
Brooklyn. He said dance is an ideal form of exercise for
people with Parkinson’s because it provides mental and
physical exercise.

When actor Alan Alda revealed in July that he has
Parkinson's, he had some really good advice for others
who are living with the disease. "If you get a diagnosis,
keep moving!" he said on Twitter.
It turns out that his advice is medically sage. Doctors and
medical researchers all say that Parkinson's patients who
exercise regularly have better outcomes; in some cases
even slowing the progression of the neurological disease.
In an interview with NBC News, Dr. Jay Alberts of the
Neurological Restoration Center at the Cleveland Clinic
said his most recent research shows that even eight
weeks after stopping exercise, the benefits stayed with
Parkinson's patients.

PSNL Members attack
the heavy bags at our
weekly Boxing to Beat
Parkinson’s Class.

Alda’s approach, engaging in different types of physical
activity including boxing and dancing, is in line with
Alberts’ recommendations. He said any kind of exercise
can be effective. “A good mode of exercise is a mode
that you do,” Alberts said. “If you cycle, that’s fantastic.
If you like ballroom dancing, that works too.”
A study last year looked at three groups of people with
Parkinson’s. The group that did not exercise at all
showed some signs of worsening symptoms; the group
that did moderate exercise showed negligible decline;
but the group that exercised vigorously showed
significant improvement, researchers said.

“Dance is a multifocal art form,” he told NBC News. “You
get the physical elements but also the artistic, creative,
musical and cognitive elements as well. You get to be an
artist in the class.” The class is structured for people at
all stages of the disease, with some in chairs, some
standing with balance assistance, and some who are able
to move across the floor. The dancers learn
choreography from professional repertory, adapted as
needed.
Leventhal said he sees improvement in the skills of the
dancers who come to the class. They often report better
balance and sense of confidence, rhythmic attunements,
sense of belonging and social interaction.

Instructor Sarah Stoker provides technique advice
during our Friday Intensive Exercise Class.
But Parkinson’s disease remains something of a mystery.
Experts still aren’t exactly sure why exercise works. But,
for a disease with no cure, "Keep Moving" seems to be
a way to keep your symptoms down and your spirits up.
Source:https://www.nbcnews.com/health/health-news/alanalda-shows-key-parkinson-s-keep-moving-n896326 (edited)
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Find the answers to these clues in this edition of the Prattle
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34

ACROSS

DOWN

2 Easter _______
5 ______ Floor
6 _______ Dragon
7 ______-Wells syndrome
12 _______Medicine
13 ___ Symonds
14 Never Trust a ______
16 Harvard _______ School
17 ________ attunements
24 ______ Cake
25 _______ Awards
26 ________ Exercise Class
28 Keep _______
29 St. Martin's _______
30 Prize _________
32 Mark _______ Dance Center
33 _____ Down
34 ______-Feely

1 _______ Horse
3 Life-sized ________
4 _________Symposium
7 150 ____
8 Southern _______
9 ________ Campaign
10 University of _________
11 ______ Conditioning
13 _____ Alda
15 No More ________
18 ________ Monks
19 ________ Clinic
20 _______Pacific
21 Honesty,______ and Help
22 Meta Sellars ________
23 Myofascial ________
27 Little _______
31 ____-wags

Nutrition Corner
DARK CHOCOLATE CRANBERRY BUNDT CAKE
Dark Chocolate Cranberry Bundt Cake is the ultimate holiday dessert! It’s decadent and fudgy, and
studded with dark chocolate chips and tart fresh cranberries. And best of all, it’s made in just one bowl!
Notes:

INGREDIENTS
3 cups whole wheat flour
1 cup coconut sugar
1/3 cup unsweetened cocoa
2 teaspoons baking soda
1 teaspoon kosher salt
1 teaspoon ground cinnamon
2 cups unsweetened almond
milk

1/2 cup extra virgin olive oil
1 teaspoon vanilla extract
2 cups fresh cranberries
1 cup dark chocolate chips
Optional chocolate glaze:
1/2 cup dark chocolate chips
1 tablespoon coconut oil, virgin,
cold pressed

For a dairy-free and vegan version of this cake,
use vegan chocolate chips.
This cake freezes well. You can either wrap the
entire cake and freeze, or cut the cake into slices
and layer them between sheets of wax paper in
a container. This makes it easier to grab a few
slices and defrost for a quick dessert.

INSTRUCTIONS
1.

Pre-heat oven to 350F and grease a 10-inch bundt pan.

2.

In a large bowl, add the flour, sugar, cocoa, baking soda, salt and cinnamon and whisk together until well
combined. If your cocoa is lumpy, you may want to sift together the ingredients.

3.

Pour in the milk, oil and vanilla, and stir until the dry ingredients are well incorporated.

4.

Fold in the cranberries and chocolate chips, and add the batter to the prepared pan. Reserve some
cranberries to press into the batter around the edges of the cake. This adds a pretty detail around the
bottom of the cake once it bakes up.

5.

Bake for 50 minutes, or until a tooth pick inserted in the middle of the cake comes out clean.

6.

Let cool in pan for 10 minutes before turning out onto a wire rack to cool completely.

7.

For the glaze, add the chocolate chips and coconut oil to a small microwave-safe bowl and microwave on
high for two 30-second intervals, stirring in between. Stir until chocolate is smooth.

8.

Pour over cake and let harden, or serve immediately for a warm chocolate topping.

9.

Store leftovers in an airtight container and enjoy within 3-4 days, or freeze for later enjoyment.

Recipes for the Nutrition Corner are provided compliments
of www.crumbtopbaking.com
This locally based website offers healthy recipes for Clean
Eats and Decadent Treats.
Please visit their website to see more great recipe ideas
and amazing photos of the treats.
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“Diarrhea is definitely the fastest thing in the world”
he exclaimed proudly!

Beth’s Five
Bucks Worth
By Beth Holloway
Never trust a fart! That is the big lesson that I learned
this summer. From Salmonella to lactose intolerance to
sudden sunny-day-outdoors attacks, I’ve experienced
some crude trauma from these devious scaly-wags

“What?” said the teacher, with an exasperated sigh.
“Well, Miss, the other night I woke-up with a terrible
cramp in my stomach. Before I could think, blink or
turn on the lights, I shit in my pants!”
Of course I am being a little facetious, but I bet there
are readers among you who know exactly that I am
talking about! Maybe we need a support group. We
can sell t-shirts that say “Never Trust a Fart!” We’ll be
rich while also protecting the public.

I have lost 50 pounds, two pairs of $100 shoes, the few
remaining friends I had left and the ability to eat turkey!
It’s not something that people usually express verbally,
it is really more of a quiet thing that you would usually
keep to yourself and blame on other people, but I feel
that I need to protect you. Warnings from deep within
your body are significant and should be heeded quickly
– rumble, rumble, rumble could mean trouble,
TROUBLE, TROUBLE!
Little Johnny was absolutely right. Do you know that
joke?
The teacher was asking the class what they thought
were the fastest things in the world.
One little girl answered “thinking is really fast. I just
need to think about something and I can instantly see it
in my mind.” A little boy said “blinking is really fast. I
can blink my eyes and it hardly seems like I miss seeing
anything at all.” And another girl said “I think electricity
is really fast. I just need to flick the light switch and the
lights come on right away.”

And now, for something much more serious than my
usual “two cents” or “Five Bucks Worth”. Without a
doubt, being part of the Prattle for all of these years
was and is a love of my life, but unfortunately it has
become too much for me to keep writing. I can’t stay
awake long enough and when I do, I lose my train of
thought about what I was writing. What an Idiotic
Disease!

The teacher was very impressed with these answers
but, reluctantly, she had to give little Johnny his turn to
answer.

My last Page 18 will be in next edition of the Prattle. I
am sure it will be a real doozy. If you want to share
any of your thoughts with me about how I should
conclude my illustrious career with the Prattle –
contact Derek and he’ll hook us up!

“Yes Johnny, what is your answer?”

Merry Christmas everyone. Keep Fighting!!

Beth
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In Memoriam

We Appreciate your
Financial Support!

Donations to our Society have been
gratefully received in memory of:

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

Donald Brake
Norma Scott
Joan Newhook
Lawrence Hoffman
Elsie Chaytor
Loretta Hearn
Dorothy Parsons
Dorothy Clarke
Tom Gunson
Hilda Flynn
Victor Tucker
Sam Roberts

Capt. William Cox
Mary Smith
Jonathan Richards
Mabel Hoddinott
John Kennedy
Loretta Hearn
Shirley Follett
Pamela Roberts
Lillian Hardiman
Elsie Monk
Jessie Allen
Dulce Randell

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.

PSNL extends our sincerest condolences
to the families and friends of those
loved ones honoured here.

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

Coping with Grief and Loss

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

Unfortunately, there's no instant fix to help you in times
of great sadness. You may feel deeply affected every day
for about a year to 18 months after a major loss.
However, there are practical things you can do to help
you get through a time of bereavement or loss.
Express yourself. Talking is often a good way to soothe
painful emotions. Talking to a friend, family member,
health professional or counsellor can begin the healing
process.
Allow yourself to feel sad. It's a normal and healthy part
of the grieving process.
Keep your routine up. Keeping up simple things like
walking the dog can help.
Sleep. Emotional strain can make you very tired. If you're
having trouble sleeping, see your family doctor.
Eat healthily. A healthy, well-balanced diet that nourishes
your body will help you cope better.
Avoid things that "numb" the pain, such as alcohol. It
will make you feel worse once the numbness wears off.
Go to counselling if it feels right for you. Counselling may
be more useful after a couple of weeks or months. Only
you will know if and when you're ready.

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:
@ParkinsonSocietyNL
And follow us on Twitter:
@Parkinsons_NL

Merry Christmas
And

Happy New Year

