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Acknowledgement of traditional owners

We acknowledge the Tasmanian Aboriginal people as the
traditional owners and ongoing custodians of the land on
which we are meeting today. We pay our respects to Elders
past and present.

We would also like to acknowledge Aboriginal people who are
joining us today.



Learning outcomes

After this session, | will be able to:

ADescribe the roles of specialist Park
health professionals in delivering comprehensive, patient-centred care for
|l ndi vidual s | iving with Parkinsonos d
A ldentify strategies to facilitate timely and appropriate referrals to
multidisciplinary team members 1 nvol v
disease.

A Recognise the structure and benefits of the ParkinsonNet model and describe
how to support patient access to this network or similar multidisciplinary care
pathways.



Some housekeeping

ATonightos webinar is being recorded
APl ease use the Zoom Q&A feature to as

A At the end of the webinar your browser will automatically open an evaluation
survey. We appreciate you taking the time to complete this to help us improve

our events program me

A To register for an upcoming webinar i simply scan the QR code




Watch the first session of the series

Early-stage care for people

with Parkinsonos
scan here

Learning resources

Search for webinars, fact sheets, health data reports, and more.

Parkinson's Disease -Selectrole- v dd/mm/yyyy to dd/mm/yyyy

() > Learning resources

Categories Displaying results 1 -2 of 2

[J Chronic conditions (1)

O Older persons' health (2)

Resource Types

Gyl

OLDER PERSONS' HEALTH OLDER PERSONS' HEALTH
U Webinar (2) Early-stage care for people End of life care in the

with Parkinson's Disease management of Parkinson’s

GP, Care worker, Allied health, Disease

Practice nurse GP

Webinar Webinar

19 February 2025 6 July 2023
_ This 54-minute webinar by Primary Health This 1 hour and 24 minute webinar
Popular resources Latest resources Tasmania is on early-stage care of people provided an opportunity for sharing

<ot with Parkinson's Disease. This webinar expertins and challonges s mandoog
explored the role end of life care in Parkinson’s

& &



https://learning.primaryhealthtas.com.au/
https://learning.primaryhealthtas.com.au/
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Multi -disciplinary
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Harley Stanton

Retired World Health Organisation Scientist & =
Acl t RUt YUkt Wl | 2YHCqld m—



Background.&
Diagnosis

Childhood spent on the farm

Brothers

Career with the World Health
Organisation
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Six Tips for Your First
Year with Parkinson’s
(and Beyond!)

See a Parkinson’s Specialist

If you haven't already done 50, see a movement
disorder specialist, a neurologist with additional
training in Parkinson’s and other movement
disorders. Because these doctors have more
experience with Parkinson's, they are best
positioned to give a second opinion on your
diagnosis or care, develop an individualized
treatment plan and update youw on research. Try
to see an expert at the start of your journey and
at least once a year.

Learn about Parkinson’s

Knowing the facts about Parkinson's can help
you understand the disease and make informed
decisions about your care. But too much
information can be overwhelming and even
misleading. Ask your doctor and other people with
Parkinson's for credible resources to help you
learn more about the disease and your symptoms.

Build a Support System

Know that you're not alone in Parkinson's and that
there are many places to turn for help. Support
means different things to different people, and it
often changes throughout life with Parkinson's.
A lat of people find support by talking with their
spouse or a close family member or friend. And
many also find it helpful to connect with others
through Parkinzon's support groups, online
forums or even exercise classes.

Exercise Regularly

Exercize can lessen movement and non-
mavement symptoms, such as depression and
anwiety, which are common in Parkinson's and
can increase around the time of diagnosis. Any
type of exercise is beneficial, so find samething
you enjoy and will do regularly. Your doctor or a
physical therapist can help you create the best
plan for your interests and needs.

Eat a Healthy, Balanced Diet

There's no one specific diet for Parkinson's.
But a nutritious diet that’s high in fruits,
vegetables and whaole, unprocessed foods is
good for your body and brain. Talk to your
doctor or a dietitian to craft a diet that helps
you manage your Parkinson's symptoms and
feel energized and healthy.

Participate in Research

Too many people with Parkinson’s regret not
participating in research studies early on in their
disease course, a stage of disease of particular
value to researchers working toward cures. Taking
an active role in such studies can be a way to take
control when you may feel like much is out of
your hands. There are many ways to get invohwed.
You can participate in research, which often needs
volunteers who are recently diagnosed and may not
yet be taking medication. Or, you can raise research
funds, serve on patient advisory committees or

advocate for Parkinson's research policies.




My experience - The power of words

Parkinsonism Disease vs. syndrome

A narrative of hope
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Stigma, Shame, and Stereotype
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Deliveringthe
diagnosis/with: care
andcompassion Lack of

Fear Control

Reactive

Shame Depression
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Positive/ Give

Hope/ What do people want?

Wellness/

Lfestyle A Sensitive delivery of diagnosis

Bespoke Improve Access

Cultura toCore/ A Support from family and community
context Diagnosis A Provide sources of information that
gives practical and positive day to day
ideas
E— Ensure that it is aligned with the
. cultural context

Giving T Be positiveT give hope

Diagnosis Provide information on less impact on
mortality, but more on the quality of life
issues

Confidante/

e Understand Refer to a multidisciplinary care team

Group/ Patient

T e T In Tasmaniar ParkinsonNE Tbeing
y launched
aunc
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Reaction)/ baentalHealth CNCTin three sites in Tasmania

Provide Space/ Support
Time




VIEWPOINT

Melissa I Armstrong,
WD), MSc

McKnight Brain
Institute, Department
of Meurology,
University of Florida
College of Medicine,
Gainesville; amd
Morman Fixel Institute
fior Meurclogic
Diseasas, University of
Florida, Gainesville.

Michael 5. Okun, MD
McKnight Brain
Institute, Departmeant
of keurology,
University of Florida
College of Medicine,
Gainesville; amd
Morman Fixel institute
fior Meurclogic
Diseasas, University of
Florida, Gaineswville.

Time for a New Image of Parkinson Disease

Parkinson disease is now the fastest growing neurologi-
cal disorder globally.' An estimated 6.1 million individuals
worldwide had a Parkinson disease diagnosis in 2016, 2.4-
fold higher than in 1990." The most common represen-
tation of Parkinson disease continues to be the 1886
sketch by Sir William Richard Gowers, MD, published in
his book A Manwal of Diseases of the Nervous System
(Figure, A).> Other Parkinson disease images remain
largely based on Gowers' famous sketch: older white men
who are frail, hunched forward, and shaking.

This commonly used image faik to accurately re-
flect a contemporary view of Parkinson disease and the
heterogeneity in age at onset, sex, race/ethnicity, and
disease experience. TheinCidence of Parkinson disease
is highest in individuals aged 70 to 79 years,” and the
prevalence peaks between ages 85 and 89 years." How-
ever, these groups are considered to be late-onset Par-
kinson disease (70 years or older).* In one large study,*
late-onset Parkinson disease accounted for only 39% of
the people with Parkinson disease compared with 51%
for middle-onset Parkinson disease (aged 50 to 69 years)
and 10% for young-onset Parkinson disease (younger
than 50 years).

{5.7) years for the mild motor-predominant form, 8.2
{5.3) years for the intermediate form, and 3.5 (3.2) years
for the diffuse malignant form. Mean (5D} survival after
diagnosis was 20.2 (7.8) years for the mild motor-
predominant form, 13.2 (6.7} years for the intermedi-
ate form, and B.1 (5.4) years for the diffuse malignant
form.® This suggests that people with Parkinson dis-
ease are living for many years without the profound dis-
ability implied by Gowers' sketch. Current approaches
to Parkinson disease subtyping have limitations, and con-
sensus on optimal categorization is lacking. Howewer, it
is Clear that the experiences of individuals with Parkin-
son disease are varied and include mild and slow dis-
Ease progression.

Does it matter? Almost certainly. Images are an
increasingly important part of medical teaching. How-
ever, medical textbooks continue to have biases relat-
ing to age, sex, and race/ethnicity. These biases result in
inadequate and unrealistic information.” For example,
based onexisting research, it is possible that images em-
phasizing the male predominance of Parkinson disease
contribute to delays in women with Parkinson disease
receiving specialty care. It is similarly possible that the




Images of Parkinson's: 182020

Motor and nonmotor Parkinson disease symptoms
Fewer > More

Tremor, rigidity, bradykinesia, dystonia, and/or gait issues
Autonomic, psychiatric, and/or cognitive symptoms

IE 1886 Illustration of Parkinson disease Mild motor-predominant I_T_l Intermediate Parkinson disease E] Diffuse malignant Parkinson disease
Parkinson disease

Off-time

Reference:Armstrong MJ, Okun MS. Time for a New Image of Parkinson Disease. JAMA Neurol. 2020 Nov
1;77(11):13451346. doi: 10.1001/jamaneurol.2020.2412.
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Suspecting a
diagnosis of
PD, pursuing a
diagnosis,
offering
continuity of
care while
caring for the
person with PD
(includes
managing ce
morbidities),
and assisting
with team
access.

Focus | Clinical

Putting the patient first:
Should general practitioners
start people with probable
Parkinson’s disease on
levodopa while awaiting
diagnostic confirmation”?

Pranav Singh, Jane Alty,
Michele Callisaya, Lauren Giles,

Frank Nicklason, Harley Stanton,

Jan(ette) Radford

U AR e |

PARKINSON'S DISEASE (PD) isa
neurodegenerative condition that contributes
to a high disease burden and decreased
quality of life (QoL). It typically presents in
older adults, although 10-159% are younger

than ace &0 veare Annravimatelv 210 000

Australian PD guidelines, local standards are
based on UK National Institute of Health and
Clinical Excellence (NICE) guidelines, which
recommend that people with suspected

PD be referred to a movement disorder

enacialict without initiating treatment 2 Thic
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Some people with Parkinson's disease

Most people with Parkinson's disease

All people with Parkinson's disease

Medical General
specialist [ Personwith '\ practictioner
plus  Parkinson's disea plus
specialist \ andfamily community
nurses* g nurse

Parkinson-specific ‘ ' Generalist
knowledge overview

& K| Tée Lancet, 397 (12201, 2284-230Bar Ki nsond s
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NEUROMUSCULAR
DEGENERATIVE DISEASE

NURSING SUPPORT SERVICE

ANNE -MAREE DIGNEY

CLINICAL NURSE CONSULTANT




AGENDA

Introduction

Parki nsonys Disease

Parki nsonys Nurse Specialil st

Statewide Nursing Support Service ‘
Final tips & takeaways




INTRODUCING OURSELVES

A Sharon Wendon
A Nurse Practitioner

A Launceston General Hospital

A Anne-Maree Digney

T

CNC Neuromuscular Degenerative Disease

A Launceston General Hospital



THE JOURNEY BEGINS




PARKI NSONGS DI SEASE

Globally it is the second most common neurodegenerative condition

The number of people with Parkinsonys
twenty years, and continues to rise

PwP experience motor and non motor symptoms
Impacting on their quality of life and of those providing care

They require ongoing management by a Neurologist/ Geriatrician/ Nurse
Practitioner

o 3o o I» Do Do

Providing care for PwP requires a multidisciplinary approach including
Parkinsonys nurse specialist.



PARKINSON'S NURSE
SPECIALIST

A Build therapeutic
relationships

A Provide education, advice
and support

A Clinical monitoring and
assessment

A Medication education

A Monitoring medication
response and side effects

A Refer to other
specialties/Allied Health

A Liaise with General
Practitioner

A Liaise with treating
Neurologist/
Geriatrician/Nurse
Practitioner

A Support and educate care
providers, family and friends

A Client advocacy



NAVIGATING THE

Parkinson’s
nurse

specialist role

PATH

https://neurologyacade
my.org/articles/the
critical-role-of-the-
parkinsonsnurse-
specialist



APATWr

ﬂlil IH iy
MP‘[I’-’G‘-‘

Vi 6 may o al

H ]
[ Sy

BRINGING IT @RADYKIves,
- REDUCLQ%

TOGETHER " rrenos

u-, r EAR | G

%

OFF 'E'

> | DYsvorniA ?,E

The role of Parkinsonys N I N arane 15
continues to evolve and is pivotal in the care ' DYSkmEsa | I
L+

provided to PwP LR Ry

v S T

SLEEP

i
;
:
-

Research has shown that they can improve the
guality of life of PwP as they are the one
constant in an evexchanging environment

RESTULSS LG SywDiang 3 ¢k
FRECZING BALANCE 5 '

§
1
:
4




BRIDGING THE GAP

A Parkinsonys Tasma
instrumental in lobbying the
state government to acquire
funding for a statewide
Neuromuscular Degenerative
Disease Nursing Support
Service

. /
Pa rkl nSO n S A Tasmania was the first state in
. Australia to have
‘ Tasma ni a Nurses solely funded by the

public health care system




THE FIRST STEPS

The statewide support
service Is divided into
three areas, Northern
Tasmania, Northwest
Tasmania and
Southern Tasmania




THE NORTHERN

NEUROMUSCULAR
DEGENERATIVE SUPPORT

SERVICE

A Has the FTE of 2.0 consisting of

A A Nurse Practitioner and a
Clinical Nurse Consultant

A Is open to anyone with a
Neuromuscular Degenerative
Disease

A lncluding Par ki ns
Parkinsonys plus
other neuromuscular degenerative
disease

Referrals can be made by
General Practitioners
Allied Health Professionals
Self Referrals

Friends and Family

By email:
lah.neurological.support@ths.tas.gov.au

Or telephone: 03 67776317
ERMS/ Neurology/Movement Disorders

o o o To T I

o

nys Disease,
y Hodrs of Saxeice O r

A Mondayb Friday
A 0730-1600


mailto:lgh.neurological.support@ths.tas.gov.au

THE NORTHWEST
NEUROMUSCULAR SUPPORT
SERVICE

Referrals can be made by
A Has the FTE of 2.0 consisting of A General Practitioners
A Allied Health Professionals
4 A Self Referrals
Two Clinical Nurse Consultants . :
A Friends and Family

A By email:
Als open to anyone wi:t rkin ! vau
Di sease or a Par ki nA cOnRhene: 93 64643080
syndrome
Hours of service
A Monday b Friday

A 0730-1600


mailto:Parkinsonsnursenw@ths.tas.gov.au

THE SOUTHERN
NEUROMUSCULAR SUPPORT
SERVICE

Referrals can be made by
A Has the FTE of 1.6 consisting of A General Practitioners
A Allied Health Professionals
4 A Self Referrals
Three Clinical Nurse Consultants . .
A Friends and Family

A By email:

Als open to anyone wi tPHKnsonsnyses@ihs.tas,ggv.au

Di sease or Par ki ns oAy phpnk: 0361667783
Syndrome

Hours of service

A Monday b Friday

A 0730-1600

32


mailto:parkinsonsnurses@ths.tas.gov.au

STATEWIDE NURSING
SUPPORT SERVICE

All nurse specialist statewide travel to the client,
wherever that may be

A Conduct nurse led clinics

A Visit Aged Care Facilities

A Visit Regional inpatient facilities

A Provide education to all care providers
A Conduct home visits and assessments
A Provide Telehealth consultations

A Refer to healthcare services




FINAL TIPS & TAKEAWAYS

A

A

T

The service 1 s
or Parkinsonys

open to

anyone with Parkinsony

Pl us syndr ome

Develop and provide person centered care

A Can be referred by anyone
Available Monday-Friday
A 0730-1600

Visits clients at home, hospital or Aged care facilities

Conduct Nurse led clinics

Liaise with General Practitioners, Neurologist,

Geriatricianys

& Nur se

Practitioners



THANK
YOU

Sharon Wendon
Nurse Practitioner

sharonwendon@ths.tas.gov.au
03 6777 6317

Anne-Maree Digney

CNC Neuromuscular Degenerative Disease
annemaree.digney @ths.tas.gov.au

03 6777 4096
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Physiotherapy in Managing ,
Acl t RUt YUKkt WI? R

Maggie McKenzie
Physiotherapist/Director

WEST TAMAR PHYSIOTHERAPY

OPTIMISING MOVEMENT THROUGH LIFE



A Assess and analyse movement and function
A Prescribe appropriate exercise programs
A Maximise muscle strength and length

A Assess balance, recommend appropriate walking aides and
minimise falls risks

What 1S the rOIe A Assess and manage respiratory function

of the A Educate and help the person with PD and their support
physiotherapist UJags Yl t WUl JIt q¢c Ul WagéWWmbs 6! w

what they can do to help circumvent this.

A Appropriate Manual Handling techniques and training as
needed '

A Assist in prescription of equipment
A Collaborate with other allied health professionals /

o



Exercise

Apart from medication,
exercise Is the only
Intervention currently shown
to slow disease progression
and significantly improve both
motor and non-motor
symptoms.




A Aerobic/High Intensity, Increasing HR to 80% of
max HR: walking running, skipping, swimming etc

A Strength/resistance Training: weights, bands,
machines, gym programs

Exercise APD Specific Exercise Programs: PD Warrior, LSVT
Big
A Stretching and Balance Programs: Yoga, Tai Chi, '

Pilates
/

Types of

o




Types of

Exercise and
What |Is Best

Considerations:
AWhat is available and affordable
A Past exercise experience

A Can we work with what is currently happenmg In the
HORIWDUqkt WiRNWIWe UT WaqRGWJaqc H

A Group vs individual and personal preference

A Can we match best exercise to main presenting
symptoms

A Anything is better than nothing! '



PD Warrior

PD Warrior is a specific exercisprogram for people with PD. It was established by Melissa
McConaghy, physiotherapist in Sydney 12 years ago. We have been doing the PD Warrior prograr
here in Launceston for over 10 years.
PD Warrior uses an approach that we call naatove and it helps the brain in:
Neurcaplasticity
Neurarestoration
Neuraprotection




AExercise

4 Key Pillars of AEducation |
PD Warrior/ ALong-Term Behaviour Change
Physiotherapy ASupport




[ Core

Principles of
PD Warrior
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Optimal

Medication




Key message

[Jj Refer EARLY to allied health:

GP Management Plans, Private Health Insurance, DVA (prior approvals), home care
packages, NDIS

® High-intensity exercise is essential and encouraged, but people will benefit more
z . from PD-specific interventions with TRAINED professionals alongside gym based
personal trainers.
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Michelle Mortensem Occupational Therapist



Parkinson’s Iceberg

Loss of facial expression Slowness of movements (bradykinesia)
Loss of arm swing Gait & balance issues
Stiffness (rigidity) Blinking less
Slumped posture Tremor

Hallucinations Daytime sleepiness Apathy Speech & swallowing changes

Fatigue  Visionissues Insomnia Depression Orthostatic hypotension

Increased melanoma risk  Micrographia Drooling Changes to memory & learning
Peripheral neuropathy Anxiety Constipation Dementia Impulse control
Dizziness Loss of executive function Dystonia Body temperature control issues
Inability to multitask Psychosis Sciatica Dyskinesia  Changes to sense of smell & taste

Sebhorreic dermatitis  Skin issues Pain Excessive sweating  Sexual issues & dysfunction

Urinary issues (continence, urgency, frequency) Trouble turning in bed Issues with sleep (RLS, RBD)



1950’s Visual Cues

1960’s Levodopa Introduced

1970’s Drugs improved. Exercise not helpful.

1980’s Exercise adjunctive

1990’s Deep Brain Stimulation

2000’s Exercise Complimentary with medication

2010+ Exercise and brain reorganisation (animal and human)

Neuroprotection!




Role of occupational therapy

Occupational therapy enables people to participate in thectivities they find meaningful . These activities include
taking care of oneself (and others), working, volunteering, and participating in hobbies, interests and social events

Environmental considerations, e.g. Visual cues , dual tasking, visual and auditory cues

Mood and cognition, e.g. apathy, depression, anxiety, memory, hallucinations, impulsivity

Adaptive equipment and techniques, e.g. Exercise, weighted cutlery, fatigue management

Other symptoms impacting function T e.g. continence, sleep etc




Adaptive

Equipment




G

home modifications
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Is Your Bathroom Safe? ‘ Dangers in the Kitchen
7@ or //ow w %ﬂfe Can you circle the dangers you can spot in the kitchen?
Wm’gwm’mtm Your, Battnoom ‘
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LSVT BIG

LSVT BIG programme comprises 16 orAgour sessions aimed at capacity building, alongside an initial assessment
and follow-up sessions.

The clinical rationale for engaging in the LSVT BIG programme is that it has level 1 evidence supporting its positive
physical and psychological effects.

A6!t RACOWG! YRl ¢awl WaRWY WYUWg6 JWGI RUARRGO It WY nwUWe |l Yd
reorganisation. To promote neuroplasticity in a person with Parkinson's brain, the following principles apply:

Intensity matters T intensive practice is important for maximal plasticity (frequency, effort, force, resistance and
accuracy.

complexity matters T complex movements or environmental enrichment have been shown to promote greater
neuroplasticity.




5 KEY Principles that A#1- Intensity

Promote_ Learning A Intensive practice is important for brain change
and Brain Change A~ Drive Amplitude

A Increase Repetitions
A Add Resistance and Balance Challenges
A Improve Accuracy

A#2 - Complexity

A Complex movements or environmental
enrichment have been shown to promote
greater brain change

A #3- Repetition
A Brain change requires a lot of repetition!
AuAl cAHqRHIJIO2 UqRG ! Ye lOHC




#4 - Salience

Practicing rewardingand
meaningful tasks

cHaqR2c¢qllt WHRI He Rqt
Basal Ganglia.

#5 - Specificity
-Train the deficits (small
movements in PD)

-Practice the actual functional
task




We can also address K&on-Motor Symptoms

A Changes in higher cognitive functions A Autonomic changes
A Shifting focus from one thing to another A Hypotension, bowel/bladder, sexual,
A Slower thinking blurry vision, short of breath
A Retrieving Information A Sleep Disorders
A Self-cueing | A Depression
A Sustaining attention A 25% major/17% minor
A Divided attention A Precedes motor symptoms
A Emotional Changes A May contribute to dementia
A Anxiety A Dementia
A Apathy A 30%
A Sensory changes A Occurs 6.6X as frequently than in elderly
A Pain, tingling, burning without PD
A Generalized decreased kinesthetic
awareness Motor andnon-motor symptoms
A Self-perception/monitoring affect movement and motor learning

In people with PD



Exercise and Activities of dalily living

Exercise needs to be made part
of everyday life

Exercise needs to be
functional and meaningful




UNIVERSITY of
TASMANIA

The Speech Pathology
Role

A/Prof Jade Cartwright
Speech pathologist and researcher
School of Health Sciences, UTAS Health
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The speech pathology role.

Voice changes - reduced
87% | volume and quiet voice
(requests for repetition)

Speech changes -
reduced speech clarity

78%

Language changes -
word finding difficulties

Cognitive-
communication changes
60% ) —reduced speed of
thinking / planning
thoughts for expression

Swallowing changes -
87% | difficulties with eating and
drinking

Image sourcetnsplash Free to use under thensplast.icense



The speech pathology role.

Voice changes - reduced
87% | volume and quiet voice
(requests for repetition)

Speech changes -
reduced speech clarity

78%

Language changes -
word finding difficulties

Cognitive-
communication changes
60% ) —reduced speed of
thinking / planning
thoughts for expression

Swallowing changes -
87% ) difficulties with eating and Person -centred communication
drinking and swallowing supports

i
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The speech pathology role.

87%

78%

60%

87%

Voice changes - reduced
volume and quiet voice
(requests for repetition)

Speech changes -
reduced speech clarity

Language changes -
word finding difficulties

Cognitive-
communication changes
—reduced speed of
thinking / planning
thoughts for expression

Swallowing changes -
difficulties with eating and
drinking

Image sourcetnsplash Free to use under thensplast.icense

Examples of evidence-b as e d i

Person -centred communication
and swallowing supports

i

Direct intervention
I LSVT LOUDN

Intensive, structured, high-
effort speech program i
focuses on attaining and
maintaining a loud voice.

A 2021 meta-analysis
found LSVT LOUDN to be
more effective than other
speech interventions or no
treatment to improve vocal
loudness, voice-related
disability and speech
intelligibility.

LSVT LOUDN may also
iImprove swallowing and
cough function.

nt e

(Kratz et al., 2025; Pu et al., 2021; Park et al., 2022; Saleem et al., 2



The speech pathology role. Examples of evidence-b ased i nt e

Functional and
participation -
focused strategies

Voice changes - reduced
87% | volume and quiet voice
(requests for repetition)

Going out for coffee
or to the pub with
friendsé

Speech changes -
reduced speech clarity

78%

Looking after
grandki dseé

Language changes -
word finding difficulties

Continue
volunteering or
wor ki1 nge

Cognitive-
communication changes
60% ) —reduced speed of
thinking / planning
thoughts for expression

Swallowing changes - o
87% ) difficulties with eating and Person -centred communication
drinking and swallowing supports Can| please have

1 cappuccino
1 flat white

Thank you
ol W

Image sourcetnsplash Free to use under thensplast.icense



The speech pathology role. Examples of evidence-based i nt e

Communication
partner training and
environmental
supports

.’D.
D& A

Figure 1. Conceptual diagram. Influences on conversation.

Voice changes - reduced
87% | volume and quiet voice
(requests for repetition)

Speech changes -
reduced speech clarity

78%

Language changes -
word finding difficulties

Cognitive-
communication changes
60% ) —reduced speed of
thinking / planning
thoughts for expression

Communication Environment

Dynamic Nature @

of Conversation @

Swallowing changes - o
87% ) difficulties with eating and Person -centred communication
drinking and swallowing supports

i

Image sourcetnsplashFree to use under thensplastLicense (Wylie et al., 2022)

Person with Communication
Parkinson’s Partner




The speech pathology role. Examples of evidence-b ased i nt e

Swallowing
strategies and
mealtime supports

Voice changes - reduced
87% | volume and quiet voice
(requests for repetition)

Speech changes -
reduced speech clarity

78% The IDDSI Framework

Providing a common terminology for describing food textures and drink
thicknesses to improve safety for individuals with swallowing difficulties.

FOODS

Language changes -
word finding difficulties

Cognitive-
communication changes
60% ) —reduced speed of
thinking / planning
thoughts for expression

Swallowing changes —
87% | difficulties with eating and Person -centred communication
drinking and swallowing supports



Aca”toaCtlon_ égreater awar eness

the speech pathology role...

émore peop
Par ki nso

accessing speech
pathology .
services'e

D J—

émore spee
pathologists
appropriately trained
I n Parkinso
supported to deliver
evidence -based
services...

éemore speech pathol ogy
services available...
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Meet Mary

Mary is 53 and lives in a rural town in NW Tasmania
She works at the local school

She loves gardening and going out with friends for coffee

Over the past 2 years -

A Low mood and anxiety

A Loss of facial expression

A Mild tremor, lack of left arm swing and slightly drags her left leg

Di agnosed with Parkinsonodés 12 weeks ago

Started on Kinson 100mg x 3 day

B




8 weeks later Mary visits her neurologist again

A Facial expression, rigidity, arm swing and walking all improved

A Told to exerciseT b u t shebdbs never been muc
and 1 snot sure what to do

A Neurologist says shedés | ooking g

A Mary doesn6t volunteer thatés sh
sleeping.

A Mary doesnd6t know that some of t
Parkinsons
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What Parkinson's Feels Like by Barbara Salsberg Mathews







An expert multidisciplinary team Is recommended from the
time of diagnosis

Some people with Parkinson’s disease

Neurogeneticist
owu':;""’;;wm sex Joumnal of Parkinson’s Disease 14 (2024) 135-166 135
therapist DO 1032330PD-230117
105 Press
Most people with Parkinson's disease i
and inv:

Occupational n icin
therapist
All people with Parkinson's disease

Research Report

Delivering Multidisciplinary Rehabilitation
Care 1n Parkinson’s Disease: An

International Consensus Statement
=)

care team

. Newrsgeon Jennifer G. Goldman®®"-'*, Daniele VolpeS4-¢!, Terry D. Ellis’, Mark A. Hirsch®", Julia Johnson',

physican specialst Julia Wood!, Ana Aragon®, Roberta Biundo!, Alessandro Di Rocco™, Glenn S. Kasman”,
Robert lansek®, Janis MiyasakiP, Victor M. McConveyd, Marten Munneke', Serge Pinto®,
Karen A. St. Clair', Santiago Toledo®™ , Michele K. York", Ronnie Todaro""",

Figure 7: Professional disciplines involved in the multidisciplinary care for people with Parkinson’s disease Nicole Yarab®” and Kristin Wallock™

Bloem B et al The Lancet e 397, Issue 10291p2284-2303June 12, 2021


https://www.thelancet.com/journals/lancet/issue/vol397no10291/PIIS0140-6736(21)X0024-4

Peopl e with

At time of diagnosis

A Treatment - medically focused

A Few referrals to allied health (AHP)

A Not enough information/support for mental health
A <25% received sufficient support at diagnosis

p it aes > >
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O strongly agree
O Agree

O Neither agree or disa

[ Disagree
B Strongly disagree

gree

Lang T et al NPJ Parkinsons Disease 2025




T'm Not Sure Who to Refer You to: Experiences of
Clinicians Accessing Allied Health for Their Patients
With Parkinson's Disease

Cassandra Meishan Wong' (9 | Sarah May Dennis"**" | Natalie Elizabeth Allen' (2 | Serene Sulyn Paul’

A i d o nkdotvwheretol o o k O
L&? A Lack of availability and complicated funding system

A No AustralianP a r Kk i nclinicah guidelines

» Variations in care across Australia

Journal of Evaluation in Clinical Practice, 2025; 31:e70044https://doi.org/10.1111/jep.70044



Netherlands, 2004

APeopl e wit h-dRsatisfied witlscare 6 s
ATreatment - medically focused 5
Apifficulty finding Parki
A No guidelines - resulting in variations in the quality of care (2

A Sub-optimal health outcomes and high costs.

Nijkrake et al. Movement Disorders 2010 25;



Improving the lives of allthose
impacted by Parkinson's disease worldwide...

D)
ParkinsonNet

ParkinsonNet

\

Empowered Empowered Empowered
professionals patients teams

European Euro
E pean
Phyq:othempy Physiotherapy
_ Guideline for Guideline for
Parkinson's Disease

Parkinson’s Disease

Information for people with Parkinson's

Parkinson's Care Finder

Find a healthcare professional who is a specialist in Parkinson's >

Guidelines Clinical networks and ongoing education Web finder portal Guidelines for people with
Parkinson's



ParkinsonNet it works

V' Increased number of people with Parkinson's seeing an expert allied health professional

V' Less complications (falls, fractures, hospitalisations, mortality), better function and lower
healthcare costs

V' Increased health professional knowledge and work satisfaction

RESEARCH ARTICLE npj | parkinson’s disease Article
Published 's 8
Specialized Versus Generic Allied Health Therapy and the Risk -
of Parkinson’s Disease Complications o s 025010 Efficacy of occupational therapy for patients with >@Wx®
. " e ) . .
Amir H, Talebi, MD,' © Jan H.L. Ypinga, MSc,' Nienke M. De Vries, PhD, ' Jorik Nonnekes, MD, PhD,2 Effects of SpQCIallsed thSIOtherapy on Parkinson'’s disease: a randomised controlled trial
Marten Munneke, PhD," Bas R. Bloem, MD, PhD, FRCPE,' Tom Heskes, PhD,? Yoav Ben-Shlomo, PhD, MRCP.* and - - - 3 -
Sitwan KL Darweesh, MO, PhD™ mortality in Parkinson’s disease: a e ps
"Department of Neurology, Radboud Universil s Institute for Brain, Cognition and Behavior, prospective obse rvati onal study Summany ) ) ) _ )
N Backgrownd Theee i msaffcient cvidende bo uspport use of comspational therapy isterventons for patseats with Lo s 304 13 55044
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*Department of Population Health Sciences, Bristol, Bristol, United Kingdom
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Netherlands versus Australia

3.5 vs 521 people/km?

4337 health professionals trained
Never more than 10km away
Established guidelines

Incentives from insurance companies




Implementing ParkinsonNet to improve equitable access to high quality care for people
with Parkinsonodos 1 n rur al and

P\ PHYSIOTHERAPY [ N gﬁfﬁﬁﬁgy Barwon Health  Dr Harley Stanton Prof Leonid Churilov
9 Justralia Western Lara Steele Dr Matthew Lee-Archer
4 Q. Alliance South West Gendy Judson Hannanja van der Veer
Occupational ”f'. T Healthcare Lauren Woodall Jacqueline Christie
Therapyusmaun 4 Dr Frank Nicklason Mardi George
Dr Claire Morely Dr Sarah Hewer

Ann Dodd 9



