

















Matthew Prowse was diagnosed
with Parkinson’s disease in August
2007 whilst working as a bowling
greenkeeper at Cowra in western
NSW.

Matt with his acoustic bass guitar. It was the first
one he made. He bought a book and CD Bass
guitar for beginners and taught himself to play
basic notes after he made it.

He had been greenkeeping since he

was 18 years of age working at bowling
clubs at Mudgee, Drummoyne, Hornsby,
Camden and Campbelltown. Although
Matt continued to work at Cowra for
another 12 months post diagnosis, he
found the hard physical nature of the job
was exacerbating his symptoms so his
neurologist recommended he retire at the
relatively young age of 47.

Matt and his wife Linda moved to Ebor in
2009 in the New England District of NSW
where they bought a small cottage. After
getting to know their neighbour who was
a woodworker, Matthew, with no previous
experience other than some projects at
high school, took this up as a hobby.

He started out with a wheelbarrow load
of cedar generously given to him by our
neighbour and made drink coasters cut
from a branch and a couple of small pots
with lids, a model stage coach and farm
wagon. He found that he had a talent

for making these things so of course; he
needed more wood.

Matt purchased a large trailer load of
various dressed timbers from a deceased
estate, which included a lot of cedar

and some magnificent red gum burl.

In addition, a number of their other
neighbours gave Matt some timber for him
to work with including some lovely Ebor
Wattle and Banksia.

Matthew’s father gave him his wood lathe
not long after he started woodworking
and he continued on to make other items
including jewellery boxes of various sizes,
candle sticks, turned fruit bowls, drinks
trays, clocks and surprisingly, a bass

acoustic guitar and four other six string
guitars plus a ‘lutar’; a guitar with a lute
shaped base. He also made a medieval
wind instrument called a Serpent after
seeing a picture of one on the internet.

Matt and Linda joined the local Lions
Club 12 months after arriving in Ebor and
the president of the club, who is also the
owner of Fusspots Café in Ebor, offered
Matt a place in the shop for him to set up
a permanent craft table from which he
could sell the things he makes in order to
fund his hobby. This has proved to be a
good move for all concerned as Fusspots
receives a lot of passing tourist trade.
Matt’s work has now travelled far and wide
including overseas.

Matt spends most of every day in his shed
making beautiful pieces and the activity is
good for his brain, hand/eye

co-ordination and his general wellbeing.
His Parkinson’s disease is currently stable
and managed well on medication. Recently
he started making wooden tulips after
viewing a tutorial on YouTube and has
donated a set of three in a turned vase

to Parkinson’s NSW to display on their
reception desk.

It is evident woodworking has helped Matt
deal with the effects of his Parkinson’s
disease in a positive way and given him a
reasonably good quality of life.

“The quality and creativity in his work is
astounding, particularly as he self/internet
taught,” Linda said.

Photos by Gary Fry, Danieli Studios, Armidale.
First published in the Armidale Independent,
October 2013
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It's not uncommon for someone with
Parkinson’s to go into hospital ‘for a few
days’, and end up staying for three weeks
because their medicines were ‘mucked
around.’” You may have heard this from
friends with Parkinson’s, or had first hand
experience. Either way, you probably know
that getting your Parkinson’s medicines on
time in hospital, or in an aged care facility,
can be a challenge.

The Parkinson’s Passport will help you
avoid medicine problems in several ways.
It is a compact booklet containing:

e aplastic card stating that you need
your Parkinson’s medicine on time,
to show if you go to a hospital
emergency department

e achecklist about symptom
management, to give to nursing staff

e facts and tips about managing
Parkinson’s medicines, to give to
health professionals

* aMedicines List, so all your health
professionals can see exactly which
medicines you take and when you
need them.

e  Plastic card for emergencies

The plastic card contains only the
essential information so a busy triage
nurse in emergency can quickly see that
you have Parkinson’s, you need your
medicines on time and that there a two
common anti-nausea medicines that you
should not have. These two medicines,
metoclopramide (e.g. Maxolon) and
prochlorperazine (e.g. Stemetil) make
Parkinson’s symptoms worse, and are a
common cause of problems in people with
Parkinson’s.

The flipside of the card may be useful
when you are out and about in the
community, as it simply states ‘I have
Parkinson’s’ and explains a few of the
symptoms that may cause you problems
in public. Keeping the card in your wallet
or purse will make it easy to find in an
emergency.

Symptom management checklist

The symptom management checklist
emphasises that you need your medicines
on time, and also gives tips on managing
common symptoms of Parkinson’s such
as swallowing difficulties and freezing. As
everyone’s experience of Parkinson’s is not

PARKINSON'S PASSPORT

To help you get the care you need

the same, you can tick the symptoms that
apply to you. The checklist is contained
within the Passport booklet, and extra
copies can be printed from our website
as separate sheets. The extra copies can
be kept in the pocket at the back of the
passport so you can give them to your
nurses.

Medicine facts and tips

The ‘Parkinson’s medicines’ section
gives practical tips such as how to avoid
interactions with meals and manage
nausea. It also suggests that the person
with Parkinson’s self-medicate in hospital,
if possible, as this can help make sure
medicines are taken on time. The
medicines information can be printed as
separate sheets from our website and
kept in the back of the passport to hand
out. The web version also gives extra
information about the different types of
Parkinson’s medicines.

Medicines List

The Medicines List gives space to record
the names of all your medicines, dose,
times and special instructions. It is a great
way to keep track of your medicines all
the time — not just when you go into
hospital. Review your List with your
doctors and nurses regularly to make sure
it is up to date, and always show it before
starting any new medicine. This can help
your health professionals review which
medicines are needed and which aren't,
and to check for potential problems such
as interactions.

If you go into hospital or an aged care
facility, make sure you show your
Medicines List to all your doctors, nurses,
pharmacist etc. The Medicines List is a
separate sheet so it is easy to take in and
out of the booklet pocket, and you can
carry it separately in your wallet or purse

if you wish. You can also print off fresh
copies from our website when you need to
update it.

Where to get the Parkinson’s Passport

Copies of the passport booklet and sheets
are available from your State Parkinson’s
Association by calling 1800 644 189.
Copies of the booklet information, plus the
separate sheets, can be printed from the
Parkinson’s Association websites or from
the NPS Medicinewise website:
nps.org.au/parkinsons-passport.
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Advice and tips gleaned
from the Montreal Congress

Photography: Chris Davis

We are all in this together.

The patient is the centre of the problem but through the patient we will find the cure.

Be involved in your care. Take part in clinical trials.
Look forward - have ambition.

Be needed. Be strong.

Be an inspiration to others.

Be curious, be cautious and be informed.
Motivation is an antidote to depression.

Laughter is the best medicine.

Take care of yourself through diet and exercise. Be active.
Be part of building the PD community.

Be active in your support group.

Be involved in a fund raising event.

Be in control, take charge & lead the dance.

Our challenges dont define us. Our actions do!
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WEATHER FORECAST
Predicting the FOG

Dennis O’Connor wearing the headband



Falls represent a distressing symptom
especially in the advanced stages of
Parkinson’s disease (PD). Often these
falls are the result of a puzzling symptom
known as Freezing of Gait (FOG) where
patients are suddenly left standing in their
tracks unable to move their feet. This
symptom affects over half of all patients

and responds poorly to current treatments.

The cause of FOG is not well understood
but studies conducted at the Brain & Mind
Research Institute, University of Sydney
have given some very recent insights into
the phenomenon. Initial work funded by
the Michael J Fox Foundation combined

a Virtual Reality walking paradigm with

a novel form of brain scanning. The
results from this approach supported the
hypothesis that FOG is due to a lack of
reserve in the brain that was first proposed
by Assoc. Professor Simon Lewis in 2009.
Specifically, the brain scanning revealed
that during freezing, the brain changes its
pattern of activation, arresting movement
of the feet. In this knowledge, Simon’s
team were keen to know whether it was
possible to detect these changes in the
brain before a FOG episode occurs. They
also knew that solving this problem would
require specialist help!

Professor Hung Nguyen is the Dean of
Engineering and Information Technology
at the University of Technology, Sydney
who has been involved in the research
field of biomedical engineering and
artificial intelligence for more than 20
years. Hung has been a pioneer in the
use of electroencephalography (EEG)
classification systems, which can record
the electrical activity of the brain in real
time.

Given the synergy between their research
activities, Simon and Hung have formed
an active collaboration targeting FOG in
PD. Working together their research teams
have published a technique using just four
scalp electrodes worn with a headband

to identify a robust signal change on EEG

that can be detected five seconds before
an episode FOG.

These preliminary studies were all
performed in a group of patients with the
analysis done after the data was collected.
However, the significance of this landmark
work has been recognised by new funding
from National Health & Medical Research
Council, the government’s main health
funding agency. In early 2014, Simon’s
team will begin work to enhance the FOG
detection algorithm in order to identify the
specific EEG pattern associated with FOG
in ‘real’ time.

If successful, this approach would enable
patients to wear a simple headband to
warn them about FOG a few seconds
before they freeze and possibly fall over.

In addition, it might be possible to connect
this early warning system to some form

of intervention. Whilst not effective if

used continuously, cueing techniques

like a light beam displayed on the floor
might be better, if delivered “on demand”.
This approach could be triggered by the
headband recording meaning patients
would only need to respond to the cue
when it was actually needed. Furthermore,
whilst Deep Brain Stimulation (DBS) has
not been very effective in treating FOG, a
system that could automatically change
the system’s settings on demand for just a
few seconds when required might prove to
be a more effective strategy.

Simon’s team are now actively seeking
people with PD who experience difficulties
with their walking to help with this ground-
breaking research.

For more information please contact:

PD Research Clinic BMRI
T: 9351 0702

E: pd.clinic@sydney.edu.au
94 Mallett Street
Camperdown

Sydney

NSW, 2050
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ANXIETY?

Don’t go it alone...

Deborah England
Parkinonson’s Specialist Counsellor

One of the concerns people often bring
to counselling is anxiety. You can manage
anxiety, but first let’s have a look at what
anxiety is and how it might present.

Anxiety can be defined as being stressed,
worried, afraid or uncertain about the
future. It can range from worry about the
progression of disease, financial matters,
employment, and attractiveness to others,
to matters such as “who will look after

”

me".

Social anxiety is another form anxiety takes
and this condition is common among
women. It may present as a fear they may
act in a way that is embarrassing or even
humiliating. “What will people think if | spill
something” or “what if | shake too much?”

There is also the anxiety many carers face.

The worry about leaving the person at
home on their own, fear about falls and so
it goes on. And the often very pervasive
fear about not being adequate carers.

Symptoms of anxiety are very often
camouflaged by PD symptoms. These
symptoms can include your heart racing,
breathlessness, sweating, trembling,
chest pain, nausea, feelings of choking or
dizziness.

Some people may have an underlying
anxiety issue that is made worse when
they are diagnosed with PD. Anxiety
produces muscle spasm which inhibits
movement when coupled with PD. Some
medications can also cause ‘panic like’
symptoms.

Anxiety can certainly impact people’s lives.

It often leads to social withdrawal as the
person worries what other people may
think about them. As such, the person
begins to avoid social situations. This can
also play out as an emotional withdrawal
from the world.

When someone is anxious they are more
inclined to interpret circumstances in a
way that supports their particular anxiety,
thereby making themselves even more
anxious. An example of this could be:

Someone doesn’t say ‘Hello’, with this
then being interpreted, as ‘They don’t
want to admit they know me’. This sort of
negative self-talk then further exacerbates
the anxiety. It also feeds back into the
social anxiety they are experiencing and
produces further strain on relationships
with others.



The self-talk that we all do can have an
anxiety producing spin or an anxiety
reducing spin e.g.

- ‘I'm a clumsy fool could be ‘I spilt my
ted.
- ‘Good things never happen to me’

could be ‘Some good things do happen
tome'.
- ‘'l cant get over the fact that life is so

unfair’ can be ‘I can accept things dont
always go as | wish them to

What can be done?

- Chat with your doctor to see if there
is any anxiety producing effects in the
medication you are taking.

- Think about chatting to someone
you trust e.g. one of our Parkinsons
counsellors.

- Attend a group for people with anxiety:

- Your doctor may suggest some anxiety

relieving medication - talk to him about
your concerns.

Be your own best friend

- learn to recognise the symptoms of
anxiety

- learn to relax
- re-organise
- communicate

- resist PD being the central issue in
your life

- confront anxiety provoking situations
gradually

- challenge unhelpful thoughts
- seek help

To register your interest and to receive more
information, phone the InfoLine
1800 644 189.

If you have recently joined Parkinson’s NSW, or
would like to visit the office and meet the staff
and volunteers please register for our New to
Parkinson’s morning information session. You
will learn a little bit about Parkinson’s, the
services Parkinson’s NSW offer and meet staff
and volunteers over morning tea. Please call the
InfoLine: 1800 644 189
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PANCAKES FOR
PARKINSON'S

Parkinson’s NSW would like to thank Sharon Doherty and her dedicated team, as well as all the local
businesses in Narromine that supported the event and made it such a HUGE success! Also a special
thanks to Green’s our wonderful sponsors of the Pancakes for Parkinson’s initiative.

Sharon Doherty from Narromine hosted
what has to go down as our most
successful Pancakes for Parkinson’s to
date. A strong desire to raise awareness
and funds for Parkinson’s was the
motivation for Sharon and of course a very
determined mindset. Sharon and her team
engaged with local business and so far
has managed to raise over $9,000.

On October 12, spring provided her best
weather and Sharon and her team fed,

entertained and educated approximately
300 people at Dundas Oval in Narromine.

They went all out, running wonderful
events including a kids pancake
decorating competition and a pancake
eating competition. Parkinson’s Awareness
Relays’ had the added attraction of prizes
for the winners. A wonderful part was
gloved participants (simulating living was
Parkinson’s) struggled to button shirts and
sort jellybeans giving them, young and old
a small glimpse into the world people with
Parkinson'’s live in daily.

In addition to all the pancake activities
people clambered into sumo suits and
kids played the enormously popular
ring toss game. Patricia Wilson’s Tai
Chi demonstration with class members
from both Narromine and Dubbo was
a soothing 25 minutes in an otherwise
full-on morning. Petra Mellor sang
some tunes and, Stewart McDougall of
McDisc provided background music; a
boxing demonstration courtesy of Kelli
Rowles and the ever-entertaining Tim
Wiggins generously donated his time to
commentate throughout the morning.

Sacha Whitehead, Parkinson Portraits

and Natasha Riche-Walker, Dirt Thirsty
displayed their wonderful art, adding a
snippet of culture. Both are collaborating in
an exhibition opening on the 1 November
at Dundullimal Homestead Dubbo, with

a raffle to raise money for Parkinson’s
disease research.

The event was such a success that Sharon
and her team sold all the pancakes before
midday.
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WHAT"

ON

To RSVP or for
more information
about events
please call the

InfoLine
1800 644 189

May
Young Working Age
WEEKEND

Point Wolstoncroft Sport and Recreation

11 20

April May

Parkinson’s NSW

WORLD PARKINSON'S ANXIETY WORKSHOP
DAY

April

Life Members’
MORNINGTEA

August September

UNITY WALK & RUN New to

Parkinson'’s

MORNING
TEA

7

October November

Allied Health Awareness

Seminar
(For Health Professionals only)

AGM

Parkinson’s NSW Inc ABN 93 023 603 545

The information provided is for guidance only and is not a substitute for professional medical advice. Parkinson’s NSW Inc. takes reasonable care (in the context of freely
available information) to keep the information it provides accurate and up-to-date; however, Parkinson’s NSW does not guarantee the correctness and completeness of the
information. You should confirm that the information is applicable to your circumstances by checking it with your doctor or a qualified health care professional.



WHO WE ARE

Parkinson’s NSW Inc is a not for profit, community-based
organization established in 1979 to provide information,
counselling and support to people living with Parkinson’s
disease.

We work in partnership with a network of support groups
throughout the state.

We encourage research into Parkinson’s disease and co-operate
with those undertaking it.

We advocate on behalf of the Parkinson’s community and strive
to increase community awareness of the disease.

We look towards taking a leadership role in representing the
Parkinson’s community in New South Wales and Australia-wide.

OUR VISION

A community free of Parkinson’s disease.

OUR MISSION

To enhance the quality of life to all people living with Parkinson’s
disease.

PARKINSON’S NSW INC.

Building 21

(Cnr Manning and Norton Rd’s)
Macquarie Hospital

120 Coxs Road

NORTH RYDE NSW 2113

POSTAL ADDRESS

PO Box 71

NORTH RYDE BC NSW 1670
CONTACT NUMBERS
Reception 02 8875 8900
Fax 02 8875 8999
InfoLine 1800 644 189
WEBSITE

www.parkinsonsnsw.org.au
www.facebook.com/parkinsonsnsw
www.twitter.com/parkinsonsnsw
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