EVERY
COUNTS

Essential Information and Inspiration for
a Lifetime of Wellness with Parkinson’s Disease

By Monique Giroux, MD
& Sierra Farris, PA-C, MPAS

And by 40 leading Parkinson’s specialist contributors

With encouragement and inspiration
from people who are living with Parkinson’s

FIFTH EDITION, NINTH PRINTING

© 2010, 2012, 2014, 2016, 2017, 2019 Davis Phinney Foundation.

All rights reserved. No part of this publication may be reproduced, stored in a retrieval system or
transmitted in any form or by any means, electronic, mechanical, scanning, photocopying, storage or
otherwise, without the prior written consent of the Davis Phinney Foundation. Any unauthorized use of the

manual or its contents, in whole or in part, is a violation of applicable copyright and/or trademark laws.



Thank you to our Peak Partners:

’
ﬁnnear QYowa KIRIN

..and with special support from Adamas.

ADAMAS™

This edition is also supported in part by grants and donations from:

Boston Scientific

The Growling Beaver

Parkinson’s Wellness Project (PWP)
Sunovion

US WorldMeds

Disclaimer:

This manual may contain opinions, advice, information, data, links to third party website addresses, and other materials belonging to third
parties. Any and all such uses are for illustrative purposes only and do not necessarily indicate an endorsement of the opinions, advice,
information, data, products or services provided by those third parties. The Davis Phinney Foundation does not claim any proprietary right
in, or to, any such items as may qualify as copyrights, trademarks or other proprietary marks of third parties. Subject to the foregoing, this
manual, including without limitation, any data, text, information, graphics, images and other materials, and the selection and arrangement
thereof, are copyrighted materials of the Davis Phinney Foundation ©2010, 2012, 2014, 2016, 2017 ALL RIGHTS RESERVED. Any

unauthorized use of the manual is a violation of applicable copyright and/or trademark laws.

Neither the Davis Phinney Foundation, nor any contributor to the manual, is responsible for the content of the opinions, advice,
information, data, or third party websites contained in the manual provided by other parties, or the manner in which any of the foregoing
may be used by any party. The Davis Phinney Foundation and each contributor to the manual disclaim any responsibility to any party for
any direct, indirect, incidental, reliance, consequential or punitive damages or any other loss or damages, including without limitation,
bodily harm, lost profits, expenses or revenue; regardless of whether the Davis Phinney Foundation or any such contributor knew, or ought
to have known, of the possibility of any loss or damage arising from the application or use of any opinions, advice, information or data, or

visit to a third party’s website, referenced in the manual.

Use of this manual is at your own and sole risk. This manual is provided “as is” and any and all express or implied conditions, warranties
or representations, including without limitation, any implied warranty or condition of merchantability, fitness for a particular purpose,
noninfringement or any warranty or representation in respect to the accuracy or usefulness of information, or any observations that may be

derived from such information are disclaimed.

EVERY VICTORY COUNTS



| TABLE OF CONTENTS

INTRODUCTION
A MESSAGE FROM DAVIS PHINNEY
What is Self-Care?
This Manual is Your Roadmap for Living Well Today.
MEET YOUR PARKINSON’S GUIDES
LEAD AUTHORS
CONTRIBUTING AUTHORS
ACKNOWLEDGEMENTS
CONTRIBUTING AUTHOR ARTICLES

WHAT YOU NEED TO KNOW ABOUT PARKINSON’S

PARKINSON’S: AN OVERVIEW

What is Parkinson’s?
Shame and Parkinson’s

How is Parkinson’s Diagnosed?

What Causes Parkinson’s?

Who Gets Parkinson’s?

When Does Parkinson’s Start?

What Premotor Symptoms May Occur?

What Motor Symptoms May Occur?
Early Symptoms of Parkinson’s

What Non-Motor Symptoms May Occur?

How Does Parkinson’s Change Over Time?

AFTER DIAGNOSIS

Assembling Your Wellness Team

10
11

12

20

21

40

41

45
45
46
47
49
52
52
53
53
54
55
56

59
59

Virtual House Calls: The Promise of Telemedicine for High-Quality Parkinson’s Care 59

Your Parkinson’s Wellness Team
Palliative or Supportive Care and Parkinson’s
Take Control
The Importance of Self-Efficacy
How Can I Get Involved in Research?
The Process of Research in Parkinson’s: A Long and Winding Road
My Perspective: Participating in Clinical Trials
Managing Emotions

Initial Treatment

62
64
68
69
72
72
76
79
80

INTRODUCTION




Family, Relationships and Work

Workplace Issues
Disability Options for People with Parkinson’s
Legal Issues with Respect to Employment: What to Consider When You've Been
Diagnosed with Parkinson’s

CORE PARKINSON’S SYMPTOMS

Motor Symptoms
Balance: So Automatic, So Vulnerable, So Re-Trainable
Fall Prevention in Parkinson’s Disease

Non-Motor Symptoms
Parkinson’s Psychosis: The Elephant in the Room
Depression and Anxiety in Parkinson’s
Neurogenic Orthostatic Hypotension (nOH) in Parkinson’s
Talking to Your Doctor About Sex

YOUNG ONSET PARKINSON’S
Employment
Family

LIVING WELL NOW

LIVING WELL WITH PARKINSON’S
There Are Things You Can Do to Live Well Today
Living Well: Then and Now
Parkinson’s Self-Care
General Health
Preventative Screening
Acute Change in Parkinson’s Motor or Cognitive Symptoms
Bone Health
Heart Health
Dental Health
Vision Health
Fatigue
Sleep
Mood Changes and Cognitive Problems
Gastrointestinal, Bowel and Bladder Changes
Constipation
Cognitive Changes Related to Parkinson’s
Overactive Bladder and Incontinence
Excessive Sweating

Weight Management

EVERY VICTORY COUNTS

84
88
89

94

98
98
100
102
104
106
110
120
124

127
129
130

133
133
133
134
137
138
139
139
139
140
142
144
144
145
146
146
147
149
149
150



Smoking Cessation 150

Alcohol Use 150
EXERCISE 151
A Stronger Body Leads to Better Movement 151
Exercise Is Medicine for the Brain 152
Research Summary: The Positive Effects of Physical Activity on Parkinson’s Disease 153
Move It! Exercise and Physical Activity are Key to Living Well with Parkinson’s 155
Common Questions Before Starting an Exercise Routine 156
Three Ways to Get Maximum Benefit from Your Exercise Routine 158
Staying on Track with Your Exercise Routine 162

DIET AND NUTRITION 167
General Nutrition 167
Dietary Recommendations for Specific Parkinson’s Symptoms 173
Protein Interference with Medication 175
Nutrition for a Healthy Brain 176
Sample Menus for Living Well with Parkinson’s 179
EMOTIONAL HEALTH 184
Mind-Body Connection 184
Mindfulness 184
Depression in Parkinson’s 186
Depression 187
Practical Strategies for Managing Depression and Anxiety 188
Anxiety 192
Promoting Emotional Health and Wellness in Parkinson’s 193
Counseling 195
Community and Social Capital 196
Connecting with Your Community 197

Help Others, Help Yourself: The Importance of Getting Involved in Your Community 198

Creativity 200
Art Therapy for People Living with Parkinson’s 201
Spiritual Care as a Path to Living Well with Parkinson’s 203

Spirituality and Personal Beliefs 204

Hope 205
Choosing to Make a Difference 205

MEDICATION 207

Medication Overview 207

Medication for Motor Control 207
Impulse Control Disorders and Parkinson’s 211

Medication for Non-Motor Control 218

INTRODUCTION




SURGICAL THERAPIES 226

Enteral Suspension Medication Delivery: The Levodopa Pump 226
Duopa: Help for Motor Fluctuations in Advanced Parkinson’s 226
Deep Brain Stimulation: The Brain Pacemaker 227
When to Consider DBS as a Treatment Option 229
Deep Brain Stimulation for Parkinson’s: A Surgeon’s Perspective 231
COMPLEMENTARY THERAPIES 239
Complementary Therapies for Parkinson’s 239
Physical Therapy 242
Balancing Life, Exercise and Function for Optimal Health 243
Occupational Therapy 246
Driving 246
Warning Signs of a High Risk Driver 247
Occupational Therapy for People Living with Parkinson’s 248
Speech-Language and Swallowing Therapy 250
The Benefits of Speech-Language Therapy in Parkinson’s 251
Addressing Speech Challenges in Parkinson’s 254
Creative Therapists 256
WHAT TO KNOW ABOUT HOSPITAL STAYS AND EMERGENCY ROOM VISITS 257
Questions to Ask Before Discharge 258
Medications to Avoid 258
Hospital Tips for Individuals with Duopa or Deep Brain Stimulation 259
Medical Alert Bracelet 259

PARKINSON’S AND THE FAMILY

How Parkinson’s Affects the Family 262
PARKINSON’S AND CARE PARTNERS 265
Care Partner Health: A Medical Perspective 265
Stress and Strain of Caring for Someone Living with Chronic Illness 265
Coping Strategies are Not Created Equal 266
The Parkinson’s Care Partner Toolbox 267
Parkinson’s in My House 270
Caregiver Strain 272
Caregiver Strain: A Medical Syndrome 272
Risks to the Relationship with Your Loved One with Parkinson’s 274
Tools to Prevent Caregiver Burnout 275
Coping Strategies for Parkinson’s Care Partners 276
Notes from the Trenches: An Experienced Care Partner’s Perspective 279
Care Partner Support: Learning to Find What You Need 284

EVERY VICTORY COUNTS




PARKINSON’S AND CHILDREN 289

Kids at Home 290
Adult Children 291
Grandkids 291
My Perspective: Kids as Care Partners 292
PARKINSON’S WHEN YOU LIVE ALONE 293
PRACTICAL PLANNING FOR THE FUTURE 294
Planning for the Financial Impact of Parkinson’s 295
Long-Term Care Planning for People with Parkinson’s 298

WORKSHEETS AND RESOURCES

€ WELLNESS AND LIFESTYLE SELF-ASSESSMENTS 305
Parkinson’s Care Questionnaire 305
Goal Summary for Doctor Visits 308
Daily Medication Log 311
Overall Medication Log 312
Wellness Self-Assessment 313
Pre-Exercise Self-Assessment 315
Exercise Journal 319
Nutrition Self-Assessment 320
Parkinson’s Psychosis Self-Assessment 323
Deep Brain Stimulation (DBS) Self-Assessment 324
Our Relationship Self-Assessment 326
Parkinson’s Home Safety Checklist 327
Parkinson’s Travel Checklist 332

& SYMPTOM CHECKLISTS 335
My Symptoms Worksheet 335
Bladder Worksheet 338
Cognitive Wellness Worksheet 339
Constipation Worksheet 340
Dental Worksheet 342
Dyskinesia and “Off” Time Log 344
Emotional Wellness: Anxiety 345
Emotional Wellness: Depression 347
Fatigue Worksheet 349
Gait, Balance and Freezing Worksheet 351
Insomnia and Sleep Worksheet 354
Low Blood Pressure and Dizziness Worksheet 356
Speech and Communication Worksheet 358

INTRODUCTION




Swallowing Worksheet
Sexual Dysfunction Worksheet

3 MEDICAL INFORMATION SNAPSHOTS
Clinical Appointments Summary
Current Symptoms Summary
Wellness Team Contact Information
Medical Providers
DBS Medical History
Prepare for Your Hospital Stay
Medical Summary for Your Doctor Appointment

Medical Summary for Dentists

GLOSSARY
GLOSSARY

EVERY VICTORY COUNTS

360
362

364
364
369
371
372
373
377
380
381

383



© A MESSAGE FROM DAVIS PHINNEY

My background is one of sport; cycling, specifically. The
Olympics and the Tour de France are my former domains.

I learned much about myself through years of competing
successfully in tough, demanding events. I came to understand
the importance of focus, and purpose; that paying attention

to and being engaged in the process are just as important as
the achievement of goals. I came to understand that victory -
that elusive, electric moment of triumph - was not exclusive to

those who crossed the finish line first.

These are lessons that are rooted in me, and they help me now

in the much more challenging race against Parkinson’s. This

race, a no-holds-barred winner-take-all type of event, demands
everything from me. Let down my guard, and it'll knock me flat - but by refusing to give in,
by exercising daily, by eating well and most especially, by maintaining a positive attitude -

I find ways to win.

I've had Parkinson’s since 2000 (plus another 10 or so years pre-diagnosis), and what I also
know is this: We can improve our quality of life. It takes work and commitment. It takes
patience and support. It takes education and understanding. It takes a road map, which is

exactly what this manual is meant to be for living well with Parkinson’s.

If there’s an upside to Parkinson’s, it’s that I'm constantly meeting members of the
Parkinson’s tribe who are exploring new ways to live better with this disease. People who are
climbing mountains, running marathons and even riding their bikes across the country - and
others who find victory in spending time with their loved ones or walking around the block.
I've met singers and songwriters, painters and poets. The commonality is their motivation to

keep living an inspired life.

Ultimately, it’s not the size of victory that counts, but the acknowledgment of the victory and
the incentive it provides us to keep seeking ways to win. It’s about what we can do today to

improve our lives. And that is a victory in itself.

— DAVIS PHINNEY
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When the Davis Phinney Foundation was established in 2004, Davis was clear that he wanted
its mission to be different from that of other existing Parkinson’s organizations. While a cure
is what we all want for Parkinson’s disease, it was also clear that in the meantime, people

desperately needed better information about how to live with Parkinson’s right now.

So, the Foundation’s mission — then and now — is to help people with Parkinson’s live
well today. The Every Victory Counts manual is an important part of fulfilling that mission.
First published in 2010, it broke new ground as the only resource of its kind, devoted solely
to the principle of proactive self-care and a holistic approach to managing Parkinson’s. In
subsequent editions, it has gained international notoriety as a superb and comprehensive

resource for changing the way people live with Parkinson’s.

The manual embraces the Davis Phinney Foundation’s philosophy of taking action to
improve your quality of life with Parkinson’s. Within these pages, we hope you’ll feel like
you’ve found your people, your tribe. Here, we’ll acknowledge loss, but we won’t dwell on
might-have-been. Rather, we'll turn our attention to what is yet to be and how we will make
the most of today and every day. Most people with Parkinson’s will live for many years, and

there are things that you can do to live well and, indeed, to thrive.

“I can’t control that I have Parkinson’s,
but I can control how I live with Parkinson’s.”

WHAT IS SELF-CARE?

Self-care refers to a person taking a central role in the management of their own health and

well-being. Self-care requires you to be educated about your health so that you and anyone
closely involved in your care can make informed decisions related to your treatment. Self-
care helps you to make good choices that will improve the way you feel and help you better

manage the symptoms you experience.

Self-care is proactive: you, the person living with Parkinson’s, are in the driver’s seat. If

your medication isn’t working as you think it should, contact your doctor and ask for a
consultation. Instead of waiting for a cure to come, find out what you can do now to maintain
mobility, strength and balance. By embracing the self-care approach, you’ll take steps to
improve your diet, to begin or continue exercising and generally focus on your physical,

cognitive and emotional well-being.
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Self-care is an effective strategy no matter how old you are or how long you have been living
with Parkinson’s. There is always something that you can do, even if it’s simply choosing
to focus on the positive. Set one or two goals for yourself at a time, and then go after them,

using the tools in this manual to guide you.

THIS MANUAL IS YOUR ROADMAP FOR LIVING WELL
TODAY. THE ROUTE YOU CHOOSE IS UP TO YOU.

Parkinson’s changes over time, and your experiences, needs and treatments will change
direction from time to time, too. The Every Victory Counts manual is designed to provide the
information you need to make choices about how you manage your Parkinson’s today and in
the future. As your needs evolve, so will your approach. Armed with essential knowledge and
inspired by the successful experiences recounted in these pages by clinicians and people
with Parkinson’s alike, you can create your own self-care plan and build in the flexibility to
adjust course over time. Though your symptoms will inevitably change, your commitment to
living well is a constant. Remember, whatever your current situation, it is possible to live well

with Parkinson’s today.

Think of this manual and the additional material located on the Every Victory Counts
companion website (¢ dpf.org/eve-connect) as a living resource to help you take steps
to preserve or improve your quality of life after a Parkinson’s diagnosis. Share a favorite
essay, video, podcast, worksheet or this entire manual with family and friends to start a

conversation about your experience or to help them learn more about Parkinson’s.

This is material you can turn to again and again — when you need a little extra motivation or
hope, or when you want to dig deeper into a specific topic that’s especially important to you
right now. Keep the manual out where you’ll see it and where it will serve as a daily reminder
of your commitment to living well with Parkinson’s. Use the worksheets to log your activities
and keep notes about which changes you’ve made have a positive effect on your symptoms.
Complete the self-assessments to help you become more aware of your physical, cognitive
and emotional state and to prepare for and get the most benefit from your next appointment

with your doctor or member of your wellness team.

The key to living well today with Parkinson’s is actively choosing to do the things that

will result in your best possible quality of life. Be informed, be engaged, be connected, be
courageous and be active. Each day will bring new challenges and opportunities for positive
change. Remember, your daily triumphs, large or small, are worth celebrating:

Every Victory Counts!
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" MEET YOUR PARKINSON’S GUIDES

Throughout this manual and on the Every Victory Counts companion website
(@ dpf.org/eve-connect, you'll get to know 17 individuals who are living with or caring
for someone who has Parkinson’s. These “Parkinson’s Guides” are here to share their

experiences and lend context to the topics covered by the manual’s authors and contributors.

They are real people, just like you, speaking candidly about how they’re living well today
with Parkinson’s. They are women and men, some with young children at home, some with
grandchildren, some living with care partners and others living alone. They’ll be the first to
say that some days are better than others, but their long-term commitment to enhance their

well-being doesn’t waver.

The stories from our Parkinson’s Guides reflect a snapshot in time. Chances are, you’ll find
one of our Guides who is treading a similar path to your own, right now. Take a moment
to read about the Guides living with Parkinson’s below, then look for their contributions

throughout the manual, as well as on the companion website: [ dpf.org/guides.

JOHN ALEXANDER

John was diagnosed with Parkinson’s in 2010 at the age of 59.
Following his diagnosis, John took up cycling and has since
ridden more than 3,000 miles in the past several years, in
addition to climbing a mountain in Scotland and completing
two triathlons. John and his son Brian rode the last day of
Ride with Larry in 2011, a transformative experience that
introduced John to the team behind the documentary film of

the same name as well as the Davis Phinney Foundation.

John sees Parkinson’s as “both a blessing and a calling” He

explains, “Parkinson’s is a blessing because it has allowed me

to meet the most inspirational and amazing people, which
in turn has caused me to accept and deal with this condition
in a positive, optimistic way.” A natural connector, John enjoys building relationships while
providing the Parkinson’s community with resources to “lighten their burden and bring
them joy,” believing that the Davis Phinney Foundation’s philosophy “gives people hope
and skills to cope with this condition like no other group.” John has written a book about

his Parkinson’s experience entitled, The Journey Begins With 1,000 Miles - Thriving with
Parkinson’s Disease Through Hope, Optimism, and Perseverance. In it, he shares how staying
active, seeking inspiration from others and serving as an advocate have helped him to live

with Parkinson’s.

Meet John: @ dpf.org/john
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EDIE ANDERSON

Edie was diagnosed with Parkinson’s in 2013 at the age of
60. She developed Parkinson’s symptoms after undergoing
several surgeries and chemotherapy in her earlier battle with
breast cancer. After a year-long “pity party,” Edie found the
help she needed through a local support group where she
met another person living with Parkinson’s who shared his
passion for exercising. “I became a workout junkie,” she says.
“I have benefited physically, mentally and emotionally from

my active lifestyle.”

Now retired, Edie is passionate about helping others with

Parkinson’s discover the benefits of exercise to live well with the disease. She teaches at

a variety of support groups and other Parkinson’s educational events about developing a
proactive approach to wellness. “I want to give hope to people living with Parkinson’s and
their caregivers by telling my story,” she explains. “And showing that exercise works to
improve our ability to function, which translates into a happier life for all of us!” Edie and her
husband, Scott, split their time between the Blue Ridge mountains of Virginia and the sunny

southern coast of Florida. Snowbirding is an integral part of Edie’s wellness program because

the Florida sunshine warms her heart, body and mind, helping her stay active year-round.

Edie’s husband, Scott, is also featured in the Every Victory Counts manual. @

Meet Edie: (@ dpf.org/edie
Meet Scott: [ dpf.org/scott

JILL ATER

Jill was diagnosed with Parkinson’s in 2005 at the age of
42. She had young children at the time and was running a
successful staffing company in the Denver metro area. She
soon discovered she carries a mutated gene associated with
Parkinson’s, LRRK2, shared with her mother and sister who
are also living with Parkinson’s. “Like most, I would prefer
to not have to deal with Parkinson’s,” Jill says, “but since
that is not an option, the choice I do have is to live as fully
as possible and make my ‘lemonade’ by helping others to

keep going. It’s all about information, empowerment and an

end to the isolation that often comes for those living with

Parkinson’s disease.”

Jill and her husband have moved 19 times over the past 25 years through six states and
two foreign countries. Now retired and living in Tacoma, Washington, Jill assists with

Parkinson’s support groups and events throughout the greater South Puget Sound area.
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“So many people living with Parkinson’s focus on what they can no longer do,” Jill explains.
“I want to help people to focus on what they can do.” Her plan is to move overseas once her
youngest graduates from high school in 2019 and travel as long as possible, explaining,

“Parkinson’s gave me a gift: to live fully now, not wait for someday.”

Meet Jill: & dpf.org/jill

LIZ EASTERLY

Liz was diagnosed with Parkinson’s in 2010 at the age of 40.
A mom to two young boys with a successful career as a writer
and marketer, Liz has found a supportive group through
Parkinson’s boxing classes. She’s continually amazed and
reminded by those she meets at Parkinson’s boxing classes
that no matter your age or stage of Parkinson’s, it’s never

too late to start moving and improving how you feel. “It’s
important for me to surround myself with others who are
optimistic and taking an active role in their treatment,” she

says. “The goal of giving my kids a normal childhood has

motivated me to take control of things I can manage, like

exercise and healthy lifestyle choices.”

“When I got the Every Victory Counts manual, it was like I had just been handed a life
preserver,” she explains. “It was the first time I heard that it was possible to live well with
Parkinson’s, and while I had no control over having Parkinson’s disease, there were plenty
of things I could control! It was full of hope and optimism, and changed my whole outlook
on my disease.” Surrounding herself with optimism and actively participating in her own
treatment provides Liz with a strong sense of empowerment. Liz’s husband, Dave, is also

featured in the Every Victory Counts manual.

Meet Liz: (@ dpf.org/liz
Meet Dave: (¥ dpf.org/dave

TIM HAGUE, SR.

Tim was diagnosed with Parkinson’s in 2011 at the age of

46. He is the Founder and Executive Director of U-Turn
Parkinson’s, a registered Canadian charity whose mission is
to help people living with Parkinson’s live their best through
the practice of wellness. Tim’s previous career as a registered
nurse (retired) spanned over 20 years and encompassed both
work at the bedside and in management. Tim’s diagnosis

of young onset Parkinson’s led to Tim and his son, Tim Jr,

being selected to participate in the inaugural season of The
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Amazing Race Canada. In spite of the difficulties of Parkinson’s, “The Tims” went on to win

season one of the race.

Tim maintains a busy speaking schedule traveling across North America encouraging
Parkinson’s groups as well as a corporate motivational keynote speaker. Tim has had the
opportunity to speak for TEDx and has spoken at a number of The Victory Summit events.
He is a keen supporter of the Davis Phinney Foundation’s work to “live well today.” Tim’s

wife, Sheryl, is also featured in the Every Victory Counts manual.
Meet Tim: (& dpf.org/tim

STEVE HOVEY

Steve was diagnosed with Parkinson’s in 2007 at the age

of 50. At the time of diagnosis, Steve did not know anyone
with Parkinson’s, so he and his wife, Nancy, took it upon
themselves to learn as much as they could about Parkinson’s
symptoms and treatment. Their search soon led them to the
Davis Phinney Foundation, where they learned about the
importance of exercise and a healthy lifestyle, something
Steve credits as significantly impacting the quality of life he
continues to enjoy. Steve sold his business and retired in June
of 2015, so he could spend more time focusing on his personal

wellness, family and volunteer work. Steve and Nancy recently

[P

moved to Saratoga Springs, New York, to be closer to their two

daughters, two sons-in-law and especially their two granddaughters, Rylan and Haddie.

Steve enjoys sharing the message that there are things people can do to manage Parkinson’s.
“When I was diagnosed, the focus of treatment was on medicine. The doctors never
mentioned the benefits of dealing with the disease on a more holistic level - exercise,

good nutrition and a healthy lifestyle,” Steve says. “I am happy to say that through careful
observation and research, the medical community now embraces the clear benefits of
exercise for people with Parkinson’s. Our job is to get out there and reinforce this message
throughout the Parkinson’s community.” Nancy is also featured in the Every Victory Counts

manual.

Meet Steve: (¥ dpf.org/steve
Meet Nancy: (@ dpf.org/nancy
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BRENDA HUTCHINSON

Brenda was diagnosed with Parkinson’s in 2010 at the age of
72. A retired teacher living in Boulder, Colorado, Brenda was
an avid traveler and athlete, skiing, cycling and hiking across
the United States, Canada, Europe and Asia at the time of
her diagnosis. As shocking as it was hearing the words, “You
have Parkinson’s,” she remembers also feeling relief, as there
was now a direction to follow. She realized immediately that

coping with this degenerative disease would be a lifelong

challenge, especially as someone living alone.

In a relatively short time, Brenda became active in the local Parkinson’s community, taking
advantage of the many exercise classes like boxing, dance, yoga and boot camp, as well

as attending the local support group, informal coffee discussions and a women’s support
group. She was inspired by the determination and stamina of many of the participants to
fight Parkinson’s, as well as their refreshing sense of humor. Brenda’s goal is to continue
challenging herself in order to live independently, staying disciplined in exercising, informed
on recent research and programs and involved by reaching out to others to give support as
well as to receive it. She acknowledges the positive changes this unexpected disease has
brought, explaining: “Parkinson’s has forced me to slow down, become more mindful of my
surroundings, more compassionate and less demanding of myself and others. I am more

appreciative of what I can still do as well of all that I experienced in the past.”

Meet Brenda: (¥ dpf.org/brenda

COREY KING

Corey was diagnosed with Parkinson’s in 2009 at the age of
47. He is president and chairman of the board of directors for
the San Antonio Area Parkinson’s Disease and Movement
Disorder Foundation (SA Moves), a nonprofit educational
foundation chartered to improve quality of life and quality
of care for people challenged with movement disorders. He
also is a past member of the board of directors of the Lone

Star Parkinson Society in Texas, and the past president and

chairman of the board of the Alamo Area Parkinson’s Support
Group. Corey is a US Air Force veteran and served as a

space operations and engineering officer. After his Air Force career, Corey was an engineer
and business executive in the high-tech world. After being diagnosed with young onset

Parkinson’s in 2009, Corey retired from his professional career in 2011.
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Corey currently volunteers as an advocate for the Parkinson’s and movement disorders
communities. Corey writes a blog about his experiences in life and with Parkinson’s at

(™ thecrookedpath.net and has published two books: Walking the Crooked Path in 2013 and
Stumbling Toward Victory: Living in Defiance of Early-Onset Parkinson’s Disease in 2016.

He and his wife Amy live in San Antonio, Texas with their standard poodle Izzy and two
recovering stray cats (Skitter and Honeybee), who actually run the whole operation. They

have two grown children.

Meet Corey: (™ dpf.org/corey

BRIAN REEDY

Brian was diagnosed with Parkinson’s in 2010 at the age of 49.
Brian is a former high school teacher. In his twenty years as

a teacher, he taught English, theatre arts, computer literacy,
video production and photography. His students won many
state and national awards. While teaching, Brian also worked
with Adobe for ten years as an Adobe Education Leader,
where he received special training and went around the

country teaching at conferences and seminars. The greatest

blessing of his life was found in the high school library, as his
wife Lily was a library assistant. She is the absolute love of
his life! She told him after he was diagnosed with Parkinson’s that she is not his caregiver,
but his care partner. When Lily was diagnosed with breast cancer in 2016, Brian found out
what it means to be a care partner and Lily found what a lot of Brian’s health issues, like daily

fatigue, were really like. This shared awareness has made them ready to give back to others.

Last year they became co-directors of their community’s Parkinson’s support group. They
attended in the World Parkinson’s Congress in 2013 and 2016, and have been to numerous
other Parkinson’s conferences. A few years ago, Brian and Lily appeared in the PBS
documentary out of CPBN in Connecticut, “Living With Parkinson’s.” This year they also
both appear in the new book, Faces of Parkinson’s: Global Reflections. They are actively
finding ways to make a positive difference in the Parkinson’s world and love sharing

what they learn so others can see the positives to be found when entering the world of
Parkinson’s. Brian and Lily do not let Parkinson’s define them, rather they are actively

defining it in their lives. Lily is also featured in the Every Victory Counts manual.

Meet Brian: () dpf.org/brian
Meet Lily: (& dpf.org/lily
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LINDA SWANSON

Linda was diagnosed with Parkinson’s in 2009 at the age of
56. She and her husband, Mike, celebrated their 44" wedding
anniversary in 2016 and have three grown children and four
grandchildren. After Mike semi-retired 10 years ago, they
relocated back to Texas to be closer to their family. They
both continued to work after the move, but Linda retired
from teaching after over twenty years in 2010. She completed
her master’s in education/reading specialist just before

she celebrated her 50% birthday and she still occasionally

tutors privately.

Linda was diagnosed with Parkinson’s in 2009 after she

hurt her back while training to do the Chicago Marathon, which would have been her third
marathon. However, she has continued being active and has completed 10 half marathons
since 2011. Her mission is to help change the “face” of Parkinson’s by being an active
advocate in the Parkinson’s community. Linda has attended Dance for PD regularly since
2011, is an active member of Parkinson Voice Project’s LOUD CROWD, as well as a Parkinson
Voice advocate. She is also active in the local Dallas Area Parkinsonism Society and was an
assistant state director for the Parkinson’s Action Network. She also attends a weekly Bible
study and has recently joined a book club. She spends her time at home working in her
flower garden and enjoys doing jigsaw puzzles. Linda’s husband, Mike, is also featured in the

Every Victory Counts manual.

Meet Linda: (@ dpf.org/linda
Meet Mike: (@ dpf.org/mike

RYAN TRIPP

Ryan was diagnosed with Parkinson’s in 1996 at the age of 47.
He worked as a physical education teacher and administrator
for 23 years. Two and a half years after being diagnosed with
Parkinson’s, he was forced to take a long-term disability
health leave from his profession. This led to a major slip into
depression, a fractured marriage and a stage of “Who am I
and what is happening to me?!?” After joining a Parkinson’s

support group, improved medication and some valuable

counseling, he found a renewed focus on life and living

with Parkinson’s.

His active involvement in events and speaking engagements outside of Parkinson Canada

has brought him a wealth of information, contacts and experiences that are extensive and
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invaluable. Within Parkinson Canada, he has been a strong, consistent fundraiser, an active
committee volunteer, an enthusiastic advocate in the community both on Parliament Hill
and at Queen’s Park in Canada, plus he started and led a local support group in Muskoka,
Ontario. Finally, during the past decade, he has committed much of his time to the World
Parkinson Coalition. He has attended all four of the past World Parkinson Congresses

and been a global ambassador for the past two. This is the very best extended family any
Parkinsonian could ever have. His personal code is to remain positive, be grateful and smile
daily! “Carpe Diem!”

Meet Ryan: (@ dpf.org/ryan
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© LEAD AUTHORS

MONIQUE GIROUX, MD

Dr. Monique Giroux is medical director and co-founder of the Movement

& Neuroperformance Center of Colorado in Fort Collins, CO and executive
director of The Healthy Living Institute, a nonprofit focused on healthy lifestyle
programs for people with chronic illness (&7 thehealthylivinginstitute.com).

Dr. Giroux received her medical degree from Ohio State University, completed

her neurology residency at Yale, her movement disorders fellowship at

Emory University and completed a fellowship in holistic health and integrative medicine at the
University of Arizona. She is board certified in neurology and specializes in lifestyle medicine,
integrating non-medical approaches with traditional medical and surgical treatment, including

deep brain stimulation and neurorehabilitation programs, which she developed.

She has received training in mindfulness-based stress reduction, which she has adapted to create
wellness programs for neurological conditions. Dr. Giroux’s latest book, Optimizing Health

with Parkinson’s: A Guide to Integrating Lifestyle, Alternative and Conventional Medicine, is

the first comprehensive book to be published that reviews the scientific rationale and practical

considerations for integrating complementary therapy for Parkinson’s disease.

SIERRA FARRIS, MPAS, PA-C

Ms. Farris is the director of Deep Brain Stimulation Services and Research at
the Movement and Neuroperformance Center of Colorado and an assistant
clinical professor and clinical instructor at the University of Colorado School
of Medicine. She specializes in the interdisciplinary care of people living with

Parkinson’s disease, focusing on deep brain stimulation (DBS) management

and research with extensive experience in troubleshooting unsatisfactory
results after DBS surgery. Ms. Farris believes that one day a cure will be discovered, but until

then, people should utilize all available strategies to live their best with Parkinson’s every day.

Ms. Farris is a certified physician assistant and an American College of Sports Medicine-certified
clinical exercise specialist and health fitness specialist. She holds master’s degrees in philosophy,
with concentration in bioethics and in physician assistant studies, with concentration in
neurology. Ms. Farris has published medical articles regarding deep brain stimulation,

Parkinson’s disease and medical ethics.

Ms. Farris and Dr. Giroux were awarded the 2006 National Paragon Award from the American
Academy of Physician Assistants for teamwork in patient care, and Ms. Farris was chosen as
Alumna of the Year by the State University of New York at Stony Brook, Physician’s Assistant
program in 20086. Sierra has written patient empowerment books, including A Patient Guide to

DBS, and manages an online DBS advocacy blog: [ dbsprogrammer.com.
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"/ CONTRIBUTING AUTHORS

JAY L. ALBERTS, PhD

Dr. Jay Alberts is the vice chair of the Office of Clinical Transformation,
the director of the Concussion Center, and the Edward F. and Barbara A.
Bell Family Endowed Chair at the Cleveland Clinic. Dr. Alberts’ research

is focused on understanding the effects of exercise on the motor and non-

motor symptoms associated with Parkinson’s. He has led a research team that
demonstrated the benefits associated with “forced-exercise” in people with
Parkinson’s. In addition, he studies how Parkinson’s impacts cognitive and motor function under

dual-task conditions in order to develop rehabilitation strategies that improve these declines.

Within clinical transformation, Dr. Alberts develops technology to objectively quantify
Parkinson’s symptoms using consumer electronic devices and to develop subsequent models

of clinical care. He serves as the principal investigator on a number of studies, including ones
supported by the National Institutes of Health, Department of Defense and the Davis Phinney
Foundation. He was presented with an Alumni Achievement Award from lowa State University in
2011 for his translational research related to Parkinson’s and was awarded the prestigious Sones

Award for Innovation in 2013 from the Cleveland Clinic.

RABBI RENA ARSHINOFF, BCC

Rabbi Rena Arshinoff obtained her nursing training in Montreal. She
completed a master of health science degree in epidemiology at University
of Toronto and worked for 20 years in clinical research prior to entering
rabbinical school in 2003. Following rabbinic ordination in 2008, she trained

in hospital chaplaincy. She currently works with the Krembil neuroscience

program as the spiritual care provider with that program at Toronto Western
Hospital of the University Health Network, and at Baycrest as rabbi and

chaplain with the palliative care and rehabilitation programs.

Her main areas of interest are spiritual needs in Parkinson’s disease and movement disorders,
professional grief and bereavement and healing in children and adults. She volunteers with
Bereaved Families of Ontario with the children’s program and the infant loss program as a group
facilitator and professional advisor. She does rabbinic work in the community with Jewish Family
and Child Services and Darchei Noam Congregation, as well as lifecycle events and teaching

in the area of bereavement. She is currently pursuing a PhD in palliative care from Lancaster
University in England focusing on Parkinson’s. Her thesis topic is: “Experiences of Mutuality in
the Spousal/Common Law Relationship in Advanced Parkinson’s Disease from the Perspective of
the Caregiving Partner.” Rabbi Arshinoff lives in Toronto with her husband Stephen. They have
three children and one grandchild.
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JOHN BAUMANN, JD

John Baumann has had many “successes” in his life, overcoming
challenge after challenge. After years as a successful attorney, John

was diagnosed in 2002 with Parkinson’s disease at 41 years old. John

has successtully reinvented himself, writing a critically-acclaimed book
entitled, DECIDE SUCCESS, and becoming an internationally-recognized,

inspirational success speaker. From Malaysia to France, from Vermont

to Tucson, from Portland to Miami, and over 100 places in between, John has presented

to audiences from 15 to 1,500. His informative, inspirational and surprisingly funny
presentations address subjects as varied as how to successfully live a full life with a chronic
illness to successfully building a workplace proactive prevention culture to success as a
supervisor by simply being respectful and appreciative. John now makes himself available as

a keynote speaker, a workshop facilitator and a success coach.

As to his Parkinson’s, John has gotten himself in the best shape of his life via a combination
of positive thinking, a healthy diet and vigorous exercise. His healthier lifestyle has allowed
him to successfully minimize the progression and degenerative effects of this chronic illness.

Learn more about John at (&} JohnBaumann.com.

KARA BEASLEY, DO

Dr. Kara Beasley is a neurosurgeon with Boulder Neurosurgical & Spine
Associates (BNA). She completed a dual degree in medicine with a MA

in biomedical ethics at Midwestern University in Glendale, AZ and is

one of only a few dually credentialed neurosurgeon bioethicists in the
world. She completed a general neurosurgery residency at Philadelphia
College of Osteopathic Medicine in Philadelphia, PA. Before joining BNA,

Dr. Beasley also completed fellowships in stereotactic radiosurgery at Cooper University

Hospital in Camden, NJ, and functional and restorative neurosurgery at The Cleveland
Clinic Foundation in Cleveland, OH.

Dr. Beasley decided to dedicate her career in part to the surgical treatment of Parkinson’s
disease after meeting Parkinson’s patients and learning about deep brain stimulation during
her training. Upon moving to Boulder, Dr. Beasley began working with the Davis Phinney
Foundation to support community outreach and education and has spoken at The Victory
Summit symposia. She is currently the chair of the Davis Phinney Foundation’s board

of directors.
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NANCY BIVINS, LMSW

Nancy Bivins received her master of social work degree from Arizona
State University. Her career choice has been to serve seniors and the
disabled. Eight years ago, she joined the community outreach team at
the Muhammad Ali Parkinson Center in Phoenix, Arizona. This position

has allowed her the opportunity to interface with people living with

Parkinson’s and their families and to provide encouragement, support and

information as they face the challenge of living well with Parkinson’s.

BASTIAAN BLOEM, MD, PhD

Professor Bas Bloem is a consultant neurologist at the department

of neurology, Radboud University Nijmegen Medical Centre, the
Netherlands. He received his MD degree (with honors) at Leiden
University Medical Centre in 1993. In 1994, he obtained his PhD degree

in Leiden, based on a thesis entitled: “Postural reflexes in Parkinson’s

disease.” He was trained as a neurologist between 1994 and 2000, also at

Leiden University Medical Centre. He received additional training as a movement disorders
specialist during fellowships at The Parkinson’s Institute, Sunnyvale, California (with Dr JW.
Langston), and at the Institute of Neurology, Queen Square, London (with Prof. N.P. Quinn
and Prof. J.C. Rothwell).

In 2002, he founded and became medical director of the Parkinson Centre Nijmegen
(ParC), which was recognized from 2005 onwards as a center of excellence for Parkinson’s
disease. Together with Dr. Marten Munneke, he also developed ParkinsonNet, an innovative
healthcare concept that now consists of 66 professional networks for Parkinson patients
covering all of the Netherlands (¢ parkinsonnet.nl). Because of the evidence-based quality
improvement and significant cost reduction, ParkinsonNet has received multiple awards,
including the prize “Best Pearl for Healthcare Innovation” in 2011 and “Value Based Health

Care” prize in 2015.

In September 2008, Professor Bloem was appointed as professor of neurology, with
movement disorders as a special area of interest. He has published over 550 publications,

including over 400 peer-reviewed international papers.

MELANIE M. BRANDABUR, MD

Dr. Melanie Brandabur received her BA degree from the University of Illinois
in Urbana and her MD degree from Rush Medical College in Chicago. She
completed her neurology residency at Rush-Presbyterian-St. Luke’s Medical
Center in Chicago. While there, she completed a fellowship in movement

disorders and pharmacology under the direction of Doctors Harold Klawans

and Christopher Goetz. This was followed by a post-doctoral basic sciences
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fellowship in neurodegenerative diseases with Dr. Elliott Mufson. She also studied at the

Hospital de la Salpetriere in Paris, France under Dr. Yves Agid.

Dr. Brandabur is a member of the Movement Disorder Society and the American Academy of
Neurology. She served as the medical director of three separate National Parkinson Foundation
Centers of Excellence: the University of Illinois, Alexian Neurosciences Institute and the
Parkinson’s Institute. As a clinician, Dr. Brandabur offered a multidisciplinary approach, with an
emphasis on exercise and nutrition, in addition to medication and served as an investigator on
over 40 clinical trials. Following twenty years of experience as a clinician and clinical researcher,
Dr. Brandabur is currently a senior medical director at Ultragenyx Pharmaceuticals, where

she works as a clinical scientist on the development of therapeutic agents for rare diseases.

In addition, she is an adjunct faculty member at UCSF, where she continues to see movement

disorders patients in the Surgical Movement Disorders Clinic.

HELEN BRONTE-STEWART, MD, MSE

Dr. Helen Bronte-Stewart is the John E. Cahill Family Professor in the
department of neurology and neurological sciences and in the department
of neurosurgery (by courtesy) at the Stanford University School of Medicine,
Stanford, California. She received her bachelor’s degree in mathematics

and physics at the University of York, England and a master of science

in bioengineering (MSE) from University of Pennsylvania School of
Engineering in Philadelphia, Pennsylvania. Dr. Bronte-Stewart received her MD degree from

University of Pennsylvania School of Medicine.

Dr. Bronte-Stewart’s research goal is to understand how the brain controls movement. She is also
very interested in balance and gait disorders and maintains an active research program in this
area. With a background in ballet and modern dance, she initiated the idea and helped to design
a dance studio in the new Stanford Neurosciences Health Center. She has also authored and
co-authored over 90 peer-review manuscripts, book chapters and other materials on Parkinson’s-
related issues. Throughout her career she has held many teaching positions, beginning during
her undergraduate years with directorships of two dance companies. Her research has been
supported by numerous foundations devoted to Parkinson’s disease awareness. She currently

serves as a member of the Davis Phinney Foundation’s board of directors.

JANE BUSCH, DDS

Dr. Jane Busch is a former practicing dentist in Cross Plains, W1, and a
current fitness instructor with a focus on Parkinson’s. She completed her
undergraduate degree at the University of Wisconsin-Madison and went on
to complete a bachelor of science in dentistry and doctorate of dental surgery

at the University of Minnesota School of Dentistry-Minneapolis. After

completing her education, Dr. Busch worked in a private dental practice for

nearly 17 years, leaving in 1999 to become director of education for the Academy for Excellence
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in Dental Technology, an academic training program for dental technicians through D&S Dental
Laboratory, Inc. For several years, she also was a post-graduate dental instructor at Madison Area

Technical College.

Dr. Busch is a member of several professional societies including Omicron Kappa Upsilon
National Dental Society, the American Dental Association, the Wisconsin Dental Association
and the Dane County Dental Society. She is the founder, CEO and chair of the LIFE Foundation
(Lifestyles Initiative for Fitness Empowerment), a community-based health initiative fostering

healthy lifestyles with evidence-based strategies.

SOPHIE CANADE, ATR, LPC

Sophie Canadé is a registered art therapist and licensed professional
counselor working for the Institute for Therapy through the Arts, Gilda’s Club
Cancer Support Community and Creatively Empowered Women (CEW). A
graduate of the master of arts in art therapy program from the School of the
Art Institute in Chicago, she works in Chicago and surrounding areas of Cook
County, IL.

Ms. Canadé’s clinical experience has specialized in work with older adults who are challenged
by age-related cognitive, emotional and physical issues, including symptoms from stroke,
Parkinson’s and Alzheimer’s disease. For Northwestern Memorial Hospital, she facilitates the
weekly Parkinson’s art therapy support group, the Pi Delts, so named to communicate the

supportive fellowship of the group in the spirit of fraternity and sorority.

CONNIE CARPENTER PHINNEY, MS

Connie is an entrepreneur, author, artist and lifelong athlete, and is extremely
passionate about her work as a founding board member of the Davis Phinney
Foundation. Connie particularly enjoys sharing her experiences via the

written word, and she is an eloquent and humorous public speaker. She has

two adult children, Taylor and Kelsey, with her husband Davis Phinney.

TIM COLLIER, PhD

Dr. Tim Collier is a professor in the department of translational science &

molecular medicine, Edwin A. Brophy Endowed Chair in Central Nervous
System Disorders and past director of the Udall Center of Excellence in
Parkinson’s Disease Research at Michigan State University. He trained at

the University of Minnesota, Northwestern University and the University

of Rochester, and has been a faculty member at Rush University Medical
School in Chicago and the University of Cincinnati. He is a past president of
the American Society for Neural Therapy and Repair, past chairperson of the NIH CNNT study
section, associate editor of the European Journal of Neuroscience and has published over 100

peer-reviewed scientific reports.
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More than fifteen years ago, Dr. Collier became a member of a four principal investigator
collaborative team that has been studying issues of dopamine neuron biology as they apply
to aging, Parkinson’s disease and experimental therapeutics. In 2010, the team was recruited
to the Michigan State University College of Human Medicine, where they continue to study
issues related to Parkinson’s disease in cell culture, rodent and nonhuman primate models,
with interests in cell transplantation, growth factors, stem/progenitor cell biology, gene

transfer and dietary/exercise interventions, among others.

AL CONDELUCI, PhD

Dr. Al Condeluci has been an advocate, a catalyst for building community
capacities and leader in understanding social culture since 1970. Al
Condeluci serves as CEO of Community Living and Support Services
(CLASS), a full service nonprofit organization supporting people with
disabilities, where he has worked for the past 44 years. He has also held

faculty appointments with the University of Pittsburgh’s School of Health
and Rehabilitation Sciences and School of Social Work.

Dr. Condeluci received his masters and doctorate degrees at the University of Pittsburgh and
is a lifelong resident of Pittsburgh, Pennsylvania. Dr. Condeluci’s books, Interdependence
(1991, 1995), Beyond Difference (1996), Cultural Shifting (2002), Advocacy for Change (2004),
Together is Better (2008) and Social Capital (2014) have been used around the world.

DIANE G. COOK

Diane was diagnosed with Parkinson’s disease in 2008 and has founded
and facilitated four groups for newly diagnosed people with Parkinson’s.
She has participated in 15 clinical trials, serves as patient consultant to a
number of studies and is an active advocate for greater patient participation

in the clinical research process. Nationally, Diane serves as a patient

representative to the FDA, a Parkinson’s Disease Foundation (PDF) research
advocate and has just completed terms as a member of PDF’s People with
Parkinson’s Advisory Council and the Steering Committee of the Clinical Trials Transformation
Initiative (CTTI).

Diane pioneered the application of the science of self-efficacy to newly diagnosed Parkinson’s
patients and has presented in that regard at the Montreal World Parkinson’s Congress, at both
the Sydney and the Berlin International Movement Disorders Congresses and at the New York
Academy of Sciences. The Colorado Neurological Institute (CNI) Foundation funded her initial
research on the impact of self-efficacy on disease outcomes in newly diagnosed Parkinson’s
people with Parkinson’s and she has since trained people with Parkinson’s/healthcare
professional teams to deliver the PD SELF (Self-Efficacy Learning Forum) program she
developed in 10 metropolitan areas across the US. PDF designated PD SELF one of their national

pilot programs.
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TAMARA RORK DeANGELIS, PT, DPT, GCS

Dr. Tami DeAngelis is a senior physical therapist at the Center for
Neurorehabilitation at Boston University, where she has been providing
physical therapy services, contributing to research and implementing
educational programs to persons with Parkinson disease over the last
decade. Dr. DeAngelis is also the coordinator for the American Parkinson
Disease Association (APDA) National Rehabilitation Resource Center at

Boston University, providing information and resources on exercise and rehabilitation to

persons with Parkinson’s, families and healthcare providers nationwide. She co-authored the
BE ACTIVE & BEYOND booklet, an exercise program for people with Parkinson disease,
distributed by the APDA, Inc.

She lectures in the Doctor of Physical Therapy program at Boston University, Parkinson’s
support groups, professional conferences and symposia about the benefits of rehabilitation
for persons with Parkinson disease. Dr. DeAngelis received a Bachelor of Arts degree in
Biology from Lafayette College, a Master of Science degree in Physical Therapy from Boston
University College of Health and Rehabilitation Sciences: Sargent and her Doctorate in
Physical Therapy from Temple University. She is also a board certified specialist in Geriatric

Physical Therapy and a member of the American Physical Therapy Association.

LEE DIBBLE, PT, PhD, ATC

Dr. Lee Dibble is a Professor at the University of Utah in the department
of physical therapy and athletic training. For the past 15 years, he has
been the co-director of the University of Utah Rehabilitation and Wellness

Clinic, which provides community-based risk reduction programs for

people with Parkinson disease.

He completed a bachelor’s degree in animal physiology from UC Davis, a

master’s degree in physical therapy from Duke University and his PhD in exercise and sports
science from the University of Utah. Dr. Dibble’s research agenda focuses on the effects

of rehabilitation interventions on hypokinesia, fall risk and quality of life in people with

Parkinson disease and other disorders that affect balance and mobility.

ROSEANNE D. DOBKIN, PhD

Dr. Roseanne Dobkin is an associate professor of psychiatry at Rutgers-
Robert Wood Johnson Medical School, in Piscataway, NJ. She is also

a practicing psychologist in New Jersey and Delaware. Dr. Dobkin
received her PhD in clinical psychology from the Medical College of

Pennsylvania-Hahnemann University in Philadelphia, PA in August 2002.
She completed a postdoctoral fellowship in clinical psychopharmacology
in the department of psychiatry at Robert Wood Johnson Medical School in September 2003.
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The majority of her research and clinical work over the past 15 years has focused on the
behavioral treatment of the psychiatric complications (i.e., depression, anxiety, insomnia,
cognition) in Parkinson’s disease. She has also begun to systematically examine barriers to
mental health care utilization in Parkinson’s, as well as the use of telemedicine to leverage
patient access to specialized mental healthcare. Dr. Dobkin’s research has been funded by
the National Institutes of Health, the Patterson Trust Awards Program in Clinical Research,
the Michael J. Fox Foundation for Parkinson’s Research, the Parkinson’s Unity Walk, the
Parkinson’s Disease Foundation and the Health Services and Research Development
Division (HSR&D) of the Veteran Affairs Administration.

RAY DORSEY, MD, MBA

Dr. Ray Dorsey is David M. Levy professor of neurology and director of
the CHET at the University of Rochester Medical Center. Dr. Dorsey is
helping investigate new treatments for movement disorders and improve
the way care is delivered for individuals with Parkinson disease and other

neurological disorders. Using simple, web-based video conferencing,

he and his colleagues are seeking to provide care to individuals with

Parkinson and neurological diseases anywhere that they live.

Dr. Dorsey previously directed the movement disorders division and neurology telemedicine
at Johns Hopkins and worked as a consultant for McKinsey & Company. He completed

his undergraduate studies at Stanford University, medical school at the University of
Pennsylvania and business school at the Wharton School. Dr. Dorsey’s research has been
published in the leading medical, neurology and economic journals and has been featured on
National Public Radio, The New York Times and The Wall Street Journal.

GAMMON M. EARHART, PT, PhD

Gammon M. Earhart, PT, PhD, is a physical therapist and movement
scientist. She is currently professor of physical therapy, neuroscience
and neurology, as well as director of the program in physical therapy at

Washington University in St. Louis.

Dr. Earhart is presently president of the American Physical Therapy
Association Section on Research and has over 100 peer-reviewed publications. Since 2004,
she has been working with people with Parkinson’s disease to better understand and help

address their movement challenges.
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TERRY ELLIS, PhD, PT, NCS

Dr. Terry Ellis is an assistant professor at Boston University College of
Health and Rehabilitation Sciences: Sargent College in the department
of physical therapy and athletic training and the director of the Center

for Neurorehabilitation at Boston University. She has a PhD in behavioral

neuroscience from Boston University School of Medicine and earned her

degree in physical therapy from Springfield College.

In addition, Dr. Ellis is a board certified specialist in neurologic physical therapy. Her
research focuses on investigating the effectiveness of exercise and rehabilitation in reducing

disability and optimizing function and quality of life in people with Parkinson disease.

STEVE EMERSON, MA

Steve was diagnosed with Parkinson’s in 2007 at the age of 49. A former
mental health therapist and current professional Christian life coach,
Steve routinely meets with individuals and families living with Parkinson’s

and serves as a guest speaker for various organizations and events on

the topic of living well with Parkinson’s. For Steve, living well begins with
attitude, and the building blocks of maintaining a strong, positive attitude
include “exercise, good nutrition, prayer and getting into the stream of life, even when I don’t

feel like doing so0.”

“I have come to learn that the more I give, the more I get,” Steve says. “I hope to become
increasingly able to educate and support those living with Parkinson’s, their care partners
and the community at large that it is entirely possible to live a full, enriching and wonderful

life not only with Parkinson’s, but with any of life’s obstacles that may arise.”

Photograph ©Sharon Gekoski-Kimmel / The Parkinson’s Project

MATTHEW P. FORD, PT, PhD

Dr. Matthew Ford is an associate professor and chair of the department of
physical therapy in the College of Health Sciences at Samford University
in Birmingham, Alabama. He holds a bachelor of science in physical
therapy from Quinnipiac University, a master of arts in motor learning

from Teachers College, Columbia University and a PhD in motor behavior

from Pennsylvania State University. He previously held faculty positions
in the departments of physical therapy at the University of Alabama at Birmingham (UAB)

and Saint Francis University.

He has spent the past 10 years working with people with Parkinson’s in both a research
and service capacity in collaboration with the department of neurology - UAB, Center

for Exercise Medicine - UAB, Lakeshore Foundation, Neuromuscular Rehab and Balance
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Center at Southeast Alabama Medical Center, the Parkinson’s Association of Alabama
and the Davis Phinney Foundation. Matt is a regular speaker at The Victory Summit
symposia on the subject of “exercising for the rest of your life” and is featured on the
Foundation’s “Parkinson’s Exercise Essentials” DVD. He resides in Alabama with his wife
and two sons. He currently serves as a member of the Davis Phinney Foundation’s board

of directors.

CYNTHIA FOX, PhD, CCC-SLP

Dr. Cynthia Fox received her doctorate degree in speech and hearing
sciences from the University of Arizona, Tucson. She is an expert
on rehabilitation and neuroplasticity and the role of exercise in the

improvement of function consequent to neural injury and disease.

Dr. Fox is a leader in administration of LSVT LOUD® speech treatment

for people with Parkinson disease and has been part of the LSVT research team for over 20
years. She was the first to apply this treatment to disorders other than Parkinson disease and
pioneered the application to pediatric populations, including children with cerebral palsy

and Down syndrome.

Dr. Fox worked closely on the development of a physical therapy program, LSVT BIG that
was modeled after the speech treatment protocol. Dr. Fox has numerous publications in
these areas of research and has presented extensively nationally and internationally. She is a
co-founder and vice president of operations of LSVT Global, Inc., and a research associate at

the National Center for Voice and Speech in Denver, Colorado.

DANIEL GOLD, DO

Daniel Gold, DO, is assistant professor of neurology, ophthalmology,
otolaryngology - head & neck surgery and neurosurgery at The Johns
Hopkins School of Medicine in Baltimore, Maryland. He is a neurologist

with fellowship training in neuro-ophthalmology, which is the study of

visual disorders or vision loss that are not primarily ocular in origin (i.e.,
disorders of the anterior or posterior pathways from the optic nerves to
the occipital lobes); eye movement disorders including nystagmus; disorders of the pupils
and eyelids; and double vision, among other conditions. Dr. Gold has additional training in
vestibular neurology and also sees patients with dizziness and imbalance. He is the director
of Urgent Neurology, and has a particular interest in the rapid diagnosis and treatment of

acute neuro-ophthalmologic and vestibular disorders.

Dr. Gold completed his DO at the University of Medicine and Dentistry of New Jersey-
School of Osteopathic Medicine. He went on to complete his residency in neurology at the
University of Maryland and his fellowship in neuro-ophthalmology at the Hospital of the

University of Pennsylvania.
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DONALD L. HAISMAN, CFP®

Donald Haisman is the managing director of Carnegie Investment Counsel
in Fort Myers, Florida and is the president of Haisman Wealth Management,
Inc. He shows successful families and organizations, many with charitable

intent, how to simplify their financial lives and make smart money decisions,

so they can achieve their goals and fulfill their values. He does this by helping
them get their entire “financial house” in order to keep it that way forever.

Mr. Haisman has previously served as the president of multiple organizations including the
Financial Planning Association, the Institute of Certified Financial Planners, the International
Association for Financial Planning and the Estate Planning Council of Lee County. He has
also served on the Planned Giving Board of the Lee County American Cancer Society and the

National Committee on Planned Giving.

Donald Haisman holds an MBA in finance and an undergraduate degree in mechanical
engineering. He is a CFP-certified financial planner practitioner. He has produced and hosted
hundreds of radio shows on various financial and investment topics, been a guest lecturer

on cruise ships and is an occasional “on-air” guest at Waterman Broadcasting local NBC-V2
discussing current financial matters. Mr. Haisman has also authored multiple articles and

presented on topics like money management, investing and charitable giving.

JOANNE HAMILTON, PhD, ABPP-CN

Dr. Joanne Hamilton is the director of adult neuropsychology at
Advanced Neurobehavioral Health of Southern California and resident
neuropsychologist at the Parkinson’s Disease and Movement Disorders
Center at Scripps Clinic. Dr. Hamilton received her bachelor’s degree

from Stanford University and her doctorate in clinical psychology with

specialization in neuropsychology from the San Diego State University/
University of California, San Diego joint doctoral program in clinical psychology. She completed
her postdoctoral fellowship at the University of California, Shiley-Marcos Alzheimer’s Disease

Research Center and was licensed to practice neuropsychology in 2003.

Dr. Hamilton became a diplomat in clinical neuropsychology from the American Board of
Professional Psychology in 2010. She was a research neuroscientist at the Shiley-Marcos
Alzheimer’s Disease Research Center studying cognitive changes associated with Lewy body

spectrum disorders, including Parkinson’s disease and Dementia with Lewy bodies, until 2012.
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KATHRYNNE HOLDEN, MS, RD

Kathrynne Holden (retired) has specialized in the nutritional concerns of
Parkinson’s disease for over 20 years. She has authored Eat Well, Stay Well
with Parkinson’s Disease, Cook Well, Stay Well with Parkinson’s Disease
and the National Parkinson Foundation booklet Nutrition Matters. See

her website at ( nutritionucanlivewith.com for more Parkinson-related

nutrition information.

KAREN JAFFE, MD

Dr. Karen Jaffe is a retired OB/GYN and Parkinson’s advocate. She was
diagnosed with Parkinson’s at the age of 48. She is a member of the
Michael J. Fox Foundation’s Patient Advisory Council as well of the Brain
Health Initiative at the CWRU-SOM in Cleveland, Ohio. She and her
husband, Marc, founded Shaking With Laughter, a nonprofit foundation

that has raised one million dollars for Parkinson’s research.

Today she spends much of her time at InMotion (&% beinmotion.org). InMotion, for which
she is a co-founder, is a center for Parkinson’s disease and other movement disorders that
strengthens lives through a holistic approach of education, exercise and healing arts. She
was the recipient of the Red Cross Heroes award, the Irene Zehman award for Volunteerism,
the World Parkinson’s Program International Parkinson’s Community Service award and the

University Hospital Neurological Institute Champions for Parkinson’s award.
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CHERIAN KARUNAPUZHA, MD

Dr. Cherian Karunapuzha completed his internship in internal medicine,
residency in adult neurology and a fellowship in movement disorders

at the University of Texas Southwestern Medical Center, Dallas. He is a
member of the AAN and holds board certification from the American

Board of Psychiatry and Neurology. Dr. Karunapuzha is an assistant

professor of neurology at the University of Oklahoma Health Sciences
center, Oklahoma City and is the director of the OU Parkinson’s Disease & Movement

Disorders Center.

Dr. Karunapuzha is a keen clinical educator who has received several teaching awards
and is a frequently invited speaker for CME programs. Focused on community medicine,
he has developed clinics for the uninsured in tandem with the patient support groups

so as to improve statewide access to movement disorder specialists as well as access to

research studies.
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HORACIO KAUFMANN, MD

Dr. Horacio Kaufmann is professor of neurology and medicine and the
director of the Dysautonomia Center at New York University. He is one of
the world’s leading experts in the diagnosis and management of patients

with autonomic synucleinopathies (Parkinson disease and multiple

system atrophy), a subject that has been the focus of his research and

academic career over the last 25 years.

He has extensive experience as the principal investigator of national and international
studies on autonomic dysfunction, including clinical trials for orthostatic hypotension,
and identification and development of biomarker for early diagnosis and progression of

Parkinson disease and related disorders.

PETER A. LEWITT, MD, MMedSc

Dr. Peter A. LeWitt directs the Parkinson’s Disease and Movement
Disorders program at Henry Ford Hospital in West Bloomfield,
Michigan. In 1989, he was appointed professor of neurology at
Wayne State University School of Medicine. In addition to extensive

experience in conducting clinical trials for Parkinson’s disease and other

neurological disorders, his research interests have included animal
models and biomarkers of neurological disease, pharmacokinetic analysis of neurological
drugs, and gene therapy. He is the author of more than 300 publications in basic and

clinical neuroscience.

Dr. LeWitt attended Brown University and its medical school and completed his post-
graduate medical training at the University of Pennsylvania and Stanford University School
of Medicine. He is board certified in neurology. At the National Institute of Neurological
Disorders and Stroke (National Institutes of Health), he served as a research fellow in the
Experimental Therapeutics Branch and had an appointment as lieutenant commander in the
US Public Health Service. Dr. LeWitt was a founding member of the Parkinson Study Group
and in 1998 was elected to serve as secretary of the Movement Disorder Society (now the
International Parkinson and Movement Disorder Society), for which he serves as a member
of that organization’s Task Force for the Development of Rating Scales for Parkinson’s
Disease. Dr. LeWitt has received research grants from the National Institutes of Health, the
Michael J. Fox Foundation for Parkinson’s Research, The Harris Foundation Neuroscience
Program, the National Parkinson Foundation and other organizations. Since 2003, he has
been editor-in-chief of Clinical Neuropharmacology and he has served on the editorial
boards of Movement Disorders, Journal of Neural Transmission, Journal of Parkinson’s

Disease and Translational Neurodegeneration.
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MARK MAPSTONE, PhD

Dr. Mark Mapstone is professor of neurology at the University of
California, Irvine School of Medicine where he is also a member of the
Institute for Memory Impairments and Neurological Disorders (IMIND).

He holds an adjunct appointment at the University of Rochester. His

research focuses on early detection of neurological disease, especially
Alzheimer’s disease and Parkinson’s disease using cognitive tests and
biomarkers obtained from blood. He has a special interest in developing strategies to

maintain successful cognitive aging. In the clinic, he specializes in cognitive assessment of

older adults with suspected brain disease.

Dr. Mapstone earned a PhD in clinical psychology at Northwestern University and
completed fellowship training in neuropsychology and experimental therapeutics at the
University of Rochester. He has authored over 100 manuscripts and abstracts and is the
recipient of a Career Development Award from the National Institute on Aging. His research
has been funded by the National Institutes of Health, the Michael J. Fox Foundation and the

Department of Defense.

MARTIN J. McKEOWN, BEng, MD, FRCP(C)
Dr. Martin McKeown is the PPRI/UBC chair in Parkinson’s research,

director at the Pacific Parkinson’s Research Centre, professor in the
department of medicine and adjunct professor in the department of
electrical and computer engineering at the University of British Columbia,

Canada. He did his engineering physics, medicine and neurology training

at McMaster, University of Toronto, and University of Western Ontario,

respectively. He did a three-year research fellowship at the computational neurobiology
laboratory at the Salk Institute for Biological Studies in San Diego before being hired as
an assistant professor of medicine and biomedical engineering at Duke University. He was

recruited to the University of British Columbia in 2003.

Dr. McKeown has been responsible for a variety of peer-reviewed research projects funded
through the National Institutes of Health, the National Parkinson Foundation, the Canadian
Foundation for Innovation, the Natural Sciences and Engineering Research Council of
Canada, the Canadian Institutes of Health Research, the International Association of
Translational Neuroscience and the (US) Whitaker Foundation. He was a member of the
Neuroscience A Canadian CIHR Scientific peer-review committee as well as a member of the
Scientific Advisory Board of the Parkinson Canada. He has authored over 150 peer-reviewed
papers and book chapters. In addition to seeing patients (>1700 patient visits per year) Dr.
McKeown supervises graduate students in neuroscience and engineering and trains the next

generation of doctors.
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JANIS M. MIYASAKI, MD, MEd, FRCPC, FAAN

Dr. Janis Miyasaki is a graduate of the University of Toronto, completing
medical school, residency and a movement disorders fellowship under Dr.
Anthony Lang. She joined the University of Alberta faculty of medicine
and dentistry in 2014 following 22 years at the University of Toronto. In

2015, Dr. Miyasaki became the director of the movement disorders program

comprising seven neurologists and a dedicated interdisciplinary team.

She has held leadership positions at the University of Toronto, the University of Alberta, the
International Parkinson Disease and Movement Disorder Society and the American Academy
of Neurology. Dr. Miyasaki founded the first dedicated palliative care program for Parkinson’s
disease and related disorders at the University of Toronto in 2007. Since then, she has published
original research on this topic and is viewed as the founder of palliative care for Parkinson’s
disease. In 2015, Dr. Miyasaki established the Complex Neurologic Symptoms Clinic at the
Kaye Edmonton Clinic, University of Alberta with Dr. Wendy Johnston, an expert in ALS. This

program provides care to all neurologic patients with palliative care needs.

JOSE-ALBERTO PALMA, MD, PhD

Dr. Jose-Alberto Palma is assistant professor of neurology and assistant
director of the Dysautonomia Center at New York University. His work
over the past years has been focused on the diagnosis, management
and understanding on autonomic disorders in patients with autonomic

synucleinopathies, such as Parkinson disease and multiple system atrophy, as

well as in the search for biomarkers for early diagnosis of these disorders.

Dr. Palma has been involved in several studies and clinical trials to develop new treatments for

autonomic dysfunction and to describe the premotor phase of Parkinson’s disease.

DAVIS PHINNEY

As an Olympic Bronze medalist and Tour de France stage winner, Davis
Phinney has celebrated the most victories of any cyclist in American history.
After nearly 20 years in professional cycling, he launched a successful second
career as a television network sportscaster. In 2000, after years of feeling not

quite right and a seemingly endless battery of tests, he was diagnosed with

young onset Parkinson’s disease at the age of 40.

Today, as founder of the Davis Phinney Foundation, he is a passionate and outspoken role model
for living well with Parkinson’s. He speaks to thousands of people with Parkinson’s each year
through his work with the Foundation and as a motivational speaker. Davis’ personal journey,
learning to redefine victory post-Parkinson’s, serves as a powerful example for others living with
the disease. Though the day-to-day challenges of Parkinson’s are always present, he practices

what he preaches and encourages others to join him in getting up, getting out and being active
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each day, savoring the Moments of Victory® as they come. Davis lives in Colorado with his wife,

Connie Carpenter Phinney, and is the proud father of two grown children, Taylor and Kelsey.

DEANNA POWER

Deanna Power is the director of outreach for Disability Benefits Help, an
independent organization dedicated to helping people of all ages receive
the Social Security benefits they need. She initially began working with
people with disabilities by volunteering with Best Buddies throughout

college. She now specializes in helping Social Security claimants

determine if they medically qualify for disability benefits.

Ms. Power’s work has been published by hundreds of organizations, including the
National Down Syndrome Society, the National Breast Cancer Foundation and the
American Parkinson Disease Association. If you have any questions on qualifying, visit
@ disability-benefits-help.org.

CYNTHIA RACZKO, OTR/L

Ms. Cynthia Raczko attended Eastern Michigan University and received
a bachelor of science in organizational communication. Following
that, she pursued a second major in occupational therapy. Prior to

her career in occupational therapy, she was a massage therapist for

ten years and studied complementary and alternative medicines. She
chose occupational therapy because it allows her to use all of her skills
and training to help people who face health challenges to live a full and rewarding life.
Occupational therapy supports people in being independent within their level of ability
and it allows her to combine traditional, evidence-based practice with complementary and

alternative approaches to healing.

Ms. Raczko’s time is divided between the acute care hospital and the outpatient clinic. She
works with a wide variety of neurological and orthopedic conditions. She also coordinates
the occupational therapy intern program, including student learning, sharing knowledge,
teaching techniques and maintaining a positive focus on student strengths to develop

students’ ability to recognize their areas of growth and help them grow.

LORRAINE RAMIG, PhD, CCC-SLP

Dr. Lori Ramig obtained a doctorate in speech science from Purdue
University following her clinical training in speech-language pathology
at the University of Wisconsin-Madison. She currently holds the positions

of research professor in the department of speech, language and hearing

science at the University of Colorado-Boulder, senior scientist at the
National Center for Voice and Speech, Denver and adjunct professor at
Columbia University, New York City and co-founder of LSVT Global, Inc.
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Dr. Ramig’s research on voice treatment for Parkinson’s disease has been funded by the
National Institutes of Health for more than 20 years. She served on the National Institutes

of Health Advisory Council for the Institute of Deafness and Communication Disorders

and received Honors of the Association from the American Speech Language Hearing
Association, the highest award granted from her professional association. Through LSVT
Global, Inc,, Dr. Ramig and her colleagues are implementing this research in clinical practice
and today there are over 25,000 speech, physical and occupational therapists trained in LSVT
LOUD and LSVT BIG Programs in 70 countries, improving quality of life in patients with
Parkinson’s globally. Learn more at: (¥ lsvtglobal.com.

ANGELA ROBB

Angela Robb is a care partner for her husband, Karl, who has young onset

Parkinson’s disease. In 2015, she was honored as a White House Champion
of Change in Parkinson’s Disease. She is an advocate and frequent speaker
on care partner issues at conferences and support groups. She is a certified

Reiki master and with Karl, teaches Reiki to people with Parkinson’s and

their care partners and caregivers.

ISRAEL ROBLEDO

Israel works as a special education teacher. His family includes his wife,
Chris, three daughters and two grandchildren. He was diagnosed with
Parkinson’s disease in 2007 at age 42. He soon became involved with

the Parkinson’s community as an advocate for increased clinical trial

participation and health-related quality of life issues related to Parkinson’s.

Israel is a member of the Patient Council for the Michael J. Fox

Foundation for Parkinson’s Research. He serves on the Executive Council for Parkinson’s
Movement - an initiative of the Cure Parkinson’s Trust in England, the Integration Panel for
the Congressionally Directed Medical Research Programs (Parkinson’s Research Program),
the Editorial Board of the Journal of Parkinson’s Disease and as a patient reviewer for the
British Medical Journal. Israel has also served in an advisory and support capacity for the
Parkinson’s Disease Foundation, the World Parkinson Congress and the Patient-Centered

Outcomes Research Institute.

JEFFREY SHAW, PsyD, ABPP-CN

Dr. Jeffrey Shaw has been a neuropsychologist with Evergreen Hospital/
Booth Gardner Parkinson’s Care Center in Kirkland, WA since 2001.
He works with individuals diagnosed with Parkinson’s disease,

multiple sclerosis, Huntington disease, strokes and varied neurological

difficulties. Although Dr. Shaw specializes in the field of neuropsychology
(thorough evaluation of thinking skills), he also provides counseling and

psychotherapy services.

INTRODUCTION



http://lsvtglobal.com

He has taught at the graduate psychology program at Seattle Pacific University and the
University of Missouri School of Medicine. Dr. Shaw earned his bachelor’s in psychology
from the University of Georgia and his master’s in counseling from Georgia State University,
and doctorate in Clinical Psychology at the American School of Professional Psychology in
Atlanta. He is board certified in clinical neuropsychology and enjoys collaborating with his

Parkinson’s disease men’s group in Seattle, Washington.

JESSICA SHURER, LCSW

Jessica Shurer is a licensed clinical social worker and the center
coordinator of the National Parkinson Foundation Center of Excellence
at UNC Chapel Hill. She graduated from Penn State University with a BA
in psychology and minors in human development & family studies and

gerontology. She received her master of social work from UNC Chapel
Hill in 2012, where she also obtained a certificate in aging and was a

participant in the Hartford Partnership Program for Aging Education.

In her clinical role, Ms. Shurer is available to assess and support the psychosocial needs

of patients and care partners, and provides connections to community resources and
counseling as needed. She also has a strong focus on community education, outreach and
advocacy through her organization of educational programs for Parkinson’s families, the
development of Parkinson’s trainings for rehabilitation professionals and growth of the
“ParkNC” referral network of Parkinson’s-trained clinicians in North Carolina. In addition,
she manages a specialty interdisciplinary Parkinson’s clinic, helps to coordinate qualitative
research projects and facilitates two monthly support groups: one for Parkinson’s disease and
one for Atypical Parkinsonism disorders. She also serves as a member of the Davis Phinney
Foundation Science Advisory Board, National Parkinson Foundation’s Center Coordinator
Mentoring & Networking Task Force and planning committee for Moving Day® NC Triangle
Walk for Parkinson’s.

EVAN SIDDALL

Evan is president and CEO of Canada Mortgage & Housing Corp,
Canada’s housing agency. CMHC is a Cdn $250 billion government-owned
company spanning mortgage insurance, securitization, assisted housing

and market analysis and research. Prior to entering public service with a

senior posting at the Bank of Canada, Evan had a 20-year career in general
management and investment banking with Lazard, Goldman Sachs and
BMO Nesbitt Burns. He has degrees in law and management economics and has served on

several corporate and charitable boards.

An active cyclist, Evan was introduced to the Davis Phinney Foundation after he was

diagnosed with Parkinson’s in early 2015. Immediately taken by the mission to “live well
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today,” Evan and a group of close friends founded the Growling Beaver Brevet (GBB) to
benefit the Davis Phinney Foundation. In two years, the GBB has become a core supporter
of the Foundation and aided with the expansion of the Foundation’s work to help Canadians

with Parkinson’s.

MIKE STUDER, PT, MHS, NCS, CEEAA, CWT, CSST

Mike is the owner of and full-time practicing clinician at Northwest
Rehabilitation Associates in Salem, Oregon. He was awarded the “Clinical
Excellence” award in 2011, by the Academy of Neurologic Physical
Therapy and was awarded the same honor by the Academy of Geriatric
Physical Therapy in 2014. He LOVES to help people with Parkinson’s.

MICHELLE UNDERHILL, MA, CCC-SLP

Michelle Underhill is a speech-language pathologist and the owner

of Northern Colorado Therapy Services, a multidisciplinary private
practice specializing in the care of people living with Parkinson’s. She
has extensive experience in evaluating and treating individuals with
Parkinson’s at all stages, and is a certified clinician in LSVT LOUD. She is

passionate about the positive impact of therapy on daily functioning, and

has focused her career on sharing hope and power within life’s various circumstances.

Ms. Underhill completed a bachelor’s degree in communication disorders from Colorado
State University and a master’s degree in speech-language pathology from University
of Northern Colorado. She lives in Fort Collins with her husband, Jason, and two

teenage children.

ROBERT VILLA

Robert was born and raised in Phoenix, Arizona. As the son of immigrant
parents, he worked hard in school to make them proud. After graduating
salutatorian of his high school class in 2011, Robert received a handsome

set of scholarships to attend Arizona State University. At ASU, he majored

in history and received two minors in philosophy and art history.

Directly after finishing his undergraduate studies, Robert went on to chase his dream of

attending law school and is currently enrolled at the University of California, Berkeley
School of Law.
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CAROLYN ALLEN ZEIGER, PhD

Dr. Carolyn Zeiger is a Parkinson’s care partner for her husband, brother,
sister, aunt and some close friends. In 20086, she co-founded a Parkinson’s
care partners’ support group in Denver, Colorado, and for many years

assisted her husband Paul in teaching yoga to people with Parkinson’s.

Now retired, she was a clinical and health psychologist, and Jin Shin
Jyutsu practitioner. From this multi-role perspective, she and her husband

continue to speak to university classes and conferences about living with Parkinson’s.

THE JEFF AND DIANE ROSS MOVEMENT DISORDERS CLINIC IN
TORONTO, ONTARIO

The Assistive Technology Clinic (ATC) is a service dedicated to improving the quality of
life for people with neurological and neurodegenerative conditions through rehabilitation
and technology. The ATC clinical teams are comprised of physicians, nurses, occupational,
physical and speech therapists, dietitians, biomedical engineers, social services and

support staff.

ATC programs offer medical and rehabilitation management as well as leading edge
assistive technology in the areas of mobility aids, communication, advance computer
technology, specialized seating and positioning, environmental controls and home
modifications. The ATC’s goal is to provide the highest standards of patient-centered
care by offering a broad spectrum of resources to help each person function at their
optimum level of ability throughout the continuum of care. For more information, visit:

(@ assistivetechnologyeclinic.ca.
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B PARKINSON’S: AN OVERVIEW

“You have Parkinson’s disease..” For some people, hearing these words is a relief: Finally there’s
a name for the symptoms I've been feeling. For others, they trigger shock and disbelief: How

could this happen to me? After a diagnosis of Parkinson’s, you and your family will have many
questions about the disease and the life challenges ahead. Yet, you may also feel overwhelmed by

the sheer volume of information available to you.

hé Looking back, I was in a pity party for about a year after
I'was diagnosed. I didn’t spend the whole year huddled
in a corner feeling sorry for myself, but I went through
the motions with no drive, no goals, no purpose. I felt
empty and alone. Even though I had the support of a lot of
family and friends, none of them could truly understand
what I was dealing with. Finally I went to a local support
group meeting and there was a person in the group who
recognized my struggle. She’d been living with Parkinson’s
for about 8 years and said something very profound to me.
She said, ‘Look, these are the cards you’ve been dealt. Play
your cards, and play to win.” That’s when it clicked that
living well was up to me. Nobody could fix me, but I could

make it better.”

— EDIE

This chapter is designed to be a starting point for anyone recently diagnosed with Parkinson’s.
It answers some of the most common questions asked by people within the first year after
diagnosis. It also provides some adaptive strategies to help set you on the best path for living
well with Parkinson’s, including staying engaged and informed about your health and about the
things you can do to improve your quality of life. When you are ready to explore the rest of the

contents of this manual, you will find many practical tools and approaches to do just that.

WHAT IS PARKINSON’S?

Parkinson’s is a progressive, chronic, neurodegenerative disorder associated with damage to and
loss of dopamine-producing nerve cells (neurons) deep in the brain. Dopamine is a chemical
that helps regulate your body’s movement. Less dopamine leads to less mobility and less control
over your movements. In fact, Parkinson’s is officially classified as a movement disorder because
it involves damage to the areas of the brain that affect the speed, quality, fluency and ease of

movement. Current medications for Parkinson’s replace or enhance lost dopamine.
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SHAME AND

PARKINSON’S

By Steve Emerson, MA, person
living with Parkinson’s

It is indeed the rare
and/or unusual human
being who has not
experienced shame at various
points in their life. More often
than not, shame manifests

itself as feeling “less than”

or embarrassed as a result

of an event or action, usually

in a social or interpersonal
context. For example, one might
legitimately feel shame in their
community should they be
caught shoplifting and it is made
public. Other forms of shame
are not necessarily illegitimate,
but are the result of the fear of
being perceived as unable to
meet certain expectations. This
is precisely the type of shame
people living with Parkinson’s are
likely to experience.

CAUSES OF SHAME

As someone living with
Parkinson’s, feelings of shame
can be common. You may find
yourself fumbling for your wallet
in a busy checkout line or having
difficulty handling utensils in an
upscale restaurant. You may be
unable to enunciate your words
with friends in a conversation.
Maybe you used to excel on

the golf course and now can

no longer achieve the balance
necessary to even stand over
the golf ball. You may have

been the primary breadwinner
for your family and are now
unable to work in your chosen
profession due to debilitating
fatigue or other Parkinson’s
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The more visible physical symptoms of Parkinson’s
are called motor symptoms, and include tremors,
slowness or stiffness. These start in most people
after 60-80% of the dopamine-producing nerve cells
are damaged or die off. As dopamine decreases,
routine everyday activities like walking and balance
are affected. While the effects of Parkinson’s on
movement are often the most visible symptoms,
other impacts of Parkinson’s not related to movement
can sometimes have an even greater impact on
your quality of life. We will discuss these non-motor

symptoms in greater detail later in this section.

BE INFORMED: No two people living
with Parkinson’s will experience
symptoms or progression of the
disease in the exact same way.

bé You know what they say:
if you’ve seen one person
with Parkinson’s, you’ve
seen one person with
Parkinson’s. Nothing that
we do to manage it works
for everyone, because it’s

an individual disease.”

Just because something is listed as a symptom of

Parkinson’s does not mean you will experience that
symptom. There are also many actions you can
take that will change how you feel and how your
Parkinson’s changes over time — everything from
physical activity, to diet, to emotional wellness, to
choosing the best wellness team for your needs.

This manual outlines many treatment and lifestyle



changes that you can make that will improve your

symptoms and potentially slow future progression.

No one can predict how your Parkinson’s will
progress, and evidence is emerging that shows
progression can be affected by many factors. Just a
decade ago, researchers, clinicians and people living
with Parkinson’s alike did not stress the importance of
exercise, stress management, diet and other positive
life choices on Parkinson’s. Today, we know that your
experience with Parkinson’s can be influenced in a

positive way by your choices and actions.

By reading this manual, you're taking an important
step toward learning how to be proactive, participate
in your own care and shape your future. Hear how
Linda is working to change the negative perceptions
about Parkinson’s: @84 dpf.org/linda.

HOW IS PARKINSON’S
DIAGNOSED?

Parkinson’s can be difficult to diagnose because
there isn’t one specific test that confirms

the diagnosis. A diagnosis can be especially
challenging for individuals who do not display the

characteristic tremor.

BE INFORMED: Getting a second
opinion to confirm your diagnosis
can provide peace of mind. Your
doctor may encourage it and even be
able to provide you with a referral to
a neurologist who specializes in the
treatment of movement disorders.

Your doctor will determine you have Parkinson’s
after reviewing your medical history, self-reported

symptoms and conducting a clinical examination.

symptoms. Your difficulty with
physical movement may force
you to change how you engage
in intimacy with your spouse

or partner.

To be perfectly honest, I've
experienced shame in every
single one of these situations
after being diagnosed with
Parkinson’s ten years ago.

Even after spending years as a
professional counselor with a
deep working knowledge about
shame, | wasn’t prepared for how
once shame sets in, my stress
level skyrockets and the very
Parkinson’s symptoms causing
me shame in the first place go
from bad to worse. As you can
see from these examples and
likely your own experience,
shame can occur among
strangers as well as at the most
personal levels of our lives.

The good news is that | can
assure you, and am in fact living
testimony, that shame can be
made fleeting and insignificant.
And this isn’t only for those

of us living with Parkinson’s,
but for anyone experiencing
embarrassment or other stress-
producing emotions simply
because of how we believe we
are being perceived. You see,
the common thread always
present when shame rears its
ugly head is fear. And fear can
only survive in an environment
of silence. Fear-based shame

is rarely discussed in an open,
candid and authentic setting. But
when it is, something magical
happens. The monster under
the bed gets exposed and we
experience freedom. This is the
primary reason | almost never

miss an opportunity to let people
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know | am living with Parkinson’s
and offer to answer any
guestions they may have. Almost
immediately, | feel something
that is quite the opposite of
shame, and that feeling is

empowerment.

MOVING FROM SHAME
TO EMPOWERMENT

There are many tools available
that can help change shame to
empowerment. These include:
support groups, self-education,
having open conversations with
loved ones or volunteering for an
organization devoted to helping
folks with Parkinson’s live great
lives like the Davis Phinney
Foundation. Look, | get it, for
many of us, these require action
and aren’t necessarily easy to do.
But if the goal is to end silence,
then noise needs to be made! For
some of us, it may be speaking
in front of a large group at a
conference. For others, it may be
a quiet conversation with your
spouse. Even your choice to read
this Every Victory Counts manual
is a start. This book is literally
crammed with tools to convert
shame to empowerment. If a
1000-mile journey starts with a
single step, then it is a good step
to take. Take yours now.

EVERY VICTORY COUNTS

bé I'was officially diagnosed at 72, but I

started noticing changes when I was
trekking in the Himalayas at 70. I would
stumble on hikes or struggle to get my leg
over the crossbar during a long bike ride.
I'made up all kinds of excuses until one
day I collapsed on the trail and was taken
to the hospital. It took a year before I saw
a movement disorder specialist and was

officially diagnosed with Parkinson’s.”

—BRENDA

A Parkinson’s diagnosis requires you have two out of

three primary motor symptoms:

Tremor (shaking, usually of the arm, leg or

chin, while at rest)
Rigidity (stiffness)

Bradykinesia (slow movement)

To support the diagnosis, your doctor will also look for

other symptoms:

Micrographia (small handwriting)
Facial masking (reduced facial expression)

Decreased arm swing or leg drag on one side

of the body while walking



Your doctor will also test your responsiveness to levodopa, a medication that boosts
dopamine in the brain and improves motor symptoms. However, your response to this
medication alone cannot ensure an accurate diagnosis. Other conditions can improve with

levodopa, and a placebo effect can occur in some people.

There are no definitive blood tests or brain scans that can positively identify Parkinson’s
with certainty, except during an autopsy. In some cases, brain MRIs or CAT scans are
performed to rule out a stroke or other condition, but neither of these tests reveal Parkinson’s.
The DaTSCAN is a diagnostic test that measures levels of dopamine nerve cells in the basal
ganglia structures of the brain. It was approved by the FDA in 2011 to help differentiate a

Parkinson’s tremor from other types of tremor, namely Familial or Essential Tremor.

ké Originally, I was diagnosed by a general neurologist. He was a great doctor, but what he
did initially...it was a little haphazard, to tell you the truth. Part of my diagnosis was a
drug challenge — and he used the wrong meds, in the wrong dosage and the wrong order
to come to the conclusion that I wasn’t responding to meds. Then I went to a movement
disorder specialist, and he put together a drug challenge that was clinically effective and
found that I did respond to the medication after all and had young onset Parkinson’s. One
of the benefits to me was a whole lot less mental anguish going to someone who had specific

experience with movement disorders.”

— COREY

It is important to see a movement disorder specialist, a neurologist who has received specialized
training in Parkinson’s and other movement disorders, to make the initial diagnosis or for a
second opinion to confirm another doctor’s diagnosis. Movement disorder specialists see many
people with Parkinson’s every day and are most familiar with the variety of ways the disease can

affect people, as well as with the full range of treatment options available.

Even if you don’t have a movement disorder specialist close by, you may benefit by seeing one
periodically, at least once a year between your primary care or general neurology appointments.

Listen to Linda describe her experience being diagnosed with Parkinson’s: @84 dpf.org/linda.

WHAT CAUSES PARKINSON’S?

The complexity of the brain has made the search for the underlying causes of Parkinson’s
challenging. While there is currently no known single cause of Parkinson’s or predictor

of who will get it, scientists and researchers believe a unique combination of genetics,
environment, lifestyle and other factors are at play for each person who develops the disease.
Some people with Parkinson’s have been exposed to specific environmental elements,

such as pesticides, or have experienced lifestyle factors, like head trauma, that may have

influenced the development of the disease.
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GENETIC FACTORS

In January 1999, Journal of the American Medical Association researchers first concluded
that genetic factors play a role of varying degrees in the development of Parkinson’s. In
October 2003, scientists at the National Institutes of Health discovered that mutations in
the alpha-synuclein gene could cause Parkinson’s. These findings suggest that genetic
components could play a more significant role in Parkinson’s than originally thought.
Abnormal genes have been identified in some people with Parkinson’s, especially younger
individuals and those with gene mutations whose Parkinson’s “runs in the family.” However,
no single genetic abnormality has been found for the majority of people with Parkinson’s.

In fact, researchers have now identified more than a dozen gene abnormalities associated
with Parkinson’s.! Unlike the alpha-synuclein gene mutation, most of these genes are what is
referred to as “susceptibility genes,” meaning that they do not necessarily cause Parkinson’s,
but they do increase the risk of developing the disease. According to the National Institutes
of Health, inherited cases of Parkinson’s disease are caused by mutations in the LRRK2, DJ-1,

PINK1 or SNCA genes, or by mutations in genes that have not yet been identified.

hé My mom and my sister both have Parkinson’s — we have

the LRRK2 gene — so when I was diagnosed, I understood
what it meant. I’'m not a doctor, but with my family
experience and doing my own reading, I knew this was a
progressive disease that doesn’t get better. I didn’t know
what our future would hold, but I knew things were not
ever going back to ‘normal.’ That said, not being ‘normal’
is a gift in itself! The Mack truck has hit us. The worst has
already happened. Parkinson’s has forced my family and I

to make so many changes for the better.”

After receiving a diagnosis of Parkinson’s, many people are concerned about passing the

disease to their children. Remember that genetic factors play a role in only a small number of
cases, and even if your children inherit an abnormal gene from you, they won’t automatically
develop Parkinson’s. While genetic testing is available, it doesn’t offer satisfying answers for
most people. If you have a family history that includes many people with Parkinson’s, you
may wish to talk with your doctor about testing. If you decide to be tested, it’s important to
see a genetic counselor before and after receiving the results. These specialized counselors,

available in many large medical centers and university programs, will help you understand

1 Hardy, John. Genetic analysis of pathways to PD. (2010, Oct 21). Neuron, 68(2): 201-206.
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the results, their potential impact on your family, and how they may influence insurance

qualification and other issues you may not have considered.

ENVIRONMENTAL FACTORS

Epidemiological studies based on large populations of individuals suggest that there are
certain toxins that increase the risk of developing Parkinson’s. For instance, there is an
increased risk for people living in a rural community or who drink well water. This may be
due to ingestion of or exposure to certain pesticides proven in the laboratory to be toxic to
dopamine neurons. Other chemicals, such as solvents used in the industrial dry cleaning
industry have been implicated, suggesting that certain environmental toxins increase the

risk of developing Parkinson’s.

Environmental Threats to Healthy Aging, in a report co-authored by the Science and
Environmental Health Network consortium of advocacy groups based in Iowa, included a
summary of 31 population studies examining the possible connection between pesticide
exposure and Parkinson’s. According to the report, twenty-four of those studies found a
positive association, and in 12 cases, the association was statistically significant. In some
studies, the group found there was as much as a sevenfold greater risk of Parkinson’s

in people exposed to pesticides than those who were not. In addition, scientists at the
University of California Los Angeles published a provocative study in April 2009 connecting
Parkinson’s not only to occupational pesticide exposure, but also to living in homes or going

to schools that were close to a pesticide-treated field.?

Despite this evidence, a January 2009 consensus statement from Collaborative Health and
the Environment, working together with Parkinson’s advocacy groups, found that there was
“limited suggestive evidence of an association” between pesticides and Parkinson’s and
between farming or agricultural work and Parkinson’s. This discrepancy highlights the fact
that the search for a cause is extremely complex. Current conventional wisdom points to a

combination of genetics, environment, lifestyle and other unknown factors.

LIFESTYLE FACTORS

A study published in 2015 identified possible factors that may positively or negatively
influence the risk of developing Parkinson’s. This list included habits like smoking, drinking
alcohol, coffee or green tea, environmental factors such as well-water ingestion, exposure to
anesthesia, manganese, solvents and farming chemicals, as well as exercise levels and certain

vitamins and foods.?

2 Bronstein, Jeff, Carvey, Paul, Chen, Honglei, Cory-Slecta, Deborah, Dimonte, Donato, et. al. Meeting Report: Consensus Statement-Parkinson’s
Disease and the Environment: Collaborative on Health and the Environment and the Parkinson’s Action Network (CHE PAN) Conference 26 - 28
June 2007. (January 2009). Environmental Health Perspectives, 117(1): 117-121.

3 Zeynep, S. Agim and Cannon, Jason R. (2015). Dietary Factors in the Etiology of Parkinson’s Disease. Biomed Res Int.
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A September 2016 analysis conducted by the Journal of the American Medical Association*
of three major studies that used autopsy data to examine the association between traumatic
brain injury (TBI) and neurodegenerative diseases found that TBI with loss of consciousness
is associated with increased risk for Lewy body accumulation, progression of parkinsonism
and development of Parkinson’s. While important information highlighting the need for
head injury prevention, this research supports one potential lifestyle factor cause, and does
not explain how people who have never experienced TBI (or have the aforementioned

genetic or environmental factors) develop Parkinson’s.

WHO GETS PARKINSON’S?

Parkinson’s is second only to Alzheimer’s as the most common neurodegenerative disease
in the US, affecting between 1 million to 1.5 million Americans. Between 7 and 10 million
people are estimated to be living with Parkinson’s around the world. There are more people
living with Parkinson’s in the US than the number of people living with multiple sclerosis,

muscular dystrophy and Lou Gehrig’s disease (ALS) combined.

Parkinson’s affects men and women, and according to the National Institutes of Health,
Parkinson’s affects about 50% more men than women. About 1.5-2% of people over the age of
60 (the average age of onset) have Parkinson’s, while there are fewer than 1 in 1,000 people
under the age of 50 living with Parkinson’s. It is estimated that 4% of people with Parkinson’s
are younger than age 50. Typically, those individuals are referred to as having early onset or

young onset Parkinson’s disease (YOPD).

kb 1ifeis incurable, life is progressive, life is degenerative, and all of us have to come to terms
with that and live life to the fullest anyway. I don’t feel like I’'m any different than anybody

else, I just have more insight into my challenges.”

— COREY

WHEN DOES PARKINSON'’S START?

Many people live with Parkinson’s for years before an official diagnosis is made. Looking
back after diagnosis, some people can pinpoint the onset of their disease, recognizing
symptoms which make sense only in retrospect. Foot cramping is very common in the early
stages of Parkinson’s. Other symptoms, such as small handwriting, decreased arm swing on
one side when walking, shoulder pain, depression, sleep problems, constipation and loss of
sense of smell can begin before clinically-evident motor symptoms emerge. Since symptoms

like these can be subtle at first, they are not always evident or meaningful prior to diagnosis.

4 Crane, Paul K., Gibbons, Laura E., and Dams-O’Connor, Kristen. (2016). Association of Traumatic Brain Injury With Late-Life Neurodegenerative
Conditions and Neuropathologic Findings. JAMA Neurol, 73(9): 1062-1069.
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bk 1 was able to be in denial for a long time about
Tim’s diagnosis. I kept thinking, ‘Maybe they
got it wrong — it’s not really Parkinson’s, it’s

something else’”

WHAT PREMOTOR SYMPTOMS MAY OCCUR?

The diagnosis of Parkinson’s has traditionally focused on the well-known, characteristic motor

symptoms of tremor, slowness and stiffness. Medical researchers are hopeful that identifying
the early signs of Parkinson’s, called premotor symptoms, will help doctors diagnose Parkinson’s
before there is extensive loss of dopamine-producing nerve cells that cause motor symptoms to

appear. Premotor symptoms include:

« REM Sleep Behavior Disorder (RBD) - may occur 15-50 years before motor

symptoms
« Constipation - may occur 10-20 years before motor symptoms
o Depression and anxiety - may occur up to 20 years before motor symptoms

« Loss of smell - may occur several years before motor symptoms

The earlier the diagnosis, the more clues may be discovered about why dopamine nerve cells
experience decline. More knowledge about how the disease evolves over the years may also
enable researchers to focus on slowing progression, developing disease-modifying therapies
or even preventing the onset of motor symptoms. The challenge that researchers face is
identifying the presence of premotor symptoms (which are often common in the general

population) and being able to articulate who is indeed at risk of developing Parkinson’s.

A current focus of ongoing research is discovering biomarkers of Parkinson’s,
biological characteristics that can predict if someone will develop a certain condition,

such as Parkinson’s.

WHAT MOTOR SYMPTOMS MAY OCCUR?

Motor symptoms, which we’ll discuss in greater detail in the “Core Parkinson’s Symptoms”

chapter of this section, are those that impact movement. Primary motor symptoms include:

e Tremor: a rhythmic shaking in your arms, legs or chin. Tremor is not present in all
people living with Parkinson’s. About 80% of individuals with Parkinson’s experience
tremor at some time, although most people who experience tremor observe that

it is worse when relaxing and resting. This type of tremor is called rest tremor.
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EARLY SYMPTOMS OF

PARKINSON’S

By Peter A. LeWitt, MD,
MMedSc

A mainstay of crime
mysteries is the
insignificant clue tying the
story together, and that’s the
current situation for Parkinson’s.
In recent years, clues unrelated
to the motor symptoms of
Parkinson’s have given insights
for understanding how this
disorder develops. Although the
motor symptoms of Parkinson’s
often get the most attention

and treatment, researchers
estimate motor symptoms

don’t actually appear in most
people until around 60-80% of
the nerve cells in the brain that
make dopamine have stopped
working because of Parkinson’s.
Often, non-motor symptoms of
Parkinson’s begin long before the
more visible physical symptoms.
Sometimes these non-motor
symptoms are called “premotor
symptoms,” because they come
before the motor symptoms
surface. Symptoms such as

loss of smell, depression and
constipation may appear years
before your actual diagnosis.
Like motor impairments, most of
these premotor symptoms come
from a damaged protein called
alpha-synuclein that kills nerve
cells in the brain and elsewhere.

Many people living with
Parkinson’s experience reduced
sense of smell (olfaction),
sometimes years before any
other Parkinson’s symptoms.
This deficit is explained by the
progressive loss of nerve cells in
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Others experience action tremor, which
means shaking gets worse when trying to do
something, like drinking out of a cup or eating

with a spoon.

« Rigidity: painful or non-painful stiffness, often

in your arms, legs, neck or back muscles.

o Akinesia, Bradykinesia, Hypokinesia:
Akinesia means lack of movement,
bradykinesia means slowness of movement
and hypokinesia means small movements.
Often people living with Parkinson’s will
experience aspects of all three of these. For
example, the small, cramped handwriting
(micrographia) some people with Parkinson’s
have is thought to be a combination of

bradykinesia and hypokinesia.

« Balance difficulties and problems walking:
such as stooped posture, decreased natural

arm swing and shuffling steps.

Early motor symptoms can also include a mask-

like face or loss of facial expression. Listen to Tufts
researcher Linda Tickle-Degnen discuss facial
masking research: ¥)dpf.org/mask. Some people may
complain of a heaviness feeling, dragging or lack of

use of one side or cramping in certain muscles.

Later in the progression of Parkinson’s, soft or slurred
speech, difficulty swallowing and walking and balance
issues can become more problematic. Walking can
change from shuffling steps to festination, or a
tendency toward smaller, faster steps that pitch you
forward. Freezing is a term used to define problems
with initiating movements and is often described as
feeling like your feet are glued to the floor. Freezing
often occurs when you first begin to walk, turn and in
tight or crowded spaces. Postural instability causes
trouble with keeping your center of balance upright.

This is called retropulsion if there is a tendency to

fall backward.


http://dpf.org/mask

Other motor symptoms include:
¢ Reduced manual dexterity
» Severe muscle cramping

e Pain without obvious cause

WHAT NON-MOTOR SYMPTOMS
MAY OCCUR?

Although Parkinson’s is officially classified as a
movement disorder, Parkinson’s can also cause
problems not related to movement. These non-motor
symptoms, which we’ll discuss in greater detail in the
“Core Parkinson’s Symptoms” chapter of this section,
may actually outnumber motor symptoms and can
appear years before motor symptoms.
Non-motor symptoms include:

» Cognitive challenges

e Memory problems

o Feeling tongue-tied

o Fatigue

o Sleep problems

» Anxiety and depression

» Loss of confidence, initiative or apathy

o Loss of smell

e Numbness or tingling
Some of the non-motor symptoms of Parkinson’s
are connected to the effects Parkinson’s has on the
autonomic nervous system, which regulates functions
your body “automatically” does, like controlling blood

pressure, sweating and temperature management,

digestion and heart rate.

the brain region devoted to odor
recognition. Why this occurs so
early in the progression of the
disease is not understood, but
perhaps it’s a clue that brain
involvement starts through the
nasal passages.

Another non-motor feature that
often precedes the development
of Parkinson’s motor symptoms
is a particular sleep disturbance
with vivid dreaming, often with
speaking or physical enactment
of dreams. Vivid dreaming occurs
during a sleep stage associated
with rapid eye movements, so
this particular sleep disturbance
is called rapid eye movement
sleep behavior disorder (RBD).
A sleep laboratory study often
is needed for an accurate
diagnosis. Medications can treat
this problem. The brain origin of
this sleep disturbance is not well
defined, but likely represents
additional regions where nerve
cells are damaged by abnormal
alpha-synuclein accumulation.
The combination of RBD and
impaired ability to smell signals
a strong risk for eventually
developing Parkinson’s.
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Non-motor symptoms of Parkinson’s that can be caused by changes and impairment to the

autonomic nervous system include:
o Constipation
« Frequent need to urinate that can develop into incontinence

« Lightheadedness, especially when getting up in the morning or rising from a chair

or couch
+ Sexual dysfunction, especially erectile dysfunction
» Excessive salivation (drooling)

e Excessive perspiration

HOW DOES PARKINSON’S CHANGE OVER TIME?

Everyone’s experience with Parkinson’s is different, so much so that anticipating its
progression can be terribly frustrating. Doctors simply cannot tell you what will happen next
or how severe or mild your symptoms will be. Each person’s symptoms change at different
rates and present different variations. Sometimes things change for the better in one area,
but then a new symptom will crop up elsewhere. Age and health can also influence the

progression of Parkinson’s.

b1 the beginning, I really didn’t have a whole lot
of challenges. Now, a decade into this disease, I
have to be really cognizant of sleep, schedule and
medicine. If I’'m not, I might be okay today, but

Ill have an off day tomorrow. I need to manage
Parkinson’s more hands-on and consciously.”

That said, there are similarities most people with Parkinson’s experience over time.

Symptoms typically evolve slowly. Many times, you may not be aware of a change in mobility
or other symptom until someone else points it out. In the beginning stages of Parkinson’s,
symptoms such as tremor, slowness and rigidity typically begin on one side of the body

and spread to the other side over time. Walking, speech or swallowing problems can occur,
though these symptoms progress slowly over many years, as Parkinson’s advances. For most
people, balance problems occur in later stages, leading to concerns about falls and serious
injuries. Figure 1 (following this page) outlines common Parkinson’s symptoms. Learn how

Linda stays positive throughout all the changes Parkinson’s brings: @84 dpf.org/linda.
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EARLY STAGE
« Symptoms on one side of the body

+ Decreased arm swing on one side when walking

» Decreased stride length or dragging your foot while walking

« Scuffing your toes, especially when tired

« Change in leg coordination when cycling or running

» Sense of muscle fatigue or heaviness in your arm or leg on one side of the body
« Difficulty completing repetitive movements due to sense of muscle fatigue

e Trouble with hand coordination, especially on one side. This is often apparent doing

tasks that use both hands, like shampooing your hair
e Reduced range of motion in your shoulder, shoulder pain or frozen shoulder
o Mask-like face or change in facial expression called hypomimia

o Decreased or small handwriting called micrographia

MID STAGE
e Symptoms on both sides of the body

+ Soft speech called hypophonia
« Mild swallowing problems, such as difficulty swallowing pills
« Flexed or bent posture and shuffling gait

« Motor fluctuations and dyskinesia

LATE STAGE

» Postural instability with balance problems and falls
« Walking problems, with increased shuffling, freezing of gait and festination
 Significant speech and swallowing problems
« Drooling
» Rigidity in the neck and trunk parts of the body
Some people find joining a Parkinson’s support group helpful, in part because it provides an

opportunity to learn how the disease looks and progresses in a variety of people and tips to

manage its impact.

WHAT YOU NEED TO KNOW ABOUT PARKINSON’S




bk we live in the moment, trying not to think too far
into the future. Because Parkinson’s progresses
slowly, we can make changes as time goes on.

We try to live day by day, knowing that yes —

there will be changes.”

An exercise program that includes balance, strengthening and posture exercises as early

after diagnosis as possible is highly recommended to combat problems in these areas. A
physical therapist with experience in Parkinson’s can help you set up an exercise program
if you do not know how or need help getting started. A speech therapist with experience in
Parkinson’s can prescribe speech exercises to keep speech loud and clear. By working on
problems such as speech and balance early, you can reduce their impact later. That said,

if you’ve been living with Parkinson’s for some time, it’s never too late to make positive

changes. Start now!

BE ACTIVE: There’s no better time than today
to commit to living well with Parkinson’s.
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B AFTER DIAGNOSIS

kk When I got the diagnosis, it wasn’t
like when I was diagnosed with breast
cancer. Nobody said, ‘We can fix
this.” There is an action plan, it’s just
different. You don’t focus on fixing
Parkinson’s. You focus on how to live
with it so you can enjoy life.”

ASSEMBLING YOUR
WELLNESS TEAM

WHAT TYPE OF DOCTOR SHOULD I SEE?

Your health and wellness also depend on getting
the best quality medical care available to you. A
neurologist is a medical doctor who specializes in
conditions of the nervous system (the brain and the

spinal cord). He or she can confirm your diagnosis

VIRTUAL HOUSE
CALLS: THE PROMISE
OF TELEMEDICINE

FOR HIGH-QUALITY
PARKINSON’S CARE

By Ray Dorsey, MD, MBA

The way in which
we deliver care to

individuals with chronic
conditions like Parkinson’s is
fundamentally flawed. We ask
people with Parkinson’s to travel,
often with significant difficulty
and at great physical and
financial expense, to meet with
clinicians on their terms — their
office, their location, their hours.
Instead, we should be thinking
about ways clinicians could
respond to the needs of people
with Parkinson’s on their terms.
Factor in transportation times
(sometimes, to distant locations
that require an overnight stay),
limited mobility and clinic

and establish an appropriate treatment plan. A WENSEE e A EEE

. oL . i minutes of face time with a
movement disorder specialist is a neurologist with .
doctor involves an hours-long

additional training in movement disorders. Movement raerll. For peesle g i

disorder specialists are more familiar with Parkinson’s Parkinson’s, the need to travel

and may be able to make a diagnosis sooner. They long distances or into difficult-

.1 . to-navigate urban centers with

may also be more familiar with current research and vigate urban

. . mobility barriers is a worst-case

treatment options and recognize when to refer you to . .
scenario that can discourage

an interdisciplinary team. regular interaction with their

. .. Parkinson’s specialist.
If you don’t have a movement disorder specialist close

. 1 1- People with Parkinson’s are often
to home, seek out an empathetic doctor who will listen R ,
limited in their care by what | call

to you and your family, work with you to define your the three D's: distance, disability

needs and goals and be open to your suggestions and and the distribution of doctors.

ideas as an active participant in your own treatment Fortunately, thanks to the

plan. If your local wellness team doesn’t include a advances of technology in the

. Lo early twenty-first century, things
movement disorder specialist but you are able to o

are beginning to change.
travel occasionally to see one in another city, your

movement disorder specialist and local neurologist
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Telemedicine, the use of the Internet to provide care to patients who are separated geographically
from clinicians, is rapidly reshaping healthcare.

If, for example, an individual has a stroke in a rural area, he is connected remotely from the emergency
room of a rural hospital to a stroke neurologist for evaluation and management. If a child has a fever
and sore throat at 11:00 p.m., her parents can connect with a board certified pediatrician for evaluation
without having to go to an emergency room, urgent care center or wait in a room full of other sick
children for care on the following day.

Thanks to research funding from the Davis Phinney Foundation and other Parkinson’s organizations,
telemedicine is now even testing healthcare delivery models that bring expert Parkinson’s care to people
in their own homes.

WHAT WE’VE LEARNED ABOUT THE POWER OF TELEMEDICINE

In one study funded by the Davis Phinney Foundation, more than 250 individuals with Parkinson’s from
five different states were connected to one of 11 Parkinson’s specialists at the University of California San
Francisco, the University of Florida or the University of Rochester for a one-time consultation. Rather
than having to drive to see the specialist, individuals with Parkinson’s could see the specialist from the
comfort of their homes. Study participants received a web camera (if they did not already have one)
and an email link to secure video conferencing software (such as Skype™) to download. They could then
consult remotely with a Parkinson’s specialist, with no concern for geographic proximity.

The telemedicine visits included a personal health history, Parkinson’s-specific examination and time
for consultation. Based on the virtual visit, the specialist frequently recommended an exercise program
(88% of the time) or a change to their Parkinson’s medications (76%). Satisfaction with these visits was
high among participants (94% satisfied or very satisfied), and almost three quarters were interested in
receiving such care in the future.

A more recent randomized, controlled trial (funded by the Patient-Centered Outcomes Research
Institute) of virtual visits versus the usual, community-based care for Parkinson’s was conducted
nationally. Nearly 1,000 individuals with Parkinson’s expressed interest in participating in the 200-person
study. Each virtual house call, which included a video visit between a Parkinson’s specialist at centers
like Duke University, Johns Hopkins University and University of Pennsylvania and a person living with
Parkinson’s in their own home, saved people with Parkinson’s and their care partners, on average,
about 100 miles of travel and three hours of time. In addition, 97% of people who participated reported
feeling satisfied or very satisfied with their care. More people with Parkinson’s preferred their visits with
the virtual doctor, compared to their in-person doctor on every domain measured, including the quality
of the personal connection.

Based on these efforts and the generous support of foundations, my team and | launched Parkinson’s
Disease Care New York (PDCNY), which enables any New Yorker with Parkinson’s to receive care in his
or her home remotely from a Parkinson’s specialist for at least a year, for free. Any New Yorker with
Parkinson’s can receive care in their home via telemedicine for free by simply visiting @pdcny.org.
We are hopeful this will be a model for other states and conditions.

BARRIERS TO TELEMEDICINE

With results like these and the growing number of individuals living with Parkinson’s and advanced stage
Parkinson'’s, it’'s becoming clear that care needs to be brought to the home. However, the biggest barrier
to the widespread use of telemedicine for Parkinson’s in the US is Medicare and its reimbursement
policies.
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Currently, Medicare only covers telemedicine services that are provided in health professional shortage
areas and only then, in clinical settings, like hospitals and doctor’s offices. Medicare does not cover any
telemedicine care into the home. The result is that over 40% of older Americans with Parkinson’s cannot
or do not access appropriate neurological care, despite the fact that those who don’t are more likely to
die prematurely.

In contrast, another federal health program, the Veterans Health Administration (VA) covers telehealth
extensively. Last year, the VA had over two million telehealth visits for a wide range of conditions,
including Parkinson’s. In 2015, Medicare spent less than 0.01% of its budget on telehealth services.
Moreover, the VA allows veterans to receive care from any VA clinician while Medicare only allows
Medicare beneficiaries to receive care from Medicare providers licensed to practice in their state. The
result is that those with the greatest need, such as an individual with advanced Parkinson’s in remote
areas like Maine or Montana, often have the least access to care.

TELEMEDICINE: WHERE TO START?

We know now that the care of those with Parkinson’s is improved via telemedicine. If you’re interested
in trying telemedicine, there are an increasing number of Parkinson’s specialists seeing patients this way.
Consider asking your current clinician if you can have follow-up visits performed via telemedicine. By
now, most will have heard of it and may even consider it.

The equipment you’ll need for telemedicine is minimal:

« An internet-enabled device, such as a smartphone, tablet, laptop or desktop computer with a

web camera

« HIPAA-compliant video conferencing software (your telemedicine clinician will help you download
this readily available software).

Telemedicine won'’t entirely replace your in-person doctor visits. Care is typically delivered through a
combination of virtual and local providers.

Although my team has remotely diagnosed hundreds of people with Parkinson’s, in some cases, remote
diagnosis can be difficult and may require an in-person evaluation. Surgical treatments like deep

brain stimulation generally require an in-person evaluation, in addition to the surgery and follow-up
adjustments. My team and others believe in the near future DBS adjustments, for example, also could be
done remotely.

INSURANCE COVERAGE

Telemedicine is widely available in Canada and in at least 29 states in the US. Private insurers must cover
telemedicine services to the extent they cover in-person care; however, coverage for care provided into
the home still very much depends on your situation and your insurance.

As described above, the VA provides extensive coverage for telehealth, although, Medicare only covers
telemedicine services provided in health professional shortage areas and then, only in clinical settings.
Medicare does not cover any care provided by telemedicine into the home. Medicare Advantage
programs may also offer telemedicine coverage as part of the 21st Century Cures Act. The best advice is
to check your policy and contact your insurer if you have questions.
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YOUR PARKINSON’S

WELLNESS TEAM

You. It may seem odd to
include yourself, but you are
the most important member
of the team. Think about
the role you want to play as
the primary team member.
Be an active participant in
managing your condition.
Being engaged and
empowered in your own care
gets results. Use this manual
to learn what you can do to
partner with your wellness
team and how you can keep
yourself on track.

Family and/or friends. Your
family is also living with
Parkinson’s and can be
involved with your treatment.
Talk about how you will work
together to keep track of
therapies and outcomes. Look
to your friends, community
and church or spiritual
community as sources of
healthy social connectivity
and for support when needed.

Primary care provider (PCP).
Every person with Parkinson’s
should have a primary

care provider. A doctor,
physician assistant or nurse
practitioner can fill this role.
Ask about their familiarity
with Parkinson’s and discuss
whether they would be open
to receiving literature from
you and your neurologist
about Parkinson’s. You can
request an extra copy of this
Every Victory Counts manual
to give to your PCP (visit

@ dpf.org/evc).
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can work together to address your needs. You may
also be able to utilize telemedicine, the ability to meet

with a movement disorder specialist remotely.

hé A movement disorder
specialist knows more
about all the symptoms
of Parkinson’s, especially
the non-motor stuff. They
also know more about the
medications and the disease

in general.”

Common in many parts of Canada, this way of

connecting can save time and hassle of driving

long distances to see a specialist. In the event your
movement disorder specialist is not located near you,
you’ll want to be organized and prepared to advocate

for the treatment and services you need.

hé Telemedicine has saved
me many miles and
stresses and does 90%
of the things I need. I do
about one appointment
in person per year and
I can meet with my own
doctor via telemedicine
the rest of the time. The
local clinic technician
can track my weight,

assess movement, ete.”

— RYAN
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} « Neurologist. A neurologist or movement disorder specialist (a neurologist who has additional training
in treating Parkinson’s and other movement disorders) will manage your Parkinson’s. Your primary
care provider and neurologist will work together to treat your symptoms, especially non-motor ones.

« Rehabilitation specialist(s). Physical therapists, occupational therapists and speech therapists help
diagnose and treat the physical challenges related to Parkinson’s. Ask for a referral to a rehabilitation
specialist who works with people with Parkinson’s right away so that you can work on prevention
from the start.

« Mental health provider. Psychological counselors, social workers and psychiatrists provide emotional
health support, especially if you are having trouble with depression, anxiety or are experiencing fears
and having difficulty adjusting to your diagnosis. A psychiatrist can help if your symptoms require
medical treatment.

« Community. Support groups, senior and community centers, personal trainers, yoga, boxing and
dance instructors are just some of the groups and individuals that you can lean on to keep you active,
engaged and on track.

- Spiritual advisors. If faith is part of your life, a pastor, chaplain, rabbi or other spiritual advisor can
help you find peace, bring meaning and accept life changes within the comfort and context of your
beliefs. Many people, whether within the construct of traditional religions or through other forms
of spiritual expression, rely on these advisors to help provide the support and hope they need to
embrace the future.

BE ENGAGED: Ask your doctor for a referral

to a movement disorder specialist.

Before you see your doctor, review the Worksheets and Resources in this manual
designed to help you prepare to get the most out of your appointment and make sure that
you communicate effectively. The Goal Summary for Doctor Visits and Parkinson’s
Care Questionnaire can help you record important information to make your time with

your doctor more productive. Hear how Edie partners with her doctor and wellness team:

@¢ dpf.org/edie.

&k T love the worksheets in this manual because now I never go to an
appointment and just say, ‘Oh, I'm fine’.”
—JILL
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PALLIATIVE OR
SUPPORTIVE CARE

AND PARKINSON’S

By Janis M. Miyasaki, MD,
MEd, FRCPC, FAAN

The term, palliative
care, was coined by

Dr. Balmont, a surgeon in
Montreal, Canada meaning “to
relieve symptoms” for those
with prostate cancer. These
days, palliative care is widely
used in reference to care that
encompasses a holistic, team-
based approach that shifts the
focus of care from an individual
patient to the patient and their
family together.® At its best,
palliative care “provides relief
from pain and other distressing
symptoms, affirms life and
regards dying as a normal
process, intends neither to
hasten nor postpone death,
integrates the psychological
and spiritual aspects of patient
care, offers a support system to
help the family cope during the
patient’s illness and their own
bereavement, uses a team-based
approach, will enhance quality
of life and is applicable early in
the course of illness, including
when life-sustaining therapies
are used.”

For people living with
Parkinson’s, there are many
moments when palliative care
can be applicable. If palliative
care resources were readily
available, people with Parkinson’s
could access them at the time of
diagnosis to address existential
suffering; that is, to answer
guestions such as, “Why has this

5 www.who.int/cancer/palliative/definition/en/
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In addition to your movement disorder specialist or
neurologist, your primary care physician (PCP) will
also be very important over the coming years. He or
she will help you stay healthy with regular check-ups
and will complement your neurologist in treating your
non-motor symptoms. Remember, not all problems
are related to Parkinson’s. For example, fatigue is

a common Parkinson’s symptom but can also be
caused by thyroid disease, anemia, vitamin deficiency,
malnutrition, diabetes, heart and lung disease, to
name a few. Your PCP can check for these and other

conditions during your evaluation.

WHO ELSE SHOULD BE ON MY
WELLNESS TEAM?

There are many ways to treat the symptoms of
Parkinson’s. Your neurologist or movement disorder
specialist typically will manage your medications

and refer you to additional healthcare professionals
as needed for your situation. Establishing an
integrative wellness team early will build a network
of specialists who will become familiar with you

and your symptoms and be able to work together

to achieve the best outcome for you. With many
medical problems, treatment occurs as symptoms
emerge, but with Parkinson’s, prevention is extremely
important. Doctors can’t predict how fast your disease
will progress, but they know generally what to expect
over time. Connecting with rehabilitation specialists,
such as physical therapists, speech therapists and
occupational therapists, will be essential at all stages
of Parkinson’s, even early on when symptoms are
mild. These healthcare professionals can help prevent
or delay problems, minimize the impact of symptoms
and help you maintain function. Listen to Liz explain
the importance of functional medicine for her

wellness: @4 dpf.org/liz.
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bé My doctor said to me early on: ‘Not

everything is Parkinson’s.” It’s easy to fall
into the trap of ‘oh, this hurts,” and think it’s
directly related and feel like a victim. But
it’s not always Parkinson’s fault. I recently
had surgery that had absolutely nothing

to do with Parkinson’s, and it has been a
welcome relief from the everyday grind of

battling the disease.”

happened to me?”, “How can | be
hopeful?”, “How can | go forward
from this diagnosis?”

Currently, however, palliative
care resources are finite, and
many would contend, inadequate
to meet the needs of the
imminently dying, let alone to
meet the needs of those living
with a chronic condition. As

a result, many specialists are
adopting a palliative approach
or seeking formal training to
better meet the needs of people
with Parkinson’s throughout

the course of their progress.
The following applies to the US
healthcare system, although
many of the features are
consistent with the Canadian
system, as well.

WHAT IS THE
DIFFERENCE BETWEEN
HOSPICE AND
PALLIATIVE CARE?

There is a saying: “All hospice

is palliative care, but not all
palliative care is hospice.” In

the US, hospice refers to care
provided either in home or in
day programs for those in the
last six months of life. A hospice
has a medical director, who

is a palliative care specialist,
and will work with nurses,
physical therapists, occupational
therapists, speech language
pathologists, respiratory
therapists and others to provide
supportive care in the home

or in supportive living. People
may remain enrolled past the
six-month duration, but the
expectation is that those enrolled
in hospice are imminently dying.

In contrast, palliative care is
provided throughout the course
of an illness or chronic condition.
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A study of palliative care for those with metastatic cancer found that those enrolled in palliative

care survived longer than those not;® thus, it's natural for those with a complex, chronic disease,

such as Parkinson’s, to be referred to palliative care. Various stages have been proposed for referral,
including unresolved symptoms, caregiver burnout, need for coordinated care, existential suffering and
complex neuropsychiatric complications of illness, such as psychosis (hallucinations or delusions) or

severe anxiety.

The first dedicated palliative care clinic for Parkinson’s was established in 2007 at the University of
Toronto, Canada. Using a multidisciplinary approach (including a pastoral counselor, palliative care
physician, movement disorders neurologist, nurse and care coordinator), the clinic demonstrated that
people with Parkinson’s had a symptom burden similar to those with metastatic cancer and responded
similarly favorably to interventions.” The most improved symptoms as measured by this study were
constipation, dysphagia (difficulty swallowing), anxiety, pain and drowsiness.

WHEN SHOULD I BE REFERRED TO A PALLIATIVE CARE SPECIALIST?

You may be referred to a palliative care specialist if there are ambulatory services or a movement
disorders program offering palliative care for Parkinson’s in your community and if you are experiencing
unresolved symptoms, existential distress, caregiver burnout or hallucinations, delusions or anxiety.
Reluctance to refer people to palliative care persists, even among healthcare providers, so many
palliative care programs have opted to use other names, such as Supportive Care, Comfort Care and
Complex Neurologic Symptoms.

WHAT SHOULD I EXPECT AT A PALLIATIVE CARE CLINIC?

A well-developed palliative care program should consist of a multidisciplinary team, typically some
combination of a neurologist, palliative care physician, social worker, pastoral counselor, nurse,
physiotherapist, occupational therapist, speech language pathologist, respiratory therapist and
nutritionist. Be aware that these resources are expensive, and therefore, not every service will be
available, even in excellent palliative care programs. The program may elect to have you and your family
be seen by all providers at once, or by all providers rotating through the clinic room. The latter approach
is more efficient for the clinic staff, however, this can result in a long day for people and families and can
generate many individual lists of follow-up tasks.

The objective of the palliative care clinic is to relieve unaddressed symptoms. For many, treating pain
effectively by modifying medication schedules, using botulinum toxin or physical methods is possible.®
You might also find it necessary to adjust your goals. Early in the course of Parkinson’s, the primary
objective is to optimize motor control. As the disease becomes advanced, and cognitive and behavior
issues become challenging, reducing medications or changing medications may reduce mobility, yet
improve overall cognition and result in better quality of life.

Supporting families during the long journey of Parkinson’s is crucial. Spouses, in particular, express
uncertainty that what they are doing is correct; after all, Parkinson’s care is so complex. Providing
families with options for approaching challenging situations is part of the team’s role. The team can also
affirm that the family’s instincts are correct in dealing with a situation or gently steer them in the right
direction. This can reduce the natural guilt and stress that may be associated with watching a loved one
struggle with Parkinson’s.

Addressing existential distress is an important role for the palliative care team. Although in very
advanced stages of Parkinson’s (those who are wheelchair-bound), there can be significant suffering,

6 Zimmermann C, Swami N, Krzyzanowska M, Hannon B, Leighl N, Oza A, et al. Early palliative care for patients with advanced cancer: a cluster-randomised
controlled trial. Lancet 2014 May 17;383(9930):1721-1730.

7 Miyasaki JM, Long J, Mancini D, Moro E, Fox SH, Lang AE, et al. Palliative care for advanced Parkinson disease: an interdisciplinary clinic and new scale,
the ESAS-PD. Parkinsonism Relat Disord 2012 Dec;18 Suppl 3:56-9.

8 Bruno V.A, Fox S.H,, Mancini D., Miyasaki JM. Botulinum Toxin Use in Refractory Pain and Other Symptoms in Parkinsonism. Canadian Journal of
Neurological Sciences 2016 01 Sep 2016;43(5):697-702.
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} there are also many moments of beauty, happiness and connection. The palliative care team needs to
impart this message of hope to people living with Parkinson’s and their families, since many people
| see in my clinic are concerned about “being a burden.” Indeed, most caregiving literature speaks of
“caregiver or care partner burden.” The reality is that caregiving can also be a gift: to gracefully accept
help and by doing so, allow those around you to serve and to experience selflessness. And for the care
partner, doing this hard work can be one of the most rewarding things you do in life, to care for your
loved one with patience and empathy.

Helping people with Parkinson’s and their families build a web of support in the community should be a
palliative care team’s role, as well. Your palliative care team should be familiar with local resources, their
suitability and cost to help you navigate this complex healthcare system. Although this may be the first
time you and your family are facing this condition, the clinic faces this scenario daily, and they are well
prepared to guide you. You are not alone.

Discussing uncomfortable topics, such as advance care directives or physicians’ orders for life-sustaining
therapies should occur with your physician or with your palliative care team. You should have this
conversation while you and your care partner are able to understand the information presented in terms
of outcomes for you in various medical scenarios and to compare this information with your values and
experiences to make a choice that is best for you and your family. As a physician who also provides
hospital care, the most challenging time for a family is when they find themselves in the Intensive Care
Unit and are unsure of their loved one’s wishes, because frank and detailed discussions did not occur

in advance. | encourage everyone to have this discussion with their family and their doctor. Although
lawyers often help people complete these forms, a lawyer cannot explain the possible outcomes to you
or answer your questions about what happens with different levels of care. Individuals with cognitive
concerns (“I'm not as sharp as | used to be”) but NOT with dementia, can sometimes have problems
understanding and reasoning to support a decision for their advance directives.

If such a time comes, your palliative care team should also offer support and care for those who are
imminently dying. Particularly in the US, ambulatory palliative care teams coordinate with local hospice
for those that are ready to transition to hospice care.

Palliative care for Parkinson’s is expanding in North America and throughout the world. Dedicated teams
are recognizing the burden that Parkinson’s can be for people living with it as well as their families and
providing holistic and practical care throughout the long journey of living with this chronic condition.
Many people and families living with Parkinson’s share that the palliative care clinic is “THE most care”
they have ever received. Pursuing a referral to a palliative care team may be your first step in addressing
the complexities associated with Parkinson’s care.

Because Parkinson’s also affects emotional health, healthcare professionals who focus on

it and on well-being can be very beneficial to your care. Counselors, social workers and
psychologists are trained to assess emotional health and to work with you and your doctor to
promote mental wellness. They can support you as you adjust to your diagnosis and provide
support and guidance for you and your family when difficult times come. As we'll discuss in
greater detail later, depression and anxiety are common symptoms of Parkinson’s, and they
are treatable. Furthermore, stress for any reason can aggravate many Parkinson’s symptoms
and cause additional strain on you and your family. Managing that stress is important, and
these specialists can help you with strategies to cope and stay positive. They can guide you

in responding with resilience to changes you hadn’t anticipated.

WHAT YOU NEED TO KNOW ABOUT PARKINSON’S
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bé If Iwas having a heart attack and didn’t consult a
cardiologist, people would think I was crazy. If I knew I
had Parkinson’s and didn’t consult a neurologist, you’d
think I was crazy. If 'm having mental health issues and
don’t consult a psychologist or psychiatrist, is that wise?
No. We’ll seek health for just about anything else, which
tells me that we have a poor response to our own mental

health, because it’s terrifying.”
g

Turn to the “Complementary Therapies” chapter in the Living Well Now section to learn

more about what an integrative care approach can do for you. If your doctor is familiar with
the benefits of rehabilitative therapies for Parkinson’s, you will probably be referred to one of
these healthcare professionals early in the course of your disease. If not, don’t be afraid to be
your own advocate and ask for a referral. The My Symptoms worksheet in the Worksheets
and Resources section will help you identify and capture problems you may be experiencing.
Complete the worksheet to help you prepare for your next medical appointment. It will help
guide your discussion with your doctor about what rehabilitation specialists may play a role

in your treatment.

BE CONNECTED: Find your community support network, or create
your own. There are no right or wrong ways to be connected, but
staying socially engaged is important for living well.

&k The friends I've made in the Parkinson’s community are very aware of
what I deal with every day. It’s nice to have people understand that in
a social setting.” 7

—BRENDA w

TAKE CONTROL

Parkinson’s is a lifelong condition that will change over time. It’s important to learn about the
disease, to understand what to expect and to know what you can do to feel better today while

preventing problems tomorrow.
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WHAT CANIDO TO TAKE ACTION?

bé Ifyou focus on Parkinson’s, then you will be
depressed, anxious, apathetic. If you focus on what
you can do to live well and be happy, that changes
things. You’ve got to think about what makes you
happy and then go make that happen. You have to

be the one who initiates the action.”

Below are some strategies to help you live better with
Parkinson’s. Remember to set priorities for yourself
and try to balance life so that Parkinson’s doesn’t
become your only focus. Learn what works for you,
and over time you’ll begin to recognize when your
condition deserves your committed focus and when

you can set it on the back burner.

« Be Prepared. Organize your healthcare
documents and other information important to
your medical team. Stay focused by organizing
your thoughts and preparing a concise, direct
summary for your doctor. Prepare for your
medical appointments so that you get the
best results from your time together. The
Worksheets and Resources section of this
manual contains self-assessments and other
tools that will help you clearly review, prioritize
and communicate symptoms and problems

related to Parkinson’s.

« Be Engaged. Advocate for yourself and your
treatment. Ask for a referral to a rehabilitation
therapist if you haven’t received one. Talk
with your wellness team about your goals
and concerns. Make them aware of areas
you want to improve. For instance, if using a
keyboard has become difficult, ask your doctor
about strategies to improve hand function or

adaptive technologies that could help you type.

THE IMPORTANCE OF

SELF-EFFICACY

By Diane G. Cook, person
living with Parkinson’s

Self-efficacy is the

belief that we can

achieve influence over the
conditions that affect our lives.
It is a concept increasingly

used with people living with
Parkinson’s as a way to assist

us in taking a proactive role in
the management of our disease.
Research shows that people who
are able to exert some control
over their lives fare better and
experience a better quality

of life. Virtually everyone has
some degree of self-efficacy.
The challenge for people like
me and you, who are living with
Parkinson’s, is to strengthen our
self-efficacy and focus it in ways
that help us better cope.

HOW SELF-EFFICACY
CAN HELP

Building belief in our own
capabilities increases our level of
self-efficacy and influences what
we are able to do. This increasing
belief in our own power to

effect change is a catalyst for a
range of new, healthy behavior
patterns. For example, we are
able to maintain a more positive
attitude that in turn positively
impacts our emotional state

and level of motivation. We are
better able to find the strength
from within to accept setbacks
as challenges and to more

easily persevere in the face of
difficulties. For instance, while
exercise may be more difficult
for us (and in some cases, it
may seem entirely too hard) by

WHAT YOU NEED TO KNOW ABOUT PARKINSON’S




applying self-efficacy principles
we can, particularly with the
help of others, reinvigorate our
exercise regimen and gain the
quality of life and symptom
improvement exercise can bring.

ENHANCING YOUR
SELF-EFFICACY

A scientifically-based process
for enhancing self-efficacy

was developed by renowned
psychologist, Dr. Albert Bandura,
of Stanford University. The

first step is to set a series

of ever more difficult goals;

the accomplishment of each
enhances the belief that we can
achieve the next. This creates an
experience of mastery, which

is the foundation of a strong
sense of self-belief. The second
step is to identify a model to
which we aspire, such as one

or more people living with
Parkinson’s who are managing
their Parkinson’s well. Seeing
others in a similar situation
succeed through their own
determined efforts raises the
belief that we, too, can overcome
the specific challenges we

face. The third step is to seek
out positive reinforcement

and encouragement, which
strengthens our belief that we
have what it takes to succeed.
This approach is being used in
the Parkinson’s Self-Efficacy
Learning Forum (PD SELF)
programs now being conducted
in ten different metropolitan
areas in the US.

WHAT IS YOUR CURRENT
STATE OF PARKINSON’S-
RELATED SELF-EFFICACY?
The questionnaire below can
help you determine the extent

to which you are currently

EVERY VICTORY COUNTS

If you seek treatment early and are specific
about bothersome symptoms or problems,
you’ll help your doctor tailor the most effective

treatment plan for you.

Be Active. Learn how personal and lifestyle
habits can impact the symptoms of Parkinson’s.
The more you know, the more empowered

you’ll feel to form useful habits to combat your
symptoms. For instance, physical activity is
important at all stages of Parkinson’s. However,
a regular exercise program will take time and
energy from other aspects of your life. Knowing
which activities to keep or eliminate will
maximize the positive impact of the choices you

can control.

Be Focused. Prioritize symptoms and problems
that you can modify and/or prevent. This means
taking medications on time to limit symptoms
and may include beginning rehabilitative
therapy to improve posture or speech volume. It
may mean exercising to improve your fitness, or
changing your lifestyle to promote overall health
by losing weight, stopping smoking and eating a
healthy diet.

Be Flexible. Learn positive ways to adapt and
work with symptoms that you cannot change. For
instance, if a bothersome tremor doesn’t always
respond to medications, try reducing the anxiety
that can feed the tremor by practicing deep
breathing relaxation techniques, rather than
isolating yourself from others by limiting your

social activities.

Be Connected. Seek out support from people
with whom you feel most comfortable sharing
your thoughts and concerns. Your support
network may include people you trust, such as
specific family members, friends or individuals
from community activities or work. Formal
support groups can be helpful, but may not
provide the personal focus you may need during

your first years with Parkinson’s.



exhibiting self-efficacy as it relates to managing your Parkinson’s, and it can give you some sense of

where you could improve those behaviors to better support your efforts in managing your disease.

On a scale of 1 to 5, rate your current level of confidence that you can perform the activity described,

where 1 = “not at all confident,” 3 = “adequate” and 5 = “very confident.”

Develop Knowledge about Parkinson’s

and Its Treatment

___ |l can accurately describe my Parkinson’s
in-depth.

___ | can describe in detail my specific motor and
non-motor symptoms.

| keep a complete and updated list of my
medications and dosages.

___ I know and follow the nutritional guidelines
for Parkinson’s.

___ lunderstand the precautions and interactions
of my medications and supplements.

| know the range of available
complementary treatments.

___ I know techniques to address my stress
and anxiety.

Create Critical Partnerships
____ | have a strong and supportive relationship
with my care partner.

I have discussed my support needs with
my family.

____ | have established an open and trusting
relationship with my doctor.

___ | have sought out other healthcare specialists
to assist, as needed.

____ I know where to go for help.

| am aware of national and community

Parkinson’s resources.

| attend a Parkinson’s support group or
similar group.

Proactively Manage My Parkinson’s
____ | accept responsibility as the manager of my
own well-being.

___ I setincreasingly difficult goals and make
progress toward them.

___ |l actively replace any unhealthy habits with
healthy ones.

| track all my symptoms on a regular basis.

| keep thorough and up-to-date
healthcare records.

| prepare for appointments with my doctors.

| communicate my concerns openly with my
wellness team.

___ ladvocate for myself rather than letting others
speak for me.

| follow a regular Parkinson’s-specific
exercise regime.

Maintain a Self-Efficacious Attitude
___ | stay firm in the belief that | can positively
influence my disease.

| focus on possibility rather than loss.

| practice evaluating available options in order
to solve problems.

___ | put setbacks in perspective.

| reframe to help manage any
negative emotions.

___ | persevere in the face of difficulties.
____ | remain hopeful and focus on the positive.

The resulting snapshot from the survey should give
you a sense of where you are on the Self-Efficacy
for Parkinson’s Scale. If you have any 1s or 2s, these
are areas to focus on. If you have 5s, give yourself
credit and build on this success in the areas you
need to strengthen. For example, if you gave
yourself a low score on setting increasingly difficult
goals, but had a high score on attending a support
group, you could ask the leader of the group to
incorporate some regular goal-setting activity into
the meetings. If you gave yourself a low score on
understanding the precautions and interactions

of your medications, but a high score on seeking
healthcare specialists to assist, you could use

that skill to find a pharmacologist with whom to
consult.

As you build your level of self-efficacy, you will
find a renewed focus and energy to support you in
achieving your goals and positively impacting the
course of your disease.
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THE PROCESS
OF RESEARCH IN
PARKINSON’S: A

LONG AND WINDING
ROAD

By Tim Collier, PhD

As a research scientist
working on Parkinson’s,
the process of moving a
discovery from the laboratory to
practical use that could make a
difference in people’s lives feels
painfully long. | can only imagine
how long it seems for people
living with Parkinson’s.

WHY DOES IT TAKE

SO LONG?

The short answer is that the
process of research has many
steps and there are few, if any,
acceptable shortcuts. Reviewing
recent publications that study
the lag time between discovery
and application, the Medical
Research Council of Britain
concludes that the average time
between the discovery of a new
treatment and its widespread
availability is 17 years...and that
may be optimistic.

The process begins with “basic”
research done in the laboratory,
using model systems relevant

to one or more features of
Parkinson’s, which may or

may not directly connect to a
discovery that will be useful

as a therapy. Even in the best
scenario, this phase of the
process includes unpredictable
periods of time spent applying
for funding for the project (which
is uncertain at best and often
requires multiple, 9-month cycles
of application, review and re-
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» Be Positive. A positive outlook and environment
is very important for anyone living with a
chronic condition. Being positive keeps the
focus on what you can do, not what you can’t. A
positive attitude fosters hope. Don’t be too hard
on yourself if you’re having a bad day. Remember
that tomorrow will bring another opportunity to

take action.

« Be Informed. Regularly learn about Parkinson’s,
consulting accurate information from reputable
sources (major research outlets and institutions,
such as the National Institutes of Health or the
Mayo Clinic, as well as respected national and
local Parkinson’s organizations) about advances
in Parkinson’s treatments and knowledge.
Additionally, learn about offerings in your local
area for people with Parkinson’s, whether it is an
educational event or a weekly yoga class. Steve’s
wife, Nancy, explains how she stays grounded in
the midst of the information overload that can

come with Parkinson’s: @4 dpf.org/nancy.

Hear from veteran Parkinson’s nurse practitioner, Susan
Imke, about her philosophy of improving “just one little
thing:” @4 dpf.org/jolt.

kk T often meet other people living with
Parkinson’s who are lost in themselves,
which is hard. I can show you what I
do and encourage you to take action
for yourself, but I can’t make it happen
for you.”

HOW CAN | GET INVOLVED
IN RESEARCH?

Less than 1% of people with Parkinson’s participate in
research studies. Those who do participate in research

do so for various reasons: the hope of finding a new


http://dpf.org/nancy
http://dpf.org/jolt

application), conducting the experiments, revising the direction of experimentation based on results and
once convinced of a finding, replicating it. For most research findings, the process ends here.

For the lucky ones that advance, the difficulties associated with funding basic research are magnified in
the second phase of the process, known as “clinical” research. In this phase, the basic research finding is
translated to testing in humans as a clinical trial. For testing a drug for a condition like Parkinson’s, the
2014 report of the US Department of Health and Human Services estimates the average cost of a clinical
trial is $40 million.

A clinical trial is divided into four phases of increasing complexity and numbers of participants, each
with specific goals in mind:
Phase I: assess safety and optimal dosing of a treatment, often in volunteers who don’t
have Parkinson’s
Phase Il: assess effectiveness of the treatment, as compared to a placebo in people with Parkinson’s
Phase Ill: compare the new treatment to the best current treatment in a larger population of people
with Parkinson’s
Phase IV: obtain approval of the therapy by the Food and Drug Administration (FDA)
Failure to meet these goals at any stage halts the process.

If everything goes smoothly, additional time and resources are devoted to creating informative materials
that describe how to use the medication and possible side effects, as well as marketing, distribution

and ultimately, acceptance by practicing physicians and incorporation into their treatment approach.
Arguably, the delay from discovery to application in the treatment of the condition is necessary to
ensure safety and efficacy of a treatment for the majority of people, but that’s why it takes so long.

WHY HAS RESEARCH PRODUCED SO LITTLE FOR PEOPLE LIVING

WITH PARKINSON’S?

The short answer is: it’'s not for lack of trying. At the present time, there have been no major advances in
therapy for Parkinson’s since the discovery of levodopa and the development of deep brain stimulation
(DBS). Unfortunately, this leads to impatience in the Parkinson’s community, a perception that clinical
trials routinely fail and a sense that participation in clinical trials is a waste of time and effort.

Not so. The truth is that fascinating research is being done on Parkinson’s in hundreds of research
laboratories around the world, but as you can see, the process is detailed and arduous. For Parkinson’s
clinical trials, several barriers to progress complicate the process. Chief among these is that our
increasing understanding of the condition reveals the complexity of Parkinson’s. The combination of
multiple genetic, environmental and biological factors at work in producing the symptoms does not lend
itself to a “silver bullet” approach to treatment.

Indeed, it is likely that each person living with Parkinson’s arrived at their condition in unique and
individual ways. If that hypothesis proves true, clinical trials participants will present an unpredictable
mixture of specific types of Parkinson’s. Any given treatment is likely to be effective in some, but not all,
leading to the perception of failure when it is in fact a mistake to believe that any treatment can ever be
“one size fits all.”

In addition, the majority of people living with Parkinson’s choose not to participate in clinical trials,
particularly newly diagnosed individuals that feel relatively well. It is absolutely clear to scientists that
treating people early in their history of Parkinson’s, before many years of damage have occurred, offers
the best opportunity for success. It is impossible to preserve what has already been lost.

It is natural for people with Parkinson’s and their care partners to be highly invested in a “cure.” But
this leads to unrealistic high expectations, and often, repeated disappointment. As a scientist working
in this area, | believe that a realistic and attainable goal is to discover interventions that slow, or halt,
progression of Parkinson’s making it a manageable, chronic condition that individuals can live with and
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live with well, similar to other
chronic conditions like diabetes.

Finally, people living with
Parkinson’s have access to a
massive volume of information
regarding research. However,
more information does not
necessarily equal good
information. If a research finding
appears in the press, be cautious
about the conclusions drawn. The
press is in the “news business”
and needs your attention,
whether or not the information
is completely accurate. Also,
consider the source. A report
from a person with an MD or PhD
after their name does not make
them an authority in all cases.
Be discerning and give greater
weight to information from
academic institutions known for
their research and neurologists
certified as movement disorder
specialists. Look for information
provided by reliable sources:
the National Institutes of Health,
university websites, national
Parkinson’s foundations like

the Davis Phinney Foundation,
the Parkinson’s Foundation and
the Michael J. Fox Foundation,
among others. Last, but not
least, discuss research reports
with your peers and doctors.

It is likely that a combination

of opinions will avoid “snap
judgments” and come closer to
the truth.
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treatment for themselves or wanting to contribute to

knowledge that will benefit others in the future.

You may be approached to participate in a research
study, since many trials focus on people with early-
stage Parkinson’s who are not yet taking medication.
This combination of factors allows scientists to study
the effect of medication on early disease without the
influence of other medications. Some studies also
recruit people who do not have Parkinson’s at all, so
your care partner or others interested might be able to

participate in a trial.

When deciding if enrolling in a research trial is right
for you, it’s important to understand that although
everything is done to ensure the safety of research
subjects, the full risks and benefits of experimental
treatments being studied are not fully known. That
said, without willing participants for clinical trials,
important medical therapies would never become
available. Every prescription drug used to treat
Parkinson’s (or any condition, for that matter) in the
US has been tested in clinical trials prior to gaining
approval by the Food and Drug Administration (FDA).
Other countries have similar drug testing protocols to

ensure safety.

A potential medication or therapy must clear many
hurdles before being approved for use by the public.
It must first undergo rigorous testing for safety and
benefit in pre-clinical studies. These studies involve
animals or take place in laboratory settings. If a
compound shows promise in the laboratory, its effect
is next examined in people. Human clinical trials
have four phases, which progress from the earliest
stage of discovery to testing potential medications or
therapies on just a few people to extensive testing in

large groups.

The FDA serves as the governing body in the US that
approves a treatment if efficacy and safety outcomes

are reached in Phase III trials.



BENEFITS OF PLACEBO-CONTROLLED TRIALS

» Open label studies measure the effect of a treatment, but do not compare its effect
or outcome against a placebo. These studies can help determine if a treatment has
possible merit. They cannot determine whether a treatment’s benefit (or negative
effect) is real or due to a more general, nonspecific effect (called a placebo). A strong
placebo effect is well-documented in Parkinson’s studies. Simply expecting or hoping
that a medication will help can increase the chance that participants will experience
an improvement in their symptoms. Placebo-controlled trials help ensure that any
benefits experienced are the result of the medication or treatment being tested, rather

than the influence of positive expectations.

« A randomized controlled trial randomly assigns participants to one treatment
versus a second treatment or placebo. Since the assignment is random and not based
on other individual factors, both treatment groups will be similar, which ensures that
the trial is controlled for individual influences that can affect outcome (age, gender,

duration of disease).

« A randomized placebo-controlled trial assigns a placebo to one treatment group,
while another receives the active treatment being studied. Participating in this type of
trial means that you might not be given the active medication, but will instead receive
a placebo, an inactive pill or treatment. These studies are necessary because it’s

important for researchers to be sure that a benefit is not due to the placebo effect.

« A double-blind study is conducted with neither the researcher nor the volunteer
knowing whether or not the active pill or treatment has been administered. A double-
blind randomized placebo-controlled trial combines these features, and is the gold

standard by which new medications are evaluated and approved

« An extension study is usually an extension of a clinical trial, allowing participants
in a formal study to continue receiving the research treatment while it is awaiting
FDA approval. This allows for ongoing monitoring of participants and evaluation of

symptoms and side effects of the experimental treatment.

Research trials are not for everyone. They do offer an opportunity to become involved in the
advancement of treatment in a careful and controlled manner. It is important to know your

rights as a research participant before you participate in any research.

YOUR RIGHTS AS A RESEARCH PARTICIPANT

Biomedical research ethics have greatly evolved over the past 60 years, with the primary
goal of protecting study subjects. The Nuremberg Code, established in 1948, defined the
importance of voluntary participation in research and the requirement of informed consent.
The doctor or researcher prepares an informed consent document for the volunteer, which
defines the purpose of the research and its potential benefits and risks, using simple,

understandable language. An informed consent document must be read, understood and
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MY PERSPECTIVE:
PARTICIPATING IN

CLINICAL TRIALS

By Israel Robledo, person
living with Parkinson’s

Clinical trials are studies
conducted at research
sites that are designed to test
the safety and effectiveness of
compounds (medications) in
order to determine if they can

be prescribed to the general
population. These are considered
to be the best way to find out

if the compound is actually
working on a specific target,
thereby alleviating symptoms.

Participation in clinical trials

is extremely important. The
medications currently available
to us are on the market thanks
to people who participated

in prior clinical trials and

gave researchers necessary
data regarding safety and
effectiveness.

Involvement in clinical trials for
those with Parkinson’s (and in
some trials that may require

a control group of people
without Parkinson’s) starts with
researchers defining the type of
participant sought for a clinical
trial. In essence, specific types
of people with Parkinson’s

are sought for each trial, and
certain criteria allows someone
to be included or excluded.
Protocols include the rights,
responsibilities and expectations
of those participating and set
out the proposed timeline for the
trials, including how the active
compound vs. a placebo will be
assigned to the participants,
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signed before any research can begin. Participants
may be asked to sign another informed consent
document if any details about the study have changed.
Good clinical practice stipulates that research
participants should be given a reasonable amount

of time to review the document and should have a
detailed discussion with the doctor or researcher prior
to signing. Informed consents should contain several

sections, including:
 Title of the study and names of the lead

researcher and sponsor

o The rationale for the study and type of

research to be conducted

o Information about the study drug, therapeutic

method and use of placebo
o Selection criteria for participation

« Exact expectations during the study, including

procedures and protocols and study duration

o Review of potential benefits, side effects

and risks
« Alternatives if you do not participate
e Reimbursements, if any
e How confidentiality is protected
» The right to withdraw or refuse to participate
* How and with whom results will be shared

» Who to call if you have questions or adverse

reactions to the therapy

In 1962, the US Congress passed the Kefauver
Amendment, which required the FDA to ensure that
drugs are effective and safe before releasing them to
the public. In 1964, the World Medical Association
set rules for doctors offering biomedical research to
patients. These rules are known as the Declaration
of Helsinki. They focus on both clinical and non-
therapeutic research and form the backbone of

the Good Clinical Practices guidelines used today.



} how the effectiveness will be measured, how many follow-up visits to the site are necessary to check
this, etc.

What you’ll be asked to do during a clinical trial depends on the type of trial. Some require minimal
involvement over a few months. Often, this involves return trips to a clinic for testing, scoring, etc.
Others may take place over a longer duration, all the while making sure that the compound is continuing
to prove safe over time. Most clinical trials are set up as “double-blind, placebo-controlled,” which
means that neither the investigator nor the participant know who is taking the active compound and
who is taking the placebo. This is designed so that the results that are sought are not subjective and the
effectiveness is only known after the results are evaluated when the trial is completed.

A common concern while participating in a clinical trial is whether you’ll receive the active compound or
the placebo. In my work as an advocate, | often hear from participants that through volunteering, they
feel that they are on the cutting-edge of research, which often is the case when trialing compounds
before they reach the market.

You may wonder whether or not clinical trial-related expenses incurred are reimbursable. Most clinical
sites have funding for specific, reimbursable expenses. Each site has their own guidelines, and it is within
your rights as a potential volunteer to ask for which reimbursements you’ll qualify for during the trial.
The research team should be happy to answer any questions.

To find clinical trials in your area, you can contact local medical research centers or ask your movement
disorder specialist if they know of any clinical trials for which you might qualify. Any information that

is provided is held in the strictest confidence by secure messaging. The only time that any researcher/
coordinator is aware of your personal information is when you give consent to be contacted about
participating in a clinical trial.

Any of us who have benefited from Parkinson’s medications have others in the Parkinson’s community
who took part in clinical trials to thank. I've often heard clinical trial participants say that the results
may not benefit them directly at this point in time, but that the future value for so many others is
immeasurable. Consider participating in a clinical trial, and help researchers continue their work to
discover a breakthrough that could delay, slow or even reverse the effects of Parkinson’s.

Congress passed the National Research Act in 1974, creating the National Commission for
the Protection of Human Subjects of Biomedical and Behavioral Research. This commission
produced the Belmont Report, which further defined and solidified ethical principles for
research in the US involving humans. The Belmont Report identified three principles that

remain in practice today:

+ Principle of respect for individuals. All individuals have the right to information and
the freedom to decide their treatment. In research, this is ensured by using the informed
consent document that outlines the proposed treatment in very understandable terms,
stating that the research is voluntary at all times. Individuals who cannot give consent

must have a surrogate decision-maker who can best decide on their behalf.

» Principle of beneficence. Individuals must be protected from harm. Research should
minimize risks and maximize benefits with a clear, understandable explanation in the

informed-consent materials.

« Principle of justice. The selection of research subjects must be fair.
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In 1991, the majority of federal agencies that sponsored human research adopted policies
regarding the protection of human participants, known as the Common Rule. The Common
Rule requires protection of vulnerable patients (i.e., prisoners, children, pregnant women),
requires appropriate informed consent and sets standards for institutional review boards
(IRBs), conduct of research institutions and record keeping. While researchers and doctors
must conduct themselves ethically, patients must also follow through on their commitment
to allow for the most accurate data collection when a new therapy is under consideration, in

order to protect individuals who may use the therapy in the future.

These rules help ensure that research is conducted in a humane and respectful fashion and

maintain the highest level of safety possible for participants of research trials.

There are many ways to learn about clinical trials, including through your doctor or wellness
team. Another good resource is the Michael J. Fox Foundation’s Fox Trial Finder tool

(@ foxtrialfinder.michaeljfox.org), which matches volunteers with research opportunities.

WHAT CAN I EXPECT IN THE FUTURE?

Parkinson’s changes over time, and each person experiences the progression and types of
symptoms uniquely. Individuals react differently to the evolution of Parkinson’s, the rate of
change over time and how they cope with these changes. For some, uncertainty and fear of
the unknown is one of the most difficult challenges of living with Parkinson’s. Figure 1 in
this What You Need to Know About Parkinson’s section provides a snapshot of changes
that can occur, and this section also discusses both motor and non-motor symptoms in detail.

Learn how Brenda lives in the present, while still planning for the future: @8 dpf.org/brenda.

kb ourilife today is pretty good, so I try not to borrow tomorrow’s trouble today. I really
wanted to not allow Tim’s diagnosis to steal the joy from whatever would be in 5 or 10
years. I was a little scared and frustrated and worried abut the future, but I’'ve mostly

pushed that away and tried to be an optimist.”
—SHERYL

How you cope with changes emotionally will be an important factor in determining how you
feel overall. Understanding that you’ll have good days and not-so-good days will help you
accept a bad day when it happens and remain hopeful for better days. Your reaction to the
bad days is important, because the temptation to spend a lot of negative energy on them will
take a toll on your well-being over time. Instead, try to devote your energy to being positive
about the good days and as Davis Phinney suggests, being mindful of the days, the hours and
celebrate those Moments of Victory® when Parkinson’s is not in the forefront of your mind.

Hear Davis describe his philosophy of celebrating Moments of Victory: @84 dpf.org/davis.
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bk When you don’t accomplish one of your short-term goals, don’t let
that hold you back. Success is measured by the fact that you get back
up and try again. You only fail if you stay down.”

MANAGING EMOTIONS

Some people find it helpful to seek out positive things in life to focus on, rather than letting
the negative prevail. One easy way to improve mood and attitude is through a simple
exercise in gratitude, focusing on what you have, instead of what you don’t or on what you've
lost. Your own gratitude exercise could be as simple as finding a few minutes every day or
week to reflect on what or who makes you feel grateful. Some people find it helpful to write

these thoughts in a gratitude journal and return to them when they need a lift.

bk Thereis always a choice, and that’s where people struggle.
Adversity hits and we think there’s no way out, and get
ourselves into a hole. I was so focused on what I couldn’t
do after I was diagnosed that I missed many of the things I
could do. I wasn’t finding the choices I have. Dealing with
Parkinson’s gets better when you understand the resources

and the choices you have and take action.”

Early non-motor symptoms of Parkinson’s can include anxiety, depression and insomnia.

These symptoms can come, in part, from ineffective coping strategies and can lead to more
stress or even to isolation. Talk to your doctor about these symptoms, even if you're not
currently experiencing them. It’s important to learn about the warning signs of emerging
mood problems or inadequate coping strategies so that you can treat them and put your
energy into what’s most important in your life. Listen to Edie’s husband, Scott, discuss

Parkinson’s-related emotional changes: @84 dpf.org/scott.

Remember, you don’t have to cope with Parkinson’s alone. Younger people who've been
recently diagnosed often don’t tell family or friends. If you’re inclined to keep your diagnosis
private, consider confiding in at least one other individual. Have coffee with a friend or
another person with Parkinson’s, or share your thoughts with a loved one. Reading about

the people featured in this manual, all of whom are living valiantly and graciously with
Parkinson’s, can be inspiring and empowering. Connect with a Davis Phinney Foundation

ambassador at @ dpf.org/ambassadors. Their shared experiences and stories will assure
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you that you’re not alone in what you’re going through. Moreover, they can help reduce
your learning curve by helping you identify issues, resources and strategies on a range of

Parkinson’s topics, saving you time and frustration.

You don’t have to be clinically depressed to seek the help of a counselor or similar
professional. They are there to help you (and your loved ones) understand your feelings,
adjust to your diagnosis and take positive steps that will make a difference. Ask your doctor

about a referral to a counselor.

INITIAL TREATMENT
WHEN SHOULD I START MEDICATION, AND WHICH ONE IS BEST?

The right medication, at the right time, in the right dosage is the best answer, but what does
that mean for you? After initial diagnosis, some people want to start medication right away
to eliminate all their symptoms. Others worry that medications are unnatural or toxic, and
should be delayed until symptoms are more severe, focusing instead on exercise and other
so-called “natural therapies,” such as vitamins and supplements. You and your doctor should
decide together when it’s time for you to begin medication. There are some important factors

to consider before and after you start medication:

» Over time, the motor problems associated with Parkinson’s will affect the way you move
and walk. Your pattern of muscle control will change, along with the fluidity, speed,
precision and coordination of your movement. These changes will result in diminished
movement or in altered patterns of movement that lead to further decline. Waiting to
start medication can increase the impact of these motor problems. As your activity levels
drop off, your strength and endurance will also decrease. You'll feel more tired and in
need of assistance. Medication can help you maintain the control, coordination and speed
necessary to walk, use your muscles and maintain a level of fitness that supports better

quality of life.

¢ Medication can improve the neuroplastic benefits that occur with exercise.
Neuroplasticity describes a change in brain function influenced by activity and
experiences, so medication can improve how exercise and other activities may in fact
affect the progression of your Parkinson’s. This concept may also apply to the timing
of medication. Medication can “normalize” altered patterns of movement, reinforcing
positive brain changes that respond to enhanced motor fluidity, speed, precision

and coordination.

« Research supports the early use of medication to treat Parkinson’s motor symptoms.
People participating in research have done better in the long term if they start the
medication rasagiline early after diagnosis rather than delaying. Findings reinforce the
hypothesis that timing in starting medication seems to impact motor function months
later. Research has proven that medication reduces the accumulating health problems

and disabilities associated with untreated Parkinson’s.
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o There are multiple medications for use in early stages of Parkinson’s, including
benztropine, trihexyphenidyl, carbidopa/levodopa, dopamine agonists, amantadine,
selegiline and rasagiline. Which medication is best for you depends on many factors,

including your age and the risk of side effects, and is best discussed with your doctor.

e The medication levodopa has been the gold standard for the treatment of Parkinson’s
since it was introduced in the 1960s, and it is still the most effective medication for
the treatment of motor symptoms. Levodopa is most often found in combination with
carbidopa, which reduces nausea caused by levodopa. As well, carbidopa increases
the effectiveness of the levodopa, which means you need less levodopa to effectively

treat the various symptoms levodopa helps manage.

e There are some misconceptions surrounding the use of levodopa. Contrary to
what you might hear, levodopa does not stop working after five or six years of use.
However, as your Parkinson’s progresses, levodopa can wear off before your next dose,
causing “on/off” fluctuations (read the chapter on “Medication” in the Living Well
Now section for more information). There is a greater risk of dyskinesia (extraneous,
uncontrollable movements) as dopamine neurons decline in mid-stage Parkinson’s
when levodopa is used at higher dosages. While fear of side effects like dyskinesia
may lead some people to start with medications other than levodopa when they are
initially diagnosed, levodopa may be the best first medication when side effect risk of
the other medications options are high, such as in older individuals, people on many

medications or those with more severe movement problems.

« Longer-acting medications, such as rasagiline and dopamine agonists, have a low
risk of dyskinesia when used alone. Fear of levodopa side effects led to the common
treatment approach of simply avoiding levodopa for as long as possible. This is
not the best strategy for everyone. Other medications, such as dopamine agonists,
have higher risks of serious side effects like confusion, hallucinations, dizziness, leg
swelling and impulse control problems. Rasagiline has a lower side effect risk, but is
often not strong enough to treat the movement symptoms as Parkinson’s progresses,
so treatment must be customized. A “levodopa-sparing strategy” can be used in
younger people with less risk, which means using dopamine agonists or rasagiline
together with levodopa to improve motor symptoms, while limiting side effect risks

posed when individual medications are used at higher doses.

Talk to your doctor about which medication is best for you. Be sure to ask how side-effect risk

and long-term complications, such as dyskinesia, influence this choice.
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WHAT ABOUT COMPLEMENTARY AND ALTERNATIVE THERAPIES
AND SUPPLEMENTS?

Complementary and alternative medicine (CAM) is a growing field in healthcare. It
addresses many of the non-medical therapies that offer symptom relief. Complementary
therapies such as physical therapy, occupational therapy and speech therapy are additional,
important companions to medication. They can treat or prevent many symptoms affecting
movement, speech and your ability to perform daily life and work activities. The Living
Well Now section is devoted to living well with Parkinson’s today and includes detailed
information and tips on staying physically active, eating a well-balanced, nutrient-rich diet

and tending to your emotional, creative and spiritual needs.

Vitamins, massage therapy and acupuncture are common alternative therapies used by
people with Parkinson’s. Research studies analyzing the effect of these therapies are limited
and seldom control for the placebo effect. It’s important to understand this, since some
complementary and alternative therapies are helpful only by the placebo effect: that is, if
you expect and believe that they will help, they will. Such therapies often rely on anecdotal

stories from individuals touting their benefit.

kb 1 don’t see any alternative therapies as a cure, but I view them as a complement to the
traditional medications I take. I use medical marijuana edibles for anxiety that are the
same formulation they give children with epilepsy, and have a transdermal cream that I
rub into my muscles when I get bad cramps. Nothing is a cure-all, but the cream relieves

cramping at night so I can sleep.”

—LIZ

To date, no vitamin or supplement has been shown to help or delay the changes associated
with Parkinson’s, yet more and more people seek out vitamins and supplements for their
health. Some people wish to boost their health with products more “natural” and “less toxic”
than they perceive conventional medications to be. Others feel a greater sense of control
when taking supplements they believe are good for their bodies. Still others feel that these
natural chemicals may improve the body’s intrinsic healing abilities. Watch Dr. Benzi Kluger
discuss complementary and alternative therapies, including the research and possible side

effects of medical marijuana: @8 dpf.org/alternative-therapies.

Nevertheless, alternative therapies are gaining popularity and can be helpful. Be sure to talk

with your doctor before beginning any therapy, including vitamins or supplements.

Some important information to consider:

« Vitamins and supplements are marketed and sold for their wellness and disease-

fighting potential. Research shows that vitamins are only helpful if you have a
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deficiency in that particular vitamin. Amino acid therapy, Coenzyme Q10, glutathione,
citicholine, NADH, N-acetyl cysteine, turmeric and fish pills are just a few of the
supplements taken by people with Parkinson’s, despite a lack of hard, scientific
evidence for their benefit. Yet many people still take vitamin B12 for energy, vitamin
C for immune health and vitamin E for potential antioxidant effects. Note that high
dose vitamin E and use of calcium supplements is associated with early mortality and

heart disease in some studies, showing that even vitamins have risk.

Many people with Parkinson’s have low levels of vitamin D, which can negatively
impact bone strength, thinking and even the risk of falling. Before taking vitamin D,
it’s important to understand that it is a fat-soluble vitamin, meaning that high doses
will be stored cumulatively in fat tissue. Therefore, taking too much vitamin D can
be toxic and supplementation should be guided by your doctor. Dose range varies
significantly, so a simple blood test is recommended to detect whether you have a
deficiency and the degree of its severity. The results of your blood test will determine
how much vitamin D you should take in order to avoid toxicity. Be sure to get your
blood levels rechecked a few months after starting vitamin D to ensure treatment

is effective.

A nutritious diet is much tastier and easier to stomach than a pill, especially
considering the cost of supplements. Vitamins and supplements are expensive

and should never take the focus away from healthier eating. Nutrients in food are
associated with health promoting effects, but this is not always the case when the
same nutrient is taken in pill form. Increasingly, researchers are finding direct
correlations between health risk, disease and the typical American diet high in red
meat, processed and fatty foods. A healthier alternative is a Mediterranean diet, low in
saturated fats from red meat, but high in good fats (olive oil, avocado and nuts), whole
grains and powerful, antioxidant-rich fruits and vegetables. The many benefits of this
type of diet include anti-inflammatory effects and cardiovascular health. One study

linked a Mediterranean diet to a 48% reduction in the risk of developing Parkinson’s.

Acupuncture, massage and energy medicine, such as Reiki therapy or therapeutic
touch, are not proven therapies in the treatment of Parkinson’s; however, they can
improve well-being for many. These and other relaxation therapies can decrease
stress, and stress negatively affects the motor symptoms of Parkinson’s. These
alternative therapies can be helpful, but you'll need to engage them regularly to

derive the most benefit.

Mindfulness meditation is an effective way to manage stress, fear and uncertainty
about the future. Mindfulness is a technique in which one brings their full attention to
the moment without judgment. Simply bringing awareness to the moment helps you
control the “mind-chatter” or negative reactions and emotions that can accompany

your symptoms.
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BE INFORMED: Explore books and apps that can
guide you in starting your mindfulness practice.

e A quick-fix in a pill is likely too good to be true. Better, lifelong strategies for living your
best with Parkinson’s include improving your lifestyle through diet and physical activity
and focusing on emotional health and stress reduction. More information on vitamins,
supplements and living better through lifestyle change is available in the “Diet and
Nutrition” chapter in the Living Well Now section.

+ Be aware of the potential extended side effects of taking supplements. These include
the financial costs, as well as the limitations you might place on your well-being if you
neglect your exercise routine or diet in the hope that a supplement will compensate for

insufficient attention to these healthy behaviors.

e When searching for a vitamin or supplement, look for products tested for purity, potency
and bioavailability (how the vitamin or supplement is absorbed by the body) by an
independent laboratory that tests the purity, potency and bioavailability of products and
ensures that what is claimed on the label is an accurate description of purity and strength
of the substance.

Discuss CAM therapies with your doctor to weigh the risk versus benefit for you, being sure

to consider the cost of the therapy as you make your decision.

kb 1 didnt know what to expect before I started taking medical marijuana. It felt like a
real counter-culture that I didn’t see myself fitting into, but now that I’ve tried it, I think
differently and it’s made me more open to alternative therapies. I do discuss using medical
marijuana with my doctor. She believes that there hasn’t been substantial research on the
effects of marijuana, especially in conjunction with all of my other medications. So while
she doesn’t necessarily recommend it, she’s open to keeping it in the mix if it seems to be

working for me.”

—LIZ

FAMILY, RELATIONSHIPS AND WORK

You may wonder how your diagnosis will change you, your relationships and your family.

As you read the many personal accounts of people living well with Parkinson’s throughout
this manual, you’ll notice a common thread: Parkinson’s can change relationships over

time. However, you may be surprised to learn that for some couples, these changes can be
positive ones. Couples who cope most successfully tend to understand and prepare together
for the challenges of Parkinson’s. They prioritize their time with one another, reconnect and

strengthen relationships with family members.
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HOW WILL MY PERSONAL RELATIONSHIPS CHANGE?

Your spouse or partner and family members are dealing with the diagnosis of Parkinson’s

in the best way that they can. Some people take on the role of care partner, seeking to do

as much as possible. They may deal with the uncertainty of diagnosis by taking control of
medical appointments, treatment decisions and lifestyle changes. They may be vigilant
about monitoring your movements, carefully noting any changes from day to day. If the focus
on your Parkinson’s is too great, it may cause anxiety and tension in your relationship. Some
partners choose to deal differently with the uncertainty and fear accompanying diagnosis.
They distance themselves and avoid getting involved with medical appointments or
treatment decisions. Others take a middle-of-the-road approach, balancing their involvement
in a way that allows the person with Parkinson’s to remain in primary control. Hear how

Linda’s husband, Mike, helps her as her care partner: @8 dpf.org/linda.

kb The biggest thing is to not forget that we are a couple, and that doesn’t change. We just
have to problem-solve together whatever life is giving us today. Sometimes he has to hold

me up, and he rises to the challenge. We play that role for each other.”

—SHERYL

There is no right or wrong approach. Over time, reactions to your Parkinson’s will evolve. Of
course, those reactions depend on the personalities of both people in the relationship. Your
own response to your diagnosis will inevitably affect your partner and his or her response.
Talk about your concerns and how you would like to handle Parkinson’s together. Decide the
extent to which you want your care partner involved in your treatment. Read the Parkinson’s
and the Family section for additional perspectives from spouses and children of people
living with Parkinson’s.

kb pye grown to recognize how protective Lily is of me and my energy, but for a long time, I felt
like I was being treated like a child and it created conflict. After I became a care partner
for Lily when she was battling breast cancer, I finally understood the tremendous amount
of anxiety that comes when you’re worried about your partner. Now if I get upset with Lily

about something, I sit back and wonder what I would do if I was in her shoes.”

— BRIAN

Coming together in times of adversity can sometimes strengthen relationships, and this
can certainly be true after the diagnosis of Parkinson’s. Take this moment as an opportunity
to examine your life and decide what’s most important to you. Prioritizing your close
relationships can be important for the whole family during times of change and uncertainty.

Listen to Steve discuss how he and his wife manage Parkinson’s together: @84 dpf.org/steve.

WHAT YOU NEED TO KNOW ABOUT PARKINSON’S
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bk 1 was head-down focused on my job all the time, and the energy I had left, I spent at home
- not volunteering. It took Parkinson’s to shake me out of my complacency. The things I
think are important and the way I choose to spend my time have changed. I don’t think
Parkinson’s is a gift, but it’s made me focus more on things that are important as opposed

to things that are urgent and demanding my attention.”

— COREY

Communication is an important part of any relationship, and this is especially true when
dealing with a chronic condition like Parkinson’s. If you’re suffering from depression or
apathy, it may appear to others that you just don’t care. Parkinson’s can also blunt your
facial expression, a condition referred to as facial masking, and cause softer, more monotone
speech. Friends and family may assume that you’re uninterested or not invested in what’s
going on around you. A speech therapist can help you manage these symptoms, and letting
people know that some of what they’re seeing is symptomatic of Parkinson’s will foster
greater understanding. Learn more about how facial masking influences perception and

relationships: ¥)dpf.org/mask.

bk 1have to bite my tongue sometimes because my husband doesn’t understand all that I'm
dealing with. He’s learning, but he’s on his own journey. We give each other space when

things get crazy.”

WILL PARKINSON’S AFFECT MY SEX LIFE?

Later in this section, we’ll discuss sexual function and intimacy for people with Parkinson’s
in general. If you've just been diagnosed, however, you may also experience changes in
sexual function or intimacy for many reasons other than Parkinson’s or the side effects of
your medication. The emotional impact of the diagnosis can interfere with your desire for

sexual intimacy, and you may be too distracted to initiate sex or participate with any interest.

In its early stages, Parkinson’s can drain you emotionally, leaving little energy for other
people. Discussing emotions isn’t always easy, and it may simply take time to adjust and
adapt to the idea of living with Parkinson’s. On the other hand, some people experience an
enhanced sex drive after being diagnosed. This may be a reaction to the unknown future, or

it may also be a side effect of certain medication, especially dopamine agonists.

You may find the topic of sexual dysfunction gets little to no priority during medical visits,
even though it may be high on your list. If your concerns aren’t getting enough attention, ask
your doctor who is best suited to address them. Sexual dysfunction is a pervasive problem

in Parkinson’s, and it may take a multidisciplinary approach to achieve the best outcome for
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you and your partner. Medical problems such as diabetes, hypertension, heart disease and
the side effects of some medications can also affect sexual performance. Specialists who can

help include gynecologists, urologists, sex therapists, counselors or a primary care physician.

kb 1havealot of pain because of Parkinson’s that gets worse at night, which has limited some
of our intimacy. At the same time, my wife and I have a very rich connection and intimacy
in our conversation that is better than it’s ever been. We’re more emotionally intimate as

well as more aware of gentle, tender touching.” <.

If you’re concerned about sexual intimacy, talk about it with your spouse or partner. This might
be an opportunity for you to connect on an emotional level. Make time for this discussion, and
remember that intimacy is an important part of your relationship. A counselor can help you and

your partner navigate these relationship changes.

WHOM SHOULD I TELL ABOUT MY PARKINSON’S?

With whom and when you should share your diagnosis is a very personal decision, and it
depends on many different factors. Before talking openly about their diagnosis, many people

worry about:

e The added stress on their children

« Not being able to explain the many unknowns about Parkinson’s

» Being treated differently by family, friends and peers

* Receiving too much attention due to the Parkinson’s

» Losing a job or friendships

» Being misunderstood or left out

» Feeling vulnerable

« Talking about the diagnosis makes it real
Ask your doctor to refer you to a social worker or other professional with whom you can
discuss your fears or worries. You may feel less anxiety if you learn how to begin talking about
Parkinson’s with your family and friends without fully revealing your diagnosis. The more

you know about Parkinson’s, the easier it will be to talk with others and alleviate their fears on

your behalf.

kb you have to get people on board with you. I used to be embarrassed when my husband
would tell people I had Parkinson’s. Now, I ask the gal next to me at Bible study to

encourage me to write with intent.”
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WORKPLACE ISSUES

The average age of onset for Parkinson’s is 60 years of age, so many people won’t reach
retirement age until years after diagnosis. Young onset individuals may just be hitting the
peak of their careers or still raising young children. No matter when the diagnosis hits, the
financial implications are real and concerning. Hear more about Jill’s experience running a

business with Parkinson’s and her choice to retire: @84 dpf.org/jill.
kb Be sure you’ve taken steps to make a deliberate, well-informed decision about when to stop
working. We all have to think about when to retire, whether or not we have Parkinson’s. I

don’t think you should just wake up one day and say, ‘I think I’ll retire’.”

— COREY

SHOULD I TELL MY COWORKERS I HAVE PARKINSON’S?

There are pros and cons to informing your employer and colleagues about your diagnosis. In
an ideal workplace situation, you won’t have to spend much energy hiding your symptoms or
worrying about being found out. You may find support, camaraderie and genuine kindness
from your coworkers. Your positive, take-charge attitude will be a source of inspiration and
admiration for your peers. Your boss and coworkers may work with you to find new ways to

achieve your goals, perform difficult tasks and get the job done.

ké My physical symptoms and inability to concentrate during meetings became so obvious
that I was afraid I’d lose my job — I would have lost all my insurance, which would have

been devastating to my family. So I trusted my boss, and told him.”
— COREY

Conversely, revealing your diagnosis could have very different consequences. Your boss and
coworkers might be inflexible and unaccommodating to your situation. They might show

little or no commitment to making work a positive experience for you, or even possible.

Before you decide whether or not to be open at work about Parkinson’s, think about your
job, coworkers and the people in positions of authority in your workplace. Is there a history
of trust, a culture of flexibility and innovation, camaraderie and teamwork? What is the
economic and financial situation of your company? Do your unique skills and experience
make you irreplaceable? Are there protections that will prevent you from being pushed out?

Do you have disability insurance?

These are tough questions that deserve serious consideration. Many organizations offer
confidential counseling through employee-assistance programs. Seek counseling outside the

workplace if you’re uncomfortable bringing up the diagnosis with your employer. The decision
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about whether to be open at work is an individual

DISABILITY OPTIONS
FOR PEOPLE

one, and learning your options will help you in your

deliberations. Know your rights, and consult with an WITH PARKINSON’S

attorney who specializes in disability, discrimination or
workplace issues. He or she can help you decide how By Deanna Power
much and how soon you want to disclose at work, as well

You and your doctor
as to understand what may be covered under disability.

have talked about
the progressive nature

kb 1looked normal, I wasn’t shaking or walking funny. of Parkinson’s. You probably
People probably wondered why I was retiring, feel some uncertainty about

the future, knowing that your
but I started to feel the effects of Parkinson’s and

symptoms will eventually worsen,
thought I’d cut bait and get the most out of life making it difficult or impossible

while I still could. We went on cycling trips to for you to keep working. If you
Europe and really took advantage of spending a lot are like most people living with

. . . Parkinson’s, considering how
more time with my family.” _
your health will eventually affect

—STEVE your financial security can cause
some degree of anxiety or panic
to set in. Questions may race
Workplace issues are some of the more stressful through your mind:
topics that people with Parkinson’s confront. Financial . What if