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FOREWORD

Y

ou have young onset Parkinson’s disease” –
words you were likely not expec ng to hear and
once spoken, are life changing. My diagnosis
came at the age of 27 at the start of my career as a family
physician and as I was expec ng my first child. That was
over fi een years ago but I can s ll vividly recall that day
and the shock, fear and confusion that followed; fear of the
future, confusion about the present.
These are normal reac ons to an overwhelming and
unexpected life hurdle. And those of us living with the
challenge of Parkinson’s disease have all been on the
Dr. Soania Mathur
receiving end of this news. For many of us, the journey
to taking charge of our disease has been a diﬃcult one. It begins with first accep ng
what may seem an unfair twist in your life. For me it took close to a decade to
recognize that although the diagnosis of Parkinson’s was not within my control, how I
faced this challenge was mine to determine. For others in my Parkinson’s community,
acceptance came much sooner. In my personal experience, only once you are able to
accept your diagnosis, can you move beyond it and begin to take back some measure of
control; to make the decisions and interven ons that will op mize your health and help
you to live well with this disease.
Experience has also shown me that you cannot be a passive bystander and expect to
live well with Parkinson’s. You must play an ac ve role in your own management. The
sugges ons presented in this booklet can serve as cornerstones for you to begin a
journey of living well despite the daily challenges you face. Although it may ini ally
seem like an insurmountable hurdle, there are things that you can do to empower
yourself, to become an advocate in your own health, to remain produc ve and engaged,
to maintain your quality of life.
It begins with educa on and becoming an informed pa ent. Having knowledge of our
disease allows us to make sound decisions with our physicians regarding treatment
op ons. This ul mately translates into be er health outcomes.
We also need to surround ourselves with support and guidance. The eﬀects of

Parkinson’s disease are not simply physical. Its impact is pervasive, aﬀec ng every
aspect of life – physical, social and emo onal. We are o en at the prime of our
lives at the me of diagnosis, at the height of our careers, in the midst of
paren ng, and trying to build our financial futures. These issues are significant and
are more easily confronted when you have a strong circle of support.
Then there is the prac cal management – keeping a logbook, tracking your
symptoms, changes and medica ons, incorpora ng exercise into your self‐care
rou ne and considering being involved in clinical trials.
This advice and more is conveyed in this booklet by those that have experienced
living with this disease first hand. People like you that at some point in me
similarly faced this illness for the first me. Despite the fact that our physicians
may serve as valuable resources, there is a vast amount of knowledge that can be
learned from the experience of others facing the same challenge; insight which is
invaluable.
I o en think about what I would say to myself at the me I was ini ally diagnosed
now that I’ve lived with Parkinson’s for so many years. I think that the most
important piece of advice I would impart is that at some point you have to
abandon your fear of the future in order to begin living your present. And with the
right informa on, resources and a mul ‐faceted approach to management,
including self‐care, it is possible to live well with Parkinson’s.
Dr. Soania Mathur

Page 4

TABLE OF CONTENTS
ACKNOWLEDGEMENTS………………………………………………………………………… 1
FUNDING & SUPPORT…………………………………………………………………………… 2
FOREWORD ………………………………………………………………………………………… 3
BACKGROUND ……………………………………………………………………………………… 6
How Was This Booklet Developed? ……………………………………………… 7
Par cipant Passages ……………………………………………………………………… 8
INTRODUCTION …………………………………………………………………………………… 9
1. GET INFORMED ABOUT PARKINSON'S DISEASE …………………………… 11
Not All Informa on is Created Equal …………………………………………… 15
Keeping the Informa on in Perspec ve ……………………………………… 17
2. SEEK OUT SUPPORT FROM OTHERS ……………………………………………… 19
YOPD Specific Supports ……………………………………………………………… 21
Family and Friends as Supports ..………………………………………………… 25
Employment and Finances ………………………………………………………… 29
Family and Individual Counselling ...…………………………………………… 31
3. TRACK CHANGES AND QUESTIONS ……………………………………………… 33
4. KEEP ACIVE

……………………………………………………………………………… 35

5. VOLUNTEER FOR RESEARCH ON PARKINSON’S …………………………… 37
6. WHAT NOT TO DO ……………………………………………………………………… 40
RESOURCES TO USE
Some Online Resources ………………………………………………………………… 41
Daily Log for Medica ons, Meals & Exercise …………………………………… 43
Ques ons for My Next Doctor’s Appointment

……………………………… 44

BACKGROUND
“I think when you get the diagnosis, your life sort of stops. I
remember leaving the doctor’s oﬃce and I must have ran out
because I remember his secretary saying ‘Don’t run.’ But there were
some people in the wai ng room and I just needed to blow. I
needed to get out of there. I went into the hallway and I was pacing
and I said ‘What does this mean? Now what?’ … Because at that
point you don’t really know what it means … You have to deal with
your kids, you have to deal with your job, you have to deal with
ge ng up every day and all the things you’re supposed to do and
then deal with this at the same me. And there’s no instruc on
book on how to do that. You don’t know where to turn.”
Shanna Mellins

A

s alluded to in the passage from Shanna above, the needs of those with young‐
onset Parkinson’s disease (YOPD) are unique. Being diagnosed with a chronic,
progressive neurological condi on in the prime of life is likely to be a very
emo onal experience. You may have children, you are likely s ll working and on top of
these life stresses you now have YOPD. As a resource for those newly diagnosed, this
booklet has been designed as one place to turn to a er diagnosis. This booklet is full of
advice for those newly diagnosed with YOPD from those who have been living with the
disease and were willing to share reflec ons based on their own experiences.
As with advice you receive from any person, you need to weigh the value of the advice
in rela on to your own personal situa on. As such, it is important to read this advice
booklet as “sugges ons” that may or may not work for you, but at the very least are
topics to consider.
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How Was This Booklet
Developed?

T

his booklet is a product of the work
completed by Mike Ravenek and the
par cipants in his study inves ga ng the
experiences of individuals living with YOPD. Thirty
‐nine individuals who self‐iden fied as living with
YOPD, primarily from Southwestern Ontario, took
part in the study over a two‐year period from the
fall of 2011 to the fall of 2013. To contribute to
the study, par cipants had the op on of
par cipa ng in a series of interviews with Mike
and engaging in online and/or in‐person groups
discussing issues related to their experiences and
the evolving results of the study.
At the conclusion of the interviews in the early
stages of data collec on, par cipants were asked
specifically what advice they would give to
someone newly diagnosed with the disease, as
well as what advice they would give to a
diagnosing physician. Addi onally, the focus
group and interview par cipants in the later
stages of this project reviewed the advice
compiled and added to this knowledge base with
their own thoughts and experiences. This booklet
represents the collec ve voice of the par cipants
and the advice they would relay to other
individuals newly diagnosed with YOPD. Advice
these individuals had for physicians, responsible
for the diagnosis and treatment of individuals
with YOPD, is presented in a separate booklet.

Participant Passages

T

he specific passages included in this booklet were taken from par cipant
interviews and group discussions, as they do a good job illustra ng the
main pieces of advice that were raised by all of those who took part in
this study as a whole. Addi onally, the passages represent responses from
par cipants with a range of experience living with YOPD, from 1‐year to 18‐years
post diagnosis. Brief demographic informa on about the par cipants whose advice
was included in this booklet is provided below, along with pseudonyms (false
names) to protect the iden ty of these par cipants.

Denis Bartoo
Pa Bradner
Jordan Chicholm
Derek Daumer
Kalvin Giles
Joella Kline
Niels Kovitz
Trevor Lyon

Age
Diagnosed
53
48
47
43
53
45
37
41

Current
Age
58
55
58
42
58
55
55
50

Years Living
with YOPD
5
7
11
1
5
10
18
9

Shanna Mellins
Danny Pirie

45
54

46
56

1
2

Suzanna Viles

27

42

15

Name
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INTRODUCTION

T

he advice dispensed by par cipants living with YOPD for others newly
diagnosed focused primarily on the importance of being proac ve in
numerous facets of life; learning to now put your health and your
concerns first above everything else. This mindset and the proac ve strategies
used, in essence, served to help manage the troubling emo ons that can follow
a er receiving a diagnosis of YOPD. The idea of being proac ve stems from the
belief that it is up to each person that is diagnosed to make the best of the
experience; that is, a sense of personal responsibility is perceived to be
important. Given that we live in a society where independence is highly valued,
it is not surprising individuals came to see that this responsibility ‘to take
ac on’ falls on their own shoulders.

“Put yourself first. You go a make sure
you’re okay before you can do anything for
anybody else. You are number one. Take
care of yourself first and you will discover
that everything else falls into place.”
Joella Kline

Although it was believed that the ini a ve to make changes and be proac ve
falls on the person diagnosed, the journey of living with YOPD does not have to
be one travelled alone. As we will see in the advice dispensed by those who
took part in this project, many of the proac ve strategies discussed served to
increase the amount of support available to the person. Furthermore, the
advice provided about the importance of being proac ve did not just cover one
specific life area; rather the par cipants believed that those who are newly
diagnosed should become proac ve in all areas of their life that can influence
their health. The specific advice provided about being proac ve is broken down
into the sec ons that follow.

“I have as good a life as I can make it,
but do I like having Parkinson's? No.
Does it nega vely aﬀect me? Yes. Now
it's up to me to make the best of it.”
Pa Bradner
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GET INFORMED ABOUT
PARKINSON'S DISEASE

O

ne of the common ways that individuals spoke about being proac ve
was in trying to find out as much informa on about Parkinson's as they
could, so that they had a be er idea of what the disease entails as well
as the supports and treatment op ons that were available. A lot of informa on
that they desired in the weeks a er receiving their diagnosis was not readily
provided to them by physicians. Consequently, they believe that if you are going to
become informed about Parkinson's disease, seeking this informa on on your own
is o en required and that you should not be afraid to ask ques ons when you are
learning about the disease.

“Do the work to
understand it and it will
help you calm down.
The more you know the
more power you feel
you have.”
Niels Kovitz

“Find out as much informa on as you can
that you need for yourself. Any doctor can
work with you, any group can work with you,
but it has to be right for you, you as the
person that’s got it …. I really didn’t have any
other support to say please call this number
or please – like I didn’t get the Society’s
[informa on] un l later on. I did that on my
own. I found it … It’s sad to think somebody is
going through maybe six months or maybe a
year of certainly a big ques on mark … I
would like to think that informa on is out
there, but they go a take the first step, and
so I would encourage them to take that first
step. In short, that would be the answer –
take a step forward and find out about it.”
Danny Pirie
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O

nce you start looking for informa on about Parkinson’s disease it can
be overwhelming because of the wealth of knowledge that is available
from a variety of print and online sources. Where does one start and
where does one end this search? As alluded to by Danny in an earlier passage, the
amount of informa on that a person will want to know a er their diagnosis will
vary from person to person. Numerous factors, such as the amount of knowledge
a person has of Parkinson’s prior to their diagnosis, will influence this search for
informa on. There is no set rule as to how much you have to know right away as
learning is ongoing and will con nue over me.

“Read as much as you can about your disease. You be the judge as far as that’s
concerned too because some mes people don’t want to know. But it helped me
because I had several things that had gone awry … So I would say try to find out
everything about your disease for now. You know don’t go beyond a certain
point. It’s hard not to know when to stop, but there’s just so much out there,
there’s the internet, magazine studies, conferences, other people.”
Joella Kline

Related to acquiring informa on about YOPD, it is common
to leave ques ons unasked and, therefore, unanswered. The
par cipants firmly believed, in the spirit of being proac ve
about their health and becoming knowledgeable about their
condi on, the fear of asking ques ons has to be overcome.

“If you've got a ques on, it's a legi mate ques on. I think
some mes a lot of people don't want to ask because they don't
want to appear stupid … I hear a lot of people feeling stupid or
not feeling like they are given that opportunity to ask ques ons
because you're in and out in five minutes.”
Pa Bradner
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Not All
Information

is Created
Equal

A

s important as it is to become knowledgeable about YOPD, it is just as
important to understand that some sources are more credible than others.
A list of online resources with quality informa on has been provided at
the end of this booklet. If you are ever concerned about the credibility of informa on
you have heard or read, you can always check with your physician to get his/her
opinion on the material. A few general rules for assessing the credibility of online
informa on are provided on the next page, which has been previously published by
Mike Ravenek in The Parkinson’s Update (Winter/Spring 2012, Issue 55, p. 10). This is
a magazine published by the Parkinson Society Southwestern Ontario and the full
ar cle is available online at the Society’s website.

The 3 “A’s” for Finding Informa on on the Internet
Does the webpage have a clear author?

A webpage should clearly state who has wri en the
informa on, whether it be an individual or an
organiza on.
1. Author
Are the authors of the webpage trying to sell something?

Don’t be fooled by webpages where the authors are
trying to sell you their products, including miracle
treatments.
Is the webpage current or has It been updated recently?

A webpage should have a date indica ng when an
2. Age
ar cle was wri en or when it was last updated. Older
webpages and ar cles may not have the most current
informa on.
Does the webpage cite references?

References are usually provided at the bo om of
ar cles and list the sources the author(s) used to pull
the informa on together. When references are not
listed, it is impossible to know where the informa on is
coming from and if the informa on provided is just
opinion.
3. Accuracy
If so, what types of references are cited?

Good webpages will list references, but it is also
important to look at the references. Are the references
from academic journals, (e.g., New England Journal of
Medicine), or are they from more opinion‐based
sources? Can you locate the references yourself?

“You need to read everything with a grain of salt, and make
sure that the sources are credible … there’s a lot of bad
informa on on the Internet.”
Derek Daumer
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Keeping the
Information in
Perspective

P

u ng the informa on you learn into perspec ve
and focusing on the posi ve aspects of what you
are learning was also deemed important by the
par cipants. For example, when learning about YOPD, it is
important to keep in mind that it is a chronic disease not a
terminal disease. You also may not experience all of the
symptoms that you read about. The disease can be very
individual with great variability from one person to the
next, so even though it is important to know what can
occur so that you can recognize changes and can speak
with your physician about those changes it does not mean
you will experience all of the symptoms of Parkinson’s.

“I would want to have learned first of all that it’s – there
are many diﬀerent symptoms. Some which can be
controlled medically. Some which can’t. Some which can
be be er controlled by diet or exercise of certain types.
But the fact that everyone’s journey with Parkinson’s is
basically an individual thing. That the symptoms, the
combina on of symptoms that one has are unique to you.
Someone else may have the same par cular symptoms
but have them at diﬀerent strengths or diﬀerent mes of
the day or diﬀerent stages along their life with
Parkinson’s. So that’s the first thing to know that
everybody’s journey is unique.” Denis Bartoo

“Knowing that it wasn’t a life‐
ending condi on; it was an
uninvited guest that doesn’t go
away. You learn that it’s possible
to adjust your lifestyle and you
explore poten als that you have
that you never explored before … If
you have to have a disease, it’s a
good one to have. It’s not deadly
… It’s not the end of the world.”
Jordan Chicholm
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SEEK OUT SUPPORT
FROM OTHERS

T

he importance of having a strong support system underneath you
while learning to manage with YOPD cannot be understated. While
the move to seek out and accept this support is proac ve on the part
of the person diagnosed, the support itself will help to ease the burden of
living with a progressive neurological condi on. In reference to specific types
of supports, par cipants spoke about ‘YOPD‐Specific’ supports as well as
‘Family and Friends’ as the most important components of their support
systems. In some cases, individuals also found it beneficial to seek out the
support of a ‘Family or Individual Counsellor’ to help navigate issues that
arise, as well as supports related to ‘Employment and Finances.’

“Even though your journey is unique, you are not alone on the
journey. There is a ton of people and resources out there to
network with. And maybe you won’t run into someone who is
walking the same journey as you because of the uniqueness of
the symptoms. But there is somebody who can relate and
especially can listen to your fears.”
Denis Bartoo.

“Get your
supports. I
think of the
boardwalks at
the beaches,
and you go
underneath.
And they’ve got
all these
crisscross
supports all
over the place.
And then on
top is your
public persona,
but you’ve got
all these li le
supports
underneath
that help you
get out there
and stay out
there.”
Joella Kline
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YOPD SPECIFIC
Supports

T

he Parkinson Society of Canada and its regional
partners, like the Parkinson Society Southwestern
Ontario, were o en cited as being an important
support specific to the disease for par cipants.
Unfortunately, not everyone was referred to these
socie es a er they became diagnosed, having to locate
them on their own a er star ng a search for informa on
about YOPD.

“Look for support. Because I didn't know there
was a Parkinson's Society un l I went searching
for informa on and then oh, Parkinson's Society
of Canada. Whoa, what's this? So that’s one nice
thing about having the internet and computers,
and all young people do.”
Pa Bradner

“I know the Society is there now. I know it now, but I
didn’t know it then. That probably would have been a
big help to call somebody … somebody who could be
like ‘is there something I could find for you?’ – She’s
there, she could send you some stuﬀ.”
Danny Pirie

Among the many services oﬀered by the Parkinson Socie es in Canada are
opportuni es to meet and speak with other individuals living with the disease.
This can occur through a number of venues, including conferences and
workshops, support group referrals, and peer mentoring programs. Eﬀec vely,
these socie es act as a ‘gatekeeper’ for individuals to become more involved in
the ‘Parkinson’s world.’

“Join a support group of people like you, but not just any support
group, because right here is groups from a newspaper and you
join in and it’s a bunch of 95‐year‐olds and above. That would not
be advisable to a 49‐year‐old. So if they contacted the Parkinson
Society of Canada or the regional oﬃces they might be able to
have a young‐onset group or have a conference coming up soon
that makes it easier for them to get into the Parkinson world.”
Jordan Chicholm
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A

s alluded to by
Jordan in a
previous
passage, there is a lot of
value placed on the
informa on and insight
from other younger
people living with the
disease. This makes sense
given that many of the
issues, concerns and
priori es are diﬀerent for
younger people living
with Parkinson’s. The
opportunity to speak with
and get to know others
who have lived with
Parkinson’s from a
younger age was
described as an incredible
support, even an anchor,
for par cipants.

“When you talk to people who
have never experienced it, they
don’t really know … they’re not
living it. When you’ve never
experienced it, I think it’s much
harder for them to give advice.”
Shanna Mellins

“I would say talk to
people that have it. Just
to get a feel of what is
going to happen next or
even from the mental
side of things – There’s
always the ‘what ifs.’
Those ques ons entered
my mind, so I'm sure they
enter everyone’s mind.
So that person could say
to them, ‘I went through
those, here’s what I did.’
The doctor is going to
give them the news, but
that person is going to go
home and the ques ons
aren't gonna come for
the next 24 to 36 hours,
but then they're gonna
flood in. So a mentor or a
peer group, yeah, I think
that’s the key.”
Danny Pirie

“Some mes the best resource is
your support group or someone
you know who has Parkinson’s.”
Joella Kline

A

lthough face‐to‐face contacts were preferred by par cipants, those of you
using popular social media outlets like Facebook, Google Groups and Twi er
will also be able to find support from others with YOPD online. In many
cases, Groups or Feeds have been set up specifically for those with YOPD. As with any
online ac vity, it is always important to keep your own security at the forefront of your
mind. Although these services can be used to communicate with others living with
YOPD, you should never share personal informa on in a public online forum (e.g., your
address, phone number, etc.).

@ParkinsonCanada
@ParkinsonSWO
@ParkinsonEastON
@ParkinsonCNO

Many na onal organiza ons, such as the Parkinson Society Canada, and regional
organiza ons like the Parkinson Society Southwestern Ontario, have their own
Facebook and Twi er accounts that can be joined and followed. This is a great way to
keep up to date with informa on coming from these organiza ons, and the
Parkinson’s world more generally.
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T

here are many factors that will influence the extent to which
family members and friends will act as supports in a person’s life
with YOPD. The closeness and openness of the rela onships
par cipants had with their family and friends prior to the diagnosis being
among the more obvious factors. In order for family members or friends
to become supports, however, the first step involves the person with
YOPD disclosing their diagnosis to those closest to them.

“My wife went with me to the
hospital, and then I got the kids
together two or three nights
later and just was like ‘hey guys
– dad’s got this. We’re gonna
fight it, and life goes on, but just
wanted you to be aware that if
you no ce things this is why, or if
you no ce dad taking pills this is
why he’s taking pills.’ We really
didn’t have a hard me with it in
our family, but I know there’s got
to be some out there that even
just to tell their wife or spouse.
There’s gonna be a change –
Your body is gonna be changing,
and your demeanor is gonna be
changing so they be er know
what’s happening to you or they
may think you’ve become
miserable – it could really put a
stress on a marriage”
Danny Pirie

Family & Friends

On a prac cal level, there are a number of other reasons for disclosing your
diagnosis and solici ng support from family members and close friends. First,
a er disclosing you will be able to share informa on that you learn about YOPD
and doing so will help people come to be er understand the disease and the
implica ons it can have on the things you are able to do.

as Supports

“I think the fact to let them,
include them, in what's going
on. Show them the websites.
Talk to them a li le bit about
your fears. Again, everybody
worries about how much do
you want to dwell on it so
that it gets to the point where
that's what your whole
rela onship's about, but you
have to say ‘hey, I'm trying to
find this informa on and this
is what's out there and no I
can't do this because this is
how I feel when I do it, but we
can do this together because
this works be er now.’”
Pa Bradner
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S

econd, disclosing will allow you to ask close friends or family members
to go with you to medical appointments, which can be very
overwhelming for some people. This is illustrated by the passages from
par cipants below speaking about the ini al appointment where individuals
receive a diagnosis; however, it is s ll important for follow‐up appointments
over me as well because of the poten al emo onal nature of the
appointments and the amount of informa on shared.

“I think if you’re going in to meet the doctor to get a
diagnosis, I think you should take somebody else with you
because I do believe that it’s pre y trauma c. It’s pre y
trauma c finding what you’ve got. You might think you have
a good idea, but when they say the words ‘we feel you’ve got
Parkinson’s’ or ‘you’ve got Parkinson’s’ or however they word
it, it’s pre y devasta ng news. And then when the doctor
explains what you’re in store for, not everybody’s in tune I
don’t think at that point.” Kalvin Giles
“I’d suggest that they ask if there’s
some family member with you. I
was all by myself. If there’s
someone who could come in and be
with you so that you’ve got two
sets of ears, two sets of eyes
because right a er I think I
probably would have been a
wreck.” Joella Kline

Although disclosing your diagnosis to others will o en open up addi onal
supports for you, in the passage below Derek reminds us that you need to
be personally ready to start disclosing outside of the group closest to you.
This decision is obviously individual to each person’s own situa on.

“Don’t tell everybody all at once. Don’t
tell everybody un l you are
comfortable with yourself. You need to
adjust to the news and know what it is
before you start telling other people.”
Derek Daumer
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Employment & Finances

D

isclosing your diagnosis to your family will also allow you to start to
plan for poten al implica ons on your employment and finances.
Employment is a very important issue for younger people with PD,
because of the impact the disease can have on the ability to con nue to work
over me. Se ng up a discussion to talk about financial planning is, therefore,
important to ini ate a er receiving the diagnosis. You may even wish to consult
a financial planner or accountant to receive professional advice on planning your
finances and to review insurance benefits you might have through your
employer.

“Look closely at your financials – you just need to know
what’s there and what isn’t and what you’re gonna do
about it. A lot of people con nue to work. They’re
lucky they can con nue to work. Or they can go on a
disability. Especially young‐onset because you could use
your whole re rement up.” Joella Kline

Although employment rights for those with a disability have improved over me
because of policy changes, such as the Ontarians with Disabili es Act, a number of
problems can s ll occur in receiving workplace accommoda on or a disability
pension. Given the importance of being able to access these types of programs
when you need them, it may be advantageous to seek out the advice of a legal
expert for support when problems arise or to just know your rights ahead of me
a er your diagnosis.

“I would get informa on from a lawyer if there was one
that was willing to help, like an employment lawyer who
has dealt with it where people have lost their jobs.
Because that’s huge with young‐onset … I was fortunate
because my employer was very accommoda ng. However,
ge ng access to a disability pension was another story.
You should have heard the way this case worker spoke to
me. She brought me to tears. She brought more stress on
me than the diagnosis … they were really pressuring me to
go back to work.” Shanna Mellins
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Family & Individual
Counselling

T

alking with your children about your diagnosis can be diﬃcult, and depending on
the age of your children it may be diﬃcult for them to understand the implica ons
of the diagnosis. If you do decide to disclose to your children soon a er receiving
your diagnosis, it will be important to always express hope and monitor their reac ons
over me. In some cases where diﬃculty arises, it is advisable to find a family counsellor
who can help you and your family work through any issues that do develop.

“I ran into problems with my son because he didn’t want me to go to school
with my cane. And he was just devastated because his dad le , and he was le
with a sick mother. And he had a lot of trouble – I mean, he was fine at home;
but he didn’t want any of his friends to know. So that was hard. That was
really hard, and he wouldn’t even say the word ‘Parkinson’s.’ He said, ‘I don’t
think you should come to my basketball games anymore.’ So that kind of
surprised me. I thought how do I deal with this? And some mes these things
come right out of the blue. It’s like wow. I didn’t expect that to happen … So
you might want to think about ge ng someone who’s a counselor for your
family, someone who knows about Parkinson’s and other movement disorders.
They’re out there. You just have to scratch the surface a li le bit.” Joella Kline

Although YOPD is a disease that aﬀects the whole family, par cipants also spoke of the
need to some mes seek individual counselling to help navigate the feelings and emo ons
that can occur a er receiving the diagnosis.

“Therapy is definitely a good alterna ve … You can’t do it alone. You’re not
thinking straight. Your thinking at the beginning of the future and what’s going to
happen and how’s it going to aﬀect me. Everything piles on you at once … You
need someone that’s separate, who isn’t emo onally a ached … someone to talk
to outside of your immediate family … to help you sort things out.” Shanna Mellins

It is very common for those living with a chronic illness to seek out some sort of
counselling, so you should not be concerned about poten al s gma in society. If you
believe you stand to benefit from it, you should look into it. Depending on the type of
counselling, some coverage may be provided by your provincial health coverage (e.g.,
OHIP) and some coverage may also be provided by supplementary health benefits for
those that have them. If you think that you and/or your family would benefit from
counselling, you should consult one of your physicians (family doctor or neurologist) for
advice and a referral.
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3. TRACK CHANGES AND
QUESTIONS

O

ne addi onal proac ve strategy that par cipants spoke about was
keeping a journal or a log of your experiences with medica ons, meals
and exercise, specific ques ons that you have for your healthcare
providers as well as main issues aﬀec ng your well‐being. Examples of logs that
can be used are provided at the end of this booklet. By logging your experiences,
such as side eﬀects and wearing oﬀ periods or unusual symptoms, your physician
will be be er able to manage changes in your medica on. Given the long dura on
between appointments to see specialists, combined with the brevity of the
appointments, it is easy to forget the ques ons you wanted to ask. Keeping a log
of your ques ons will help to ensure your ques ons get answered.

“Take your medica on as prescribed, but
keep a log of your experiences so that the
influences of diet and quan ty of medica on
and ming of taking the medica on can be
looked at in retrospect and adjustments be
made with quickness and accuracy to give you
be er results from the medica ons … The
combina on of taking the drugs as prescribed
and documen ng the experience with those
and the influence that the ming or the diet
helps your quality of life along that early part
of your journey.” Denis Bartoo

“One thing is I think probably most people want all the
answers all at once and you're never gonna get all
those answers at once. I think you just have to write
down your ques ons.” Pa Bradner
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4. KEEP ACTIVE

O

ne of the most common pieces of advice given by those par cipa ng in
this study was to stay ac ve. Staying ac ve was a way for people to help
maintain their level of func oning over me, and there is certainly a
body of research that supports the importance of regular exercise. The type of
ac vity done by each individual will vary with their preferences, but the most
important thing to do is to remain ac ve and do things that you enjoy.

“Exercise, exercise, exercise. I can’t say that enough. Find
something you like and just do it … I’m always amazed at how I’m
so much more posi ve when I exercise and I get up the next
morning and just feel great. And it’s so unusual for a Parkinson’s
person to – you know – feel great.” Joella Kline

“Exercise as much as you can … if you asked me if I
learned anything, is to keep ac ve, to keep ac ve and
keep involved.” Kalvin Giles

“Exercise is my new drug for Parkinson’s. It
has made such a diﬀerence for me.”
Trevor Lyon
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5. VOLUNTEER FOR
RESEARCH ON
PARKINSON’S

D

escribed by a number of par cipants was the importance of
volunteering for research studies that seek to improve clinical care
and, more generally, the lives of those living with YOPD. This advice
booklet, for example, would not have been possible without the me
invested by par cipants. Unfortunately, many Parkinson’s studies have
diﬃculty recrui ng enough par cipants, despite the benefits that can result
from the research.

“We need to support whatever research eﬀorts are
available … it helps yourself and the cause in general. It
can lead to empowerment and also increases your
interac on with health professionals. It is hugely
disappoin ng that 30% of clinical trials don’t even
recruit a single pa ent and a greater percentage are
being delayed because of trouble with recruitment.”
Suzanna Viles

”Clinical trials and other research are providing a
lot of reason for hope.” Trevor Lyon

If you are interested in learning more about Parkinson’s research being done in
your area, please use the resources on the next two pages. You may also contact
the nearest university in your area, or ask your neurologist, to find more
informa on about ongoing Parkinson’s research.

Parkinson Society Canada – Oﬀers an excellent overview of terms used in clinical
research as well as some studies currently seeking par cipants. To access this
part of the site, click on “Research” then on the le side bar “Clinical Trials.” This
will open an addi on op on for a page called “Studies Seeking Par cipants”
h p://www.parkinson.ca/

Health Canada’s Clinical Trial Database – Acts as a searchable public database of
ongoing clinical trials in Canada, largely involving pharmaceu cals and
biological drugs. This site is not Parkinson’s‐specific, so you will have to search
using the word “Parkinson’s” in the search box in addi on to other informa on
to limit your search.
h p://www.hc‐sc.gc.ca/dhp‐mps/prodpharma/databasdonclin/index‐eng.php

Na onal Ins tutes of Health: Clinical Trials – Oﬀers resources to learn more about
clinical trials and also acts as a database of ongoing research needing par cipants
and completed research. This site is not Parkinson’s‐specific, so you will have to
search using the word “Parkinson’s” in the search box in addi on to other
informa on to limit your search. Although the NIH is based in the US, many
studies also have collaborators and data collec on sites in diﬀerent parts of
Canada.
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Fox Trial Finder – A er crea ng an
account, you will be able to search
for Parkinson’s research in a
number of diﬀerent countries,
including the US and Canada,
searchable by postal code. Even
those without Parkinson’s disease
can create an account and
par cipate in research.

6. WHAT NOT TO DO

A

lthough the focus of this booklet has been on being proac ve and the
diﬀerent strategies one can employ to help manage a er receiving a diagnosis
of YOPD, some par cipants also thought it was important to highlight specific
things that you should not do a er diagnosis.

On Making Changes
“You just found out that you got Parkinson’s. Don’t panic … There is no need to rush
into changing your life dras cally. You already have to deal with uncertainty. So
selling your house, resigning from your job, et cetera, will just make life more
complicated … I think it would probably be in everybody’s best interest to not get ahead
of yourself. Like, just deal with what you’re dealing with now. If it’s just a bit of
trembling in your fingers, or you’ve got a s ﬀ neck just deal with that.” Joella Kline

On Struggles
“Don’t expect yourself to be op mis c all of the me … Some mes I get upset with
myself a er having a down day, but I have to recognize I’m only human and I’m going
to have down days. Those down days are normal.” Suzanna Viles
“Don't beat yourself up. And I'm not quite sure what that means totally, but I think
take your me, give yourself a break every once in a while. You don't have to be –
not every li le thing is a sign of bad things to come” Pa Bradner
“Don’t be hard on yourself as far as ge ng your life back together. It takes me, and
it takes diﬀerent amounts of me and diﬀerent things that are going to make it right
for people. It takes more me for some than others … You have to give yourself me
… You need me to grieve and learning to cope with what you have … It’s not a
death sentence, it’s something you have to adapt to over me.” Shanna Mellins

And Most Importantly
“Don’t underes mate yourself.” Joella Kline
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RESOURCES
Some Online Resources

T

he following is a list of some of the resources that par cipants in this study
found useful to consult while becoming knowledgeable about YOPD and the
supports that are available. This by no means represents all of the resources
and supports available for those living with YOPD, and they will only con nue to grow
over me.

CANADA


Parkinson Society Canada ‐ www.parkinson.ca


Regional Oﬃces of the Parkinson Society Canada also have
their own websites and resources, including the:




Parkinson Society Bri sh Columbia
www.parkinson.bc.ca

Parkinson Society Central & Northern Ontario
www.parkinsonCNO.ca

Parkinson Society Southwestern Ontario
www.parkinsonsociety.ca

Parkinson Society O awa
www.parkinsons.ca

Parkinson Society Quebec
www.parkinsonquebec.ca

Parkinson Society Mari me Region
www.parkinsonmari mes.ca

Parkinson Society Newfoundland and Labrador
www.parkinsonnl.ca
E‐ParkinsonPost: For Canadians Living with Parkinson’s
h p://parkinsonpost.com

TO USE

USA










American Parkinson Disease Associa on
www.apdaparkinson.org
Na onal Young Onset Center
www.youngparkinsons.org
Davis Phinney Founda on for Parkinson’s
h p://www.davisphinneyfounda on.org/
MedlinePlus
h p://www.nlm.nih.gov/medlineplus/
Michael J Fox Founda on for Parkinson’s Research
h ps://www.michaeljfox.org
Na onal Ins tute of Neurologic Disorders & Stroke
www.ninds.nih.gov
Na onal Parkinson Founda on
www.parkinson.org
Parkinson’s Ac on Network
www.parkinsonsac on.org
Parkinson’s Disease Founda on
www.pdf.org/

OTHER
Designing a Cure ‐ h p://www.designingacure.com/
European Parkinson’s Disease Associa on ‐ h p://www.epda.eu.com/en/
Parkinson’s UK ‐ h p://www.parkinsons.org.uk/
The Parkinson Hub ‐ h p://www.theparkinsonhub.com/
The Cure Parkinson’s Trust ‐ h p://www.cureparkinsons.org.uk/
World Parkinson Congress ‐ h p://www.worldpdcongress.org
World Parkinson Disease Associa on ‐ h p://www.wpda.org
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