
PARKINSON’S QUEENSLAND INC | INFORMATION | SUPPORT | AWARENESS | EDUCATION | ADVOCACY | RESEARCH

S P R I N G  2 0 1 4

National Parkinson’s Month 
A Walk in the Park 
Diet and Parkinson’s  
Dystonia



Address: Unit 2/25 Watland Street 
 Springwood  QLD  4127

Postal: PO Box 1684 
 Springwood  QLD  4127

Phone: 1800 644 189 Free Call 
 (07)  3209 1588 
Fax: (07)  3209 1566 
Email: pqi@parkinsonsqld.org.au 
Web: www.parkinsonsqld.org.au

Patron Professor Peter Silburn 
Ambassadors: Neil & Sue Page

Office Hours: Monday - Friday 
 9:00am - 5:00pm

Editor & communications@parkinsonsqld.org.au 
Advertising:

Parkinson’s Queensland Inc.

President: John Bird

Vice President: Graham Kerr

Secretary: Jane Brennan

Treasurer: Abi Kharkar

Members: Ruth Coleman 
 Shayne Gilbert

Management Committee

Chief Executive Officer:  
Helen Crew ceo@parkinsonsqld.org.au

Nurse Educator  
Elise Tune nurseeducator@parkinsonsqld.org.au

Health Promotion Officer 
Donna Byrne healthpromotion@parkinsonsqld.org.au

Marketing and Communications Coordinator 
Belinda Wilson  communications@parkinsonsqld.org.au

Administration Officer   
Ingrid O’Dowd paadmin@parkinsonsqld.org.au

Support Services Officer 
Joan Whitham  supportservices@parkinsonsqld.org.au

Staff

Disclaimer
Parkinson’s Queensland Inc. has endeavoured to ensure that the information in this magazine is accurate, however, we accept no responsibility for any 
errors, omissions or inaccuracies in respect of  the information contained in the material provided by Parkinson’s Queensland. This material is for information 
purposes only but does not replace any proper medical advice and or opinions. We recommend at any time that a person who may be suffering from such 
a condition immediately seek qualified medical advice. Further, Parkinson’s Queensland Inc. accepts no responsibility for persons who may rely upon this 
Information for whatever purposes (we refer you to the immediately preceding statement).

Submit your articles or photographs for selection for 
publication in the CONNECTIONS magazine. We’d 
like to hear your stories on living with Parkinson’s, 
in particular experiences that other patients could 
benefit from.
The deadline for the Summer issue is  
8 November 2014. 
Email:    communications@parkinsonsqld.org.au  
Post:      Marketing & Communications Coordinator,     
             Parkinson’s Queensland Inc.  
              PO Box 1684,  
 Springwood QLD 4127
Please be aware that magazine content is also 
published on www.parkinsonsqld.org.au in addition to 
postal and email distribution.

You are encouraged to use the free, confidential 
telephone information and support services provided 
by Parkinson’s Queensland Inc. 
The Information Line does not provide medical advice 
but aims to provide information and support to assist 
people to understand and live well with Parkinson’s.
The Information Line is for people with Parkinson’s 
disease or any other movement disorder, their 
families, carers and friends, teachers, students and 
healthcare professionals. 
If we do not know the answer to a specific enquiry, 
we usually know someone who does or we will find 
out for you. 

Magazine 
Contributions

Need Support?

1800 644 189 (toll free)

Cover Image The Hon. Quentin Bryce AD, CVO with Sharryn’s Steppers  
team at Parkinson’s Queensland Inc. A Walk in the Park 2014.  
Cover Photography by Nicole Yeu Tran.



National Parkinson’s Month
This month, thousands of people across Australia will recognise September as 
National Parkinson’s Month. 

National Parkinson’s Month aims to raise awareness about Parkinson’s and helps to raise funds 
for Parkinson’s Queensland - the main support organisation for those living with Parkinson’s 
in Queensland. Funding is needed for vital research work into the causes and treatments of 

Parkinson’s disease. Parkinson’s Queensland also works to support those living day to day with this condition as well 
as provide much needed information about Parkinson’s.
Parkinson’s can affect both males and females and is the second most common neurological condition in Australia. 
Parkinson’s is a movement disorder that is chronic and progressive.
•   30 people per day are diagnosed with Parkinson’s in Australia – that’s more than 1 person per hour 
•   More than 17,000 Queenslanders and 80,000 Australians are living with Parkinson’s
•   An estimated 4% of people with Parkinson’s are diagnosed before the age of 50
•   Parkinson’s can affect adults of any age, it’s not just a disease of the elderly as 20% of people affected are of   
 working age.
At Parkinson’s Queensland we have a health team who provide professional advice and support to those living with 
Parkinson’s.
During National Parkinson’s Month, individuals are encouraged to hold their own fundraising event with family, friends 
and colleagues. These events support the awareness and research work for Parkinson’s Queensland.
Contact Parkinson’s Queensland for further information on holding an event in your region.  
Freecall 1800 644 189.

connections Spring 2014 edition 3



Parkinson’s Queensland Inc.4

Our annual Walk now nationally 
renamed to A Walk in the Park 
was held on Sunday, 31 August 
2014 at New Farm Park. It was 
a fantastic event with some 
members saying “it was the 
best ever”. We are so pleased 
everyone enjoyed themselves. 
As you can see on the front cover of this magazine, The 
Hon. Quentin Bryce joined in the spirit of the day and 
enjoyed herself immensely. 

At the time of going to print with this magazine, we were 
still tallying up the Walk figures but early indications are 
that we had close to 800 walkers in Brisbane which was 
outstanding. The sea of green t-shirts looked spectacular 
and the Parkinson’s community could not be missed as we 
trod the boardwalks along the Brisbane River.

Regional walks were also held in Townsville, Gympie and 
on the Gold Coast. We had in excess of 1,000 walkers 
collectively throughout Queensland to walk for people 
with Parkinson’s. Thank you to everyone for making 
this day so successful. We will report final figures on 
attendances and monies raised in the Summer edition of 
Connections.

I wish to thank our wonderful sponsors of the Walk who 
are listed in this magazine. Without their support our Walk 
would have not been as successful. 

Belinda Wilson joined the Parkinson’s Queensland team 
in July as our Marketing & Communications Coordinator. 
See her brief bio and photo in this magazine. Belinda is 
an experienced graphic designer and will be compiling 
all of our publications including the Annual Report, flyers, 
brochures and the Connections magazine. She has done 
an excellent job in putting together this Spring edition 
even though she has only been in her position less than 
2 months. Belinda is also the keeper of our new-look 
Parkinson’s Queensland branding and will ensure we all 
adhere to the Style Guide throughout Queensland. She will 
also assist the Support Group Coordinators transition their 
support group material to the new branding.

As our President, 
John Bird, has 
mentioned in 
his report, we 
are embarking 
on a State-
wide election 
campaign in the 
lead up to the 
State Election in 
2015 to lobby 
for Parkinson’s 
Nurses and to retain our current grant income. This 
campaign is in the preliminary stages of development so 
stay tuned for further communications from me to our 
members over the coming weeks.

Our Insight into Parkinson’s seminar held in Brisbane 
on 13 September was a huge success with a full day of 
Parkinson’s speakers – all expert in their field of Parkinson’s 
– delivering a huge array of education and information to 
the 250 strong crowd. This seminar was held in celebration 
of National Parkinson’s Month in September. I wish to 
thank all of our speakers who gave of their time so willingly 
to support Parkinson’s Queensland. 

The Annual General Meeting of Parkinson’s Queensland 
will be held on Saturday, 1 November 2014. Details of the 
meeting are advised in this magazine and I invite members 
to attend.

Until next time – stay well everybody.

Helen Crew 
CEO

CEO’s Report
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A great deal of focus has been 
on A Walk in the Park which was 
again a great success.  I wish to 
acknowledge the tremendous 
efforts of volunteers and staff as 
well as the support of sponsors 
and The Hon. Quentin Bryce who 
helped make this event a great 
success. 
The last few months have seen our Health Team start 
operating and developing their role. 

Financially we have ended the financial year in a positive 
position and have approved a budget and operating 
plan for 2014-15.  We have major government funding 
agreements due for renewal in June  and December 
2015 and will need, in coming months, to negotiate their 
renewal. 

We are planning a campaign for the next election to lobby 
both major parties for commitments to renew our current 
funding and to fund Parkinson’s Nurses.  We will be asking 
you to help in this campaign in the near future. 

Parkinson’s Australia has been negotiating with New 
South Wales to rejoin and this is likely to occur at the 
next meeting. Parkinson’s Australia has also set a detailed 
budget and operating plan which includes expanding its 
advocacy role, employing an advocacy manager with a 
view to lobbying for federal funding for Parkinson’s Nurses 
and research. 

This will be my 
last report to you 
in this capacity. At 
the forthcoming 
Annual General 
Meeting I intend 
to stand down 
as President. 
Parkinson’s 
Queensland 
has grown 
dramatically 
during that time and I am sure will continue to do so. 

I record my thanks to all the staff, volunteers, Management 
Committee and members for their support over the years 
and the confidence they have shown in allowing me to 
hold the position of President. 

I particularly want to thank the current CEO, Helen Crew, 
who works tirelessly on your behalf and has made the job 
of President so much easier. 

I am also standing down as President of Parkinson’s 
Australia and as a member of the Parkinson’s Australia 
Board. Professor Graham Kerr will replace me as the 
Queensland representative on the Parkinson’s Australia 
Board. 

I will, of course, continue as a member of Parkinson’s 
Queensland and look forward to seeing you all from time 
to time.

John Bird 
President

President’s Report

Adelaide 28-30 May 2015 
Parkinson’s Australia invites you to be part of the next Parkinson’s Australia National Conference in Adelaide at the 
Convention Centre  in May 2015.

Join us in the food and wine state of South Australia to hear national and international leaders speak on a diverse 
range of topics and to participate in an exciting social program.

If you wish to be added to our mailing list which will mean that you will be sent information about the Conference 
activities, please send us an email to conference@parkinsonssa.org.au detailing your name and contact details.

National Conference 
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Anxiety and Depression with 
Parkinson’s Disease
The recent death of Robin Williams and publicity about the 
link between his death and his diagnosis of Parkinson’s 
Disease has highlighted the need to understand and 
acknowledge anxiety and depression as real symptoms for 
people living with Parkinson’s.
The following article, adapted from The Michael J Fox 
Foundation, discusses these symptoms.   
website www.michaeljfox.org 
Mood disorders such as anxiety and depression are real 
clinical symptoms of Parkinson’s, just like rigidity and tremor. 
In fact, at least half of all Parkinson’s patients may suffer from 
clinical depression at some point during the course of their 
disease, according to some estimates.
The good news: Over the past decade, researchers have 
placed increasing focus on investigating these aspects of the 
disease, and today we have a better understanding of how to 
treat mood disorders in Parkinson’s and increase quality  
of life.
How Can I Get Help for Depression or Anxiety?
According to Dr Irene Hegeman Richard, MD, of the 
University of Rochester School of Medicine and Dentistry, 
while depression and anxiety can be normal reactions to 
being diagnosed with a serious disease, clinical depression  
is real. 
“These symptoms, if left untreated, are damaging at best 
and deadly at worst. Make sure you discuss depression and 
anxiety with your doctor. It is important to remember that 
clinical depression and anxiety are underdiagnosed in people 
with Parkinson’s and that they are symptoms of your disease, 
not character flaws”, Dr Richard said.
“It can affect long-term outcomes for the worse by hindering 
critical elements of an overall treatment regimen such as 
staying socially connected, exercising to manage motor 
symptoms, or being proactive about seeking care. 
“Be on the lookout for a lack of enjoyment in activities and 
situations that once brought you joy. Also pay attention to 
observations made by family and friends because you or your 
physician may not always recognise the signs of depression 
and anxiety. In fact, your physician may not even ask you 
about these conditions if you don’t mention changes in mood 
or outlook”.
Depression and anxiety can be treated with medications, 
lifestyle changes and therapy and counselling. Support 
groups may also be a source of assistance. A full list of 
Queensland based support groups is available on the 
Parkinson’s Queensland website: www.parkinsonsqld.org.au

What Does the 
Research Tell Us?
According to Dr 
Richard within the 
past decade, quality 
of life for Parkinson’s 
patients has greatly 
improved.
“Researchers believe 
that depression 
and anxiety in 
Parkinson’s disease 
may be due to the 
underlying changes 
in brain chemistry 
and circuitry that 
are caused by the 
disease itself.  In 
fact, depression in 
Parkinson’s patients can start before motor symptoms even 
arise”.  
According to the Michael J. Fox Foundation research that 
can shed light on the connection between depression 
and Parkinson’s, and lead to treatment breakthroughs for 
everyone living with the disease is being undertaken.
“The same pathways that create dopamine in the brain — 
which are impacted in Parkinson’s disease — also create the 
hormonal neurotransmitter serotonin. Serotonin regulates 
mood, appetite and sleep. If dopamine is like the motor oil 
to keep the body’s systems controlling movement running 
smoothly, then serotonin is like the motor oil for a person’s 
mood,” Dr Richard said.
“Researchers hypothesize that the effect of Parkinson’s 
on this system is responsible for the clinical symptoms of 
depression and anxiety. 
In 2012, the Study of Antidepressants in Parkinson’s Disease,  
the first major clinical study testing common antidepressants 
in people with Parkinson’s, found that some of these 
drugs can ease depression in Parkinson’s patients without 
aggravating motor symptoms. However, it is critical people 
make medication changes under the supervision of their 
doctors.
Getting Help
There are a range of resources available about Parkinson’s 
and Depression, in partnership with Parkinson’s Australia, 
Beyond Blue has developed a comprehensive fact sheet  
which is available at www.beyondblue.org.au
If you are feeling anxious or depressed, you can contact Life 
Line 24 hours a day on 13 11 14.

Health News

HEALTH NEWS
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Diet and Parkinson’s 
Eating the right food is important for anyone, but for 
people with Parkinson’s good nutrition will not only 
help digestion and general wellbeing, but may aid 
the absorption of medication, maintain good energy 
levels and minimise weight loss. 

Health Eating

A meal plan can help you to achieve a well-balanced diet 
of fruit and vegetables, some high-protein foods, dairy 
products and cereals. 
It is also important to keep hydrated by drinking plenty 
of fluids, especially water and avoiding too many 
caffeinated drinks or alcohol. Vitamins and minerals are 
an essential part of any healthy diet. The best sources 
of these are fruit and vegetables, fruit juices, nuts, eggs 
and some cereal products. In addition to a balanced diet, 
multivitamin and mineral supplements can be helpful to 
certain people. 
It may be beneficial to gain specialist advice from a 
dietician. 
Changes to your digestion with Parkinson’s 

Parkinson’s can change the way your body digests 
food. People with Parkinson’s can experience problems 
absorbing the nutrients they need from their food and 
may unintentionally lose weight. This might be due to a 
combination of factors such as a loss of taste, appetite 
and/or sense of smell, feelings of nausea, difficulty 
swallowing and increased energy requirements. However, 
most people stabilise at a lower weight. 
If you experience any problems with weight loss it is 
important to notify your doctor and or dietician. If you 
need to put on weight they can help you with a safe 
weight gain plan. 
Constipation and Parkinson’s

Constipation is another common problem associated 
with Parkinson’s caused by a slowing down of the muscle 
action (peristalsis) that moves food through the gut. 
Constipation can sometimes be managed with dietary 
adjustments, such as drinking plenty of water and 
increasing your fibre intake. Foods such as wholegrain 
cereals, oat flakes, fruit (especially prunes) and vegetables 
with edible skins are a good source of fibre. However, 
if you are not used to eating wholegrain foods, it is 
recommended that you increase your intake gradually. 

HEALTH NEWS

If you are suffering from constipation, don’t be 
embarrassed to discuss with your doctor whether 
medications are needed, or whether referral to a 
specialist is required. 
Diet and Parkinson’s medications 

Importantly, your diet can also have an impact on the way 
your Parkinson’s medications work, particularly levodopa 
preparations. It is customary for levodopa preparations 
to be dispensed with instructions that they be taken with 
food. In fact, they may be better and faster absorbed on 
an empty stomach, but are often advised to be taken 
with food if they upset your stomach. 
Part of the reason why meals can interfere with levodopa 
absorption is that the protein in foods may delay 
levodopa reaching the brain. This is because proteins are 
broken down into smaller molecules called amino acids, 
which can compete with levodopa (also an amino acid) 
for transport from the gut to the bloodstream and from 
the bloodstream into the brain. 
Most people tolerate levodopa without nausea and are 
able to take their levodopa medications before meals. 
For some people this may be 1-2 hours before eating, 
whereas others find it better to take their medication 30 
minutes before eating. 
Some people find that avoiding high-protein foods during 
the day, and ‘hoarding’ them until the evening, helps to 
maintain better mobility during the day. Red meat, poultry, 
fish, milk, cheese, eggs and pulses are all high in protein. 
Other individuals benefit from combining small amounts 
of protein with a high level of carbohydrate (e.g. fruit, 
bread, cereal, pasta and other grains) throughout the day 
(known as the 7:1 menu plan). Keeping fatty foods to a 
minimum may also help. 
Consult your doctor, Parkinson’s nurse and/or a dietician 
to help establish the best mealtime routine to suit your 
medications and daily activities. 
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Spring into Spring Recipes
To celebrate the arrival of Spring it might be time to try a 
new recipe to say farewell to the cold and get ready for the 
summer salads.
There are a number of cookbooks and websites with 
information and recipes for people with Parkinson’s or those 
who have trouble swallowing.
The following recipe is taken from Eat Well, Stay Well with 
Parkinson’s Disease book.

Carrot-Peanut-Raisin Salad
1 cup grated carrot
¼ cup raisins or sultanas
2 Tbsp. chopped peanuts
¼ low fat mayonnaise
1 apple, slice into 8 pieces
Mix carrot, raisins and mayonnaise. Chill for one hour to allow 
flavours to blend. Sprinkle with chopped peanuts. Makes 2 
serves.
There are a range of other books and resources available with 
recipes which may be worth a trial. This Nutty Chicken Salad 
recipe is taken from www.nutritionucanlivewith.com

Nutty Chicken Salad
Servings: 4
This salad is substantial enough for a light main dish. It’s full 
of heart-protective nuts and seeds, which also increase the 
fibre. Serve with whole-grain bread or rolls and a glass of fruit 
juice.
Dressing:
1/4 cup sugar
1/4 teaspoon paprika
1/2 teaspoon dry mustard 
1/4 teaspoon salt
1/4 cup white wine vinegar
1/4 cup sunflower oil
2 teaspoons poppy seeds
1 (10 ounce) can chunk white chicken, drained and broken 
into chunks
1/2 cup celery, diced 1/4”
3 green onions with 2” of green tops, sliced
1/4 cup sesame seeds, toasted
1/3 cup walnut halves, toasted
2 cups  lettuce, chopped
In small bowl, whisk together sugar, paprika, mustard, salt, 
wine vinegar, oil, and poppy seeds. Set aside.
In large bowl, mix together chicken, celery, and green onions. 
Pour dressing over chicken mixture and toss gently to mix. 
Refrigerate until chilled, about 2 hours. At serving time, mix 
chicken mixture with sesame seeds, walnuts, and lettuce.
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Dystonia
Under the Parkinson’s Queensland Constitution, people 
living with Dystonia will also receive support from Parkinson’s 
Queensland. Dystonia is listed as a Parkinson’s Disease 
related condition. Dystonia can sometimes be overlooked and 
misunderstood.
The following article from the Brain Foundation (brainfoundation.
org.au ) outlines causes and common forms of Dystonia. At 
Parkinson’s Queensland, Nurse Educator, Elise Tune, is keen to 
gauge interest in a Queensland based Dystonia Support Group. 
Contact details are included at the end of this article. 
What is Dystonia?
Dystonia is a neurological movement disorder that causes 
muscles in the body to contract or spasm involuntarily. The 
involuntary muscle contractions cause twisting, repetitive and 
patterned movements as well as abnormal postures. Dystonia is 
often initiated or worsened by voluntary action and associated 
with overflow muscle activation. 
Dystonia is not a single disease but a syndrome – a set of 
symptoms that cannot be attributed to a single cause but share 
common elements. Some forms of Dystonia may affect a specific 
body area, such as the neck, face, jaw, eyes, limbs or vocal 
cords.
Affects
Dystonia affects men, women and children of all ages and 
backgrounds. It can develop in childhood and is often 
particularly disabling for children. Dystonia may be genetic or 
caused by factors such as physical trauma, exposure to certain 
medications, or other neurological conditions.
Causes
The causes of Dystonia are not yet fully understood, but it is 
thought that it may be caused by a chemical imbalance in 
a particular area of the brain called the basal ganglia where 
the messages to initiate muscle contractions are believed to 
originate. The basal ganglia are structures deep in the brain that 
are in part responsible for controlling movement. They regulate 
the numerous muscle contractions that are necessary to move 
the body. If this part of the brain is damaged in some way, the 
wrong muscles contract when we try to move. Or the muscles 
contract unnecessarily even when we are immobile, causing 
uncontrollable twitching, tremors and contractions. These 
spasms are known as dystonic movements.
Some Dystonia patients may have suffered from an illness or 
injury which has damaged the basal ganglia, but in the majority 
of cases the underlying cause of the condition is unknown. If no 
cause can be pinpointed, the Dystonia is said to be idiopathic. 
Depending upon the type of Dystonia, the specialist may decide 
to carry out blood tests or scans in an attempt to determine the 
cause.
Classification
Dystonia is best classified according to the parts of the body 
affected. If only one part of the body is affected, such as the 
eyes, neck, a limb, or the voice, it is called Focal Dystonia. 
If a larger region such as the neck and arms is involved, it is 
called Segmental Dystonia. If the spasms affect the arm and leg 
on the same side it is known as HemiDystonia. If two or more 

unrelated parts of the body are affected it is named Multifocal 
Dystonia. Finally, if the Dystonia is more widespread, the term 
generalised Dystonia is used.
Why Haven’t I Heard of Dystonia Before?
It was only half-way through the last century that Dystonia was 
recognised as a physical (organic) condition, and different forms 
were identified as manifestations of the same illness. In spite of 
this, Dystonia often remains often misunderstood, misdiagnosed 
and therefore mismanaged. Research from the United States 
indicates that Dystonia is as common as multiple sclerosis in 
certain areas of the world including parts of Australia. However, 
there is little literature that provides adequate information about 
Dystonia or explains its effects on those who live with the 
condition.
Common Forms of Dystonia
Cervical Dystonia
Cervical Dystonia, often referred to as spasmodic torticollis, is a 
particular type of focal Dystonia that affects the muscles of the 
neck. The muscle spasms can be painful and cause the neck to 
twist to one side (torticollis), forward (anterocollis), or backward 
(retrocollis). The neck may pull, turn or jerk; it may be held 
persistently in one direction.
Blepharospasm
This is a condition where the eyelid muscles spasm, causing the 
eyelids to close suddenly without warning. The individual has 
difficulty opening them again and, if severe, can lead to problems 
with sight although vision is not affected. Blepharospasm is often 
aggravated by sunlight.
Oromandibular Dystonia
Oromandibular Dystonia can affect the face, tongue, palate and 
jaw and presents with abnormal mouth or tongue movements, 
grimacing or forced opening or closing of the mouth.
Writer’s Cramp
Writer’s cramp, as the name suggests, affects the person’s ability 
to write. Writer’s cramp is usually task specific or related to the 
person’s occupation. The thumb and/or more fingers cramp 
and assume an abnormal posture while attempting to write or 
perform a repetitive task. A more correct term for this type of 
Dystonia is Forearm Dystonia, as the muscles of the forearm are 
responsible for the cramping of the fingers as well as the hand 
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muscles. Musicians using a range of instruments, are prone to 
this disorder, as are some people who perform complex repetitive 
tasks. This is a difficult Dystonia to treat as there may be many 
small muscles in the hand and forearm involved. Individuals may 
choose to learn to use their non-dominant hand.
Spasmodic Dysphonia
People with generalised Dystonia often have a genetic basis for 
their disease.
There are a number of other forms of Primary Dystonia with 
information on these forms available from the Brain Foundation 
and Dystonia UK.
Drug-Induced Dystonia
Acute Dystonic Reactions
Drugs frequently cause movement disorders. Often, those 
affected, experience an acute dystonic reaction after a single 
exposure to a drug. The symptoms are usually short-lived 
and may be treated successfully with medication. Dystonic 
reactions to (metoclopramide dydrochloride) Maxolon and 
(prochlorperazine maleate) Stemetil are particularly common in 
young people. Acute dystonic reactions can often be dramatic 
in presentation. Sometimes they can be so severe, they warrant 
life-saving measures. This usually occurs when the laryngeal 
muscles are involved and respiratory difficulties are experienced.
Tardive Dystonia and Tardive Dyskinesias
Tardive Dystonia and tardive dyskinesias are neurologic 
syndromes caused by exposure to certain drugs called 
neuroleptics. Neuroleptic drugs are used to treat certain 
movement disorders, psychiatric disorders, and some gastric 
conditions. Tardive syndromes may also develop in some 
Parkinson’s patients as a result of exposure to levodopa. The 
word ‘Tardive’ means late or tardy, and in this case refers to 
the onset of the symptoms after the drug is taken. Dystonic 
postures and movements may present soon after the person has 
initiated neuroleptic therapy but may also be delayed by days or 
weeks. Movements can vary from brief jerks to prolonged muscle 
spasms often involving the eyes, mouth, throat and neck.
Dystonic symptoms typically occur between 2-24 hours after the 
first drug dose is administered. Signs may persist for hours or 
even days and the intensity of the symptoms vary. The way the 
drug affects a person is often age-related. Children may develop 
spasms involving the trunk and extremities, where as adults 
tend to develop dystonic spasms in the face, neck and upper 
extremities. These spasms and postures can come on abruptly, 
are often painful and may change in their distribution, affecting 
different body parts at different times. Tardive Dystonias are often 
very difficult to treat and can persist long-term.
Trauma
The link between trauma and Dystonia is not yet fully understood. 
It appears from published studies that persons who are carriers 
of a gene for Dystonia may be more likely to have trauma as a 
triggering factor for the development of Dystonia.
Toxins
A number of uncommon toxins are capable of causing brain 
damage centred in the motor control region known as the basal 
ganglia. Dystonia may be one prominent feature experienced by 
people with these exposures, but it is extremely uncommon for 

‘isolated Dystonia’ to be seen in such patients. In other words, 
the vast majority of people exposed to toxins (i.e. manganese) 
have additional neurological problems associated with the 
Dystonia. Possibly the most common feature is such patients is 
the presence of a Parkinson’s Disease-like state.
Environmental Factors
The role of environmental factors causing or contributing to 
Dystonia remains uncertain. It is not clear why some individuals 
inheriting a special gene develop and severe form of Dystonia 
while many others who have inherited the same gene either 
never develop the problem or only demonstrate a very mild 
form (this is what is meant by ‘variable penetrance’ in genetics 
parlance).
Treatment
Who treats Dystonia?
A Specialist Neurologist who has a special interest in movement 
disorders is the best person to diagnose, treat and understand 
your special needs. He/she will discuss with you the treatment 
that is available and answer the many questions you may have 
about your new diagnosis.
Your General Practitioner (GP) will be able to refer you to one 
of these specialists. Between visits to your specialist you will 
be looked after by your GP and they will make contact with the 
specialist should there be any problems in this time. You may find 
that if your GP has no other patients with your type of Dystonia, 
he/she may well learn most about the condition from treating 
you.
What should I do to prepare for my appointment?
If you’ve kept a brief diary of your symptoms prior to diagnosis 
this may prove useful to the person examining you. Bring any 
recent test results or scans. It’s a good idea to write down a list 
of questions – that way you’ll be sure to cover all of the issues 
that are concerning you during the consultation. Lastly, it often 
helps to take a friend or relative with you to act as a second pair 
of eyes or ears. You’ll then have someone else to help with the 
details of the consultation if you need to remember some vital 
information later on.
How do doctors diagnose Dystonia?
Currently there is no specific laboratory test or imaging that 
reliably confirms a diagnosis of Dystonia. Instead, the diagnosis 
of Dystonia rests largely on the clinical picture including the 
patient’s account of symptoms, their medical background and 
the physical examination. For a doctor to diagnose a form of 
Dystonia they need to be able to recognise the physical signs 
and be familiar with the symptoms. Further tests may be ordered 
but in many cases these will be normal.
What treatments are available?
For focal Dystonias, including blepharospasm, spasmodic 
torticollis, oromandibular Dystonia, spasmodic dysphonia and 
sometimes writer’s cramp, injections of botulinum toxin to 
temporarily weaken the muscles involved have become a very 
effective treatment.
Botulinum toxin is usually most effective if the Dystonia affects 
only a limited group of muscles. Generally the injections need 
to be repeated every 3 or 4 months, though this may vary 
from patient to patient. The injections are available in certain 
neurology, ophthalmology and ENT clinics.
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It is now being recognised that some specialised types of 
physiotherapy can help – usually in association with botulinum 
toxin – especially for patients with torticollis. Speech therapy has 
been shown to prolong the effects of Botulinum toxin through 
reducing compensatory speech patterns (Murry and Woodson, 
1995). Many other types of treatment have been tried.
Do drugs help?
If the problem is mild, it may be best to avoid drug treatment. 
Drugs need to be taken continuously for long periods of time, 
and all drugs can cause unwanted side-effects. No drugs can 
cure Dystonia yet.
However, if your Dystonia is causing unacceptable disability, 
then drug treatment may be recommended to try to control 
the muscle spasms. Unfortunately drug treatment is scarcely 
ever 100% effective, and many patients do not get great relief. 
Another problem is that no one drug is best for all patients with 
Dystonia. Children usually respond better, but if one drug doesn’t 
work you may need to try a series of different drugs to discover 
which is best for you, offering the greatest relief but producing 
the least side-effects.
Unfortunately there is little evidence that acupuncture, 
homeopathy or diet produce any lasting benefit. Some patients, 
however, do feel that such treatments lessen stress, which in turn 
can reduce muscle spasms. 
Is Surgery an option?
In the past, surgical options have included selective cervical 
denervation, thalamotomy, and pallidotomy. The growing 
adoption of deep brain stimulation for the treatment of 
intractable movement disorders has led to the emergence of 
pallidal stimulation as the surgical therapy of choice for many 
patients with Dystonia. Published series have supported the 
efficacy of chronic globus pallidus internus (GPi) stimulation in 
the treatment of this group of abnormal involuntary movement 
disorders, however, the long-term outcome and pattern of clinical 
improvement is yet to be ascertained.*
*Deep brain stimulation for generalised Dystonia and spasmodic 
torticollis, Richard G. Bittar et al, Journal of Clinical Neuroscience 
2004, Published by Elsevier Ltd. doi:10.1016/j.jocn.2004.03.025.
Help and Support
Parkinson’s Queensland is interested in hearing from people 
throughout Queensland living with Dystonia or caring for 
someone impacted by the condition. If there is sufficient interest 
plans will be made to form a Dystonia Support Group which can 
be incorporated under the Parkinson’s Queensland (Inc.) banner.
If you are interested in finding out more information about 
the proposed Dystonia Support Group contact Parkinson’s 
Queensland Nurse Educator, Elise Tune by phone on:  
3209 1588 or email: nurseeducator@parkinsonsqld.org.au
Australian Dystonia Support Group: Facebook  
www.facebook.com/groups/AustralianDystoniaSupportGroup/  
Email ADSG@live.com.au

Donations Spring 2014
Donations In Memory of

Mona Ballantyne; Stan Bishop; John Bunn; Vaughan Chandler; 
Dianne Clewley; Eric Cuthbert; Kay Dale; Elsie Jean Ellis; 
Aubrey John Evans; Margaret Kilsby; Betty Gladys Lewis; Bruce 
Mann; Nellie Metcalfe; James Watson Naylor; Rev Ken Neill; 
Bob Pratt; Roberto Rossi; Derek Taylor;Noel Clyde Towne; 
John Anthony White.

General Donations

L. Arthy; R. Ballantyne; W. Thronburn; Boodall Figure Ice 
Skating Club; I. & M. Boyd; S. Brauer; J. Broadfoot; G. & 
A. Bullpitt; Bundaberg Tax Accountants; Burdekin Netball 
Association Inc; J. Chalk; A. Clayton; M. Coleman; I & R 
Coleman; S. Craig; R. Dax; A. Ross; Mr & Mrs Ellis; Estate of 
Elsie Jean Ellis; J. Finger; L & N Fraser; L Ghidella; V. Ghidella; 
J. Graham & L. Clarke; R. & I. Gray; L. Hawes; C. Humphries; 
H. Joseph; M. Keay; K. Kerwin; N. Komori; J. Lewington; 
S. Lindberg; Lioness Club of Yeppoon; N. Long; I. Male; S. 
McGuire; F. McPherson; P. Bond; L. Mina; W & J Monaghan; 
Morgans Financial; Mt. Gravatt Support Group; H. Naylor; T. 
Newell; R.N. & N.M. Norris; B & F O’Toole; M. Patel; J. Pezzutti; 
Presbytatian Church of Qld; Qld Dairyfarmers Organisation; V. 
& O. Reghenzani; L. Reynolds; D. & W. Robinson; A. Robinson; 
M J Rossi;  D. & B. Sterling; P. Thorp; R. Toon; Uniting Church 
Adult Fellowship Queensland Synod Committee; A. Upton; J. 
Webster; J. White; E. White; M. Wollert; P. & V. Woods.

Thank you

Belinda Wilson is excited to have 
joined Parkinson’s Queensland 
as our new Marketing and 
Communications Coordinator.

Belinda has worked in Marketing 
and Graphic Design for the past 
10 years, her experience includes 
being Marketing Manager for 
International professional services 
company, GHD, and Graphic Designer  
for APN News and Media.

Belinda says she is thrilled to be now working in not-
for-profit “I am getting a lot of satisfaction knowing my 
work is going towards a good cause, helping people 
and making a difference.”

Belinda has a Diploma in Graphic Design and a 
Bachelor of Fine Art from the University of Newcastle. 

You can connect with Belinda at  
communications@parkinsonsqld.org.au

Parkinson’s Queensland 
Welcomes New Marketing and 
Communications Coordinator



Dyskinesia. 
It is extremely tiring. 

“ON” refers to the medications are 
working and symptoms are well 
controlled. 

“OFF” is the term used to describe when 
the medication is not as working as well 
as usual and some of the symptoms or 
all of the symptoms return. 

In December 2008 I began participating 
in a formal trial of a Parkinson’s drug 
called Duodopa - a Levodopa-
Carbidopa Intestinal Gel. The gel is 
infused from a pump directly into my 
small intestine through a tube inserted 
through the skin of my abdomen 
into my stomach. This was organised 
through my Neurologist, Dr Victor Fung 
at Westmead Hospital, Sydney. 

I was infused for sixteen hours each day 
with the pump being turned off and 
disconnected for eight hours overnight. 
I would connect it and turn it on at 
6:00am and give myself a “Morning 
Dose” to get me going. The pump 
would then give me a small shot of 
medication every forty-five seconds 
which meant that I was getting an even 
dose sixteen hours per day.

The improvement in my condition 
was nearly immediate and for the next 
twelve months I had little or no PD 
symptoms. Life was normal again.

However, gradually my most common 
symptoms started to reoccur and by 
late 2011 things were not going well. 
The Dyskinesia started to appear more 
often during the day and was much 
more severe than in the past. Often 
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My Story 
by SHAKYDENNIS

My name is Dennis Smith, I was born 
in 1946 and have a wonderful wife, 
Irene, two married sons, and two 
grandchildren, I was diagnosed with 
Parkinson’s Disease in May 1999 while 
working as a Personnel Consultant in 
Canberra finding contract positions for 
IT Consultants. This diagnosis came 
out of the blue and was as big a shock 
to my General Practitioner as it was to 
me and my family. 

Prior to this diagnosis I had been having 
difficulty handling the pressures of the 
job and was disorganised and couldn’t 
concentrate. These problems were 
more noticeable to me than the fact 
that my left arm wasn’t swinging and 
I was making an extraordinary lot of 
errors using the keyboard.

Luckily I had an Income Protection 
Policy and was able to take full 
advantage of this by retiring from my 
job in November 2000. This has made 
coping with Parkinson’s Disease much 
less stressful than it may otherwise have 
been.

I contacted Parkinson’s ACT, the 
Canberra Support Group for PD, telling 
them that I didn’t want to see or talk to 
anyone with PD and was only interested 
in seeing what documentation they 
had. They were very understanding and 
helpful. Twelve months later I contacted 
them again offering to help in any 
way that I could, and ended up as the 
Treasurer of that Organisation. This was 
about October 2001 and I continued as 
Treasurer until about Sep 2003 when 
my wife and I did a Seachange and 
moved to Merimbula on the South 
Coast of NSW. We returned to Canberra 
in July 2006 and recently moved 
again to Tweed Heads. The Parkinson’s 
disease had progressed significantly 
over this time and was having quite an 
impact on my quality of life. Luckily my 
family and friends are very supportive 
which helped a lot.

In May 2008 my symptoms included 
slowness of thought and movement - 
as my medication wore off I noticed that 

my brain seemed to 
slow down and then 
my body followed. 

Well that’s the bad part 
of my story and now 
for the good part.

In early 2005 
I discovered a 
previously hidden 
ability to write 
rhyming poetry and 
since that time have 
self-published two 
poetry books, “Out 
of My Mind” and 
“Further Out of My Mind”. The first book 
containing over 100 poems and the 
second exactly 100 poems. I am well on 
my way to my third book with 74 new 
poems written. I believe that PD has 
switched something on in my brain to 
provide me with this new skill. Thanks 
PD. 

I have also invented what I call 
Parkinson’s Photography, what you 
do when you can’t hold your camera 
steady – I have sold many of my photos 
and had an exhibition at the National 
Convention Centre in Canberra which 
was extended from 4 weeks to 6 weeks 
due to public demand. To view some of 
my work visit:Shakydennis.com

In the later part of 2008 my Parkinson’s 
symptoms were getting more severe 
and my medication was getting less 
effective. My Levodopa tablets were 
unreliable – sometimes they would 
work and sometimes they would 
not – when they worked they might 
be effective for three hours or half an 
hour – there was no way I could predict 
what was going to happen. I was also 
self-injecting Apomorphine as required. 
When I first started on the injections 
they were very effective and would kick-
in after about five minutes and last until 
my other medication took effect. But as 
my Levodopa became unreliable so did 
the Apomorphine.

Life became particularly frustrating 
and I think I began to lose my sense 
of humour. Having no control over 
the timing of my medication made it 
impossible to plan anything as we didn’t 
know whether I’d be “ON” or “OFF”. The 
worst symptoms were freezing and 
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in the evenings I would be physically 
and mentally exhausted from the 
continuous uncontrollable movements 
of my whole body.

Unfortunately, at the same time my 
ability to walk also became drastically 
impaired to the stage where I would 
shuffle about using a walking frame. I 
would often stop and then couldn’t start 
again. Going out was beginning to be a 
nightmare with my “Rockin ’n rollin” as 
Irene and I called my Dyskinesia and my 
inability to get about easily. My balance 
was also badly affected and I had a 
number of quite bad falls, one requiring 
nine stitches in my face.

Things were not looking good for 2012 
as the Dyskinesia is caused by too much 
medication and the freezing by not 
enough - a real catch 22.

Then something unexpected and 
unbelievable happened:

In December 2011, I had a fall and broke 
a bone in my right hand ending up with 
plaster from my fingertips to my elbow 
This was obviously going to make 
life more difficult especially overnight 
when I am not medicated. I have never 
medicated at night so I end up “OFF”. 
Also I don’t sleep well and spend a lot 
of the night shuffling around the house, 
watching, TV, reading, computing, etc. 
With restricted use of my right-hand it 
was going to make it even more difficult 
and I would have to wake Irene to help 
me.

We were thinking about this when Irene 
suggested that we leave the Duodopa 
Pump on all night and see if that would 
help as I would be “ON” all night and 
it might make it easier for me to do 
things. We decided that we would give 
this a try using a lower dose of the drug 
overnight. So on the evening of 29 
December we commenced the new 
drug regime.

On 3 January we noticed that I didn’t 
seem to be freezing anymore and my 
Dyskinesia had also improved. The 
following few days we just could not 
believe our eyes as my symptoms 
continued to improve. Realising that 
it was not an illusion I first parked the 
walker away out of sight and then 
threw my walking cane into a dark 
corner. On 10 January 2012 we rang 
my Neurologist in Sydney and told 
him what had occurred and whether 
infusing the drug 24 hours a day was 
going to cause some problems. He was 
thrilled to hear about the improvement 
in my health and said to continue the 
new treatment.

 It is now over 3 years that I have been 
using Duodopa and life is still good. I am 
still being medicated 24 hours per day.

I have no real “OFF” time at all apart 
from occasionally noticing that I am 
starting to slow down, at which time I 
give myself an Extra Dose which I can 
only do every 2 hours. It is not a good 
idea to be taking too many Extra Doses 

a day as it makes more sense to increase 
the Continuous Dose to try and stop 
these small hiccups. Things that seem 
to have an effect on my symptoms 
include lack of sleep, general tiredness, 
stress, cold weather, social occasions 
occasionally, etc. 

Sometimes there might be a minor 
hesitation going through a doorway, 
but only if I am distracted, for instance 
carrying a couple of full glasses. 

If I am concentrating hard on some task 
my chin has a tendency to tremor, it is 
quite noticeable, but does not worry me 
at all. 

Night times on a lower Continuous 
Dose are not quite as comfortable as 
they first were under my 24hr regime 
but nothing like before Duodopa. My 
only real symptom is having trouble 
walking. This seems to be mainly 
resulting from the fact that the toes on 
both feet seem to cramp and try and 
clutch the floor making it very difficult to 
lift my feet.

Some times at night I get a numb feeling 
in both calf muscles that lasts about 
one hour. Thanks to Duodopa my 
Parkinson’s symptoms are well under 
control.

Dennis continues with his poetry and 
photography and has spoken to Support 
Group members both on the Gold 
Coast and in Northern NSW. To learn 
more about Dennis visit:  
www.shakydennis.com

Notice of Annual General Meeting
10am, Saturday 1 November 2014
At the Eskitis Institute
Griffith University
Brisbane Innovation Park
Don Young Road, Nathan QLD 4111

Agenda, nomination forms and proxy 
forms are included with this publication. 
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Parkinson’s from a  
Child’s Perspective
If, for adults, a diagnosis of Parkinson’s disease can be difficult to 
deal with, imagine how much more perplexing it is for children.

Luckily, a few authors have written books specifically with children 
in mind.

The Parkinson’s library has recently acquired some lovely children’s 
books that are designed to be read to, and discussed with, children 
to help them to understand Parkinson’s symptoms.

Searching the 
PQI library online 
catalogue
Have you explored the online library catalogue yet?

You can access the PQI library catalogue via the PQI 
website > Resources.

It’s really easy to search. Here is a tip about using collection 
codes and tags to browse.

Did you happen to notice each book above had a code (or 
catalogue entry) after the title (eg M1 CHI; H2 CHI)? 

I bet you just can’t wait to discover that that all means! OK, 
I’ll let you in on the secret.

The initial letter is simply the first letter of the author’s 
surname followed by a running number.

The next three letters (CHI) are a collection code 
abbreviation for ‘children’s books’.

Every book has been assigned a single collection code to 
enable books with similar topics to be grouped together. 
For example:

AUT autobiography

DBS deep brain stimulation

EXE exercise

How can this help you on the online catalogue? [I’m so 
glad you asked!]

On the online catalogue you can either search for a 
specific title or browse using collection codes and tags.

In the top left there is a drop down option entitled ‘Your 
library’, which shows you all the collection codes titles and 
the number of books in each.

The fourth tab from the left, ‘Tags’, includes more 
descriptions of the content of each book and the number 
of books that have been assigned that tag, which can be 
helpful if you are looking for something specific.

Simply click on the collection or tag you are interested in 
and all the books within that collection or tag will be listed.

I hope you have enjoyed this little tutorial.

Happy searching! 
www.librarything.com/catalog/Parkinsons_qld

FROM THE LIBRARY

I’ll hold your hand so you won’t fall: A 
child’s guide to Parkinson’s disease, by 
Rasheda Ali (A1 CHI)

Written by Muhammad Ali’s daughter, 
Rasheda, this book encourages 
communication between children and their 
loved one with Parkinson’s, in the process 
educating them and bringing them closer 
together. Each Parkinson’s symptom is 
outlined with tips for speaking with your 
child plus facts about PD.

My grandpa’s shaky hands, by Dr Soania 
Mathur (M1 CHI)

Delightfully illustrated, this book is told 
from the perspective of a boy who only 
sees the positive in what others see as his 
grandfather’s disability and also portrays 
the optimistic and determined attitude of 
a grandfather as he continues to find joy 
in life despite the physical changes that 
Parkinson’s brings.

Carson and his shaky paws grampa, by 
Kirk Hall (H1 CHI)

This is the first book in the Shaky Paws 
Grampa series, which focuses on the 
relationship and love between a grandfather 
and his grandson. It is designed to help 
parents and grandparents comfortably talk 
about the initial symptoms of Parkinson’s 
and address common questions and 
concerns children may express.

Carina and her care partner gramma, by 
Kirk Hall (H2 CHI)

The second book in the Shaky Paws 
Grampa series was written to provide more 
specific details about PD with which to 
discuss with children, including deep brain 
stimulation therapy, and the importance of 
exercise and care partners.

If you’d like to borrow any of these, please 
phone 07 3209 1588 or visit the PQI 
office.

by Jeni Lewington
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PD WarriorTM

1300 698 291   |   www.pdwarrior.com

TM

Fight the symptoms of   
Parkinson’s disease
How you live with Parkinson’s is up to you

 � Build your confidence
 � Move more freely
 � Re-train your brain
 � Get back into life!

PD WarriorTM is a unique exercise 
program designed to fight the 

symptoms of Parkinson’s disease

Don’t wait, join 
PD WarriorTM now!

LSVT Volunteers Wanted
You are invited to attend a two hour interactive 
symposium on movement disorders and physical and 
occupational treatment for people with Parkinson’s.

The Rehab Unit at Greenslopes Private Hospital, Brisbane 
is seeking volunteers with Parkinson Disease (PD) on 
Sunday, 5th October, 2014 from 12.30pm – 2.30pm. 

This symposium includes a one hour lecture presented 
by world experts in physical/occupational therapy for 
people with Parkinson Disease, followed by an interactive 
session where participants with PD are invited to interact 
with physiotherapist or occupational therapists practicing 
Parkinson-specific movement exercises (LSVT BIG).

The LSVT (Lee Silverman Voice Treatment) Programs for 
individuals with PD have been developed and researched 
over many years and began with a focus on the speech 
motor system (LSVT LOUD) and more recently have been 
extended to address limb motor systems (LSVT BIG).

This presentation includes:

•  A brief  explanation of recent advances in neuroscience  
 that have had a positive impact on the field of rehab for  
 individuals with PD

•  Developments and data on LSVT LOUD

•  Highlights of future innovative technology directions

This free session provides an opportunity for people with 
PD, family members and friends who want to learn more 
about movement and PD. 

 If you are keen to participate or would like further 
information, please contact Shan Ng (course coordinator 
and Senior Physiotherapist) on (07) 3394 7283. 
Registrations are limited.
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13 September
The Insight into Parkinson’s Seminar was held at a fantastic venue, BTP Conference 
and Exhibition Centre Eight Mile Plains. The day was jam packed full of information 
and education on Parkinson’s in recognition of National Parkinson’s Month.

We learnt from world renowned experts in the field of Parkinson’s neurology and 
neurosurgery on topics on everything from different treatment options to speech 
pathology, physiotherapy, exercise, neuropsychiatry, depression and anxiety, caring, 
planning ahead, as well as a nurse’s forum and a question and answer session from 
the audience to the doctors. 

The day was a great success with over 250 in attendance. A video of the seminar will 
be available from the Parkinson’s Queensland library. 

Insight into  
Parkinson’s Seminar

EVENTS
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formation session
PARKINSON’S PLUS CONDITIONS

For people with Parkinson’s Plus Conditions and 
People who care for people with Parkinson’s  
Plus Conditions. 

Guest speakers from Victoria and PSP Australia 
will be attending. 

Date 27th September

Time 10.00am – 1.30pm

Venue Parkinson’s Queensland 
 2/25 Watland St, Springwood, 4127 

Cost Gold coin donation.

PROGRAM

10.00-10.30 Arrival / Registration

10.30-10.45 Parkinsons Queensland Presentation  
Helen Crew, CEO 

10.45-11.45 Parkinson’s Plus Conditions  
Victor McConvey, Movement Disorder Nurse 
Specialist, Parkinson’s Victoria
PSP, MSA and CBS explained, key symptoms, diagnosis, and 
treatment and symptom control.

11.45-12.15 Morning tea

12.15-12.45 Carers Perspective  
Anne Mooney and Ann Robinson – PSP Australia
Personal experiences family members who have  
had a loved one diagnosed with Progressive Supranuclear Palsy.

12.45 - 13.15 Support in Queensland 
Donna Byrne Health Promotion Officer,  
Parkinson’s QLD.
Importance of developing a support group.

For more information contact Elise Tune  
07 3209 1588 or email  
nurseeducator@parkinsonsqld.org.au 
www.parkinsonsqld.org.au

EVENTS
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31 August
Parkinson’s Queensland sincerely thanks everyone for 
making A Walk in the Park 2014 such a successful event for 
the Parkinson’s community.

Over 800 participants gathered at New Farm Park Brisbane, 
Broadwater Parklands Gold Coast, Strand Park Townsville 
and Lake Alford Duck Ponds Gympie to walk under glorious 
Spring skies to support and celebrate those living with 
Parkinson’s as well as remember and honour loved ones.

The sea of bright green T-shirts and purple team signs 
travelling from New Farm Park along the boardwalk of the 
Brisbane River was a very special sight and contributed 
to generating awareness for Parkinson’s within the wider 
community.

We are grateful for the outstanding fundraising efforts of 
individuals and teams to date.

Parkinson’s Queensland is committed to reinvesting these 
funds into providing additional services to support people 
living with Parkinson’s and increasing its investment in 
research to help find a cure.

Fundraising for A Walk in the Park 2014 is still open until 5pm, 
Thursday 25 September.  

Now is the time to pencil in your diary next year’s Walk – 
Sunday 30 August 2015!

A Walk in the Park  
for Parkinson’s 

EVENTS

Photographs by Joanne Perkins.
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EVENTS

Thank you to 
A Walk in the Park Sponsors

GOLD SPONSORS

SILVER SPONSORS

BRONZE SPONSORS

SUPPORTERS 

ESCAPE      EXPERIENCE      CONNECT
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A Walk in the Park 
Gold Coast 

A Walk in the Park 
Gympie

“The Young@Park group started largely due to the 
success of Dance for Parkinson’s dance classes held 
at Queensland Ballet. Because of the weekly contact, 
there was always so much to talk about after class”. Says 
Madonna Brady, Coordinator of Young@Park.

Madonna decided to start the social group that meets 
for dinner or lunch alternately every two months at The 
Waterloo Hotel at Newstead.   

They have been meeting since February, the group 
includes partners and sometimes has guest speakers. 
It’s an informal group, they don’t take minutes or money 
but do have some good laughs and pleasant meals. The 
group gathers in The Vintage Room and their numbers 
are growing. Twenty people attended their August 
meeting.

The next gathering is Sunday 5 October at 1pm.

Young@Park Brisbane

“Arnold and Beatrice Horne from the Hervey Bay 
support group travelled to meet us for the walk. They 
donated $50 and gave a little talk about the tulip rug. 
Beatrice had spent 3 months making this rug - it was 
lovely, both the rug and the fact they travelled to join 
us for the walk.”  
- Jodi Coyne, Gympie Support Group Coordinator



EVENTS
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Thank you for being part of the Parkinson’s Queensland community over the last 12  
months. To ensure you stay connected with the Parkinson’s community make sure you renew 
your membership today! (Thank you if you have already renewed.)

Renewal of your membership will ensure you still receive 4 editions of our very popular 
Connections magazine, discounted seminar registration fees, access to our ever-growing 
Parkinson’s resource library and voting rights at our Annual General Meeting.

Go online at www.parkinsonsqld.org.au and click on the Membership tab to renew.    
DON’T FORGET!

Time to renew your membership

A Walk in the Park  
Townsville

Professor Peter Silburn  
Treatment Options  
Managing medication

Associate Professor Terry Coyne  
Treatment Options  
Deep Brain Stimulation

Associate Professor George Mellick 
Latest Parkinson’s Research

Professor Deborah Theodoros 
Supporting the communication needs 
of people with Parkinson’s

Professor Sandy Brauer  
Physiotherapy, facilitating movement 
in people with Parkinson’s

To register for this event go to  
www.trybooking.com/FYWX

“A very successful day for Townsville, we doubled our 
numbers from last year. Had 43 register prior to the day and 
ended up with 80 walkers. Was also great to see a number of 
families bring along their dogs for the walk! The weather was 
perfect and most people arrived early and enjoyed their free 
sausage sizzle before they walked. 

Thank you to Kelsey & the staff from Medicare Local for 
guiding us through the warm up exercises and to all the 
volunteers on the day.” 

- Ruth Coleman, Townsville Support Group Coordinator

touch 

PROUDLY PRESENTS

A comprehensive information and education Seminar 
focusing on all aspects of Parkinson’s

SATURDAY 18TH OCTOBER 2014 (9.30am-2pm) 
MACKAY, QLD

with Parkinson’s

BOOK NOW!
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Support Group News

The Parkinson’s Queensland Health 
Team (Elise and Donna) have recently 
visited a number of Support Groups 
and are enjoying meeting Coordinators 
and members. We hope to get to many 
more groups in the next few months. 
Thanks to all for your warm welcome. 
If we can do anything to assist, please 
give us a call (07) 3209 1588 or email: 
healthpromotion@parkinsonsqld.org.au

Here’s a Round-Up of recent events 
and happenings at Support Groups 
throughout the State. It seems cold 
mornings and winter illness has 
impacted attendance recently for 
several groups.

Biloela

In July an Information Day was held in 
the local shopping mall. Crowds were 
down that day but they had quite a few 
interesting conversations.

Bundaberg

The Support Group has established 
a good relationship with local Blue 
Care Nurses and Personal Carers who 
regularly refer people to the Support 
Group. The nurses are also good 
ambassadors on spreading the word 
about the Hospital Kits.

Burdekin

The guest speaker for the June 
meeting was Mrs Marisa Pilla, a Certified 
Pharmacist, Nutritionalist, Herbalist and 
Sports specialist. She talked about her 
attendance at the recent International 
conference on Natural Medicines in 
Sydney and shared information from the 
latest studies that have been undertaken 
in this area. 

Cairns

The Cairns Support Group held an 
information stall at the Cairns Central 
shopping centre in mid-July. They 
spoke with many members of the public 
with family members impacted by 
Parkinson’s. A number of donations were 
collected on the day. 

Caloundra

The guest speaker for the June meeting 
couldn’t attend as he had to attend court 
(a lawyer) but new member Allan shared 

his DBS story. The July guest speaker 
was Debbie Rigby, a consultant clinical 
pharmacist who gave an interesting 
talk about medications, patches and 
contraindications.

Dalby

Several staff from Vital Health have 
attended Support Group Meetings 
recently to speak about speech 
pathology and exercise.

Gladstone

A new Support Group member 
who previously had DBS attended 
the meeting and spoke about his 
experience.

Gympie

Gympie Support Group is working hard 
planning a local Walk in the Park and 
have recently had several guest speakers 
including LifeTec.

Granite Belt

Granite Belt members have recently 
undertaken a number of fundraising and 
information stalls. A stall at the Market in 
the Mountains raised $385. Recent guest 
speakers have included the Director of 
Nursing at the Stanthorpe Hospital and 
an Occupational Therapist based at the 
Warwick Hospital.

Helensvale

The Support Group at Helensvale 
worked hard in preparing for the Gold 
Coast Walk in the Park event on Sunday 
31 August. They also recently held a very 
successful sausage sizzle at Bunnings.

Hervey Bay

A new meeting format is being trialled 
with some success. There have been 
recent coordination exercise  and PD 
Warrior presentations.

Ipswich

In recent months the Ipswich Support 
Group has held stalls and raffled 
hampers to aid fundraising. They also 
enjoyed at BBQ lunch in July and were 
fortunate  to have the Ipswich Lady 
Mayoress, Janet Pisasale as surprise 
guest speaker.

Ipswich Support Group Coordinator, 
Paulette, has been selected as a 

member of the West Moreton Hospital 
and Health Service Community 
Reference Group for Ipswich. This will 
provide an opportunity for Paulette to 
give her input in the planning of future 
directions for local health services.

Lockyer Valley

While overseas earlier in the year, 
Coordinator Lyndell spoke about her 
visit to a Parkinson’s Support Group 
in Chicago based at the Lexican 
Rehabilitation Centre.

Mackay

Christmas in July was enjoyed by 
35 people at the Carlyle Gardens 
Retirement Village. A great day for 
everyone with lucky door prizes and five 
fantastic raffles with all prizes donated by 
local businesses.

Mt Gravatt

The Mt Gravatt Support Group is 
fortunate to have fantastic members 
including Dawn to take on catering for 
the meetings. Paulette, from the Ipswich 
Support Group has been assisting at 
Mt Gravatt in recent months and her 
support is much appreciated.

Rockhamption

At the June meeting the Manager of 
Queensland Trustee delivered a very 
informative presentation about Power of 
Attorney and Wills.

Roma

The Roma Support Group has run 
several successful meetings with carers 
meeting in a separate room/space 
at the same time as members with 
Parkinson’s meet together with a carer 
from Queensland Health in attendance. 
Carers were very appreciative of the 
opportunity to speak together and 
sharing tips, stories and support with 
others who understand their situation. 
Structuring the meetings this way also 
overcame the need organise a separate 
‘carers’ meeting. Roma Support Group 
Coordinator, Peter Thomas is happy 
to discuss logistics with other groups 
interested in trying a similar format: 
pcrthomas@bigpond.com     
Mobile: 0419 389 812.

Support Group Round-Up

SUPPORT GROUPS
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Strathpine/Lawnton

A new venue at the Pine Rivers 
Community Health Centre with plenty 
of parking made for a fantastic meeting 
earlier in the year. The group have 
enjoyed several informative DVDs.

Tewantin/Noosa

In June several members who had not 
been able to attend meetings for some 
time made it to the meeting which was 
great. A guest speaker from Home Assist 
Secure provided lots of information.  In 
July “group share” time went down very 
well.

Toowoomba

Group numbers continue to grow and 
recent meetings have welcomed a 
variety of guest speakers.  These have 
included John Stockwell on his ‘Ride of 
my Life for Parkinson’s’, a demonstration 
by local members of the Taoist Tai Chi 
Group as well as a dietitian with some 
interesting information on Parkinson’s 
medications and diet. A successful 
fund-raising Sausage Sizzle was held by 
members of the Support Group at the 
local Masters retail outlet. Home Assist 
gave a talk for the July meeting about 
what they offer. 

Young @ Park

At our August evening restaurant 
gathering, Prof Deborah Theodoros 
shared  information about Speech 
Pathology and Parkinsons, LSVT and 
speaking loud was of special interest. 
Twenty attendees, 8 new, enjoyed dinner 
at a big table with much discussion and 
interest on communication issues. Alison 
Fenton, Physiotherapist spoke about the 
upcoming Parkinson’s Rehab Program at 
Canossa Hospital. 

If you have information you would 
like considered for the Support Group 
Round-Up please complete and return 
the feedback sheet attached to your 
Support Group Attendance Register.

Parkinson’s Queensland has a range of resources 
available for members of the public and Parkinson’s 
Queensland Support Group and general members.

The NPS Medicine Wise kit contains a Parkinson’s Passport to record  
symptoms  and provide information about caring for people with 
Parkinson’s to health professionals. This kit also contains a plastic wallet 
card listing medication precautions and symptoms and a symptom check 
list. These kits can be very useful for people entering hospital for routine 
or emergency stays.

If you are yet to receive a copy of NPS Medicine Wise Hospital Kit or 
would like an additional copy please let us know as there are still some 
kits available which can be mailed out on request. Please call  
1800 644 189 or email: healthpromotion@parkinsonsqld.org.au

Other resources which are available to send out to individuals or support 
group members are wallet cards developed by Parkinson’s Australia with 
space for personal details on one side and some information about the 
effects of Parkinson’s on the other.

Please contact Parkinson’s Queensland for these resources or for  
more information.

Resources available from 
Parkinson’s Queensland

The Caboolture Support Group of Parkinson’s 
Queensland Inc. celebrates its 25th year this year. Joy 
Boyle has been the Coordinator for 20 years, since 1994, just after she 
was diagnosed with Parkinson’s. 

Joy has been involved in Volunteer work for over 44 years, a remarkable 
achievement.  Over the 20 years that Joy has been Support Group 
Coordinator for Caboolture the group has grown considerably, starting with 
30 members, to over 100 members today.

The group is always on the lookout for things that will help and support each 
other. “I hope I help others”, Mrs Boyle said. 

“If I see a new book on Parkinson’s I always buy one for the group and one for 
myself,” she said. 

“Basically, things that work for me might help other people,” she said. 

We would like to thank Joy for this tremendous effort.  
Congratulations Caboolture Support Group.

25 Years of Support
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My Aged Care
My Aged Care has been established by the Australian 
Government to help you navigate the aged care system. 
The Gateway is part of the Australian Government’s changes 
to the aged care system which have been designed to give 
people more choice, more control and easier access to a full 
range of aged care services. 

My Aged Care is made up of a website and a national 
contact centre. Together they can provide you with 
information on aged care, whether for yourself, a family 
member, friend or someone you’re caring for. The contact 
centre can be phoned on 1800 200 422 between 8.00am 
and 8.00pm on weekdays and between 10.00am and 
2.00pm on Saturdays. The My Aged Care phone line is 
closed on Sundays and national public holidays. 

Why has My Aged Care been established?

The aged care system traditionally has been difficult for 
individuals, family and carers to navigate. It has been 
challenging to easily identify the services you might need or 
understand how to receive those services.

My Aged Care, whether through the website or the contact 
centre, will help you (or your family or carers) to navigate 
through the aged care system. The system can seem 
daunting, and raises a number of questions that they can 
assist you with:

• there’s such a wide range of aged care services – ‘which 
one do I need and how do I access it?’

• the services are funded under different Government 
programs – ‘is it going to cost me anything to receive a 
service, and what if I can’t afford to pay?’

• the services will often have their own eligibility 
requirements and assessment processes – ‘what will this 
involve, do I have to pay for this, who will perform the 
assessment and where?’

All in all, the system can make aged care seem complex and 
confusing, especially if you are urgently seeking information 
for yourself, or a family member or friend. It’s often the first 
step which is difficult for families. My Aged Care is here to 
make that first step much easier – we recognise that seeking 
to access aged care services can be stressful and emotional 
for many. We can assist by providing you with a helping hand 
to understand the system and the steps you might need to 
take. 

The website also shows that you’re not alone – many 
people seek access to aged care services and find them to 
be a vital support for them to continue living their lives as 
independently as possible.

 It’s important to understand that there are services that may 
be able to help whether you are:

Government Updates

• finding out about the aged care system for the first time

• looking at your options following a life event such as a fall, 
an accident or even the death of your partner, or perhaps 
thinking about future needs

• caring for an elderly relative or friend.

If you have a hearing or speech impairment?

People who are deaf or who have a hearing or speech 
impairment can contact My Aged Care through the National 
Relay Service in two easy steps:

1. Visit the National Relay Service website  to choose your 
preferred access point www.relayservice.gov.au

2. Ask for My Aged Care on 1800 200 422.

Need an interpreter?

If you speak a language other than English you can phone 
the Translating and Interpreting Services (TIS) on 131 450. TIS 
covers more than 100 languages and is available 24 hours a 
day, 7 days a week, for the cost of a local call. Alternatively, 
you can call the National Contact Centre on 1800 200 422 
(between 8am and 8pm on weekdays or 10am and 2pm on 
Saturdays), and we will organise an interpreter through TIS to 
support the contact centre in communicating with you.

GOVERNMENT UPDATES
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Your Life Your Choice 
In September 2012, the Your Life Your Choice — self-
directed support framework was launched by the Premier, 
Campbell Newman MP, and the Minister for the Department 
of Communities, Child Safety and Disability Services, Ms 
Tracy Davis MP.

Self-directed support enables you, your family and carers 
to have choice and control over the disability supports and 
services you purchase to achieve positive outcomes in your 
life. By using a combination of disability funding and other 
resources to plan and purchase supports and services, you 
become an active participant in the design and delivery of 
how you will meet your disability support needs.

The following elements underpin the framework for 
self-directed support in Queensland:

1. Good Planning

2. Working together in co-creation and collaboration

3. Promoting personal choice and control

4. Supporting changes in capacity

5. Having flexibility

6. Being accountable

7. Encouraging peer support

8. Purchasing reasonable and necessary support

9. Supporting community connections

10. Ensuring safeguards

You can choose to self-direct your individual funding 
through either a:

1. host provider model – where you make decisions with a 
host provider about whether you want to take some or all 
of the responsibility for buying and managing your disability 
supports and services, or

2. Direct payment model - where you take all the 
responsibility for buying and managing your disability 
supports and services and you receive funding directly from 
Disability Services to pay for these.

What does self-directed support look like?

Self-directed support is not a program; rather it is a way of 
service delivery for Queenslanders with a disability and/
or their families. Self-directed support in Queensland is 
developmental in nature; it will look different for each person 
and/or family and will change as circumstances change and 
confidence in self direction grows. Selected host providers 
will develop, in conjunction with a person and/or family, a 
model of self-directed support that is flexible and responsive 
to each person’s preference.

Government Updates

Who can self direct their support?

Most people and/or families have capacity to self direct their 
support; however, some may need some initial support, peer 
support and assistance. It is assumed that if a person and/or 
family want to self direct their support, and they receive the 
right support to do this, they can.

The criteria for self-directed support include:

• the person and/or family can self direct their supports to a 
level they are comfortable with (they can use some of their 
funding to purchase coordination support if required)

• the person and/or family understand the skills and tasks 
required to self direct their support, and

• the person is eligible for disability services under the 
Disability Services eligibility policy.

Self-directed support is initially, for people and/or families 
who have:

ongoing (recurrent) funding individualised funding, and 
support needs that are considered stable.

Once a person and/or family decide that they wish to self 
direct their support, they can request a transfer to a host 
provider. Financial transfers can only occur at the end of a 
quarter, however, there is an expectation that host providers 
may be brokered in the interim.

How does it work?

A host provider is the provider who will receive your 
individualised funding from the Department of Communities, 
Child Safety and Disability Services and assist you to plan, 
choose your disability supports and manage the funding. 

Self-directed support – host provider model lets you make 
decisions about whether you want to take some, or all, of 
the responsibility for purchasing and managing your disability 
supports and services. 

It also lets you make the decisions about how you will 
receive your disability supports and services and where from. 
This means the choice is yours - you may want your host 
provider to give you a little bit of help, or a lot of help, to self-
direct your support. 

Each host provider offers different types of help. Some will 
assist you with all the things you need to do to self-direct 
your support, others will assist you but you will take most of 
the responsibilities.

Where a host provider has a model that supports you to take 
full responsibility for your support and services, you will have 
the responsibility to:

• develop and manage your plan for support and funding

• dentify, choose and pay the suppliers of your supports and 
services

• provide financial reports on how you have spent your 
government funding to the host provider.
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Where a host provider has a model that supports you to take 
on some or most of the responsibility for your supports and 
services, you will have the responsibility to develop your 
plan for support and funding but may receive support from a 
host provider to manage the purchase of your supports and 
services.

Knowing how much responsibility you want to take on will 
help you to choose your host provider. You may want to 
talk to your family, friends or support network about self-
directing your support. This may help you make a decision 
about whether it is right for you.

Who can provide self-directed support?

All funding provided under the Disability Services Act 2006 
must go through an approved provider. Therefore, an 
approved provider is required to act as an intermediary for 
people and/or families who want to self direct their support. 
These organisations are called host providers.

To become a host provider, an organisation will need to 
demonstrate to the department that it:

can provide a service in line with the principles of self-
directed support is endorsed by the department to provide 
a flexible model of support in line with the framework of 
self-directed support, including planning, purchasing and 
cost of services can be directed by a person and/or family (or 
support this process) with planning, organising and agreeing 
to their own unique model of self-directed support has a 
separate arm operating the self-directed support model. 

This is a reporting structure that sits outside other program 
areas of service delivery of the organisation for transparency 
and accountability of self-directed support (see diagram 
below) has experience in facilitating access to services 
utilising a brokerage model can adapt their model to provide 
as much or as little support and development as required for 
a person and/or family electing to self direct their support 
has developed a responsive model of self-directed support 
based on feedback from people and/or families has an 
established fee structure available for people and/or families 
to self direct their support has a clear mechanism to address 
issues of conflict of interest should a person and/or family 
choose to purchase from the host provider is an approved 
service provider under the Disability Services Act 2006 is 
approved under service type 2.06 (case management, local 
coordination and development).

Planning supports and services

If you choose to self-direct your support, you will need a 
plan about how you will use your funding, what you will 
buy and where you will buy it from. This will be your plan for 
supports and funding.

There is not a standard format for the plan for support and 
funding. You may want to use words, drawings or pictures to 
tell your story. What the plan will look like will be discussed 
between you and your host provider and should be flexible 
enough to respond to your needs.

When you are developing your plan for support and funding 
you will need to show what supports and services you 
are going to buy with your disability funding to meet your 
disability support needs that are outlined in you assessment.

The plan will have a focus on linking your assessed need to 
your goals and priorities and to the specific supports and 
services you think will meet your need. The planning process 
should also give you opportunity to have choice and control 
over the disability supports you buy.

At a minimum, your plan for support and funding will need 
to include:

• what services categories you are assessed to receive

• the amount of funding you have

• your priorities or goals

• what supports and services you will buy to meet your 
assessed need

• where the supports and services will be bought from 

You can develop your plan for support and funding before 
you approach a host provider or you can ask a host provider 
to help you develop one. Regardless of how your plan for 
support and funding is developed it belongs to you. Your 
plan for support and funding can change if your situation or 
support needs change.

A host provider may assist you to make the changes, 
reprioritise what you are going to buy and re-budget for 
these changes within your funding allocation or you may 
be able to make your own changes to your plan for support 
and funding. However this happens all changes to your plan 
will need to be endorsed by your host provider to make sure 
the changes still link to your assessed service categories and 
goals.

GOVERNMENT UPDATES
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Step one — can I self-direct my supports?

If you are interested in self-directing your support through 
a host provider you need to contact your local Disability 
Services regional office to find out if this is possible for you to 
do, this will depend on the type of funding you have.

If you meet the access criteria, Disability Services will tell you 
how much funding you have and what service categories 
you have been assessed to receive. For example, you may be 
assessed for accommodation support, community support, 
community access or respite.

You should take this information to host providers. This will 
help you and the host provider talk about what supports and 
services you will be able to buy. 

To get the contact details of your local Disability Services 
regional office go to:

www.communities.qld.gov.au/disability/contact-us/
disability-services-regional-offices

Step two — choosing a host provider

You are strongly encouraged to contact a few host providers 
before deciding which one best suits your needs.

Information on host providers that have been endorsed by 
Disability Services, the supports they offer, where they are 
available in Queensland, and their fees, is available at: www.
communities.qld.gov.au/disability/key-projects/your-life-
yourchoice/your-life-your-choice-host-provider

The host provider you choose does not have to be located 
close to where you live. If you choose a host provider that is 
not close to where you live, you need to ask them how they 
will support you from a distance.

When contacting a host provider you may want to ask them 
about:

• their fees

• how they will manage your funding

• who you can contact if a problem arises. 

You should tell the host providers you contact how much 
funding you have and the service categories that you have 
been assessed for. The host provider will tell you what 
services they  provide as a host and give you an estimate of 
how much this will cost. You can then decide which host 
provider suits you.

You may want to prepare answers to the below questions to 
help you to decide if a host provider is right for you:

- Do I need help with planning?

- Do I need help to find the supports and service I want to buy?

- Do I want help to find my support workers?

- Do I want to employ my own workers?

- Do I want to pay the wages of people I employ?

- Do I want to buy my supports and services from non 
government service providers?

- Do I want the host provider to transfer my funding into a 
bank account for me to manage?

Step three — tell Disability Services about my host provider

To decide on a host provider you need to agree with them 
on the support they will provide you and what they will 
charge you. This is important as your funding needs to pay 
for the supports and services in your plan and the fees of the 
host provider. Once you and the host provider have agreed, 
you need to let your Disability Services regional office know 
who the host provider is and what the fees are that they will 
charge you. You can do this by email, letter or by phoning 
them. The Disability Services regional office will talk to your 
host provider to make sure they have all the information that 
is needed. Disability Services will need to develop a funding 
agreement with the host provider to be able to pay your 
funding to them.

Step four — agreement with the host provider

With self-directed support, you have an active role in the 
development of your plan for support and funding (see 
glossary), including the choice of the supports and services 
you buy. However, a host provider will have the responsibility 
to administer the funding and report all purchases made with 
the funding to Disability Services on your behalf. All of these 
responsibilities will be captured within your agreement with 
the host provider.

The host provider has some standard responsibilities that 
need to be outlined in the agreement that you sign with 
them. These include clearly identifying:

• the agreed roles and responsibilities of you and the host 
provider

• the supports the host provider will provide and associated 
fees

• the service categories (see attachment 1) you are able 
to purchase with your individual funding (based on your 
assessed need)

• how the funding will be paid

• how to change the level of responsibility you have in self-
directing your supports

• what information you need to provide to the host provider 
for them to report to Disability Services how much funding 
you have spent

• what to do if you want to change your plan for support and 
funding

• how to change or stop the agreement or change host 
provider 

• Before signing the agreement you should also discuss the 
host provider’s responsibilities for:

• assisting you to develop a plan for support and funding that 
meets your assessed needs

• endorsing your plan for support and funding

• ensuring purchases made with Disability Services funding 
are consistent with the approved items on your plan for 
support and funding
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• managing the taxation impact of making payments directly 
to a you 

• managing records in accordance with relevant legislation.

Where relevant you may also need to discuss:

• managing the employment of support staff

• assisting with the completion of pre-employment 
screening

• managing the payment of wages and insurances

• implementing occupational health and safety requirements

• managing financial expenditure (including NMDS reporting 
and financialaccountability).

You may want to ask your family, friends, advocate, lawyer 
or someone else in your network to check the agreement 
before you sign it to make sure you are getting what you 
want and need.

Step five — when can I start with the host provider?

Once you have let the Disability Services regional office 
know who your host provider will be, Disability Services and 
the host provider will work as quickly as possible to get you 
started. This may take up to six weeks. The host provider will 
keep you up to date with the progress of this change and will 
tell you when this has happened.

What can I buy with my funding?

All Disability Services funding must be used to purchase 
reasonable and necessary supports and services that are 
directly related to your assessed disability support needs, 
and your goals and priorities. Your Life Your Choice lets you 
plan and purchase across all the service categories Disability 
Services has assessed you as needing. Disability Services 
will let you know what service categories you have been 
prioritised for.

Services categories include:

• Accommodation Support

• Community Support

• Community Access

• Respite

You and the host provider will use this information to 
develop your plan for support and funding. The plan requires 
you to describe what supports and services you will buy, 
how many of these will be bought and where they will be 
bought from.

During the planning process you will be able to decide to 
purchase across all service categories you are assessed for 
or just the one you have been prioritised for. During planning 
you will need to ensure you are able to meet your prioritised 
need within the funding allocation you receive.

Any supports and services purchased must:

• be directly related to your assessed need

• be outlined in your plan for support and funding

• help you achieve their planned priorities or goals

• directly benefit you

• be cost effective

• represent ‘best value’ 

The purchase of supports through Your Life Your Choice 
must demonstrate the proper use of public resources and a 
direct link to your assessed need.

The funding cannot be used to pay for:

• supports funded by other local, state and commonwealth 
government programs 

• costs that other community members would be 
reasonably expected to pay for with their own money, 
such as electricity, gas, telephone and internet, general 
household fittings, furniture and whitegoods not used by 
the person with a disability in meeting their disability support 
needs, food, groceries, rent or the purchase, running or 
maintenance costs of vehicles

• illegal activities, gambling or activities that are considered 
harmful to a person’s health.

Taxation

If your funding is paid directly into your bank account 
by your host provider, you should ask them what will be 
affected by taxes and what this means for your funding. The 
Australian Tax Office provides information at www.ato.gov.au 
or via phone on 13 28 66.

Where can you buy your supports and services?

You may choose to buy supports and services from:

• certified disability service providers and/or

• non-certified providers (see glossary) and/or 

• you may also choose to employ your own workers or 
to engage contractors. When you develop your plan for 
support and funding, you need to talk to your host provider 
about where you can buy your supports and services. You 
may also ask your host provider to tell you about the things 
you need to think about to help you decide where you want 
to buy your supports and services.

You are responsible for selecting where and how you get 
your support, the host provider will offer as much or as little 
support as you have agreed to. Where you buy supports 
and services must be included in your plan. You and your 
host provider will need to find out about the cost of services 
and make a decision about whether this represents the 
best value for money for the services provided. You and the 
host provider will need to consider the standard awards that 
will be paid for the service and where necessary align the 
employment arrangements to fair work practices. If the host 
provider has concerns about where you are purchasing your 
supports from or the rates you are paying, they will discuss 
this with you.
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Certified disability service providers

A certified provider is a non-government disability service 
provider who must comply with the requirements of 
Disability Services Act 2006. To be certified the service 
provider has met the requirements Disability Services’ quality 
assurance system. You may know this as the disability service 
standards. If you buy your services from a certified provider, 
you will know that the service provider has policies and 
processes in place that protect your rights and provides 
you with safeguards. Host providers must have policies and 
procedures to protect your rights and keep you safe.

Non-certified providers

Non-certified providers are those that are available to 
anyone in the community and are not specific disability 
services. These providers do not get funding from Disability 
Services. Disability Services does not monitor or regulate the 
supports and services provided by non-certified providers. 
These providers may be regulated under laws that apply to 
all businesses, such as Australian Consumer Law. Disability 
Services cannot assist a person with complaints about the 
services provided from non-certified providers.

Employment of workers

You may decide to employ your own workers. You should 
discuss this with your host provider and make sure that you 
have all the necessary information and support needed to 
do this. If you become an employer you will be responsible 
for setting up your own business and employment structure. 
You need to consider things like pay roll, work place health 
and safety, insurance, taxation and superannuation. You 
need to be sure that you can meet all the requirements of 
being an employer. As an employer you will be responsible 
for monitoring the quality of your workers. If you have 
concerns about the quality of a service provided by a worker 
you employ it would need to be managed under workplace 
relations laws. You should ask your host provider for more 
information about becoming an employer and decide 
whether this is the right choice for you.

Use of contractors

The Australian Taxation Office offers a description of the 
difference between employees and contractors. You will be 
responsible for making sure that you are engaging people 
to work with you under the right working conditions. You 
should ask your host provider for more information about 
engaging contractors and refer to the Australian Taxation 
Office website:

http://www.ato.gov.au/nonprofit/content.aspx?doc=/
content/61920.htm

Change of circumstances

If your circumstances have changed, or you require or 
request additional funding, you will need to be reviewed and, 
if necessary, reassessed by Disability Services.

Changing your host provider or making a complaint 

If you are unhappy with the support or services provided by 
your host provider you need to discuss this with them.

The host provider should talk to you about how they 
manage any issues that arise, including changing host 
provider, before you sign an agreement with them.

If the issues you or the host provider have can not be 
resolved you may decide to find another host provider. 
You need to do the same things that you did before when 
choosing a host provider, including agreeing on the supports 
and services they will provide and their fees.

If you want to make a complaint about the quality of a host 
provider’s services you can make a complaint at your nearest 
Disability Services regional office. They can discuss the 
complaint with you and what you could do. If they think that 
it is necessary to make a formal complaint they may refer 
you to the Complaints and Review area.

More information about Disability Services’ complaint 
process can be found at:

http://www.communities.qld.gov.au/gateway/about-us/
feedback-and-complaints

If you buy a service from a non-certified provider, you need 
to use the complaints process provided by that service. 
Disability Services is not able to assist you with this.

More information

Your Life Your Choice 
www.communities.qld.gov.au/disability/keyprojects/your-life-your-
choice  
phone: 13 QGOV (13 74 68)

Disability Services regional service centres 
www.communities.qld.gov.au/disability/contactus/disability-
services-regional-offices

Disability Services online 
www.qld.gov.au/disability

National Disability Insurance Agency 
www.ndis.gov.au 
Phone: 1800 800 110

Useful Links

www.communities.qld.gov.au/disability/key-projects/your-life-
your-choice

www.fairtrading.qld.gov.au

www.ato.gov.au

www.communities.qld.gov.au/disability/key-projects/your-life-
your-choice

www.justice.qld.gov.au/justice-services/guardianship/adult-guardian

Planning

www.helensandersonassociates.org.uk http://www.inclusion.com 

www.inclusion.com/path

www.kendrickconsulting.org/Pages/default.aspx (see publications)

www.familiesleadingplanning.co.uk

www.stlukes.org.au/Pages/Resources/Innovative_Resources.aspx
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Researchers from the Asia-Pacific Centre for Neuromodulation 
and the Centre for Advanced Imaging from the University of 
Queensland are searching for people with Parkinson’s disease 
to participate in a research study. 
Parkinson’s Neuroimaging Project: Learning, Emotions, 
Language and Memory 

The research team is currently looking for individuals with mild/
moderate Parkinson’s disease who would like to participate in 
a neuroimaging (brain scan) study. This research will investigate 
how learning, emotional responses, language and memory can 
be affected by Parkinson’s disease. 

Researchers are seeking individuals aged 45+, who are right-
handed, have English as their first language and have no 
history of neurological disease or trauma prior to the onset of 
Parkinson’s. Participation in this project is expected to involve 
two separate sessions of fMRI scans and questionnaires at 
St Lucia, lasting around 90 minutes each. Participants will be 
reimbursed for their travel expenses. 
For details please contact Ilvana Dzafic on 0425 540 692 or 
email i.dzafic@uq.edu.au

Research Study

Final Report by Dr Nadeeka Dissanayaka – 
The University of Queensland 
Research Project Final Report: Novel Methods For Early 
Detection Of Anxiety In Parkinson’s Disease

Thank you for awarding the Parkinson’s Queensland Inc 
Seeding grant titled “Novel methods for early detection of 
anxiety in Parkinson’s disease (PD)”. This project aimed to 
develop new methods to identify anxiety at early stages of 
PD. Ninety non-demented PD patients completed a semi-
structured clinical interview and electroencephalography (EEG) 
experiments. The interviews consisted of assessing cognitive 
function, anxiety, depression and parkinsonism. We profiled 
anxiety symptoms specific to PD, examined the validity of 
current anxiety rating scales for the use in PD, and developed 
a new anxiety symptom checklist for the use in PD. This has 

introduced a more efficient and effective 
method of identifying PD specific anxiety at 
early stages.
High density EEGs (128 channels) were simultaneous recorded 
while patients performed a psychological task. This task elicited 
brain processes involved in emotion and cognition. Event 
related brain potentials (ERPs) were generated when patients 
performed an evaluative judgement on negative and neutral 
target words in an affective priming paradigm. We showed 
that the negative slow wave (NSW) elicited for negative words 
at left central brain region was lost in PD patients. This NSW 
was modulated by cognitive function and potentially serve as 
a specific marker for cognitive decline in PD. We also showed 
another ERP marker, the late positive potential (LPP), at central 
parietal brain region, which was altered in PD patients with 
depression and low cognitive function. 

Research project funded by 
Parkinson’s Queensland

RESEARCH

CALL FOR PHD RESEARCH APPLICATIONS
Parkinson’s Queensland Inc. invites applications from suitably qualified research students and researchers for grants supporting 
research into Parkinson’s disease.
The Parkinson’s Queensland PhD Research Grant Scheme funds high quality applications from current full-time Queensland PhD 
students who are undertaking innovative research projects related to Parkinson’s disease. PhD Research Grants of up to $5,000 
will be available for the duration of the applicant’s candidature - up to a maximum of three years.
Application forms and guidelines may be downloaded from the Parkinson’s Queensland Inc. website at www.parkinsonsqld.org.au 
or by contacting the Parkinson’s Queensland office below for an application form and guidelines.

Closing date for applications: 5.00pm Monday, 29 September 2014 (no late applications will be accepted)

Parkinson’s Queensland Inc. 
PO Box 1684 SPRINGWOOD QLD 4127 

Tel: (07) 3209 1588   Fax: (07) 3209 1566   E-mail: ceo@parkinsonsqld.org.au
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Queensland Ballet is pleased to be the 
first dance company in Australia to 
introduce Dance for PD.

Dance can offer physical and social 
benefits for people of all ages. At 
Queensland Ballet we invite members of 
the community affected by Parkinson’s 
Disease to join us for fortnightly 
specialised dance classes. 
Dance teachers from the local community, 
along with dancers from the Company, 
lead participants in 75 minute classes 
inspired by the Company’s repertoire 
and accompanied by live music. People 
at all levels of mobility and ability are 
welcome. Carers, partners and friends, 
are also welcome to participate. No dance 
experience is necessary. 
DANCE FOR PARKINSON’S PILOT

In October 2013, Queensland Ballet 
commenced a pilot program of weekly 
dance classes for people affected by 
Parkinson’s. Working with David Leventhal 
from the Mark Morris Dance Group, 
Parkinson’s Queensland, and Brisbane-
based Dance for PD Specialist, Erica 
Rose Jeffrey, Queensland Ballet delivered 
30 classes to over 60 participants 
from around Brisbane. The pilot was 
accompanied by a research project with 
Queensland University of Technology’s 
Creative Industries (Dance) and Health 
(Movement Neuroscience) faculties and 
The University of Queensland’s Health 
and Behavioural Sciences (Physiotherapy) 
faculty to analyse the social and physical 
benefits of the program. The pilot 

concluded in July 2014, and the findings 
of the research will be released later this 
year. 
ABOUT DANCE FOR PD

In 2001, Olie Westheimer, founder 
and executive director of the Brooklyn 
Parkinson Group (BPG) in New York 
approached the Mark Morris Dance 
Group (MMDG) to propose the idea 
of a rigorous, creative dance class for 
members of BPG. Olie knew from her 
own dance background that professional 
dancers train their minds and bodies 
to execute difficult movements with 
confidence, power and grace. In doing 
so, they develop cognitive strategies that 
she thought could be naturally beneficial 
and enjoyable for people with Parkinson’s. 
Later that year, two MMDG dancers – 
John Heginbotham and David Leventhal 
– started regular, specialised classes for 
people with Parkinson’s.
Within just a few years, the Dance for PD 
program expanded into other cities in 
the US and its founding teachers began 
providing training workshops around the 
world to enable growth of an international 
network of Dance for PD practitioners.
COST

Four classes for $50 per participant 
(includes complimentary entry for carer/
friend). Casual attendance is subject to 
availability and costs $13 per participant. 
VENUE

Thomas Dixon Centre, Cnr Drake St & 
Montague Rd, West End

DATES & TIMES

Saturdays 1.30pm – 2.45pm
REGISTER

To register your attendance online, visit  
queenslandballet.com.au/
danceforparkinsons  
ENQUIRES

For further information about the program, 
to amend your attendance schedule or 
to register interest in casual attendance, 
please email learn@queenslandballet.com.
au or phone (07) 3013 6666.
For further information about 
Dance for Parkinson’s Australia visit 
danceforparkinsonsaustralia.org 

RESEARCH

Researchers at the Asia Pacific Centre for Neuromodulation 
and School of Health and Rehabilitation Sciences, University of 
Queensland are seeking volunteers to participate in research 
exploring new methods of monitoring the motor symptoms of 
Parkinson’s disease beyond the clinic or laboratory. 
The aim of this project is to test the accuracy of new technology 
(activity monitors and Smart Phones) to monitor and measure 
movements such as walking, postural sway and tremor. Such 
technology may enable assessment of motor symptoms 
whilst people conduct their usual activities within their normal 
environment and may provide a more complete picture of how 
the motor symptoms of PD fluctuate over time, during different 
activities and in different environments. 

If you: 

•  have Parkinson’s disease,
•  have noticed changes in your walking, but are able to walk   
 without help from another person,
•  have no other medical problems that affect your walking,
•  are interested in participating in this research, and
•  are able to attend one 2 hour session at the Princess   
 Alexandra Hospital,
we would love to hear from you. 
People who have had DBS, experience Freezing or use 
walking aids are able to participate. For more information 
please contact Dr Robyn Lamont on r.lamont@uq.edu.au or 
by phoning 07 3346 5583.  

Research Study

Dance for Parkinson’s
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If so, you are invited to participate in a 
survey about physical activity
While being physically active is an important part of  
a healthy lifestyle, people with Parkinson’s may need 
extra support.

This survey seeks to understand how active people with 
Parkinson’s are, and what factors might influence activity levels. 
This knowledge is needed so that health professionals 
can better assist people to become or to stay active through 
programs that cater for the unique needs of people with this 
condition. The project is led by a team at the Physiotherapy 
Department at The University of Melbourne. We invite you 
to join in this research to learn more about Australians with 
Parkinson’s, in order to share this information with those that 
develop and provide services.
To participate, you need to complete a survey about how 
active you are, what activities you do, and your thoughts about 
being active.

The survey also asks about how Parkinson’s affects you.  
You can complete the survey on the internet, on paper, or  
by telephone.

To participate or to find out more information

Go directly to the survey at 
http://www.surveygizmo.com/s3/1531915/
OR
Telephone Dr Jenny McGinley at University 
of Melbourne on  
03 8344 4118 
Email Dr Jenny McGinley at  
mcginley@unimelb.edu.au

You can participate if:
 you have Parkinson’s
 you can walk
 you live in the community

3

3

3

RESEARCH

Do you have Parkinson’s disease?
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75 Guthrie St, Osborne Park WA 6017   T: 08 9445 2333   F: 08 9445 2311
E: info@easywearaustralia.com.au   W: www.easywearaustralia.com.au

Tunstall Healthcare
Tunstall Healthcare is a world leading provider of 
telehealthcare solutions. 

Our personal alarms and assistive technologies help 
those with long term health and care needs to live 
safely and independently in their own homes.  

Tunstall can assist with creating custom solutions to 
meet individual care needs. 

www.tunstallhealthcare.com.au 1800 611 528

PERSONAL ALARMS   |  ACTIVITY SENSORS  | 24 HOUR MONITORING  

Tunstall Healthcare is a world leading provider of 
telehealthcare solutions. They offer a wide range of 
technology and 24 hour monitoring solutions to assist 
people with additional care needs to maintain their 
independence in the home.  

Tunstall can create specialty packages and build custom alert 
solutions to assist people with unique physical and cognitive 
requirements.  

The Tunstall 24 hour monitoring service has experience in 
supporting people and their carers living with: Parkinson’s 
disease, multiple sclerosis, motor neuron disease, paraplegia, 
quadriplegia, cerebral palsy and acquired brain injury.

When an emergency alert is raised via a Tunstall personal 
alarm, the response operator will assist via the two-way 
speech function. The operator has access to specific medical 
conditions on-screen and will organise the appropriate help 
whether that is emergency services, family, friends or a carer.  
Tunstall response operators will stay on the line until help 
arrives, and may conference call in an ambulance service or 
family member if required.  

If you are managing a unique condition or caring for a loved 
one, Tunstall can assist with creating a custom solution to 
meet your individual needs.  

For further information contact Tunstall Healthcare on  
1800 611 528 or visit www.tunstallhealthcare.com.au.
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News Talk 4BC is Brisbane’s news, talk and entertainment radio 
station with the views, opinions and conversations of the people that 
matter - you!
If it’s happening in your community, it’s being talked about right now on 
News Talk 4BC.
Join the conversation on air, online, on your phone and on digital radio.
Breakfast with Ian Skippen and Loretta Ryan, Mornings with Patrick 
Condren, Afternoons with Michael Price and Clare Blake, Drive with 
Ben Davis, Sports Today with Peter Psaltis and Nights with Walter 
Williams.
And on the Weekends, everything that’s happening in Brisbane as well 
as all the NRL action with The Continuous Call Team.
Your City - Your Station, News Talk 4BC.
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Stay healthy 
and active
With spring in full bloom, we are approaching the season of activity  
and staying outdoors. It is the perfect time to take strolls in the park 
with friends and dogs, go camping, hiking, enjoying picnics and  
having barbeques.

While outdoor activities are fun, they can also be a breeding ground 
for germs and food borne illnesses. Since most germs are spread by 
hands, and soap and water are not usually available outdoors, it is easy 
to see how quickly those germs can spread where people interact. 

Fortunately there is a simple way to quickly and conveniently kill 
germs on your hands - alcohol-based hand sanitisers.They are readily 
available whenever you need them, easy to use and milder on skin than 
hand washing1.

Whether it’s in a pump bottle, a wall dispenser or a JELLY WRAP™ in 
your pocket, alcohol-based hand sanitisers are the cost-effective way 
to practice good hand hygiene quickly and conveniently during this 
beautiful season of spring.

New Purell® Advanced hand 
sanitiser kills 99.99%2 of germs  
and leaves hands feeling soft 

PuRELL® hand sanitisers comes in convenient sizes  
including JELLY WRAP™ carrier(s) which you can  
attach to nappy bags, sports bags, equipment,  
cupboard handles and more!

PuRELL® bottles are available in Chemist Warehouse, Discount Drug 
Stores, Big W and convenience stores.

1. RCTS, Exaggerated Handwash, Study No. 2809, 28 March 2011, Irving TX
2.  Healthcare Personnel Handwash Study #100635-101, September 24, 2010, BioScience 

Laboratories, Bozeman, MT.  
Always read the label. use only as directed. PuRELL® is a trademark of GOJO Industries, Inc.  
and is used under licence by Orion Laboratories Pty. Ltd.,  
trading as Perrigo Australia  ABN 56 009 293 136
25-29 Delawney Street, Balcatta, WA 6021 AuSTRALIA
FREE PHONE: 1800 805 546  FREE FAX: 1800 004 110  
www.perrigo.com.au     

Perrigo Australia supporting
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Lundbeck Australia Pty Ltd
ABN 86 070 094 290   
Ground Floor, 1 Innovation Road
North Ryde NSW 2113
Australia

Tel +61 2 8669 1000
Fax +61 2 8669 1090
www.lundbeck.com.au
903536  ALLUA.27 June 2014

Lundbeck  proudly  sponsors

PARKINSON'S 
QUEENSLAND

www.speechpathologyaustralia.org.au

Speech pathologists  
   are working to make a difference!

Because many people with 
   Parkinson’s disease have 
     voice, speech and/or  
       swallowing difficulties…
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Calendar of Events
Month Date Activity

SEP  National Parkinson’s Month

 2-9 Massage Therapy Week

 3 National Health & PE Day

 8 World Physical Health Day

 8-14 Stay on Your Feet Week

 10 World Suicide Prevention Day

 12 World Oral Health Day

 12 Disability Awareness Expo - PCYC Carindale

 13 Parkinson’s Queensland Seminar - Brisbane 

OCT 5 Daylight Savings Starts

 6 Labour Day Holiday

 6-12 Mental Health Week

 10 World Mental Health Day

 11 Hat Day - Mental Health Research

 13-19 National Nutrition Week

 15 Parkinson’s Queensland Management Committee Meeting

 18 Parkinson’s Queensland Seminar - Mackay

 20-26 Occupational Therapy Week

 22 Parkinson’s CEO Meeting - Melbourne

 23 Parkinson’s Board Meeting - Melbourne

 30  Summertime Fun Raffle

Month Date Activity 

NOV 1 Parkinson’s Queensland Annual General Meeting

 7 CONNECTIONS Editorial Deadline - Summer Edition

 10-16 National Psychology Week

 14 G20 Summit Holiday

DEC 1 CONNECTIONS - Summer 2014

 2 International Day People with Disabilities

 5 International Volunteer’s Day

 17 Parkinson’s Queensland Management Committee Meeting

 19 Parkinson’s Queensland Office Closes for Christmas Break

 25 Christmas Day

 26 Boxing Day

 31 New Year’s Eve

JAN 5 Parkinson’s Queensland Office Re-opens

Improving Lives

Medtronic Australasia Pty Ltd, 97 Waterloo Road, North Ryde NSW 2113
Toll Free: 1800 668 670  Email: neurosupport.australia@medtronic.com
1334-072014 © 2014 Medtronic. All rights reserved.

Every 3 seconds we improve a life with our 
breakthrough solutions, allowing us to fulfill 
our mission of alleviating pain, restoring 
health, and extending life.

To learn more about Medtronic DBS Therapy, 
please visit www.movementforlife.com.au


