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Wellness Way Plus

 Wellness Way

* Pre-Congress Course |V: Activism, and roles
patients play

 Roundtable: Living well with Parkinson's:
What's the secret?
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Wellness Way Plus

* Exhibitors area
* Wearing “Wearable” devices
* Clinical Research Village
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Wearables

* To improve diagnhosis of PD
* To improve monitoring of PD

* To encourage increased activity or track
compliance with an exercise program

* To improve clinical trial data
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Examples of Wearables

* Improved monitoring of PD

— Personal KinetigraphTM (PKG TM) - informs
decision to change medications.

* Microsoft prototype of a watch under
development

— Emma’s watch -vibrating motors to dampen
tremor.
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Leadership Forum

* Reaching the Newly Diagnosed

* Finding the Underserved

e Starting a PD Program and Empowering Those

Who Want to

* |Increasing Engagement with Support Groups

 The Role of Industry
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Pre-Congress — Advances in Research

* DBS

— Rechargeable lasts 15 years; 1x week

— Flexible, more precise current delivery systems & avoid
unwanted side effects

* |nfusion therapies
— “Accordion” capsules —extended release
— Inhaled
— Epi-pen
— Pump patch
— Apomorphine
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Pre-Congress — Advances in Research

* Transcranial Stimulation
* Vestibular Stimulation

* Gene Therapy

* Immunotherapy

* Focussed Ultrasound
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IPS Cells & Medical Application

* Dr. Shinya Yamanaka, Japan —2012 Nobel Laureate in
Physiology Medicine.

* Reprogramming mature cells to become pluripotent
including neurons.

* Clinical trials with human subjects for macular
degeneration and immunotherapy work in cancer with
animal research.

e New trial with Parkinson’s
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Stem Cells — the Takahashi’'s

Trial - dopaminergic progenitors from pluripotent stem
(iPS) cells and inject them into the brain.

Monkey models significant improvement after 2 years

First trial, retinal cells to replace eye tissue damaged by
age-related macular degeneration in 2014.

2019 conditional approval for ischemic heart disease.
2018 Parkinson'’s.
Seven patients; follow for 2 years.

The first patient injected on one side of the brain
November (2018.)
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Definition of advanced Parkinson's disease:
Delphi consensus
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Empowering people with advanced
PD

* realities of progression

* medications dosages cannot always be increased and achieve
symptom control.
* learning about options —
— DBS,
— pump therapies
* intestinal (Duodopa)
» Skin (apomorphine infusion).
— oral meds up to 8 to 10 times per day
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Why Personalized Medicine?

PD not just one disease. Broad clinical subtypes :
— Mainly motor; slow progression
— Intermediate

— Diffuse or malighant; more cognitive impairment,
balance issues, random behavior disorders.
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y Personalized Medicine?

* Co-pathology with non-synuclein.

* Substantial variation - other factors?
* Contribution of vascular disease
 Multiple cellular processes

* Complex puzzle - one size does not fit all.
* Breast cancer work as a potential model.
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Personalized Medicine - Benefits?

* Diagnose more accurately
* Optimal therapies; target medicines and dosages

precisely

* Increase safety; reduce adverse drug reactions
e Detect onset of disease earlier

e Shift from reaction to prevention

* |Increase efficiency and improve quality
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nxiety

* Prominent non-motor symptom
* Global prevalence 31%
* Occurrence significantly higher than in general

population.

* Detrimentally impacts activities of daily living

even more so than motor symptoms.

* Those with anxiety experience 50% poorer

quality of life, 5 times more complications from
PD therapy, and 10 times greater disability.

Parkinson Society
British Columbia You are not alone. We are here to help.



%

Parkinson Society
British Columbia

Nonpharmacological Interventions

Meditation and relaxation exercises
Schedule worry time

Act the opposite

Healthy sleep habits

Rethink the big picture -catch the negative thought, press pause, rewind,
replay
Cognitive Restructuring

Simplified restructuring - Revising a linear negative thought into a broader
positive one

Conducting self assessment questions on worry, fear, outlook, situations
that bring you anxiety

Seek resources

You are not alone. We are here to help.
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utside the Brain
Why Intestines and PD?

e 100 Trillion bacteria in gut along with toxins

e Large surface area

* Barrier, immune functions

100 million nerve cells

e Direct connection to CNS (spinal cord)

e Patients with inflammatory bowel disease have a higher

risk of PD. However, treat the IBD and lower the risk.

* One day be possible to use colonic tissue biopsy to predict

who will develop motor PD.
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VISITING NURSE FACULTY PROGRAM
ot Parkinson's Foundation

W THE EDMOND J. SAFRA

Live, Not Just Survive, with Parkinson’s Disease
o fo flay, moue and live a {m’f (2{6’

Suzy Diggle, Ph.D., GNP, ANP, B-C Nurse Educator/Assistant Professor

”),
/”L wene

UNIVERSITY of NORTH CAROLINA WILMINGTON

Graduate of Edmond ). Safra Parkinson'’s Foundation Program

Introduction
In order to live your life to
the fullest you must be
aware, educated and
active, Progression with
Parkinson’s disease (PD)
is slow and most people
can live their normal,
expected life span. This
poster will highlight some
PD signs and symptoms
and education for
maintaining or increasing
independence, safety and
quality of life.

Signs and Symptoms
* Gastrointestinal issues
(i.e., constipation, drooling,
GERD, weight loss)
* Swallowing and
speech issues
* Other communication
issues (i.e., writing size)
* Sleep issues (i.e., restless
leg syndrome, REM
behavior disorder, early
wakening, nightmares,
daytime sleepiness)
* Movement issues (i.e.,
freezing and falling)
* Orthostatic blood
pressure (increased falls)
* Cognitive changes (rule
out other causes)
* Impulsiveness
* Depression and anxiety
* Sexual issues
* Skin changes

.
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Increasing Independence, ‘
Safety and Quality of Life

= Commit to mobility - daily
walking, swimming, cycling,
housework, gardening...

= Stay connected - join groups
of others with PD for support,
and also join groups of people
that do things that you enjoy
who hold you accountable for
showing up

Resources
* Parkinson’s Disease
Foundation toll-free National
Helpline 800.457.6676 or
info@pdf.org
« American Parkinson’s Disease
Association (APDA)
800.651.8466
* The Michael J. Fox Foundation
for Parkinson’s Research:
www.michaeljfox.org

* Home Safety - prevent falls
in the home by removing trip
hazards and keeping multiple
phones within reach

* Driving Safety - consult with
the experts, accept your
limitations, and enjoy the
ride as a passenger

* Travel Safety - plan ahead and
call the Parkinson’s helpline to

map out potential caregivers
along the route just in case
800.565.3000

AMA

Ways to Improve
Health Visits and
How to Prepare
for Visits

Include the following

PD specialists:

* Nursing

* Movement Disorder
Doctors

* Physical Therapy

» Occupational
Therapy

« Speech Therapy

« Counseling

Healthy Living

* Good hydration

* Diet: Mediterranean

« Consider amount of
protein and timing

« How about carbs?

« Medication to avoid
and those that are safe
to take with PD

+ Communication issues
and ways to improve

= Skin care

References

» Parkinson’s Disease
Foundation. (2015)
Q&A Seventh Ed. 5-52.

« American Parkinson
Disease Association
(2018). Medications
to be avoided or used
with caution in
parkinson’s disease.
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The patient at the centre of a multi-disciplinary team

approach to Parkinson's care: a personal porspoctlvo
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Janet Niven, diagnosed with PD in 201

Network, Parkinson's UK
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