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Messages
PRESIDENT’S MESSAGE

Welcome to the spring 
issue of Signpost. This 

issue’s theme seems fitting, 
as there is movement 
happening across the 
organisation, including on 
the board.

In this issue, we farewell 
outgoing Parkinson’s Victoria board President 
Peter Raymond, and also board member Geoff 
Pearson, who is moving on to focus on his health. 
Though on the board for a short time, Geoff was 
a valued member and will continue to support 
Parkinson’s Victoria’s work in other ways. We 
welcome incoming board members, Karyn 
Spilberg and David Finkelstein. 

The board has also recently reviewed our legal 
structure, and whether continuing to operate as 
an ‘incorporated association’ is still appropriate. 
Given our reach, growing partnerships and 
commitment to providing world-leading services 
and supports, we will seek to formally move to a 
‘company limited by guarantee’ later in 2014.

At this moment of change, we take the 
opportunity to evaluate where we are and where 
we need to go; we recognise the need to keep 
Parkinson’s Victoria strong and able to respond to 
the growing needs of the Parkinson’s community. 
We know that the best results for people living with 
Parkinson’s will be achieved through working in 
collaboration with others on a local, national and 
global scale. 

The Continence Foundation of Australia are our 
partners in education; the Florey Institute are 
developing and investing in innovative research; 
Brainlink run support programs for family and 
carers of people living with Parkinson’s; and the 
Shake It Up Foundation are building community 
awareness and support for research. In 2014, 
Parkinson’s Australia and the national network are 
key to our work; our commitment this year is to 
build a stronger national profile, particularly with 
the Federal Government. 

I am proud to be working with the Parkinson’s 
Victoria team and the Parkinson’s community as 
movement begins in this exciting phase of growth 
and change. 

Damien Farrell
President
Parkinson’s Victoria Board

CEO’S MESSAGE

This issue is all about 
movement, and Parkinson’s 

Victoria is certainly on the 
move! A Walk in the Park 
is on at Federation Square 
on Sunday 31 August, and 
we are also preparing to 
launch a new brand for the 
national network next month. 

The rebrand will unify the look and voice of the 
national network to boost the profile of Parkinson’s 
on the national stage, and includes transitioning 
to a new website which offers a better experience 
for our visitors. 

In other movement, I recently visited the Mildura 
support group and, along with group leader 
Cheryl Barnes and members of the group, met 
with Mr Andrew Broad MP and Mr Peter Crisp 
MP about their ongoing support for the local 
Movement Disorder Nurse, a position under threat 
by changes to Medicare Locals. We also met with 
the Shepparton support group about the current 
demonstration nurse project, and how to secure 
an ongoing specialist nurse service for Goulburn 
Valley. These issues will be a key focus in the lead 
up to the state election in November. 

Another key area of focus for Parkinson’s Victoria 
in 2014 is finding ways to meet the growing 
needs of the Parkinson’s community. Recently, 
we have recruited some talented new staff to 
better support our members: we welcome Judith 
Ridgeway in Operations and Development, to 
support the improvement of our internal systems 
and the growth of brand awareness; Sonya 
Kennedy in Fundraising and Membership to 
grow our supporter base; and Nicola Graham 
in the Health team, to continue developing our 
education programs. Later this year, we plan to 
add more education and information staff to 
support an increase in the delivery of supports and 
services.

I hope to see many of you at A Walk in the Park 
later this month – check the insert that came 
with this issue for details on how you can register, 
fundraise and make a difference! 

Emma Collin
CEO
Parkinson’s Victoria 
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Main Heading Board updates
PETER RAYMOND: A FOND FAREWELL... FOR NOW

Earlier this year, after more than eight years of 
service on the board of Parkinson’s Victoria, 

Peter Raymond stepped down as board President. 

Peter has been an integral part of Parkinson’s 
Victoria for many years – in 2005, he joined our 
ambassador program, speaking publicly about his 
experience of living with Parkinson’s. In 2006, he 
joined the board and in 2011 was elected President; 
he also served on the board of Parkinson’s Australia 
in that time. 

Peter is a dedicated member of the Parkinson’s 
community; from his diagnosis in 2001, he was 
involved in the community and sought to make 
a difference for those living with Parkinson’s now 
and into the future. As President, Peter was a strong 
leader but always a team player; fellow former 
board member Fred Van Ross says of Peter, “He 
brought a cohesiveness - we all worked together for 
the benefit of the organization; he was the leader, 
but he was always part of the team”. 

It was this leadership style that saw the board 
develop a strong vision and mission as Peter led 
them through a major period of growth and change. 
Peter’s great strength in that time was his ability to 
see the bigger picture and know how to pull the 
right people together to make that vision real. 

Peter was, and is still, an active advocate and 
speaker; he has made many media and public 
appearances, raising awareness of Parkinson’s in the 
public consciousness. He is also very in touch with 
the Parkinson’s community; he would visit support 
groups around the state and talk to members 
regularly, to hear their thoughts on the issues that 
mattered to them. 

Along with his broader advocacy and awareness 
raising, Peter himself has been a powerful 
fundraising force for A Walk in the Park, always 
striving to beat last year’s result and have his 
fundraising team on top of the ladder (unlike his 
beloved St Kilda – sorry, Peter!). 

Peter is now stepping back from his board duties to 
prioritise his health and to spend time with family – 
his wife of more than 40 years, Jill, his children Kellie 
and Craig, and his four grandchildren, Jordan, Dion, 
Benjamin and Matthew. 

Peter remains committed to continuing his much-
valued support of Parkinson’s Victoria, and we look 
forward to working with him in the years to come. 
But for now we say farewell, thank you and good 
luck to Peter Raymond.

AND A WELCOME TO OUR NEW BOARD MEMBERS

Karyn Spilberg 

Karyn was diagnosed with Parkinson’s more than 
10 years ago; from diagnosis Karyn has immersed 
herself in the national and international Parkinson’s 
community, educating herself about Parkinson’s, but 
also about the greater community and its needs. 
Along her journey, Karyn has made significant 
contributions to the Parkinson’s community: she 
is a keen blogger, sharing her knowledge and 
experiences online; founded Young @ Park, a 
support group for people living with early onset 
Parkinson’s; has raised thousands of dollars to support 
services and research; has made numerous media 
appearances to raise awareness, including coverage 
of her DBS surgery; and has attended Parkinson’s 
conferences all over the world. Karyn brings a 
great deal of passion and experience – in her lived 
experience of Parkinson’s and her years of advocacy 
– to the board, and we warmly welcome her. 

Dr. David Finkelstein 

Physiologist and neurobiologist David Finkelstein 
joined the board in May this year. David is the 
head of the Parkinson’s Disease Laboratory at 
The Florey Institute of Neuroscience and Mental 
Health, where he uses his skills and knowledge to 
investigate possible new medical interventions for 
Parkinson’s. David has led many research projects 
and authored around 100 research papers in peer-
reviewed journals, and his innovative research has 
seen him present to medical researchers all over the 
world. David is committed to raising awareness of 
Parkinson’s research within the broader community, 
and has worked closely with Parkinson’s Victoria 
to increase the profile of Parkinson’s research in 
Australia. David hosted the 2014 World Parkinson’s 
Day symposium held at the Florey Institute for 
clinicians, neurologists and researchers. David is a 
committed advocate for Parkinson’s research, and 
we are excited to welcome him to the Parkinson’s 
Victoria board. 



[ 4 ]  Parkinson’s Victoria     Phone (03) 9581 8700    1800 644 189 (Country Callers)    www.parkinsonsvic.org.au

News & Highlights
A Walk in the Park 2014

You can help make a difference for Victorians living 
with Parkinson’s – it’s as easy as A Walk in the Park. 

On Sunday 31 August at Federation Square, 
thousands of people will join together for A Walk in 
the Park – a family day out to support, celebrate and 
remember every Victorian living with Parkinson’s. 

There’s more information about A Walk in the Park 
on page 11 and on the flyer that came with this 
issue of Signpost. Want to register now? Just go to 
www.parkinsonswalk.com.au to register, fundraise 
and make a difference. 

2014 Parkinson’s Victoria Recognition Awards

Each year Parkinson’s Victoria recognises the 
contributions that members of our community make 
in supporting people living with Parkinson’s, their 
families and the wider Parkinson’s community. 

Now is the time to put your thinking cap on: do 
you know someone who has gone above and 
beyond to offer care and support? Do you have a 
dedicated support group leader or member who 
deserves a ‘thank you’ for their years of service? Is 
there a local business that goes the extra mile to 
support the Parkinson’s community?

This is your opportunity to identify and nominate 
anyone who has made a significant contribution 
to your local community or the wider Parkinson’s 
community. 

The following awards are open to nominations from 
all members of the community, not only members 
of Parkinson’s Victoria:

•  Sir Zelman Cowen Award: This award is presented 
to an individual, recognising their outstanding 
service to Parkinson’s Victoria and services to 
people living with Parkinson’s.

•  Honorary Life Membership: Recognises 
outstanding service, normally over a period of at 
least 15 years.

•  Five and Ten Year Services Awards: Recognises 
the continuous service of volunteers in an 
administrative, project or service capacity.

• �Certificate�of�Appreciation: Recognises the 
contribution of an individual or an organisation 
to an event or activity.

Nominations must be received by Parkinson’s 
Victoria by 5pm on Monday 15 September 2014. 
For more information on the awards, please visit our 
website or call the office on (03) 9581 8700.

Living Well seminar

Parkinson’s Victoria is proud to present the Living 
Well Seminar, to be held in Melbourne on Thursday 
11 and Friday 12 September 2014. This unique 
seminar features two education sessions: one for 
people impacted by Parkinson’s, and another for 
health care professionals. 

People impacted by Parkinson’s  
Thursday and Friday 

This program focuses on the needs of people 
who have been living with Parkinson’s for more 
than seven years, and features information about 
treatments, financial and medical care planning, 
travel, and managing your own care. 

To book tickets, go to: http://trybooking.com/FEBQ

Health care professionals  
Thursday 

This program is for those who deliver care to 
people living with Parkinson’s, focusing on 
information regarding: treatment options, symptom 
identification, integrated approaches to managing 
Parkinson’s, and understanding the social and 
emotional impacts of Parkinson’s. 

To book tickets, go to: http://trybooking.com/FEAT

Dance for Parkinson’s

In February 2014, the Elance Adult Ballet School 
began Dance for Parkinson’s classes in Melbourne 
to great success, with participants reporting 
increased confidence and improvements in 
mobility since joining. No experience is necessary, 
and the group is open to new participants. Classes 
are held at the Camberwell Uniting Church. If you 
would like to know more, call Paris Wages on 0449 
058 360 or Parkinson’s Victoria on 1800 644 189.

Christmas Cards 

It’s never too early to plan for Christmas… Christmas 
cards will be available to order from Parkinson’s 
Victoria from early October. To request a brochure, 
call 9581 8700. 
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Tulip tribute
PADDLE FOR PARKINSON’S: THE RETURN! 

Over 16 days in April, Sam Faulkner and Tyler McPhee kayaked 800 kilometres along the Murray River to 
raise money and awareness for Parkinson’s. Tyler had a chat with us about their incredible journey, and 

to share the final tally of their amazing fundraising efforts.  

You were aiming to get home by Good Friday... did 
that work out?

We didn’t make it home by Good Friday; the 
distance per day was a bit more challenging then 
we expected, and we had a bit of trouble with the 
weather. But we did make it home by Easter Monday.

Were there any surprises along the way?

One morning I thought Sam was trying to wake me 
up, but when I turned to tell him to leave me alone 
I realised it was a great big dirty pig, pushing his 
head up against my side, trying to turn my swag 
over. He would have been as big as our swags! 
Sam and I made a run for the river and stood 
there waiting for him to leave. Definitely one of the 
scariest moments.

Did you meet up with anyone along the way? 

We only met up with people in Swan Hill, where 
we had a fundraising event, and met people 
from the local Parkinson’s support group, a few 
family members and some friends. Coming home 
was a big high for us; when we got there, we saw 

about 50 friends, family, Parkinson’s support group 
members, and people we had not met before, who 
had just been following our journey. To see so many 
people and have that support was amazing. 

What were the worst and best parts of the trip?

The worst part was definitely when it was raining. 
At the start, we counted 3 consecutive days of 
rain – we paddled, ate and slept in the rain. I can’t 
describe how terrible it was trying to live out of a 
kayak when it was pouring rain 

The Swan Hill fundraiser was one of the best 
parts; we had an amazing turnout at the Murray 
Downs Golf and Country Club, and received an 
overwhelming donation. It was a turning point for us 
in the trip, from being at such a low point from the 
rain. After that event, everything turned for us; the 
weather was good, and the kilometres just seemed 
to be washing away. 

Your original fundraising goal was $3000. How much 
did you and Sam end up raising?

We raised $19,143 for Parkinson’s Victoria. 

VALE JEAN SMITH

Few people at Parkinson’s Victoria knew Jean 
Smith personally, but thousands have received her 

beautiful Christmas cards over the past five years. 

Jean was diagnosed with Parkinson’s in 2001 at the 
age of 61. Around the same time she had started to 
pursue a lifelong interest in art, commencing classes 
in botanical illustration. With medication, exercise 
and relaxation, Jean managed her Parkinson’s 
symptoms and was able to keep up with her two 
favourite hobbies: her botanical painting, and 
playing the piano and organ. 

In 2009, Jean produced her first Christmas card. 
There has been a new design each year since. Jean 
always put a great deal of thought into her card 
designs, starting around March to sketch out her 
ideas. Each design had an Australian flavour with a 
clever, unique twist. The cards have steadily grown in 
popularity and last year’s design sold out completely. 
Jean was so thrilled to think that her cards were sent 
around the world (even to The Queen!).

Sadly, Jean died suddenly and unexpectedly (age 
73) in April from a brain haemorrhage. Her husband, 
Len and two children, Robyn and Phillip are 
incredibly proud of Jean and her dignified, down 
to earth approach to life and to managing her 
Parkinson’s. They would like to thank all those who 
have bought her cards to raise funds for Parkinson’s 
Victoria’s vital research and support programs. 
They also encourage people living with Parkinson’s 
to never give up and to continue to follow their 
passions - just as Jean did. 

The family hopes to hold an exhibition of Jean’s 
beautiful artwork later this year. 

When confirmed, Parkinson’s Victoria will post 
details of Jean’s exhibition on our website and 
Facebook page, and – if publishing dates allow– in 
a coming issue of Signpost. 
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The benefits of movement
Exercise is a crucial part of maintaining your motor, coordination and balance skills, and improving 

quality of life. Second to medication, it is probably the most important thing you can do to stay well. 
Exercise can provide you with a sense of achievement and improve your mood, balance, posture, strength, 
flexibility, gait, energy levels and bone strength. Want more good news? Exercise can also help prevent 
constipation, sleep difficulties and reduce your risk of falls. The evidence to get moving is compelling, so 
let’s look at how to get you started and what to do.

Overcoming procrastination

With Parkinson’s, movement that was automatic for 
you before may now require conscious thought and 
planning. Parkinson’s can increase muscle stiffness 
and pain, may make you move more slowly, and 
lower your mood and energy levels. Because of this, 
it can be hard to start exercising; here are some 
simple techniques to help you get going:

•  Set a SMART goal: specific, measureable, 
attractive, realistic and timely. For example, “I 
will walk three times a week in the morning for 10 
minutes”.

•  Exercise with a friend. It helps you stick to it and 
provides an important social connection.

• Do something you enjoy.

• Always begin a new exercise program gently.

•  Use your GP, physiotherapist, carer, relative or 
friend as your exercise coach – ask them to help 
get you moving.

•  Accept that there will be times when you stop 
your exercise routine for various reasons. When 
you are ready, just gently start it again!

Getting started

We are all at different stages of wellness and fitness, 
so here are some general guidelines for you to follow:

•  If you have mild Parkinson’s and a history of 
regular exercise, continue your normal routine; 
you might like to consult a fitness expert to 
devise a program that is safe and appropriate 
for you.

•  If you have not exercised recently and/or you 
experience significant slowness of movement, 
stiffness or freezing, you can get started by 
working with a physiotherapist who can design 
and monitor an appropriate exercise program 
that targets your movement problems.

•  If you have other medical conditions, such as 
heart disease or diabetes, you should consult your 

medical practitioner to ensure that moderate 
intensity exercise is appropriate for you.

•  Physiotherapists with experience in prescribing 
exercise programs for people living with 
Parkinson’s can be accessed in a number of 
ways: 

 a.   Get a referral from your local doctor 
for a movement disorders clinic or a 
physiotherapy rehabilitation outpatient 
department at a local public hospital 
(check to ensure the department caters for 
people with neurological conditions). 

 b.   For private physiotherapy appointments 
you can get in touch with the Australian 
Physiotherapy Association  
(www.physiotherapy.asn.au) to find the 
contact details of physiotherapists in your 
local area with an interest in neurology or 
aged care (geriatrics).

 c.   Call our support line on 1800 644 189 
to find the names of specialist neuro-
physiotherapists in your area.

What type of exercise is best for people living with 
Parkinson’s?

Some types of exercise seem to be particularly 
suited to people living with Parkinson’s:

• Walking outside or low-intensity treadmill walking

•  Dance classes for people living with Parkinson’s 
are available in Camberwell. See page 4 for 
details. 

•  PD Warrior is an exercise program specifically 
designed for people living with Parkinson’s, and 
will soon be available in Brunswick. Contact us 
for more details. 

• Cycling

• Yoga

•  Tai chi for people living with Parkinson’s is 
available in Cheltenham. Contact us for details.
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The benefits of movement
•  Stretching and strengthening exercises as 

prescribed by a specialist physiotherapist

How much is enough?

Current guidelines for older people suggest that 
physical exercise should be conducted three to 
five times per week for 30 minutes a time. Exercise 
can include a combination of aerobic, muscle 
strengthening, and flexibility exercises. These can 
be achieved by walking, going to the gym or 
exercising at home. Start gently; up to 10 minutes a 
day may be enough for you initially, and gradually 
you will be able to do more.

Some Exercises to Try

When starting to exercise you will now need to 
move more purposefully and consciously. Focus on 
the muscle groups that are the most vulnerable in 
Parkinson’s – these are the anti-gravity muscles, the 
ones that help keep us standing up straight. Here 
are two good exercises to get you started, both of 
which you can do in bed – how easy is that!

Exercise one

Trunk twists promote mobility in neck, shoulders and 
upper back muscles.

I.  Lie in bed, knees bent, using a pillow to support 
your head.

II. Have your arms outstretched across the bed.

III.  Starting with one arm, keeping your elbow 
straight, reach over your body and clap the 
opposite hand.

IV.  Try to repeat this movement 10 times on each 
side.

Exercise two

Lumbar rocking promotes mobility and strength in 
the lower back.

I.  Lie in bed, knees bent, using a pillow to support 
your head.

II.  Rock your knees – holding them together –from 
side to side. Don’t push or rush. Go as far as is 
comfortable on each side.

III.  Feel your range of movement increase as your 
lower back loosens up.

IV.  Try to repeat this movement 10 times on each 
side.

Handy Tips

• Visualise the activity you are about to do.

•  Sequence your movement one step at a time 
and completely finish each movement before 
you start the next.

•  Strength training needs to be progressive, so 
always use weights that are challenging.

•  Strengthen muscles in the context of movements 
that you do throughout the day, such as 
walking, squats and climbing stairs.

• Don’t exercise through pain. If it hurts, stop.

•  If you suffer from fatigue, choose a time of day 
when you feel most energised, and consider 
breaking up your exercises into a few shorter 
sessions throughout the day. 

Resources

Parkinson’s Victoria has an exercise DVD available 
for purchase ($10). It steps you through a range 
of exercises, including some modified tai chi 
specifically for people with Parkinson’s. Contact us 
on 1800 644 189 to order a copy.
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Young at Park
EMPLOYMENT: YOUR LEGAL POSITION 

Some of the most important issues facing people living with Young Onset Parkinson’s are about work and 
financial security. Decisions that may need to be made in the future can be daunting, and the anxiety 

associated with these decisions often keeps them at the bottom of your “to-do” list. We talked to Norm 
McMurray from the legal firm Maurice Blackburn to get his advice on some key issues. 

When a person is diagnosed and currently working, 
what steps must they take legally regarding work?

The person needs to decide if they are going 
to disclose to their employer that they have 
Parkinson’s or not. They are not legally required 
to disclose unless there is an occupational health 
and safety reason to do so. So, for example, if you 
drove a tanker or a forklift for your job, you may 
legally need to disclose your diagnosis. Other than 
disclosure for safety reasons, there are usually no 
other legal requirements to meet. 

What advice would you give regarding notification/
disclosure?

Assuming safety is not an issue then you can choose 
to disclose or not. This can often feel like a big 
decision and no two employers are the same. Often 
it is a good move to have these discussions with an 
employer to provide them with an opportunity to be 
supportive. Although many employers are supportive 
and happy to be flexible it is not always the case. 

If you do choose to disclose, our advice would be 
to prepare for the conversation with your employer 
and remember to be professional, be specific and 
offer solutions and reassure and educate your 
supervisor regarding your Parkinson’s. 

What are the workplace’s legal obligations to their 
employees with Parkinson’s?

Under the Fair Work Act, employers are under 
a positive obligation to take reasonable steps 
to accommodate someone with a disability in 
the work place. This means that if you tell your 
employer about your Parkinson’s, they have to take 
reasonable steps to accommodate any restrictions 
it causes you. 

What constitutes reasonable steps will vary 
depending on your symptoms, the type of work you 
do and the employer’s ability to change things to 
accommodate you.

What employment law should a person with 
Parkinson’s familiarise themselves with?

The Fair Work Act 2009. The Disability Discrimination 
Act 1992 also makes it unlawful for an employer to 
discriminate against someone with a disability in the 
workplace – unless it is reasonable to do so in the 
circumstances.

What modifications to the workplace are you 
allowed to request?

Employers must provide a safe workplace and 
tools to enable their employees to complete their 
work safely. If you have Parkinson’s and you have 
problems with fatigue or your mobility, you might be 
able to request modifications such as working on 
the ground floor, at an office closer to home, inside 
rather than outside, a fan, a chair, etc.

How much time can you legally take off per year to 
attend medical appointments and for sick leave if 
you have a chronic health condition?

You will have a contracted number of sick days 
per year under your Award, Enterprise Agreement 
or individual contract – unless you are a casual 
employee. However if you need to take time 
off (without pay) to go to reasonable medical 
appointments, your employer would often have 
agreed to that.

If you decide to leave work what steps must you 
take and what advice would you give?

If you are considering stopping work, always 
get legal advice first. You may be eligible for 
employment benefits such as payment of accrued 
leave or redundancy payments. 

More importantly, you may also be eligible for 
superannuation or disability insurance benefits 
– which may be large lump sums for permanent 
disability (called TPD) or monthly payments 
potentially up to retirement age for temporary 
disability (called TTD or income protection).

Whether you can get these benefits might depend 
on why you leave work – although not always. 

Maurice Blackburn provides free advice on 
employment, superannuation and insurance 
matters for people living with Parkinson’s. If you 
require assistance, call 1800 614 451 or go to www.
mauriceblackburn.com.au to find your local office’s 
contact details. 

Norm McMurray from Maurice Blackburn will be 
presenting at Parkinson’s Victoria’s “Living Well” 
seminar on 11 and 12 September 2014. To book 
your place please register on line at:  
http://trybooking.com/FEBQ
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For carers
CARING FOR YOURSELF, TOO  
By Judy Lasnitzki (B. Physio, Cert IV TAE) – Director, Secure Moves

At some stage in our lives, most of us will take on 
a caring role. For some, this may mean looking 

after our children’s needs as they grow, or looking 
after family members during periods of acute illness 
or injury. More often than not, as soon as the person 
recovers or is old enough, that care is no longer 
required. For some people, however, circumstances 
result in that caring role enduring for the long term.

There are 2.7 million unpaid family carers in 
Australia. Carers may be caring full-time, or for just 
a couple of hours a week. The person they care for 
is usually a family member, but may also be a friend 
or neighbour. Each caring relationship is unique. 

Being a carer for someone living with Parkinson’s 
requires not only being there to provide emotional 
support, but also much needed physical support. In 
the early stages of Parkinson’s, this physical support 
may mean providing prompts and instruction on 
how to break down a movement sequence so 
that the person can complete a task on their own. 
As the condition progresses, a person living with 
Parkinson’s may need help with daily activities 
such as getting in and out of bed, getting dressed, 
showering and moving about in their home and 
out in the community. These tasks can be further 
complicated by the challenging physical symptoms 
related to Parkinson’s, including tremor, muscle 
rigidity, freezing, and characteristic “on” and “off” 
periods related to medication.

When a family carer takes on the responsibility 
of looking after someone, they often take 
upon themselves a role that is filled with many 
challenges and risks. If the person living with 
Parkinson’s was being looked after by professional 
healthcare providers, those staff would have been 
provided with careful instruction and training in 
performing the required care tasks, and would 
have all the required equipment available. Family 
carers provide the same physical support, often 
unassisted, with little or no equipment and often no 
training on how to do things safely.

Current research highlights the need for people 
in a caring role with high physical demands, such 
as caring for a person living with Parkinson’s, to 
be provided with physical support and training in 
addition to emotional support.

Research conducted by the Australian Institute of 
Family Studies looked at the impact that caring for a 
family member with a disability had on the carer, and 
found that carers were reporting poor physical health 
at nearly twice the rate of the general population. 

Another study conducted by the Independent Living 
Centre of Western Australia, in conjunction with the 
Office for Seniors Interests and Volunteering, looked 
specifically at the physical impact that caring for 
a family member had on carers. They found that 
nearly half of the carers who took part in the study 
had been physically injured while undertaking their 
caring role; most times this injury was a back injury. In 
addition, over half the carers had never had training 
on how to reduce the risks involved in physically 
assisting the person they were caring for. As part 
of this study, the researchers also ran a manual 
handling training project; they found that there were 
significant benefits to providing carers with training 
on safer ways to move and assist the person they 
were caring for, including improvement in the carer’s 
physical condition.

Here are a couple of recommendations for people 
who are caring to take into consideration so that 
they can stay healthy and safe in their caring role:

•  Stay in touch with your GP. Make sure you 
make time to get yourself seen to if you are 
unwell, stressed or injured. You can only help 
others if you are well yourself.

•  Take some time to exercise. Staying physically 
fit and healthy can help make your caring role 
easier. Something as simple as going for regular 
walks can help both mind and body.

•  Get training and support. If your caring role is 
increasing, make sure you have seek training to 
make it easier and safer for you to provide care 
and use equipment if needed.

Secure Moves specialises in manual handling 
training for the health and aged care sector. Judy 
Lasnitzki is a qualified physiotherapist and certified 
trainer with extensive industry experience. To 
enquire about training courses, you can contact 
Judy at Secure Moves on 0409 155 536 or by email 
judy@securemoves.com.au. 

www.securemoves.com.au
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Tech Update
Parkinson’s KinetiGraph

First, let’s look at the Parkinson’s KinetiGraph (PKG). 
This is an innovative piece of Australian technology 
used to assist neurologists in the treatment of 
Parkinson’s. The development of the PKG was led 
by Professor Malcolm Horne from the Florey Institute 
of Neuroscience and Mental Health in Melbourne.

The PKG is a device used by doctors to measure 
movement symptoms in people living with 
Parkinson’s. The device is worn around the wrist 
like a normal watch for a period of 6 to 10 days; 
during this time the PKG will provide the wearer 
with medication reminders, all the while recording 
important information about movement symptoms. 
The data collected by the PKG is then used to 
create a report, which provides the wearer’s 
neurologist with objective information about 
movement symptoms and how they respond to 
medications. 

The device was first launched in 2012, and is now 
used in 50 hospitals across nine different countries 
including Australia, Germany, Sweden, Denmark, 
Hong Kong and Thailand. The PKG is produced 
and sold worldwide by an Australian company 
called Global Kinetics. Recently, Global Kinetics 
announced they are seeking to expand their sales 
of the PKG in Europe and the United States. They 
are also looking for ways to expand the device’s 
functionality. We look forward to hearing more 

about how this innovative piece of technology can 
be improved to further enhance the treatment of 
people living with Parkinson’s.

Parkinson’s podcast

The Michael J. Fox Foundation records a regular 
podcast - a downloadable audio file - for people 
living with Parkinson’s, or who have an interest 
in Parkinson’s. It’s a source of information about 
neurological research, drug developments, 
Parkinson’s symptoms, patient/carer profiles 
and various other topics related to Parkinson’s. 
The podcasts take the form of a conversation 
facilitated by Dave Iverson, a journalist who is living 
with Parkinson’s, with various expert guests.

Recent podcasts have included conversations 
related to the cause of ‘off’ episodes, the 
relationship between Alzheimer’s and Parkinson’s, 
biological similarities of Parkinson’s to other 
movement disorders and the autonomic symptoms 
of Parkinson’s.

One of the main benefits of a podcast is that you 
can download it to your smartphone and listen to 
it at a time and place that is convenient to you. 
The Michael J. Fox Foundation podcasts are free of 
charge; they can be downloaded from the iTunes 
store, or you can go to the Foundation’s website 
(www.michaeljfox.org) and search for ‘podcast’ to 
listen online.  
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You can make a difference for Victorians living with Parkinson’s... it’s as easy as A Walk in the Park! 

On Sunday 31 August 2014, join us for a leisurely 4km return route walk (or 2km shortcut) along Melbourne’s 
Yarra River in support of those whose lives have been touched by Parkinson’s. 

With free entertainment and activities for the whole family, including a sausage sizzle and face painting, it’s 
the perfect day out to catch up with friends and family, and meet new people. 

When you participate in A Walk in the Park, you’re joining thousands of others in making a powerful 
statement of support. Even better, you can help the everyday work of Parkinson’s Victoria and the search 
for a cure by making a donation or actively fundraising. 

Everyone can help make a difference! Go to www.parkinsonswalk.com.au to register for A Walk in the Park 
2014. If you don’t have internet access, you can also register by calling Parkinson’s Victoria on (03) 9581 8700.

  

Signpost takes a walk with Pamela Crosthwaite!

Parkinson’s Victoria member Pamela Crosthwaite 
was diagnosed with Parkinson’s in 2007 and 

has been an active member of the Parkinson’s 
community ever since – including joining us for  
A Walk in the Park! 

We had a chat to Pamela about what A Walk 
in the Park means to her, and her hopes for the 
Parkinson’s community. 

Are you ready for A Walk in the Park 2014?

Yes, I’ve got a team called Pam’s Parky Team; last 
year we were the second-highest fundraisers!

Who’s coming along as part of Pam’s Parky Team?

I’m hoping to have a team of about 30… I’m in 
the Beechworth/Yackandandah support group, so 
we walk on behalf of them… I’ve also got a lot of 
relatives who live in Melbourne; a few cousins and 
my children will come. 

You’re a star fundraiser; last year your team raised 
over $6.500! How are you going this year? 

I try my best… I want to get tens of thousands! I’m 
trying to get more and more sponsors, but it’s early 
days, so we’ll have to wait and see… 

Do you enjoy the day out? 

Oh yes! It’s really good fun, and then we go out 
and have lunch. It’s a great chance to catch-up 
with everyone. 

A Walk in the Park is a good chance to get active, 
which is important for people living with Parkinson’s. 
How do you stay active day-to-day?

I play competition golf; I’m a member of the 
Yackandandah Golf Club. You’ve got to keep 
motivated, and you’ve got to keep mixing with 
people. 

We would like to thank our sponsors, Medtronic, UCB Australia and the City of Melbourne for their generous 
support of A Walk in the Park.
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MDS Congress 2014
WHEN PARKINSON’S REPLACED PICKLED HERRINGS

Stockholm is known for ABBA and the culinary 
delights of pickled herrings however in 

the second week of June these icons were 
overshadowed by the 18th annual Movement 
Disorder Society Congress. This annual meeting 
remains one of the most important scientific and 
clinical meetings for Parkinson’s and related 
conditions globally. Victor McConvey from the 
Health Team was able to attend this meeting, and 
reports some of the highlights and key themes. 

Lifting weights and Parkinson’s 

A 6-year German study comparing progressive 
weight training with stretching and balance training 
for Parkinson’s has identified that, at the six month 
point of the trial, both groups showed improvement 
– however, the progressive resistance training group 
continued to show sustained gains and, while 
Parkinson’s continued to progress, their activity 
scores remained better than the other group. While 
the study does not go as far as suggesting weight 
training is neuro-protective, it does suggest that 
more research needs to be done in the area.

Walk the walk: gait and stride in Parkinson’s

The mechanism which controls gait in Parkinson’s is 
a complex electrical and chemical reaction where 

anticipation of movement is managed by the basal 
ganglia, ongoing biofeedback from supraspinal 
sensors and the locomotor centre. The peripheral 
sensory nervous system also feeds into this, allowing 
walking to be adjusted as the terrain alters. 
Examining this complex system has always been a 
big part of Parkinson’s research, and technological 
advances are making this much easier. 

The impact Parkinson’s has on the basal ganglia 
– reducing spontaneous movement and slowing 
you down, causing you to need to concentrate 
on the movement – has been identified previously. 
New research looking at the role of the locomotor 
centre in the brain reveals postural changes, such 
as developing a stoop, interfere with biofeedback, 
which further impacts walking movements. 
The research identifies gait disturbance as an 
evolving symptom and suggests that it is often 
detectable very early on, but tends to become 
more problematic once you have been living with 
Parkinson’s for some time.

To help in overcoming difficulties, the early research 
is identifying exercise as a key strategy. As all gait 
problems are individual, exercise will need to be 
personalised and will include some strengthening 
work, however balance training seems to be 
very important, and often has a sustained effect. 
Interestingly, the research identified tai chi as a good 
and accessible way to improve balance. Technology 
is also playing a role with the development of 
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wearable devices that provide feedback – for 
example, a portable gyroscope in a headband that 
alerts you when your posture starts to stoop! 

Deep brain stimulation: how early to start?

In a recent review of global research, DBS is 
strengthening as an important treatment for 
Parkinson’s; some new work is looking to assess its 
impact beyond symptomatic effects, and identify 
the possibility of the intervention changing the 
course of Parkinson’s. In the review, symptom 
improvements were seen in people who had 
early and late surgery, however quality of life 
improvements were greater in people who had had 
early surgery. There is also an emerging thought that 
early stimulation may have the potential to alter the 
course of Parkinson’s, but there needs to be more 
work done to clarify and confirm this. 

From a cost perspective, a paper was presented 
that put a dollar value on quality of life, as well as 
other cost-savings associated with DBS, identifying 
the surgery as a cost-effective procedure.  

While DBS is identified as improving symptoms of 
Parkinson’s at any time, the results from much of the 
work done suggest that early surgery may have the 
greatest benefit. Early stimulation is often identified 
as having a greater impact on symptoms and 
quality of life than medications in people living with 
Parkinson’s who are candidates for DBS. However, 
identifying when surgery should take place remains 
controversial, and there was no consensus as to 
when early stimulation should occur. 

In summary…

The MDS Congress in Stockholm was the second 
largest meeting in its 30-year history; as an Australian 
impacted by Parkinson’s, it is heartening to see 
important Australian research and breakthroughs 
presented on a global stage. The Australian model 
of care is considered one of the most up to date 
and best available, which is great to hear and, 
for us at Parkinson’s Victoria, reassures us we 
have a good foundation upon which build further 
improvements.

MDS Congress 2014

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

 
 Move more freely

 Re-train your brain

 Get back into life!

PD WarriorTM is a unique exercise 

symptoms of Parkinson’s disease

Don’t wait, join 
PD WarriorTM now!

Commencing now at  
Brunswick Private Hospital
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Advocacy: out of pocket costs
Financial pressure is often identified as a source 

of strain by people living with Parkinson’s, their 
carers and families. Out of pocket costs – expenses 
that aren’t covered by Medicare or private health 
insurance – come in many forms and can affect 
people of all ages.

Earlier this year, Parkinson’s Victoria made a 
submission to an inquiry conducted by The Senate 
Community Affairs Committee into out of pocket 
costs in Australian health care. Here are some of the 
key areas we focused on. 

Medication

Many people living with Parkinson’s don’t qualify 
for subsidised prescriptions; they have to pay the 
$36.90 cost of prescriptions until they reach the 
PBS safety net ($1,421.20), after which prescriptions 
are reduced to $6. While the safety net is a valued 
mechanism, medications remain a point of financial 
stress for people living with Parkinson’s. 

Deep brain stimulation surgery

Certain items related to DBS surgery are covered 
by Medicare, however patients undergoing this 
procedure face considerable out of pocket 
expenses. Most people requiring the procedure 
will need premium private health insurance and 
be able to cover the out of pocket costs. These 
expenses mean DBS is out of reach for many 
people; but if DBS were accessible when needed, 
it has the potential to allow a younger person 
to remain in the workforce longer, and delay or 
prevent entry to residential care for an older person. 

Consultant access 

Accessing a specialist is often a costly process, as 
few consultants bulk bill and the cost beyond the 
Medicare rebate can be significant. The public 
system often has lengthy delays and the care can 
be inconsistent. Most consultants also have lengthy 
waiting lists and an inability to see people at short 
notice. 

Travelling for care

There are very few movement disorder or 
Parkinson’s specialist neurologists who visit regional 
areas, so many people need to travel for medical 
care. Transport assistance is limited to concession 
cardholders, and these benefits are only payable 
if the journey is greater than 100km one-way. 
There are limited rebates with private insurance, 

and access to travel support is often limited and 
capped.

GP payments 

Regular visits to a GP are essential to maintain 
prescriptions; most people will need to visit their GP 
every 12 weeks. Given the highly individual nature 
of Parkinson’s, it is recommended that people living 
with Parkinson’s see the same GP for consistency of 
care, however many GPs don’t bulk bill, and private 
health insurance does not cover these visits. 

Access to Allied Health

The progressive nature of movement disorders 
means regular input by a range of health 
professionals is essential. Currently, supported access 
is limited to either public hospital visits confined to 
an episode of care, or access under an Enhanced 
Primary Care Plan providing five annual visits. Benefits 
under private health insurance vary significantly. 

Off Label and non-PBS medications 

Access to medications that are off label or are 
not covered by the PBS can be an additional cost 
for people impacted by Parkinson’s. For example, 
Tasmar, a COMT inhibitor, was PBS listed until its 
withdrawal due to a suspected adverse reaction 
in 2006; the adverse reaction has now been 
discounted, however the medication has not been 
relisted. Consumers who remained on Tasmar have 
to privately import it at their own expense. The 
approximate cost of the medication each month is 
$700.

Access to specialist services for comprehensive 
assessment 

There are very few Victorian specialist services for 
people living with Parkinson’s. For people living in 
regional or remote areas this often means travelling 
to a specialist centre for admission or for an 
outpatient assessment over several days. This could 
involve significant expenses, including transport, 
accommodation, and parking. 

As the peak statewide voice for the Parkinson’s 
community, Parkinson’s Victoria strongly advocates 
for the needs and interests of people living with 
Parkinson’s to all levels of government, seeking 
greater funding for services and supports, improved 
understanding of movement disorders, and 
increased awareness of the impact of Parkinson’s in 
our community.
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Personal dopa-meanings
WHERE IS MY MAN?  
By Jovo Cirkovic 
The spontaneous man that I so love
He seems to be no more
Lost in thought, in vague confusion
A bottle cast out on the shore

From outside he looks the same
His features strong, his spirit free
But inside, there a battle rages
Which only I can see

The quick wit gone, it has been replaced
With a stare which seems to scream
What’s wrong with you, I am still the same
But it’s whispered from a dream

The voice is soft and hard to hear
But to say so may offend
I find it hard to decipher which I am
Nurse or his best friend

I catch myself in my pity and anger
Makes me want to scream and kick
Why am I feeling so selfish?
When he’s the one who’s sick

I pull myself together
Muster up my strength and poise
Try to focus on good thoughts
And cut through my minds noise

Today’s been tough but it will pass
For tomorrow I live in hope
That we shall have a better day
On a positive upward slope

For my love for him is stronger today
Than all my yesterdays to care
And when I look into his hollow eyes
I see his spirit is strong in there

Come back to me from medicated state
And let our spirits dance once more
For my heart it awaits your embrace
As it did before

Let’s speed up time and maybe then
We can break this trend
And you’ll return to me whole once more
I miss you my best friend

BE HAPPY   
By Jovo Cirkovic

As you wake up in the morning
You must decide your day 
Will you be happy or sad?
Choose sourpuss or gay

Will your glass be half empty?
Or with such joy … overflow
Will you greet everyone with a smile?
Even someone you don’t know

Will you notice that butterfly
Dart from flower to flower
Or will you sit looking at the clock
Wishing away each hour

Is life’s mystery enough for you
To keep you mesmerised
Or will you just hang on to your boat
Hoping it won’t capsize

If you allow it the winds of fate
Will decide for you … you lose
Happiness is just a state of BEING
It’s a state that YOU must CHOOSE

If you have a story to share, we’d love to read it! 
Please send your contributions to Peter Nassau, the 
editor of Personal dopa-meanings. 

Email

Send your piece to info@parkinsons-vic.org.au with 
the subject line: ATTN Peter Nassau – Signpost.

Post 
Peter Nassau 
C/- Parkinson’s Victoria
8b Park Road
Cheltenham 3192
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PSP
EQUIPMENT TO AID MOBILITY

For people living with PSP, MSA and CBS, changes 
in your ability to move are inevitable and there 

are various ways in which the conditions can affect 
your mobility. Some of the changes associated 
with atypical forms of Parkinson’s include visual 
impairments, balance problems, regular falls, rigid 
muscles, slowed movements, impaired coordination 
and shuffling steps. Each of these factors can 
impact greatly on one’s ability to move safely and 
independently. Not only do these issues affect 
people diagnosed with the condition, they also 
have a significant impact on family and carers.

As the symptoms of PSP, MSA and CBS progress, 
you may begin to withdraw from valued activities. 
The physical difficulties with mobility can make 
previously loved activities a real challenge, and 
even a risky undertaking. However, to maintain 
quality of life, it is very important to find alternative 
ways to participate in the activities that you enjoy. 
Using aids and equipment can enable you to 
remain safe and independent whilst participating in 
the activities that you find meaningful.

The decision to begin using a walking aid can be 
a tough one. Some people view walking aids as a 
sign of deterioration and a loss of independence. 
However a walking aid can also be a positive thing. 
In fact using a walking aid enables some people to 
regain a sense of independence, and to overcome 
feelings of deterioration. For instance, a wheelchair 
or walking frame can allow you to access places 
and activities further afield than you might normally 
expect to go. In this sense mobility aids can have a 
very positive impact on quality of life.

A few of the mobility aids that can assist people living 
with PSP, MSA and CBS are outlined below, with some 
of the more important factors for you to consider:

Walking stick

•  Can be a good option to maintain stability in 
the early stages of condition progression, when 
symptoms are minimal

•  In CBS, use of a walking stick can be 
complicated by one-sided symptoms and 
alien-limb sensations 

Walking frames

•  4-wheeled walking frames with hand brakes 
can be helpful in the early stages

•  It can be useful to counterbalance the frame 
to help prevent backwards falling

•  In CBS, use of a frame can be complicated by 
one-sided symptoms 

Manual or powered wheelchair

•  Is there enough room within your house to 
manoeuvre a wheelchair?

•  How capable are you of transferring to and 
from a wheelchair?

•  Will the wheelchair be suited to your future 
needs as well as your current needs?

•  Consider appropriate cushioning to help 
manage pressure areas

• For manual wheelchairs:

 o  Carer assistance is normally required to 
control and manoeuvre the chair

 o  Consider if you and/or your carer would be 
able to lift the chair in to and out of the car

• For powered wheelchairs:

 o  Are you easily able to manage the 
controls?

 o  Do you need a ‘tilt-in-space’ wheelchair to 
assist with management of pressure areas?

If you are considering starting to use any 
equipment to aid your movement, it is advisable 
to seek a physiotherapy assessment. The 
physiotherapist can combine the information 
you provide with their own expert knowledge to 
prescribe the most suitable piece of equipment. 
With the right mobility aid, hopefully you will be 
able to continue to participate in the activities you 
love most.
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PSP
MOVE, MOVE, MOVE: MANAGING PRESSURE AREAS

Living with atypical Parkinson’s often means 
living with limited movement, especially as the 

conditions progress. Limited movement can cause 
all sorts of problems, and developing pressure 
areas (sores) is something worth avoiding. For many 
people this will mean using a pressure relieving 
device as well as getting assistance with moving at 
regular intervals. 

Pressure relieving devices can be static or dynamic. 
A static device is a cushion, mattress or mattress 
overlay that provides some extra cushioning to help 
relieve pressure. Examples are gel cushions, air-filled 
cushions (such as Roho cushions) and memory 
foam mattresses. A dynamic device moves under 
you; they are controlled by an electric pump and 
you will be able to feel the mattress go up and 
down beneath you! 

All pressure mattresses and cushions are costly, 
just like any medical equipment. You will need 
assistance in identifying the mattress and/or cushion 
which is best for you. In most circumstances an 
occupational therapist or nurse can assess your 
risk for developing pressure areas. The level of risk 

can be measured on a range of scales (e.g. the 
Waterlow score) that will help identify the best 
product for you. Having a healthcare professional 
assist you in your selection can also help identify 
if there is any government funding assistance 
available to you. 

Getting assistance to physically move should also 
be used with a pressure-relieving device. Moving 
around in bed or in your chair should happen every 
3-4 hours. Simple aids such as bed sticks and satin 
sheets, which provide more glide, can be helpful. 
They can be combined with a pressure-relieving 
device to further reduce your risk of pressure areas. 
Sometimes you might need to ask for help to roll 
over, and often a physiotherapist can help your 
carer with some techniques to assist safely assist you 
in moving around in bed or a chair.

Keeping moving is important for everyone; it 
reduces the risk of skin breakdown and can also 
help with other problems such as chest infection 
or deep vein thrombosis. For more information on 
keeping moving or where to get help, contact 
Parkinson’s Victoria on 1800 644 189. 
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Peer Support
Each edition of Signpost features a dedicated section tailored specifically to Parkinson’s peer support groups. 

IDEA X-CHANGE

Some of the best ideas for running support groups 
come from the support groups themselves!

Be inspired by updates from support groups across 
the state:

•  In May the South Gippsland Parkinson’s Support 
Group had a spokesperson from Consumer 
Affairs attend to discuss legal matters with group 
members.

•  The Hamilton Parkinson’s Support Group have 
had a yoga instructor come along to speak at 
their meeting.

•  In June, the Warragul and Pakenham Parkinson’s 
Support Groups combined to have a special 
movie screening.

•  The Eltham Parkinson’s Support Group recently 
had Carers Victoria speak to the group about 
taking care of themselves.

•  Top ‘o the morning to the Manningham 
Parkinson’s Support Group, who had an Irish 
dance group come along and perform for them. 
Sounds like fun, to be sure, to be sure!

In the spotlight

Highlighting the groups run by Uniting Age Well in 
Preston, Hawthorn and Forest Hill.

The Uniting Age Well Day Therapy Centres in 
Hawthorn (Elgin Street Centre), Preston (Lumeah 
Day Therapy) and Forest Hill (Strathdon Day 
Therapy) offer peer support and therapy groups for 
people living with Parkinson’s in the general area.

The Elgin Street Centre offers a weekly group for 
both men and women specifically for people living 
with Parkinson’s each Monday morning. They also 
have a Friday morning men’s group, exclusively for 
males living with Parkinson’s.

At Lumeah Day Therapy, members attend exercise 
sessions in the morning, then come together to 
share in a social support group. This group is open 
to both people living with Parkinson’s and their 
carers.

Strathdon Day Therapy provides time on a Tuesday 
morning for people living with Parkinson’s to meet 

with a physiotherapist, speech pathologist and 
occupational therapist, as well as having the 
chance to interact with each other.

If you are interested in attending one of these 
groups, or any of the other Parkinson’s support 
groups around the state, please contact Parkinson’s 
Victoria on 1800 644 189.

Advice for running a successful support group

Share the Load

When it comes to organising a support group, it is 
important to remember not to try to do everything 
on your own. There are many different elements to 
running a group, and leaders can burn out quickly if 
they try to do it all by themselves.  

Leaders sometimes feel uncomfortable asking for 
help as they don’t want to put pressure on group 
members. But remember, sharing the workload will 
not only help you to manage things, but will assist 
group members by fostering a sense of purpose 
and belonging. Contributing in a tangible way can 
help members to feel pride in the group, as well 
as build feelings of connectedness. Studies show 
that people who have a sense of belonging and 

Support group leader training day
When: Friday 17 October 2014
Where: Melbourne

Each year Parkinson’s Victoria holds a support 
group leader training day to offer group 
leaders the opportunity to learn more about 
Parkinson’s and grow their leadership skills in 
order to make the task of running a support 
group easier.  This is also great opportunity 
for group leaders to meet and share tips and 
resources. Invitations will be sent to leaders in 
the coming weeks, but in the meantime, don’t 
forget to save the date.

We would love to see a representative 
from each support group at this social and 
informative event. For those leaders who 
are unable to attend, we encourage you to 
discuss the opportunity with your group to see if 
another member would like to attend on your 
behalf.
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satisfaction feel safer, live longer, have more friends 
and enjoy better mental health.  

Don’t be afraid to ask for help. Members may not 
come forward with offers of support because they 
may assume everything is okay the way it is.

When asking for members to take on supporting 
roles there may be an initial reluctance to 
volunteer. Some ways of overcoming this include:

o  Break roles down into smaller tasks that don’t 
seem too daunting.

o  Prepare a brief job description for each role so 
that tasks are clear.

o  Consider asking members to take on a particular 
role as a trial and review it after a few weeks or 
months.

o Start a roster.

o  Plan ahead. Try to give group members as much 
notice as possible of upcoming roles that will 
need fulfilling and allow them time to properly 
consider the idea.  

o  Keep an eye out for members’ particular skills or 
strengths. People will be more inclined to offer 
help in areas they feel comfortable with.  

Requests for someone to take on a supporting 
role may be made to the larger group or by 
approaching members individually. 

Some ways to get members involved in the meeting

Below are some roles – though this is not an 
exhaustive list – that group members might like to 
try, which will also assist you in your job and reduce 
your workload. Your group does not have to fill all of 
these positions and you might even think of some 
other roles that would be useful for your group.

Committee members

President
Vice president
Secretary
Treasurer

General duties

•  Welcome host – someone who can greet 
new members/guests, explain what happens 
at group meetings and make guests feel 
welcomed and included.

• Room open / set up / pack up 

• Tea and coffee

• Producing the meeting newsletter or reminder

•  Printing and/or posting the newsletter or 
reminder

• Library / resource coordinator 

• Guest speaker organiser

• Social activity planner

• Fundraising / event planner

‘On the move? 

If you’re moving to a new area, or just moving 
around the state for a holiday, you might like to see 
if the local Parkinson’s support group is meeting 
while you’re there! There are Parkinson’s support 
and activity groups in the following locations – 
contact Parkinson’s Victoria for contact details for 
each group.  

Bairnsdale

Ballarat 

(Sebastopol)

Beechworth

Benalla

Berwick

Bendigo

Bentleigh East

Camberwell

Cheltenham

Cobram

Cohuna

Colac

Corryong

Doncaster

Echuca 
(Deniliquin)

Eltham

Elwood

Essendon

Frankston

Geelong 
(Newcomb)

Glen Waverly

Hamilton

Hawthorn

Horsham 
(Wimmera)

Kyabram

Lakes Entrance

Lancefield

Leongatha 
(South Gippsland)

Melton

Mildura

Mt Martha

Moe

Mornington

Ocean Grove 
(Bellarine)

Pakenham

Portland

Preston West

Ringwood East

Rosebud

Sale 

Shepparton

Stawell 
(Grampians)

Swan Hill

Torquay

Wangaratta

Warragul

Warrnambool

Werribee

Williamstown

Wodonga

Wycheproof 
(East Wimmera)

Yarrawonga
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AUGUST
A Walk in the Park
Sunday 31 August 2014
Federation Square, Melbourne

Come along for A Walk in the Park, 
and join thousands of Victorians 
in creating a positive change for 
people affected by Parkinson’s. 

A Walk in the Park is our major 
annual fundraising event – we rely 
on the generous support of the 
community to continue our work, 
and every dollar raised by A Walk 
in the Park goes towards helping 
people living with Parkinson’s. 

Join us for an uplifting day out to 
support, celebrate and remember 
everyone living with Parkinson’s.

Go to www.parkinsonswalk.com.au 
to register your walking team!

SEPTEMBER
Living Well Seminar 
Thursday 11 and Friday 12 
September 2014 
Bayview Eden, Melbourne 

We invite you to join us for this 
unique seminar. Living Well is a 
patient and health care professional 
education event addressing the 
challenges for those who have been 
living with Parkinson’s for some time. 

Being held in Australia for the first 
time, Living Well will take place 
over two days and focuses on two 
groups: 

People impacted by Parkinson’s 
(Thursday 11 and Friday 12 
September) 
Book tickets:  
http://trybooking.com/FEBQ

Health care professionals 
(Thursday 11 September) 
Book tickets:  
http://trybooking.com/FEAT 

You can also contact Parkinson’s 
Victoria for more information. 

OCTOBER

Support group leader training day 
Friday 17 October
CBD location (to be confirmed)

We would like to invite all support 

group leaders, or a representative 
from each group, to attend an 
interactive workshop. This annual 
event provides leaders from across 
Victoria with the opportunity to 
hear about latest research updates, 
further develop their leadership and 
communication skills, and mix with 
peers, sharing ideas and advice 
over lunch. 

In the past, the leader training day 
has been held on the eve of A 
Walk in the Park, however, we are 
breaking with tradition this year so 
lock the date in your diaries! 

Further details will be available over 
the coming weeks.

Recently Diagnosed Seminar
Saturday 18 October
CBD location (to be confirmed)

This annual event focuses on people 
who have been diagnosed with 
Parkinson’s within the last five years. 
It is an excellent opportunity to learn 
more about Parkinson’s, symptom 
management strategies and what 
support services are available. 
Family and friends are also welcome 
to attend. 

Register your interest in attending 
with Jo Berthelemy on 1800 644 189 
or (03) 9581 8700.

November
Notice to Members of Annual 
General Meeting 
Friday 14 November
Herbert Smith Freehills, Melbourne

The 2013/14 Annual General 
Meeting of Parkinson’s Victoria will 
be held on the 42nd floor of Herbert 
Smith Freehills at 101 Collins Street 
Melbourne on Friday 14 November 
2014.  

Official notification will be posted to 
all members a minimum of 30 days 
prior to the AGM.

Service awards for five and ten 
years of service will be awarded, 
as well as the Sir Zelman Cowen 
Award, which is presented annually, 
to an individual, recognizing their 
outstanding service to Parkinson’s 
Victoria and services to people living 
with Parkinson’s. See page 4 for 
more information on the awards.


