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Stand By Me

Energy bill rebate helps get
temperatures back to normal

A combined lobbying effort of Multiple Sclerosis Australia and
Parkinson’s NSW has resulted in a new rebate!

A $10 million medical energy rebate from the NSW
Government will help more than 10,000 people with
conditions — including Parkinson’s disease - which make
it dif cult to control their core body temperature.

Minister for Energy John Robertson said the rebate
would help to pay the quarterly energy costs of heating
and cooling the homes of those patients who cannot live
without temperature controls.

“People with Parkinson’s or MS for example often
develop a condition known as Thermoregulatory
Dysfunction which means their body is unable to regulate
their core temperature,” he said.

“The effects of excessive heat or cold can be extreme
— from general pain and discomfort to hypothermia,

heatstroke and even death. The rebate is $130 per
annum indexed to CPI.” Miriam Dixon, Minister for Energy John Robertson.

Ross Jones gentleman living with Parkinson’s disease
and volunteer and long time supporter and Member for
Drummoyne Angela D’Amore.

He added, “This is in addition to the increases to the
Pensioner Energy Rebate, payment vouchers and Life
Support rebates already in place”.

To be eligible for the rebate, starting on 1 January 2010
and increased annually from 1 July 2010, the account
holder or anyone living at the residence must be:

s $IAGNOSED WITH 4HERMOREGULATORYL}Q%%%@H’P&%G‘ FPthAnniversary

requires a signed form by a medical practitioner; Parkinson’s NSW, we recognise the

AND must have one of the following concession cards: following for their long time support with

s OENSIONER Honorary Life Membership:
s $EPARTMENT OF 6ETERANS !IFFAIRS 'O [ConRiamrand

s (EALTH #ARE Les Norris

Your treating doctor must certify the dysfunction and Vera Heil

complete an application form. If you think you are eligible B Biom Jaie

or would like to nd out more, contact your electricity _

supplier — phone numbers are on your electricity bill. Prof John Morris

Payments will be made as installments on each electricity
bill and can be received in addition to other assistance
such as the Energy Rebate, the Life Support Rebate and Alan Stephenson
the Energy Accounts Payment Assistance (EAPA) scheme. Patricia Stephenson

Diana Rynkiewicz

See story on page 2 for more details.

www.parkinsonsnsw.org.au



PAGE 2 Stand By Me SUMMER 2009

President’s
Report

Summer 2009—and the rst
edition of Stand By Me since
our AGM. It would seem an
ideal time to welcome the
returning Council members
and newly elected Councillor,
\ Bernard McGrath, and to talk
about what is new on the PNSW agenda.

With thanks to our members and supporters, the Unity
Walk and our annual Parkinson’s Golf Day were both
marvellous events. This success, coupled with some very
generous bequests and donations, will allow PNSW to
fund some very exciting projects.

Honorary Life Members
for 2009

Con Diamond: Parkes; Vera Heil: Coffs Harbour;

Les Norris: Central Coast; Diana Rynkiewicz: Hornsby
Ku-ring-gaiand Patricia and Alan Stephenson from Port
Macquarie have been recognised by Parkinson’s NSW for
their outstanding service to their support groups and to
People Living with Parkinson’s.

Between them, Con, Vera, Les, Diana, Patricia and
Alan have given more than 60 years of service to their
communities. That's not just a couple of hours each
month when the support group meets; it includes the
time spent organising speakers, arranging fundraising
activities, participating in research projects, speaking
about Parkinson’s disease at community groups and
service clubs, lobbying local politicians, raising funds to

s 4HE $!3( PROJECT nWHICH SEEKS T O treihBiNsEs RiYd dttveEhealth providers on how to use

symptoms of Depression, Anxiety, Sleep disturbance
and Hallucinations to the frontline Doctors and to
provide information and assistance by encouraging
people to use the Infoline.

s 4HE YEAR TRIAL FOR .EUROLOGIC
begin at Nowra in the New Year, under the direction
of Dr. Simon Lewis. This is a Parkinson’s Australia
project, being managed by PNSW. The study will
underscore the value of specialised Nurses, both
for their economic value to the general community,
and their individual value for Parkinson’s sufferers
and their carers. It will look at quality of life issues,
such as delayed nursing home admission, need
for hospitalisation, and carer’s needs, as well as
negotiating the many physical demands of the
condition. A positive outcome for this project could
see the Federal Government funding these nurses
Australia-wide. The project is approximately 50%
funded by the Federal Department of Health. Council
feels this study to be of such importance, that we
have agreed PNSW will meet the shortfall if additional
funds cannot be sourced by any other means.

s 2ESEARCH GRANTS TO THE VALUE
advertised and our adjudicating panel will make their
recommendations before Christmas. | know we are
all looking forward to seeing what new avenues our
scientists have found to explore.

s 7E WILL CONTINUE TO OFFER @TO
students.

This year, again due to the great success of our Golf

Day, the Infoline will remain open for the entire month of
*ANUARY !FTER LOGGING CALLS O
during this period last year, we regard this as a priority.

Becky joins me in wishing you all a joyous festive season;
may you have a Happy and a Healthy New Year!

John Silk

od humdrum of the every day,

best practice methods with people with PD.

These dedicated people have given so much to ease the
BURDEN OF THE MEMBERS OF THEIR SUPF
For this we say a heartfelt “Thank You, Con, Vera, Les,

A DianhRPatEGa vidHAIGT W I L L

Dr Ron Joffe & Professor John Morris

Parkinson’s NSW also presented Hon Life Membership
to Dr Ron Joffe & Professor John Morris for their
tireless, ongoing support for many, many years to the PD
community and for their leadership as founding members
of the Movement Disorder Society of Australia.

Break away
for the weekend

Get away from the

and join Parkinson’s NSW
for a weekend away.

Young onset men and women and their partners
can take advantage of the fantastic facilities at
Breakaway Retreat on the NSW Central Coast
from March 5-7, 2010.

There’s a tennis court, putt putt golf or table
tennis. Less active pursuits include board games,
massage and enjoying the tranquil gardens.

Explore the surrounding area and feed the
pelicans at The Entrance or go whale watching
at Nora Head.

A local neurologist will be a guest speaker.

The retreat will be subsidised, but there will be a
cost. Pencil it into your diaries and look forward to
a fun and informative weekend.

Contact Miriam Dixon at Parkinson’s NSW on
8875 8901 or miriam@parkinsonsnsw.org.au




CEQO’s Report

Over the past year we have
had some fantastic individual
fundraising efforts from our
members and supporters. |
would like to share with you
some examples of the events.

Louise Young, a young woman
living with Parkinson’s,

started the year W|th a fundraising dinner in honour of her
husband becoming an Australian citizen! She raised over
$5000.

Tom Pollard, whose mum has
Parkinson’s, shaved his head and
beard of 28 years. He raised over
$7000.

Tom Pollard having his beard
shaved.

Jan Dowling, a young woman living
with Parkinson'’s, held a dinner and
raised over $3500.

The Parkes support group held a concert and, together
with a raf e raised, over $3500.

The Kiama Social Club at Blue Haven Village had a
variety of fundraising events including an afternoon tea, a
concert and a trading table during Awareness Week and
raised $1800. They hope to beat this target next year!

The Cowra Parkinson’s support group raised $3500 from
a variety concert held in August and general fundraising
held throughout the year. Their concert attracted local
media. One of the show stoppers was lan Snow who is a
group member living with Parkinson’s disease.

Tony and Beryl Coombes managed to stir the town of
Glen Innes into a fundraising frenzy for Parkinson’s NSW
Unity Walk. They raised over $2000 and encouraged
several of their family members to participate in the walk
in Sydney.

Helmets off to the riders from Wellington Motorcyclists
and the Dubbo & Western Plains Ulysses Club, who held
a charity “Dice Run” bike ride and a Soup and Stew
fundraiser (see later article).

Parkinson’s NSW is indeed honoured and truly grateful
to all who fundraise on our behalf. These are only some
examples of fundraisers held throughout the year. The
dollars raised go directly to services or research helping
the entire Parkinson’s community.

Visit by Local Federal Member

Maxine McKew visited our of ces to learn more about
Parkinson’s disease. She had the opportunity to speak

to our President and members of Council along with
young women living with Parkinson’s disease. She was
particularly taken by Clare and Gordon Renneberg who
were to celebrate their 55th wedding anniversary the next
day. Maxine’s visit was reported in the local press, again
helping to raise the awareness of Parkinson’s disease.
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DASH to the InfoLine Project

You may have seen the story on DASH on Channel 10 on
25 November. As our President has mentioned, DASH
stands for Depression, Anxiety, Sleep Disturbances and
Hallucinations. We are soon to produce a booklet talking
about these often hidden symptoms of Parkinson’s
disease, and tips for managing them. Our InfoLine

staff has also received training about the management

of these symptoms. | encourage you to call our 1800

NUMBER IF YOU ARE EXPERIENCING

symptoms, or to register for the booklet.

“Step by Step” Seminar

In September we held our annual Awareness Seminar
in State Parliament House, once again to a sell out
audience. The seminar featured:

Dr Simon Lewis — Can We Stop Dementia in Parkinson’s?

Dr Bryce Vissel — Harnessing the Brain’s Own Ability for
Repair

Assoc Prof Carolyn Sue — Degeneration of Neurons in
Parkinson’s

Dr Victor Fung — Update on Treatments for Parkinson’s

Sarah McDonald and Winnie Suen — Generation Y and
Parkinson’s

Participants really enjoyed the seminar and we are once
again able to offer a DVD of the seminar for sale. Please
call the of ce if you would like to order. DVDs can be

purchased for $28 which includes postage and handling.

Parkinson’s Artisans Show

Our seminar was complemented by our Parkinson’s
Artisan Show. We are delighted that the following artists
exhibited works: Paul Miller, Kari Hanet, Jenny Meyers,
Bruce Peel, Gareth Devries-Robbe, Robin Eliovson,
Michael Quelch, Leone Harris, Roy Stokes, Ruth
Matthews, Greta Argyropoulos and Glenda Rawlinson.

We would like to acknowledge the support of ne art
auctioneer, Dalia Stanley, and gallery owner, Carlos
da Silva, in helping arrange transport and hanging the
paintings.

Season’s Greetings

I wish you and your family season’s greetings and best
wishes for the New Year.

Yours in Parkinson'’s friendship

o B

Miriam Dixon
CEO
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Atypical Parkinsonian conditions

Dr Emma Scho eld, Prince of Wales Medical Research Institute

Parkinsonism is a term referring to slowness of voluntary movement (bradykinesia)

and muscular stiffness (rigidity). Exact numbers are dif cult to determine, but
roughly 250 people out of 100,000 develop parkinsonism each year.

Although the majority of people with parkinsonism have Parkinson’s disease (PD), more than a quarter have other

types of diseases, collectively known as “atypical parkinsonian” or “Parkinson’s-Plus” conditions. The most common

are progressive supranuclear palsy (PSP), multiple system atrophy (MSA) and corticobasal degeneration (CBD). Good
specialists can diagnose these conditions well, however around 15% of people with parkinsonism are still incorrectly
diagnosed. This is because atypical parkinsonian disorders can appear very similar to PD, especially in the early stages.
An accurate diagnosis is critical however, as prognosis and treatment can differ from PD. One indication that a person
may have an atypical parkinsonian disorder is that they do not respond to L-dopa treatment, or that the there is only a
very mild bene t (less than 30% subjective improvement in motor symptoms).

Table: Estimations of the proportion of parkinsonism represented by atypical parkinsonian conditions and their incidence

(values are approximate)

Progressive supranuclear palsy
(PSP)

Multiple system atrophy (MSA)

Corticobasal degeneration (CBD)

The rst signs of PSP are unstable posture and frequent
falls. The most characteristic symptom however, is
“vertical gaze palsy”, that is, dif culty in voluntarily
moving the eyes up and down. PSP usually causes
dementia affecting the frontal lobes, leading to apathy
and a lack of planning skills. PSP is often mistaken for
PD, because the tell-tale signs take time to develop and
may occur late in the disease. The effect of PSP on the
brain is also is different to PD. In PD a protein called
alpha-synuclein aggregates in cells into clumps called
Lewy bodies, whereas in PSP another brain protein
called tau is abnormal. It is important for researchers

to understand why these different proteins aggregate

in brain cells in PSP and PD as new drug therapies are
being aimed at clearing these different types of protein
from the brain.

MSA, or Shy-Drager syndrome is a syndrome mistaken for
PD in as many as 30-50% of people with parkinsonism,
making it dif cult to accurately determine the real number
of people affected. Up to twenty percent of people with
MSA will have serious problems with movement but
others will have symptoms caused by dysfunction in an
area of the brain called the cerebellum. The cerebellum
is important for controlling balance and walking so

these patients have an increased risk of falling. MSA

is also characterised by other symptoms which result
when the brain’s control of the body is compromised.

This can cause drops in blood pressure with standing
(postural hypotension), impotence and incontinence.
MSA also commonly affects the voice (dysarthria) and
the respiratory system which can lead to sleep apnoea.
Many of these symptoms are treatable by conventional
methods, such as blood pressure medication and
continuous positive air pressure therapy. Like PD,
alpha—synuclein protein is abnormal in MSA, although
different brain regions and cells are affected, suggesting
a different process is occurring in this disease.

CBD is rarer than PSP and MSA. Like PSP, it causes
dementia which affects the frontal lobes, often leading
to behavioural changes and language problems. More
often than not the rst symptom of CBD is parkinsonism.
Additionally, CBD causes prolonged involvement of only
one side of the body as well as myoclonus (sudden,
brief jerky movements) and dystonia (abnormal muscle
posture). Unlike other parkinsonian disorders, a part

of the brain called the parietal lobe is affected in CBD
and this can cause “apraxia”, or dif culty performing
purposeful movements, due to the brain sending
incorrect messages to the limb. Some patients develop
“alien limb syndrome” where one arm behaves as if it
has a will of its own. CBD is similar to PSP in that tau
protein, rather than alpha-synuclein, becomes abnormal
within brain cells.
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Atypical Parkinsonian conditions (continued)

Dementia with Lewy bodies (DLB) is a disorder that
causes parkinsonism but usually later in the disease.
Visual hallucinations, daily variations in thinking and
dementia often occur early. Lewy bodies form not only in
the substantia nigra (as in PD) but also in other areas of
the brain. In addition, another type of abnormal protein
called senile plaques (which are also found in the brain

in Alzheimer’s disease) are also present. Not only are
levels of brain dopamine reduced in DLB but there are
also reduced levels of another brain chemical called
acetylcholine. Consequently L-dopa treatment may

not be effective to manage motor dysfunction. Some
medications which affect brain levels of acetylcholine can
help treat hallucinations in DLB but because several brain
systems are affected, patients with DLB need to manage
medications carefully.

Parkinsonism can also have other causes, such as
strokes which affect the regions of the brain which
control movement (the basal ganglia) and some drugs (in
particular, antipsychotics and antinausea drugs). Post-
encephalitic parkinsonism, a condition that can develop
after a person has had an episode of brain in ammation
also causes parkinsonism. Other extremely rare
conditions are the parkinsonian complex of Guam and

Caribbean parkinsonism which are more likely caused
by environmental toxins, as they are geographically
localised.

Some promising tools for aiding accurate diagnosis and
treatment of atypical parkinsonian disorders include
ultrasound of the brain (transcranial sonography) and
various forms of magnetic resonance imaging (MRI) which
detect differences in brain structure in PD, PSP, MSA
and CBD. Measurements of eye tracking can also help to
detect PSP. New treatments still need to be developed,
however, deep brain stimulation is an effective treatment
for PD and can potentially alleviate parkinsonism
symptoms in other disorders. Some symptoms of atypical
parkinsonian conditions can also be effectively treated,
however research into the development of agents that
can reverse the abnormal protein deposition in the brain
are critical.

In addition to the Parkinson’s NSW website, the website
of the National Institute of Neurological Disorders and
Stroke in the USA

(http://www.ninds.nih.gov/disorders/disorder_index.
htm) contains useful information on atypical parkinsonian
disorders which are listed alphabetically.

Bowel & bladder problems for people with Parkinson’s disease

While not glamorous, toileting dif culties are known to
decrease an individual’s quality of life. From the earliest
descriptions of Parkinson’s disease (PD), bowel and
bladder dif culties have been described as signi cant
symptoms. However, very little is known about the type,
incidence and impact that bowel and bladder problems
have on those living with PD. It is not always clear if
these problems are a direct outcome of the condition

or a side effect of the medications used to help control
PD. Furthermore, it is well known that such symptoms
can occur with normal ageing and there is currently very
limited scienti ¢ evidence that enables us to differentiate
the speci ¢ underlying causes for these problems.

The major bladder dif culties experienced in PD include,
but are not limited to, being concerned about whether
you will make it to the toilet in time, needing to go to the
toilet very frequently during the day or waking up more
than you would like overnight to pass urine. Then there
are symptoms associated with the bowels, in particular
constipation or experiencing embarrassing feelings
related to problems with bowel function. Many people
living with PD have to use laxatives and still nd it dif cult
to move their bowels and it can be very dif cult to nd a
long-term solution.

Research into this very interesting, yet much ignored,
clinical area of PD is currently being undertaken by
Joanne Lawrence, a clinical nurse consultant who has
specialised in neurological disorders of the bowel and
bladder together with the Brain and Mind Research
Institute, who are currently investigating the effects of
PD over time. Together this diverse team of experts are
expecting to gather some very interesting and useful
insights that will provide bene ts, such as appropriate

bowel and bladder clinical guidelines, for people living
with PD and healthcare practitioners alike.

A telephone questionnaire has been designed to explore
the toileting problems encountered by people with PD.
The information gathered will facilitate the description

of the most common bowel and bladder problems and
will also explore where people seek help from and if this
assistance is bene cial. Finally, it is important to know
what impact these toileting problems have on quality of
life, especially looking at the way people manage their
day-to-day activities and whether these symptoms have
an in uence on the important decisions people living with
PD make or have made.

If you have had, or are having, bowel and/or bladder

dif culties and are interested in participating in this very
important research then please contact the Brain and
Mind Research Institute on (02) 9351 0702 and ask for
a Bowel and Bladder information pack to be sent to you.

Joanne Lawrence has worked as a Registered Nurse
since 1981. Most of her clinical experience has been
gained in working with people who have acquired
congenital or chronic disabling conditions.

She holds two positions: the rst as an academic at

the Australian Catholic University, the second, as a
Clinical Nurse Consultant at a Private Rehabilitation
Centre, where she conducts a regular Bowel and Bladder
Management Clinic.

Joanne is currently undertaking a PhD within the Faculty
of Medicine, at Sydney University. Her thesis is entitled
“The signi cance and impact of bowel and bladder
dysfunction on personal burden for people who have
Parkinson’s disease”.
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Research- ROTIGOTINE PATCH

by Sr Susan Mercer and Dr Michael Hayes, Concord Hospital Parkinson’s Clinic

At the time of writing this article, rotigotine can only be purchased with a private script and is not currently subsidised for
supply under the auspices of the Australian Pharmaceutical Bene ts Scheme (PBS). Patients should be aware that active
efforts are being made through Parkinson’s Australia/NSW, along with other organisations to ensure that a full range of
medication choices do become available locally. Parkinson’s NSW would encourage its members to canvas their elected
representatives regarding the provision of new medications through the PBS.

Replacing the brain’s missing dopamine with L-dopa
tablets represents the most common treatment used for
Parkinson’s disease (PD). However, a number of other
medications have been developed including the dopamine
agonist medications (DAs), which work by mimicking the
missing dopamine and stimulating the same receptors in
the brain. The DAs have been found to be effective when
used in combination with L-dopa as well as when they are
used on their own.

The major appeal of the DAs is that they have a long
duration of action, which is believed to be better for
reducing the side effects that patients commonly run
into during the advanced stages of disease, such as the

The patch is usually applied to the body and upper

arms and the site is rotated daily to reduce the risk of
skin redness or irritation. Other common side effects
include dizziness, nausea and sedation with particular
caution to be taken when driving. Rotigotine has not been
associated with any reports of scarring of the lungs and
heart valves. As with most medications, if not tolerated,
gradual withdrawal is recommended rather than abrupt
discontinuation, which might provoke a sudden rebound
of symptom severity.

The skin patch has been trialled extensively worldwide
and has proven to be effective in treating the physical
symptoms of PD both in the early and advanced stages of

@SWITCHING OFF PHENOMENON AND | NiggdeUakhioadR iYs p@ens/Krdy Bof h€cessarily match

movements.

Rotigotine is a new DA with a number of potential
bene ts:

s ,ONG DURATION OF ACTION

that of L-dopa. Different strengths of patch are available
and although started low to avoid any side effects, doses
usually need to be increased with advancing disease.

References

s !PPLIED VIA A SKIN PATCH WHICH ISs_ENGED DA)ENT INTERNATIONAL #ONGRESS |
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s -ORE STABLE STIMULATION OF THE D4R ArhAFe-Bilfefn BEuRO8 §):aLhk 2, 2008. Editor Arprof

the brain

Chris Alderman, University of South Australia — Director of Pharmacy

s -AY REDUCE COMPLICATIONS OF TRERFMENT IN LATER
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Schnitzler, A. et al June, 2008. Twelfth International Congress of
Parkinson’s disease and Movement Disorders “Compliance of

s )F USED AS IRST LINE MAY OFFER E XdbfRhindagohidetheadywid franbti€nfal rotigotine (Neupro) in

having to take tablets several times a day.

patients with early-stage Parkinson’s disease”.

The JameS Parkinson SOCietysabelle Clark — Bequest Of cer

Our bequest lunch was held on 15th September, at the
Bel Parco Restaurant, in Bi-Centennial Park at Olympic
Park, Sydney. It was a time for members and supporters
of the James Parkinson Society to get together in a
beautiful setting, enjoy each other’s company, make new
friends and have a delicious lunch. This day was made
possible by the generous sponsorship of Allen Mathews
Funerals, North Ryde, a Guardian Funeral Provider.

Peter McWilliam OAM, Alan Poole and Assoc Professor
Kay Double represented the Council. Peter inducted
Glenda Rawlinson into the James Parkinson Society.

Glenda spoke to attendees of the lunch and said, “l was
born in Blackall, Central Western Qld, and celebrated
my 60th Birthday this year. | have 3 sons myself and my
husband, Brian, has 2 daughters and a son so we are

a blended family. | have 9 grandchildren. | have worked
as a Nurse’s Assistant, and as a Phlebotomist (drawing
blood for Pathology) and also trained and educated
staff. | enjoyed my work and was passionate about it,
but unfortunately | had to leave when diagnosed with
OARKINSON S YEARS AGO

“Even though | am a new member of Parkinson’s NSW
| have been able to see the bene ts of joining this
organisation. | have made many new friends, and |
always look forward to my Support Group meetings.

| also appreciate the knowledge and camaraderie | have
received. | feel con dent about the future knowing that
great researchers are investigating a cure.

“I want to be able to help others. | know leaving a
bequest will not assist me, but | am leaving it for future
people who may unfortunately acquire Parkinson’s.”

Some members, like Glenda, are willing to share their
stories. Others may be prefer privacy and we will always
respect their wishes. A bequest is the ultimate gift to
Parkinson’s NSW and, no matter how large or small, it
has an enormous impact on our ability to plan for the
long term and may help to nd a cure.

I would also like to thank and congratulate to Tom and
Hazel Tolhurst who have just celebrated their 60th
Wedding Anniversary. In lieu of gifts, their family made a
gift payment to Parkinson’'s NSW.

If you or any members of your family have made provision
in their Will to support Parkinson’s NSW, we would
encourage noti cation to us of this wonderful gesture.

It would be an honour to welcome them to the James
Parkinson Society.

If I can help in any way, please feel free to contact me on
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Grace

by Deborah England

) HAVE BEEN THINKING A LOT ABOUT @&
importance of grace and graciousness in our lives. A
DEINITION OF @GRACE THAT ) READ RH

@CONSIDERATION FOR OTHERS AND A
and compassion’. When someone or someone of

signi cance to you is diagnosed with something like
Parkinson’s it can be a worrying and confronting time.
This time is likely to be peppered with many con icting
thoughts and emotions not always touched by grace. In
no way am | suggesting that the period of adjustment
needs to be prescriptive or that a person automatically

O

ADOPT A PARTICULAR STANCE WITH RE

a diagnosis but it does raise some ideas and some
guestions in my mind.

With regard to seeing a therapist, too often therapy

is seen as unnecessary or self-indulgent. From my
experience, it can be helpful in supporting psychological
and sometimes even spiritual development. It can be

an aid to teaching us more about compassion, both for
ourselves and each other. Again, grace and graciousness
can come in to play here. Many of the choices we make
grow out of our social conditioning and level of awareness
at that time and are not necessarily the choices we would
make under different circumstances. Talking some of
these factors over with someone can help us develop
empathy for ourselves and, as importantly, for each other.

From here we begin to recognise that we did the best

we could with the resources we had at the time. Having
grace with ourselves is operating here. This can then ow
on to the premise that this may well be the case that

others too, are doing the best that they can at the time.
Graciousness and compassion facilitates dealing with

some of the feelings that may arise as a result. We would
probably all be familiar with the feeling and have probably
EVEN SAID @) AM STRUGGLING WITH
HAVE THE @KNOWING THAT AT OTHER
ME 4HIS IS WHEN @HOW RESOURCE
play. If we feel a bit depleted, or under-resourced we may
not manage as we would choose. This may well be true of
others around us as well. Having this realisation can then
strengthen our connection with others and facilitate more
@GRACE AND GRACIOUSNESS IN OUR

New dental plan for people
with chronic and complex
conditions

People living with Parkinsons may now be able to receive
dental services under Medicare, due to their chronic and
complex condition. To see if you are eligible, check with
your GP. The bene ts will cover such services as dental
assessments, llings, dentures, restorative work and
more, and can be carried out by most privately practicing
dentists, dental specialists and dental prosthetists. For
further information about the Medicare dental services,
go to the Department of Health and Ageing’s website at
www.health.gov.au/dental or call the Medicare Australia
Patient Enquiry Line on 132 011.

Natalie Allen,

p h ig t and PhD student at
pRACE Wﬁ% eIICL?[?lversny of Sydney,
C Efdcehtly wofrdiNdward for th&best presentation
I'S P O SIThpahstifdént ikeNapdNdr & the
Australian Physiotherapy Association’s
National Neurology Group Conference.

Natalie’s presentation was entitled Support-group
based exercise to address risk factors for falls
in people with Parkinson’s disease.

The project was funded by a Parkinson’s NSW
G A R&2alch gi@hfdrdifvBivedNVe Parkinson’s NSW
support groups. Natalie is also supported by a
Parkinson’s NSW Research Student Award. The
full results of this project will be published soon,
followed by a report in Stand By Me.

D \ﬁr@'%ﬁ/éet @(‘PI\?"@

Bendigo Bank Community
Enterprise Foundation (CEF)

Our community bank, Bendigo Bank, has become a very
strong supporter of Parkinson’s NSW, sponsoring our
5NITY 7ALK AND THE @#HRISTMAS 'IFT
launched. Earlier this year Parkinson’s NSW joined the
bank’s Community Enterprise Foundation. We see this
as a very important initiative because it gives not only
supporters of Parkinson’s but the community at large
the opportunity to go into any branch of Bendigo Bank
and make a donation to the Parkinson’s cause. These
are then transferred via the Foundation’s accounting
processes to Parkinson’s NSW. It thus brings our
organisation in closer philanthropic contact with people

T Hdcpods NEW.T NOW BUT ALSO

WOULDN T WO
ommunlty Bank®

network in the distribution o&he pro ts that they
generate, the long-term goal of the Foundation is
to make giving more accessible to everyone, and
through economies of scope and scale minimise the
dpngstrative burden and expense associated with
giving money away — making sure more gets to those
charitable projects and programs people want to support.
As such the CEF is made up of two philanthropic funds, a
deductible gift recipient fund and Tax Concession Charity.

Parkinson’s New South Wales is a management account
of Community Enterprise Foundation and donations

for the group can be made by donating at any Bendigo
Bank branch or online at www.bendigobank.com.au/
foundation/parkinsons

Please spread the word that donations to Parkinson’s
NSW can be made at any branch of Bendigo Bank and
by doing so also support those who support Parkinson’s
NSW.

Bendigo Bank

P
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On the groupvine
by Trish Morgan

New energy — new groups!

On 26 September a public meeting was held in Orange

with great success. 36 people attended from Blayney,
Cowra, Dubbo and Orange. Isabelle Clark, Bequest

/IFICER WAS THE @MEET AND GREET P NMrn®ersiof®rangeiSupport Group.

registration table. Dr Simon Hammond, neurologist, and
Mark Nelson, physiotherapist, were the speakers with
support from ABC country radio and the local paper,

The Central Western Daily. Orange Ex-Services Club
donated the venue for the public meeting. As a result, the
61st support group was formed! The local committee

of Martha Brown, Bill and Rita Baker, John and Elsa
Simpson will steer the group, their rst meeting was held
on Wednesday 28 October with 20 present.

San Remgq, at the northern end of the Central Coast,

has a support group! More than 20 people attended the
public meeting held on 9 November. Thank you to San
Remo Neighbourhood Centre staff for their hospitality

in providing tea and coffee and the room. Allan and
Jenny Poole, from the Central Coast Support Group,
reported that it was a good location, with easy parking
and wheelchair access. Greg Harris, a newly appointed
Parkinson’s nurse consultant from area health at Gosford
Hospital, was welcomed at the meeting. He is very keen
to learn from support group members. Seven people
from the Central Coast Support Group (CCSG) attended,
it was good to see that the meeting had captured other
people with PD living in the area. John Swivel and Les
Norris from CCSG presented the San Remo leaders,
Cheryl Brown and Jan Dowling, with a cheque for $100
to assist with setting up the group and to offset petrol
costs to attend the Central Coast meetings at Niagara
Park. Members of CCSG who live at Norah Head (closer
to San Remo) have been meeting socially for coffee in
between meetings. Allan and Jenny attended their Central
Coast Support Group Meeting on the next day and noted
more new members from Blue Haven. These people also
indicated their intention to join the San Remo Support
Group.

Sunday 8 Novembersaw Speeding Vibrations members

meet for lunch again, this time at Zita’s Restaurant at

Woy Woy. The day was overcast but the mood was high.

David and Maureen Morrison from Gymea and Neil Sligar

from Campbelltown travelled the furthest to join 18

fellow members and friends. Christmas Roasts were on

the menu, followed by a generous serving of Pavlova or

Christmas pudding. Two 30th birthday cakes were the

LUCKY SPOT PRIZES +EL (EALY n THE @S
cake — the rst time he’s won anything!

The Tulip Belles, the support group for women diagnosed

under the age of 60, met for lunch at Eden Gardensat

North Ryde. Five members were joined by staff from

PNSW and four members sent apologies. This group is
establishing its identity and Sandra Way has produced

personal business cards, a card for doctors’ rooms, a

BANNER AND A SIGN 4HE @"ELLES ARE L
retreat for Young Onset people to be held at San Remo

Camp Breakaway in March next year.

25th Birthday Celebrations for Newcastle support

group were held onSaturday 3 October. Seven original
members joined the 60 members and friends for a BBQ
lunch and concert with keyboard and didgeridoo players,
and a guitarist who led a singalong. Congratulations to
Newcastle support group. On behalf of Parkinson’s New
South Wales, Miriam Dixon presented a pewter platter to
the support group’s president of 25 years, Verlie Sullivan,
OAM.

The last few months have given us all reasons to
celebrate and we look forward to 2010!

Lyn Smith

Lyn Smith, a graduate nurse educator and carer, met with

four support groups in three days during Melbourne Cup

week. Starting at Armidale on Monday, Lyn gave practical
demonstrations of emergency rst aid for skin tears using
products that can be found in most homes. She showed how to
give assistance with mobility especially when someone is on the
oor or stuck half way between there and the upright position.
Nambucca Valley support group travelled to Coffs Harbour where
OVER MEMBERS HAD SOME @HANDS ON EXP
second session. Usual Melbourne Cup celebrations were put
aside to get the most from Lyn’s visit. All of this was repeated at
Port Macquarie on Wednesday. Everyone appreciated her down-
to-earth, practical lessons. Thanks to Lyn for undertaking these
invaluable information sessions to these groups whilst she was
travelling privately and visiting family.

PARKINSON'S M.S.W. INC.
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Lyn Smith at Coffs Harbour.
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We’re building for the future.

We’re building a better airport
for Sydney and NSW.
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Parkinson’s NSW golf classic

The third Annual Parkinson’s Golf Classic, the second to be staged at
Monash Country Club, was held on a mild late October day.

We welcomed 28 teams including representatives from
some of Australia’s biggest companies, such as Sydney
Airport Corporation, Qantas, Sydney Markets, Leighton
Holdings, Tooheys, M&C Saatchi and Cromwell. Teams
teed off at 12 noon for an Ambrose. The round was

spiced up by a competition within a competition, with the
Sydney Fish Markets challenging the Sydney Fruit Markets =
FOR THE @QORESIDENT S #UP A TROPH
ORESIDENT AND -ONASH MEMBER '
AGAIN TRIUMPHED OVER THE @&RUITIE
another year.

A signi cant number of participants were also Monash
members but local knowledge didn’t help because the
outright winners came from as far away as the Argyle Inn,
Camden. One of the ladies teams had the advantage of
having Australian touring professional Joanne Mills as
their team captain. Joanne had only just returned from a
tournament in Milan.

Overall winner was Argyle Inn, Camden. Team members
were Russ, Barry, Don and Peter.

The of cial dinner was a highlight with one of Australia’s
leading entertainers, comedian Vince Sorrenti, as special
guest. He put the audience in a good mood for the
fundraising auction to follow. The day raised a magni cent
$120,000 for Parkinson’s NSW which will go towards

the Parkinson’s NSW counseling service. This invaluable
service provides information and support to those with
Parkinson’s, their families and carers.

Next year’s event will return to Monash once again. If you
are interested in participating contact Parkinson’s NSW
on 8875 8900 and book your place now.

Winning women'’s team — Joanne Mills, Glenda,
Gillian and Tracy.

Claudios’ Quality Seafoods, representing Sydney Fish
Markets won by a very narrow margin, pipping Steve
Zappia's Team, representing Sydney Markets, for the

|i't;'"'_--;"'. 3 : :u A

second year in a row. Claudios retain the Presidents Cup
for another year!

Mick O’Connor representing Goulburn Support Group and
his team Spiro, Eddie and Peter.
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Do you have Parkinson’s
disease experiencing
dyskinesias?

Medical Specialists are
currently looking for volunteers
for a clinical trial who:

s '!RE THE AGE OF

s (AVE MODERATE TO SE
induced dyskinesias with
Parkinson’s disease.

For more information please contact
Jane Grif th CNC / Neuroscience Trials

Phone: 98459139

Department of Neurology
Westmead Hospital

We
want
you!

If you have a Parkinson’s disease we would like
to ask and offer you to join a trial. To take part
in this trial it is only required that you have a
Parkinson’s disease and we need 1 hour of your
time. The trial investigates impulse control disorder
like pathologic gambling and non motor symptoms
like depression in Parkinson’s disease. You can
participate in the trial even if you have none of
these disorders since we need controls as well as
people who suffer from this condition.

If you are interested and have a Parkinson’s
disease, please call A/Prof Martin Krause on
02 4734 4278 ! In return we will review your
medication very thoroughly and give you the best
advice on future treatment. Thank you!
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The Winston Churchill Memorial Trust

The Winston Churchill Memorial Trust was established in 1965 shortly after the passing of Sir Winston, in honour
of his memory.

The aim of the Churchill Trust is to support Australians in all lines of work whose expertise has progressed to such
a level that an overseas research project would be valuable and would improve their contribution to their eld and
the Australian community.

Parkinsons NSW has been asked to bring to the attention of our community the call for applicants in 2010 who
may bene t from an overseas Churchill Fellowship. There are many Fellowships available in areas that are relevant
to Parkinsons NSW, such as the Dr Dorothea Sandars Churchill Fellowship for medical/veterinary parasitology or
Parkinson’s disease, or advances in medicine in general.

Applications for the award of Churchill Fellowships in 2010 need to be submitted between 1 November 2009 and
26 February 2010, and application forms can be downloaded from the website at www.churchilltrust.com.au or by
contacting the National Of ce on 1800 777 231.
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