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Parkinson’s SA will participate 
in a campaign on World 
Parkinson’s Day, April 11, 
supporting the theme Unite 
For Parkinson’s. 2017 marks 
200 years since Parkinson’s 
was recognised as a health 
condition.

A BRIEF HISTORY ON 
PARKINSON’S

In Western medical literature 
Parkinson’s was described 
by the physician Galen as 
“shaking palsy” in AD 175. 
However it was not until 1817 
that a detailed medical essay 

was published on the subject by London doctor James Parkinson. The 
publication was entitled “An Essay on the Shaking Palsy”. This established 
Parkinson’s disease as a recognised medical condition. Some 60 years 
after it was first published, a French neurologist by the name of Jean 
Martin Charcot did exactly that. Charcot was the first to truly recognise the 
importance of Parkinson’s work and named the disease after him.

200 YEARS OF PARKINSON’S IS TOO LONG

200 years on World Parkinson’s Day is a great opportunity to unite the world- 
wide Parkinson’s community. By uniting for Parkinson’s, we can spread the 
same message on one day all over the world, and going forward we can 
make World Parkinson’s Day a global platform to encourage a bigger focus 
on the condition. 

UNITE

This campaign was designed by Parkinson’s UK and the European 
Parkinson’s Disease Association for use by Parkinson’s organisations 
across UK, Europe, Asia, India, the US, NZ and Australia. The world-
wide Parkinson’s community is coming together for the first time to raise 
awareness about Parkinson’s on a bigger scale than ever before. 

HOW DO I SUPPORT THE CAMPAIGN ON APRIL 11?

Join the global Parkinson’s community and unite for Parkinson’s. Page 2 
details ways in which you can support the campaign on April 11. Whilst the 
main focus is on social media, such as Facebook, you can always do other 
things to raise awareness such as call into talk back radio, write to your local 
paper and call your local MP to remind them that their constituents live with, 
and are affected, by Parkinson’s. 
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WORLD PARKINSON’S DAY 2017 #UniteForParkinsons

H0W TO I UPDATE MY STATUS ON FACEBOOK?

Click on the status box and it will allow you to type 
where it says “What’s on your mind?” (pic A)

You can write something more general about the 
campaign (pic B) or something more personal about 
living with Parkinson’s of the effect that Parkinson’s 
has on your family (pic C). 

In your status don’t forget to use the hashtag and 
phrase #UniteForParkinson’s as you can see 
highlighted in blue in both examples. 

You can also upload a photo to your status. By 
clicking on the camera icon in the status box you 
have the option to take a photo, if you are using a 
phone, or to upload a photo that you have already 
taken. 

The back page of the newsletter is an A4 poster with 
the Unite For Parkinson’s logo. Use the white space 
on the page to write your own message (Pic D). The 
photo can be of anyone that supports the campaign, 
someone living with Parkinson’s, carer, family 
member, friends, health professionals - anyone that 
wants to help us and organisations around the world 
raise the profile of Parkinson’s. As always, use the 
hashtag and phrase #UniteForParkinson’s

If you don’t have Facebook or Twitter chances are 
you know someone that does - a family member, a 
neighbour, someone that works with you  - ask them 
to support the campaign on your behalf on April 11. 

WHAT IF I’M NOT ONLINE?

You can still help promote the unite for Parkinson’s 
message. Use the back page of this newsletter as 
poster and add your words about why you want to 
Unite For Parkinson’s. 

Use this poster to help publicise the campaign - stick 
it to the front door of your room/house, car window 
or ask if you can put it up in the reception of your 
GP/specialist - anything that helps raise awareness 
about Parkinson’s. 

TAKE A PHOTO AND SEND IT TO PSA

Write your message, take a photo holding the poster 
and email it to Parkinson’s SA and we will post it on 
our social media pages. We encourage you to take 
photos in support groups, at exercise and dance 
classes or with friends and family. Send photos 
to: info@parkinsonssa.org.au by April 10.

Pic B

Pic A

Pic C

Pic D
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ADVERTISING
Advertising in this newsletter is 
available for suitable products. 
Rates for black and white (ext 
GST): Full page $250, Half 
$130 Quarter $70 Eighth $40 
(colour additional $100) 

DISCLAIMER
Parkinson’s SA has made every 
effort to ensure that information 
provided in this publication is 
accurate and up to date at the 
time of publication, however we 
accept no responsibility for any 
errors, omissions or inaccuracies 
in the content. Information is not 
intended to substitute for medical 
or legal advice nor is Parkinson’s 
SA recommending medical or 
legal advice. Readers are advised 
to seek their own medical and 
legal advice as appropriate.  

Firstly, I like to wish members of Parkinson’s SA and the 
Parkinson’s staff and volunteers a happy and prosperous 
new year. 

The big news of 2016 was the retirement of Christine 
Belford who has been our CEO for the last ten years. 
Christine's achievements have been well documented 
and celebrated in the last few months. 

The Board engaged a recruitment agency to appoint 
a new Chief Executive Officer and after an extensive 
process an offer has been made but due to the nature 

of the negotiations I cannot reveal the persons' name at this stage, but an 
announcement will be made soon. 

The person will not be able to start immediately and the Parkinson’s SA 
board has asked Olivia Nassaris, our Communications and Development 
Coordinator to be the acting CEO from February.   

The year ahead will have some interesting challenges including working 
with a new CEO. From a Board, office staff and client view point this will be 
interesting and exciting as an appointment always brings new ideas and a 
different perspective. 

Sue Sharrad, formerly the Parkinson’s Nurse at Flinders Medical Centre, has 
been appointment as the new Parkinson’s Nurse with Country Health SA. We 
wish Sue the best of luck in her new appointment. This also means that the 
position at Flinders will have to be advertised and filled. We will keep pressure 
on the department to ensure this is done in a timely manner. When these 
appointments have been made we will invite all of the successful candidates 
to the office to welcome them. This ensures that all the Parkinson’s Nurse 
Specialists in South Australia are linked with Parkinson’s SA and form part of 
the multidisciplinary care that is required to live well with Parkinson’s and other 
movement disorders.  

Maintaining revenue is always a challenge for any not-for-profit organisation 
and will be a major focus for the Board, the new CEO and our Fund Raising 
Subcommittee. A number of funding streams and opportunities have been 
discussed and the board and management will develop some action plans. Of 
particular importance is how Parkinson’s SA is able position ourselves to take 
advantage of the proposed changes to government funding and in relation to 
My Aged Care and the National Disability Insurance Scheme. 

The PSA office has had a productive start to the year with the planning and 
collation of the of the 2017 planner. The planner lists all the major support 
group functions and events and really highlights all the great work the office 
does to support our Parkinson's community. 

A new year is always a time to reassess and plan to take advantage of new 
opportunities and I feel very positive about the coming year.

Best Wishes,

John
John Power
President, Parkinson’s SA
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FROM THE ACTING CEO 

Receiving your newsletter by email saves the organisation both 
printing and postage costs (with the added bonus of being better for 
the environment).

If you are currently receiving a paper-copy but are able to change to 
an electronic version, please call PSA  8357 8909 to change your 
preference and to ensure we have your accurate email address. 

If becoming more IT savvy is on your list of 2017 resolutions Catalyst Foundation (formerly Seniors 
Information Service) run group and individual training sessions. Catalyst Foundation offers one-on-
one sessions for tablets, smartphones and eReaders, and can tailor support specific to your needs. 
Cost is $5 for an individual session of 1 hour, or $5 for a group session of 2 hours. Bookings are 
essential. Please contact them for more information on (08) 8168 8776. 

HOW DO YOU RECEIVE YOUR INTOUCH NEWSLETTER?

Welcome to the first issue 
of In Touch for 2017. Our 
newsletter is designed 
to keep people living 
with Parkinson’s, carers, 
family, friends and health 
professionals up to date 
about the activities of 
Parkinson’s South Australia 
as well as practical 
advice for living well with 
Parkinson’s, caring matters, 

advances in research and promoting the social and 
fundraising events of the organisation.

It is my privilege to be acting in the position of CEO 
until the new person is able to begin. Whilst the 
process of that appointment has been taking place, 
staff of Parkinson’s SA have been working hard to 
ensure that the quality support services, seminars 
and recreational groups continue seamlessly.

We are pleased to include the 2017 planner with 
various new seminars and groups that have been 
created by Parkinson’s SA to address issues and 
needs within our community. 

I encourage people living with Parkinson’s, carers, 
family, friends and health professionals to read the 
planner and mark out which seminars and groups 
are suitable. 

You are also encouraged to speak to our qualified 
social workers, Margie and PJ, who are available 
by phone or by making an appointment to come in 
and see them. In special circumstances, they can 
organise a visit for anyone unable to come into the 
office.

Whilst acting in the role of CEO I will also be 
performing the duties of my Communications and 
Development position. As such, we will need rely on 
the assistance of our community members to help 
out even more than usual - especially in the lead up 
to events like the Quiz Night and A Walk in the Park. 

If you are interested in being part of a team that 
coordinates various aspects of the Quiz Night  - 
including the request and pickup of prize donations, 
the preparation of the various games on the night 
and helping with the set up of the event please 
contact me to discuss what kind of assistance is 
required. 

You can support Parkinson’s SA in many ways - by 
ensuring that you are a financial member of the 
organisation, encouraging family and friends to 
attend the fundraising events that we host such as 
movies nights, quiz night and the Walk. 

If you are in Tumby Bay and surrounding areas 
mark April 23 in your diary to participate in A Walk 
in Tumby  fundraiser including entertainment and a 
BBQ with proceeds to be donated to PSA.

You can also hold your own Party for Parkinson’s by 
using a special celebration such as your birthday or 
anniversary as a fundraiser for the organisation in 
lieu of gifts. Please contact me for more information 
about any of these. 

Best wishes, 

Olivia
Olivia Nassaris
Acting Chief Executive Officer, Parkinson’s SA



BEYOND BANK AUSTRALIA

LIVING STORIES, COLOURFUL LIVES 
PROJECT

Parkinson’s SA has been fortunate to receive funding from the City of 
Unley Community Grants Program to hold an exhibition in September 

2017 of artwork, prose and poetry.

PSA will engage guest artists to work with the weekly Brushlines Art 
group to create artworks for this event, and also run some creative 

writing workshops with a professional writer to explore individuals’ lived 
experience of Parkinson’s in poetry and prose.

Creative Writing workshops - Expressions of interest
Do you enjoy expressing your ideas and experiences 

through the written word? 
Would you like to further explore your creativity?

Please contact Anne at Parkinson’s SA on 8357 8909 to be advised of 
details of the  workshops when confirmed.

ABOUT BEYOND BANK

As a 100% customer-owned bank, we strive to go beyond for our customers. 
We take pride in everything we do. That’s why we aim to exceed your 
expectations and return outstanding value through our wide range of 
products and services. A better world is important to us too. That’s why we 
work closely with not-for-profits and community organisations and support 
their initiatives through fundraising, donations and volunteering.

COMMUNITY REWARD ACCOUNT

The Community Reward Account is a unique way for PSA supporters (both 
individuals and businesses) to contribute to Parkinson’s SA. The Community 
Reward Account is a high interest savings account which allow supporters to 
save their money. And in return PSA receives a Community Reward based 
on the combined average annual balances of all your supporters savings. 
Supporters don’t pay a thing. In 2016 Parkinson’s SA received almost $1300. 

The earnings are not capped. So the more supporters Parkinson’s SA 
has saving in this account, the more money Beyond Bank will reward the 
organisation. Each year the bank donates over $350,000 back to not-for-
profit community organisations.

Beyond Bank Australia has other products and packages that offer many 
benefits exclusive to your staff and supporters such as if PSA supporters 
switch or take out a new home loan with Beyond Bank they will pay them 
$750, and reward Parkinson’s SA with $250.

TALK TO A COMMUNITY BANKING SPECIALIST ON 13 25 85

Please note this is not a paid advert. Before acquiring the product, you should consider if it is 
right for you. For full terms, conditions, fees and charges please view Beyond Bank’s Finan-
cial Services Guide, Product Guide and Fees and Charges Guide. These guides are available 
upon request, can be viewed on their website and will be provided at the time of acquiring the 
product. Interest rates are subject to change without notice.
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GOING SOLO: LIVING ON YOUR OWN WITH PARKINSON’S

Many people with Parkinson’s disease live without 
a partner or care-giver, whether by choice, through 
a death, or life circumstances, and manage very 
successfully. There are benefits and freedoms in a 
solo life.  You can eat/sleep/do things as you like, 
there’s no-one else to clean up after, and sleeping 
on your own can be easier.  Yet some aspects 
can be challenging, and it’s good to learn how to 
manage better, feel safer and stay positive.  

General considerations 

For most single people with movement disorder 
like Parkinson’s, worries centre on retaining 
independence safely in their own home, including 
fear of falling/freezing. Take steps to minimise risk 
by making the home less hazardous:
• Rearrange furniture for easier movement 
• Eliminate trailing electric cords, fixing loose 

carpets, removing rugs 
• Add grab rails around the house (eg stairs, 

shower)
• Increase lighting 
• Use item ‘grabbers’ (long-handled tools) to pick 

up objects
• Look into gadgets like special bottle openers, 

large-handled hairbrushes, tap turners, pump 
toothpaste and shampoo dispensers

• Buy an electric bed to improve comfort and 
mobility  

The Independent Living Centre (1800 644 189) 
is an excellent place to discuss with qualified 
physiotherapists and occupational therapists (OTs) 
what’s available in aids and assistive technologies. 
Their showroom at Gilles Plains and comprehensive 
website (http://ilcaustralia.org.au/) are terrific 
resources. They do not sell products but exist 
to inform consumers of choices and their pros 
and cons, often allowing you to try equipment for 
yourself. Make an appointment to visit to discuss 
your needs, and explain/demonstrate options, or 
ring them to discuss solutions. 

Seek advice from an occupational therapist. OTs 
treat people of all ages who have physical, social 
or cognitive problems to improve their function, stay 
independent and reduce problems their condition 
can cause in all aspects of daily life: domestic 
chores, work, leisure and relaxation. OTs can 
advise on suitable equipment and how to obtain it, 
and suggest adaptations for your home.

Also you my choose to carry with you a small card 
stating that you have Parkinson’s, your symptoms 
and key medications to avoid, in case you are 
unable to communicate (available from PSA).

Home help

If you find coping at home difficult, you may be 
entitled to government subsidised services such as  
cleaning help, meal provision, home modification 
or garden services. If you are over 65, contact 
My Aged Care (ph 1800 200 422) to register. 
After some screening questions, an in-home 
assessment can be done, from which services 
can be organised. If needs are more complex, an 
Aged Care Assessment Team (ACAT) visit will be 
set up to arrange a Home Care Package. Call the 
Parkinson’s SA Support team for more information 
or go to the My Aged Care website. 

Financial matters 

Living alone can be hard financially. Make sure 
that you are receiving all relevant benefits and 
concessions, particularly if your situation has altered 
through death, separation or divorce. PSA support 
staff can direct you to a organisations assisting with 
financial management, including handling debts and 
employment issues if you are still working

Safety  

Being single with Parkinson’s makes your phone a 
lifeline: mobiles can be vital in emergencies. Many 
phones have special features to accommodate 
physical limitations; an OT can advise. Personal 
alarm devices allow you to call for help in case 
of an accident, either through a special button on 
your phone or by an alarm on a neck or wrist-worn 
device. This alerts individuals you have nominated 
or a 24-hour response team who summon 
appropriate help. 

In very hot or cold weather, consider keeping a 
stock of basic foods and supplies to sustain you 
for a few days. Keep current contact details of 
your doctor, close relatives/ friends, medications/
doses/timing and contra-indicated medications in an 
obvious place (eg on the fridge) for others to locate 
in an emergency. 

Sleeping

Satin sheets or silky pyjamas can assist turning over 
in bed, while doonas are lighter and easier to handle 
than sheets and blankets. An occupational therapist 
can help choose devices attached to the bed to help 
pull yourself up. 

Dressing and Bathing

Sit down to dress if you can, or stand beside a 
sturdy piece of furniture for support. Replace fiddly 
fastenings where you can; eg elasticated waists 
instead of zips, Velcro instead of buttons. 



GOING SOLO: LIVING ON YOUR OWN WITH PARKINSON’S

Consider a shower seat, non-slip mat and grab rails 
in the shower/bath, again with an OT’s input.  Avoid 
dropping soap by using a soap mitt or soap on a 
rope. 

Accepting help 

Sometimes people hold back from accepting 
practical help, making them feel disabled or frail, but 
assistance can extend and reinforce independence, 
enhancing your ability to stay at home longer. 
Be flexible in your approach. It takes time to come 
to adjust to changes, but it’s wiser than fighting 
them. If it takes longer to dress, allow more time; 
buy easier clothes to put on, eg with zips on the 
front not the back in stretchy fabric. Small measures 
like this make a difference. 

Emotional and psychological considerations 
Everyone gets lonely at times, but some people 
living alone, feelings of isolation, anxiety and 
depression can be overwhelming. Living without 
a partner can make it more of a struggle to go out 
and live life. It is easy to get frustrated or despairing 
when things go wrong or you can’t do what you 
used to be able to do. Deal with this constructively. 
When down moods crop up, look for something that 
helps you turn them around. Keeping a diary may 
remind you how you got through previous ‘lows’. 
Pick up the phone and speak to someone who 
will understand. If depression is a major, ongoing 
problem, talk to your GP or specialist: treatment 
with antidepressants and counselling can be very 
beneficial.  Depression affects some 40–50% of 
all people with Parkinson’s. Beyond Blue has an 
information sheet on Depression and Parkinson’s, 
available online or in print.

If you were in a close relationship which has ended, 
counsellors can assist you to work through natural 
grieving. For those who have been single for a 
long time, it can still be good to talk about issues 
of intimacy and possible sense of loss arising from 
expectations not fulfilled.

Where to find support 

Little worries an easily grow into big ones when you 
have no one close to share them with. Many people 
can help, including the PSA Support line (1800 
644 189). Your local Parkinson’s support group 
can provide support and company too through 
social and informative meetings. You might link 
up with another person with Parkinson’s living on 
their own for mutual support. If you are of working 
age, the PSA 20’s to 50’s group exists for relevant 
information and opportunities to meet other younger 
people with Parkinson’s.

Making a daily list of tasks gives some people more 
focus and sense of achievement. Try breaking down 
large tasks into smaller, more manageable ‘bites’. 
A regular routine of activities can help structure the 
day. Set realistic goals, but be kind and patient with 
yourself. Don’t try to tackle too much. 
Coping on your own can be stressful. Look for 
books and courses teaching skills and strategies for 
lowering stress levels, like Parkinson’s SA’s Finding 
Calm course which runs at various times through 
the year. Get involved in activities you enjoy, like 
recreational groups (eg choir, Men’s Shed, art and 
craft clubs) to stay connected, mentally stimulated 
and occupied. 
 
Relationships

You might find go out and do things takes more 
effort. Living by yourself without many close 
friends or relatives nearby can make you feel cut 
off but there are things you can do. Investigate 
local community activities. Your local library has 
lists of nearby social activities, events, education 
and leisure facilities and classes. Neighbourhood 
newspapers and the internet can further your 
search.  

A pet can be a great comfort, source of loyalty and 
companionship. While pets involve a commitment, 
studies reveal that they can enhance quality of life. 
Many retirement accommodation facilities welcome 
small pets. If you have to leave home for a period 
(eg hospitalisation or travel), commercial services 
exist to provide petcare, or neighbours / friends may 
be willing to help look after your pet. 
Living by yourself can make you prey to unwanted 
attention. Well-meaning people can fail to respect 
your privacy and visit frequently, uninvited and 
without warning. Help is welcome, but not intrusion, 
so you might have to set some relationship 
boundaries. 

The single life puts the onus on you to keep 
physically and mentally active by looking after 
yourself. It pays to plan ahead, because you 
gain greater control and choice. Keep active, 
eat well, hold on to your sense of humour, take 
care of yourself and learn to relax: the mantra of 
Parkinson’s care applies especially to people living 
on their own. Help and advice are at hand: take 
advantage of the support available. 

Written by PJ Hayes (adapted from Parkinson’s UK 
association information)
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PSA LIFE MEMBERSHIPS AWARDED IN 2016

Valmai Hankel is a very awarded public figure, well known for her work 
with the Friends of the State Library, her wine reviews, her country place 
with its ponies and her amazing outback travels documented by her own 
beautiful photography.  She is also a regular guest on Peter Goers show on 
ABC Radio and it is here that she has candidly described her journey with 
Parkinson’s, raising the awareness of many people to this complex condition, 
and gaining Peter as a supporter of the organisation. Her very first contact 
with Parkinson’s SA was when she was interviewed about her life and her 
reactions to having been diagnosed with Parkinson’s, by long time friend 
Liz Burge. She made the audio tape of this interview available for us to put 
on our website to provide information to others diagnosed with Parkinson’s. 
Valmai has also been a member of the Speakers Group for many years and 
is much in demand as a guest speaker. 

Monica Hall is a person who constantly thinks of others and gives of herself 
to assist them. She has been an ambassador for the Parkinson’s cause 
since she first spoke at our Corporate Lunch fundraiser in 2011 and she has 
been in much demand ever since due to her ability to speak movingly about 
her experiences as a younger person with Parkinson’s and its effects on her 
and her family. Since then she has spoken as part of the speakers Group 
and at other fundraising events. Earlier this year she gave a presentation 
at Parliament House in Canberra, representing the case for people with 
Parkinson’s to a range of politicians and policy advisors and launching the 
national ‘Make Parkinson’s a Priority’ campaign.  An accomplished artist, 
Monica has been a member and supporter of the Brushlines Art Group. 
She has also been a consistent fundraiser for the organisation.  Monica 
discovered Chi Ball a few years ago and found great personal benefit in this 
exercise programme. She wanted to make this available to others and so 
trained as a teacher and set up classes and ran them especially for people 
with Parkinson’s and other movement disorders. Monica demonstrates 
selfless concern for others and has provided individual support to others with 
Parkinson’s. 

Oakley Dyer was the Support Group Leader for the Tumby Bay Parkinson’s 
Support Group from 2007 to 2015. The value of support groups especially 
those in the country cannot be over estimated. A Support Group Leader not 
only runs the monthly meetings and ensures a good balance of information 
sharing and socialization but they become the focus for the group, keeping 
an eye out for the welfare of the other group members. Oakley did all this 
whilst living with Parkinson’s himself. He built a strong and thriving support 
group in a small town of approximately only 1800 residents, an amazing 
achievement. Oakley was also a strong supporter of some of Parkinson’s SA 
fundraising activities, selling numerous Home and Land Lottery books and 
Christmas Cards through the group each year. His positive and generous 
service has meant a great deal to many people with Parkinson’s and their 
families on the West Coast.

Ros Cassidy is an endearing person with an optimistic nature who gives of 
herself and contributes in whatever way she can to assist others. Ros was 
part of the first incarnation of the highly successful Brushlines Art Group. As 
well as being an accomplished artist herself, Ros has contributed in many 
ways to keep the group going and support the other participants.  She is the 
‘informal’ group leader, each week making sure that everyone is welcome 
and connected. She has also assisted with the curation of a number of 
exhibitions. Ros has been willing to be the ‘face’ and ‘voice’ of Parkinson’s on 
many occasions. As a member of the Speakers Group she has given many 
talks to raise awareness of Parkinson’s in the community. 



SEMINARS AND SUPPORT GROUPS

CARING MATTERS: A PERSONAL PROFILE

My name is David, and I care for my dearest wife 
Linda, who was diagnosed with Parkinson's in 2010. 
Linda was admitted into care in 2015 after a chain 
of events meant that her physical/health situation 
was assessed as high level (24/7) care. We made 
the decision for Linda to go into a facility together, 
but it was a very stressful time: I was relieved that 
she would receive the care she needed, but found it 
hard to enjoy experiences on my own.

My life since has been extremely emotional. Until 
mid 2016, I had been struggling to get on with life 
without Linda at home. Frequently I found myself 
breaking down, and crying at the slightest reason 
as I faced loneliness and grief.  I had to admit to 
myself that I needed help, even though my children 
and dearest friends were (and continue to be) very 
supportive.

I had been to a Parkinson's support group with my 
wife, so I knew that there was a support network 
available.   I took my first step to joining them.  
Looking back, this was one of the best decision I've 
ever made. 

At the PSA Family Carer Support group monthly 
meetings, I have met with people who are in a 
similar situation as myself. We discuss and support 
each other in a relaxing environment among 
others who understand my stresses and hopes.  
Also I have gained strength and understanding 
from attending a Parkinson’s SA counselling 
course called Finding Calm. Here I learned helpful 
management strategies which I have put into my 
life. I have come to accept that the happiness that I 
had with my wife will never return, but that we can 
still maintain our closeness.
     
My life is still full of emotion but now I can meet 
with others who share my sense of loss as well as 
helping me to get on with life. I can be myself here, 
and honestly express what’s happening for me and 
my wife.

I would recommend to anybody, male or female, 
who needs some extra support, to join us, and 
to take the steps to get assistance from groups 
which offer encouragement, information and 
companionship.
     

Written and contributed by David  (family carer)  

CARING MATTERS SEMINAR
NEW SEMINAR
The first of a new seminar series for family 
members/carers on issues relating to the care of 
someone with Parkinson’s or another neurological 
movement disorder.

TOPIC: Services to support you in your caring role
WHEN: Tuesday, 7 March, 10.15AM-12pm 
WHERE: Parkinson’s SA

FOCUS ON FAMILY CARERS’ SUPPORT/
EDUCATION GROUP
A support group for those caring for a friend 
or family member with Parkinson’s or another 
neurological movement disorder.

WHEN: the last Monday of the month, 10am-12pm 
WHERE: Parkinson’s SA 

CARING WITH CALM COURSE AND FINDING 
CALM COURSE 
NEW CONTENT
Over the last few years, PSA has run successful 
Finding Calm courses. These consist of 4, weekly, 
small group counselling sessions conducted by the 
PSA Client Services social workers.  

Participants explore strategies to cope better with 
life challenges and their personal emotional/mental 
responses to stresses. 

This year, the course for those who have the 
diagnosis (called “Finding Calm”) will differ slightly 
in content and structure from the course for family 
members/carers (“Caring with Calm”). 

Both courses focus on acceptance and mindfulness, 
management of difficult thoughts and feelings, and 
living according to your values. 

CARING WITH CALM
WHEN: First 4 Fridays in March, 10:30am-12:30pm
WHERE: Parkinson’s SA  

FINDING CALM
WHEN: First 3 Fridays in May, 10:30am-11:30am
WHERE: Parkinson’s SA

Numbers are strictly limited for these groups, so 
expressions of interest/bookings are encouraged 
early by phoning 8357 8909.

Please note that both of these courses will be 
offered again in the second half of the year.
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SEMINARS AND SUPPORT GROUPS

INFUSED THERAPIES
NEW SEMINAR AND SUPPORT GROUP
Parkinson’s SA has introduced a new seminar 
and support group to our program to educate, and 
provide support for people, carers and families who 
are considering or receiving either intra Jejunal 
Levodopa, apomorphine of transdermal patches. 
 
What are infused therapies?

An infusion therapy is given continuously either by 
a needle under the skin, though a tube which is 
surgically place in the stomach (Gastrostomy tube) 
or through a transdermal patch (through the skin). 

Infused Therapies Seminar

The seminar on Tuesday 28 March will provide 
and overview of each of these options delivered 
by Parkinson’s Nurse Specialists and other health 
professionals. 

Who is this seminar and support group for?

Those who currently using infused therapies

This group will connect people receiving infused 
therapy with one another allowing them to share 
experiences, and have their questions answered by 
a health professional.

Those considering infused therapies

It is also open to people considering an infused 
therapy enabling them to meet people receiving an 
infused therapy in a supportive environment. 

Following the initial seminar, this specialised 
support group will be held monthly facilitated by a 
health care professional. 

INFUSED THERAPIES SEMINAR
TOPIC: Introduction to infused therapies
WHEN: Tuesday, 28 March, 10am-12pm
WHERE: Parkinson’s SA, 23a King William Rd, 
Unley

INFUSED THERAPIES SUPPORT GROUP
WHEN: Third Thursday of the month, commencing 
20 April, 10.30am-12pm
WHERE: Parkinson’s SA

UNDERSTANDING PARKINSON’S COMMUNITY 
SEMINAR
A general introduction to Parkinson’s for people with 
Parkinson’s, their family members and members of 
the local community.

TOPIC: Introduction to Parkinson’s 
WHEN: Wednesday, 8 March, 1.30pm-3pm
WHERE: Parkinson’s SA

LEARN NOW, LIVE WELL SEMINARS
For those with a diagnosis of Parkinson’s or another 
movement disorder within the last 5 years and their 
family members.

TOPIC: Managing symptoms of Parkinson’s
SPEAKER: Ruth Withey, Parkinson’s Disease 
Clinical Practice Consultant
WHEN: Monday, 20 February, 10.30am-12pm
WHERE: Fullarton Park Community Centre, 411 
Fullarton Road, Fullarton

TOPIC: Understanding how Parkinson’s 
medications work
SPEAKER: Greg Scarlett, Pharmacist, Haddad 
Pharmacy
WHEN: Monday, 20 March, 10.30am-12pm 
WHERE: Fullarton Park Community Centre

TOPIC: Coming to terms with a diagnosis
SPEAKER: Paula-Jean Hayes, Parkinson’s SA
WHEN: Monday, 10 April, 10.30am-12pm 
WHERE: Fullarton Park Community Centre

MOVING AHEAD WITH PARKINSON’S 
SEMINARS
For those who have had a diagnosis of Parkinson’s 
for several years, and their family members.

TOPIC: Sleep and Parkinson’s
SPEAKER: Emeritus Professor Leon Lack, Flinders 
University
WHEN: Tuesday, 14 February, 10.30am-12pm 
WHERE: Parkinson’s SA

TOPIC: Moving more easily and preventing falls
SPEAKER: Edwina Reid, Neurophysiotherapist, 
Edwina Reid Neuro Physiotherapy Services. TBC
WHEN: Tuesday, 14 March, 10.30am-12pm
WHERE: Parkinson’s SA

TOPIC: When medications aren’t working so well 
SPEAKER: Ruth Withey, Parkinson’s Disease 
Clinical Practice Consultant
WHEN: Tuesday, 11 April, 10.30am-12pm
WHERE: Parkinson’s SA



SEMINARS AND SUPPORT GROUPS

BEREAVEMENT GROUP
NEW  SUPPORT GROUP
This year, Parkinson’s SA is initiating a new group 
which will be stand-alone gatherings at various 
times through the year for people in the Parkinson’s 
community who have been recently bereaved. 

Grief is a natural response to loss which can be an 
intense, difficult process. Every person experiences 
grief differently. Parkinson’s SA provides support 
and education to those living with Parkinson’s and 
affected by neurological movement disorders, but 
our support does not end when a partner or loved 
one passes away.

Social workers Margie and PJ, who staff the client 
support line, are available to individuals at any time 
to discuss challenging feelings around death, but a 
group setting can open up a different environment to 
listen and share. 

In the Bereavement group, Parkinson’s SA’s support 
staff will facilitate a session where participants can 
share sorrow, memories, celebrate a loved one’s life 
and draw comfort from others who are undergoing 
similar journeys. 

Mutual exchange of strategies for coping will be 
accompanied by insights from Margie and PJ about 
the nature of grief and loss and what can help (and 
what may not be useful). 

All those who have lost someone dear to them and 
want to find out more about surviving bereavement 
are encouraged to come along.

WHEN: Friday, 7 April, 10.30-12pm
WHERE: Parkinson’s SA
RSVP: Please call 83578909 if you would like to 
attend this special morning, or contact PJ or Margie 
with any questions.

SA DYSTONIA GROUP
For people who experience dystonia.

TOPIC: Deep Brain Stimulation Surgery and 
Neurophysiotherapy
SPEAKERS: Dr Andrew Zacest, Neurosurgeon and 
Dr James McLoughlin, Neurophysiotherapist 
WHEN: Saturday, 18 February, 2pm-5pm
WHERE: Parkinson’s SA
RSVP: sadystonia@gmail.com or call 0429 377 326

DANCE PROGRAMS
Ongoing dance programs with seated and standing 
choreography. 

CLARENCE PARK CONTEMPORARY DANCE

WHEN: Fridays, starting 3 February, 
9:45am-11.15am
WHERE: Clarence Park Community Centre, 72-74 
East Ave, Clarence Park
RSVP: Veronica Shum, 0402 235 592

BURNSIDE DANCE WITH PARKINSON’S

WHEN: Wednesday, starting 1 February, 
10.45am-12.15pm
WHERE: Burnside Community Hall, 401 Greenhill 
Rd, Tusmore
RSVP: Christine Underdown, 0403 376 612

ONKAPRINGA MOVING INTO DANCE

WHEN: Fridays, 11.15am-12.15pm
WHERE: Rehearsal Room 2, The Arts Centre, 22 
Gawler St, Port Noarlunga
RSVP: 8301 7232

DANCE 2 MOVE
 
WHEN: Thursdays, starting 12 January, 
11.15am-12.15pm
WHERE: The Community Hub, Goolwa Tce, 
Goolwa
RSVP: 8555 7230

W
Need Support?

1800 644 189
You are encouraged to use the free, confidential 
telephone information and support services 
provided by Parkinson’s South Australia.

The Support 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 Support Line is for people with Parkinson’s 
disease and any other movement disorder, their 
families, carers and friends, teachers, students 
and healthcare professionals.
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SLEEP AND NIGHT TIME PROBLEMS IN PARKINSON’S

Sleep and night-time problems are common in 
Parkinson’s. They can affect you at any stage of 
the condition and may leave you feeling tired and 
drowsy during the day. 

A note for carers
Sleep and night-time problems are almost twice as 
common among carers of people with Parkinson’s 
than in the general population. If you are caring for 
someone with Parkinson’s, these sleep disturbances 
may lead to an increased risk of depression and 
stress. It may be difficult sometimes, but if you’re 
a carer it’s important to have good sleeping habits. 
This will help improve your health, wellbeing and 
general quality of life. Much of the information in 
this booklet applies to you as a carer as well as the 
person you care for.

Sleep Patterns
In everyday life, habits and routines support normal 
sleep patterns. Keeping regular hours and getting 
up at the same time every day helps to set your 
body clock, making you feel tired at roughly the 
same time each night. Bedtime routines help you 
get ready to fall asleep and a familiar bed and 
bedroom add a sense of calm and security. We call 
this good ‘sleep hygiene’.

How sleep can be affected
When routines and habits are disturbed, sleep is 
too. 

Insomnia
Insomnia is a sleep disorder that causes problems 
getting to sleep or staying asleep at night, so you 
are likely to feel tired during the day.

If you’re having trouble sleeping, a cycle can 
develop. If you can’t get to sleep, then you can 
become irritated, fed up, or even anxious about how 
you will cope the next day. These feelings tend to 
make you more alert, which keeps you awake, and 
so on. For many people, this is the start of insomnia.

Insomnia symptoms 
Symptoms of insomnia are common in most long-
term conditions. People with Parkinson’s can be 
more prone to insomnia because of Parkinson’s 
symptoms, such as tremor, stiffness, pain and 
restless legs syndrome, that can all disturb sleep. 

Side effects of medication
Some medications can act as stimulants and keep 
you awake. Speak to your specialist for advice 
about Parkinson’s symptoms or medication if you 
think these are stopping you from sleeping. 

Improving sleep hygiene 
If you are having trouble sleeping, there are simple 
things you can do that may help. One of the first 
things you can do is to improve your ‘sleep hygiene’. 
This means dealing with the simple things that help 
or hinder you sleeping. Here are 10 sleep hygiene 
‘rules’:

1. Don’t have caffeine before you go to bed. This 
includes tea, coffee, chocolate and cocoa. Many 
soft drinks also contain caffeine, so check the 
labels. Caffeine is a stimulant, which means it can 
make you feel more awake. 9  Its effects can last 
for three to four hours. If caffeine is affecting your 
body at bedtime, it can increase the time it takes 
you to get to sleep and make sleep lighter and more 
restless. It is also important to limit the total amount 
of caffeine you take during the day too.

2. Try to relax before going to bed. If you are in a 
relaxed mindset before you go to bed then you may 
find it easier to drift off. 

3. Keep your bedroom calm and comfortable. Try to 
reduce clutter and furniture and keep your bedroom 
tidy.

4. Avoid excessively hot or cold temperatures. High 
room temperatures (24°C or higher) may disturb 
normal sleep and make you restless. Most people 
sleep better if their bedroom is cool. If possible, it’s 
best to keep your bedroom temperature at around 
16°C to 18°C.

5. Reduce noise and light in the bedroom. Light 
and noise can disturb sleep. Try to close windows, 
use ear plugs or move to a quieter room if noise is 
a problem. It’s important to have a dark bedroom 
with curtains or blinds that keep out street lights or 
daylight. If this is a particular problem, try using an 
eye mask. 
 
6. Keep your bedroom mainly for sleeping. Ideally, 
bedrooms should be calm spaces for sleeping. Keep 
your bedroom for sleep, so your mind associates it 
with activities that lead to sleep. Try to avoid things 
like watching television or using computers or 
tablets in bed. 

7. Try to keep to a regular routine. A regular routine 
is the key to better sleep. Try to stick to a regular 
pattern of times for bed, getting up, meals, exercise 
and other routine activities.   

8. Reducing time in bed awake. Reducing the 
amount of time you spend in bed awake can 



SLEEP AND NIGHT TIME PROBLEMS IN PARKINSON’S

help strengthen or re-establish the ‘triggers’ for 
sleepiness. 

9. Leave time to unwind. Try to leave at least an 
hour to unwind before you go to bed.8 Try to do 
any activity, such as reading, watching television, 
listening to music or talking, before you go to bed.  

10. Go to bed only when sleepy First, it’s important 
to be aware of the difference between being 
tired and being sleepy. Tiredness is a feeling of 
exhaustion. But it does not always involve the need 
to sleep. Sleepiness means being ready to fall 
asleep. Signs of sleepiness may include yawning, 
having ‘heavy’ eyelids or sore eyes, or even feeling 
a little unsteady. 

Specific sleep problems linked with Parkinson’s
Some causes of disturbed sleep are related to 
Parkinson’s itself or to the medication used to treat 
it. 

Parkinson’s medication
You may find that your symptoms are worse during 
an ‘off’ period, when your Parkinson’s medication 
level is low and isn’t working so well. This may lead 
to stiffness, tremor, pain and being unable to move 
and turn in bed. When you take your medication, 
your symptoms may be less noticeable because you 
are ‘on’ again. 

If your medication is often wearing off during the 
night and is causing you problems, you may need 
to switch to a form that’s delivered to your body 
continuously. Examples are skin patches, an 
apomorphine infusion or an intrajejunal levodopa 
infusion (a tube that pumps levodopa directly into 
your stomach). The continuous delivery means you 
get constant treatment throughout the night.

Attend the Parkinson’s SA InfusedTherapies 
Seminar and support group for more information 
regarding these treatments and speak to your 
specialist for more advice.

If changing your medication doesn’t help, your 
GP, specialist or Parkinson’s nurse may suggest 
referring you to a specialist hospital centre or sleep 
clinic for a sleep test.

Restless legs syndrome
Restless legs syndrome is an overwhelming 
desire to move your legs when you’re awake. It 
happens mainly when you are resting, usually 
during the evening and at night. The symptoms 

include tingling, burning, itching or throbbing in 
your legs. You may also have pins and needles 
in your calf muscles and need to walk around 
to get relief. Contact with bedclothes may also 
feel uncomfortable. Your healthcare professional 
may also advise you to increase your iron intake 
by taking a supplement or eating iron rich foods, 
such as dark green vegetables, prunes or raisins. 
Moderate or severe symptoms may be treated with 
medication.

To get some relief you could also try:
• massaging your legs
• relaxation exercises, yoga or t’ai chi, for example
• taking a warm bath in the evening
• applying a hot or cold compress to your legs
• walking and stretching

Rarely, your sleep may be disturbed because 
you have produced more dopamine than you 
need due to your Parkinson’s medication. The 
effect is similar to restless legs syndrome, but the 
abnormal involuntary movements (dyskinesias) are 
due to your medication. If this is happening, your 
medication may need to be altered. Speak to your 
Specialist for more advice.

Getting in and out of bed
Some people with Parkinson’s may suffer from 
severe movement problems. This may mean that 
you need assistance from someone else to get in 
and out of bed. If you find getting in and out of bed 
difficult, there is a range of different aids available 
to help you. They can also benefit your carer, if you 
have one, as they will make the physical effort of 
helping you much easier. 

Turning over in bed 
Turning over in bed can be difficult for people with 
Parkinson’s because of rigidity. Changes to your 
medication may help to stop this,1 so speak to your 
specialist or Parkinson’s nurse.

Using satin pyjamas or satin sheets may also help. 
The shiny material can help you to turn over, but 
try not to use satin sheets and satin pyjamas at the 
same time. Together, they can increase the risk of 
sliding out of bed too quickly. If you use satin sheets 
or panels, make sure there is an area of friction 
either at the end or sides of the bed, so that you can 
get some grip.

Contact the Independent Living Centre on 1300 885 
886/8266 5260 for help regarding information on 
physical aids to assist you. 
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COULD PARKINSON’S START IN THE GUT?

New evidence suggests Parkinson's might start 
in the gut, not the brain. A new study adds to a 
growing body of research that suggests we might 
have been thinking about Parkinson's disease 
wrong this whole time.

Instead of being isolated to the brain, new evidence 
in mice suggests that the condition might actually 
start in the gut. And it could explain some of the 
strange coincidences seen in the disease, such 
as why most Parkinson's patients complain of 
constipation up to a decade before other symptoms 
arise. For years, scientists have limited the search 
for the cause of Parkinson's to the brain, but a 
growing body of evidence suggests that might be 
the wrong approach.

Parkinson's might actually originate in the gut 
before spreading to the brain, it could explain some 
of the strange links researchers have seen with 
Parkinson's patients. Researchers have noticed that 
people with Parkinson's often report constipation, 
as well as other digestive problems, up to 10 years 
before they notice tremors. There's also evidence 
that people with Parkinson's disease have different 
gut bacteria to other healthy adults.

Now a new study in mice has shown that the 
toxic fibres that build up around the nerve cells of 
Parkinson's patients can influence the nerves in the 
brain in a matter of weeks. "We have discovered 
for the first time a biological link between the gut 
microbiome and Parkinson's disease," said lead 
researcher Sarkis Mazmanian from the Californian 
Institute of Technology (Caltech).

"More generally, this research reveals that a 
neurodegenerative disease may have its origins 
in the gut, and not only in the brain as had been 
previously thought."

The team found this out by looking at the spread 
of toxic fibres made of a substance known as 
alpha-synuclein. Alpha-synuclein is small and 
soluble in healthy nerve cells, but for some reason, 
in Parkinson's patients, these alpha-synuclein 
molecules clump together and form fibres that 
damage the nerves in the brain.

Around a decade ago, researchers began to report 
that patients who had these fibres in their brains 
also had them in their gut.

In the latest study, the Caltech team looked at mice 
that had been genetically modified to be susceptible 
to Parkinson's disease, by over-producing alpha-
synuclein fibres. These mice were either raised in 

normal, non-sterile cages, or in a sterile, germ-free 
environment. Mice raised in the germ-free cages 
showed fewer motor deficits, and less toxic fibres 
in their brains. But mice raised in the non-sterile 
environment developed Parkinson's symptoms as 
expected, given their genetic predisposition.

Antibiotic treatment was able to reduce these 
symptoms in the non-sterile mice, suggesting 
there was something in their microbiome that was 
enhancing the symptoms. Finally, the team injected 
gut bacteria from human Parkinson's patients into 
the germ-free mice. They quickly went from showing 
hardly any symptoms to deteriorating rapidly.

Gut bacteria taken from healthy people didn't have 
the same effect. "This was the 'eureka' moment, the 
mice were genetically identical, the only difference 
was the presence or absence of gut microbiota," 
said one of the team, Timothy Sampson.

"Now we were quite confident that gut bacteria 
regulate, and are even required for, the symptoms 
of Parkinson's disease." The scientists think that the 
gut bacteria might be releasing chemicals that over-
activate parts of the brain, leading to damage. 

There's a lot more research to be done before we 
can say for sure what's going on, but if this research 
can be verified and replicated, it could change the 
way we treat the condition forever.

It's important to note that mouse studies often 
don't translate to human health, and we still don't 
have the full picture of what's going on here - there 
might be other important factors involved. Other 
studies have shown that people exposed to certain 
pesticides are more likely to get Parkinson's, so the 
team thinks that maybe these chemicals could be 
affecting gut bacteria.

The team now want to analyse the gut microbiomes 
of people with Parkinson's to try to narrow down 
which microbes seem to be predisposing people 
to the disease. If they could identify certain strains, 
it means scientists could find a way to screen for 
Parkinson's before symptoms appear and the 
damage to the brain occurs. It could also help them 
come up with new treatment options.

"Much like any other drug discovery process, 
translating this innovative work from mice to humans 
will take many years," said Mazmanian. "But this is 
an important first step." 

(Source: http://www.sciencealert.com/new-evidence-suggests-
parkinson-s-might-start-in-the-gut-before-spreading-to-the-brain. Story 
by Fiona Macdonald)



STEROID IN SHARK LIVERS COULD HOLD KEY 

Steroid in shark livers could hold key to Parkinson’s 
treatment
 
New research suggests that a naturally occurring 
substance called squalamine, found in the livers of 
dogfish sharks, could help treat Parkinson’s disease
A steroid found in the livers of dogfish sharks could 
help treat Parkinson’s disease, scientists at the 
University of Cambridge, UK, believe.

The natural compound, called squalamine, is 
often studied for its anti-cancer and anti-infective 
properties but researchers now think that it could 
also lead to future treatments for Parkinson’s 
disease.

Dr Michael Zasloff, professor of surgery and 
paediatrics at Georgetown University School of 
Medicine, co-authored a recent research paper 
published in ‘Proceedings of the National Academy 
of Sciences’ that suggests squalamine dramatically 
inhibits the early formation of toxic aggregates of 
the protein alpha-synuclein, which is thought to 
start a chain reaction of molecular events eventually 
leading to the development of Parkinson’s.

The research team also found that squalamine 
could suppress the toxicity of these poisonous 
particles in worms. Dr Zasloff said: “We could 
literally see that the oral treatment of squalamine did 
not allow alpha-synuclein to cluster, and prevented 
muscular paralysis inside the worms.”

Dr Christopher Dobson, chemistry professor at the 
University of Cambridge and one of the paper’s co-
authors, said: “To our surprise, we found evidence 
that squalamine not only slows down the formation 
of the toxins associated with Parkinson’s disease, 
but also makes them less toxic altogether.”

Scientists from the Italy, the Netherlands, Spain, 
the UK and the US all worked together to make this 
discovery. The team assert that it is scientifically 
possible for squalamine to prevent the progression 
of the condition; but advise that individuals with late-
stage Parkinson’s – after many of the areas of the 
brain have been destroyed – will not benefit from 
the treatment’s in the same way as those whereby 
treatment would begin sooner.

The team would like to conduct further research to 
determine what the precise benefits of squalamine 
would be – and what form any resulting drug might 
take.

About squalamine

The anti-microbial compound was discovered in 
1993 by Dr Michael Zasloff in the liver tissue of 
dogfish sharks. He was looking for an explanation 
as to why the fish were so good at fighting off 
infection. Scientists can now create a synthetic form 
of the compound in the laboratory.

(Source: http://parkinsonslife.eu/squalamine-dogshark-livers-key-to-
parkinsons-treatment/ Author: Almaz Ohene Published: 18 January 
2017 Parkinson’s Life website)

 FESTINATION*

My doctor friend showed me
The festinating gait

Characteristic of many
With Parkinson’s Disease 

Eleven years on
I’m experiencing
The uncertainty 

And insecurity of festination 

Stop 
Start

Standing still
Shuffling ahead

Stumbling along
Lurching backwards

Rushing forward
Stepping back

Struggling up hill
Descending awkwardly

Holding on
Afraid of tumbling 

Needing to walk
Struggling to move

Now hesitating
I’m Festinating

 
* From the Latin ‘festinare’ – to hurry

Written by Don Gobbett

CREATIVE CORNER
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IN THE LIBRARY

The Parkinson’s SA library is stocked with books relevant to living with, the treatment of, research and the 
science of Parkinson’s and other movement disorders. There is a range of DVDs for people regarding exercise, 
nutrition and other topics. As well as the scientific and non-fiction range there are also various fictional and 
biographical stories. Membership of PSA is required to borrow from the library.  Rural and regional members can 
borrow and return books by post. 

THE SELFISH PIG’S GUIDE TO CARING
BY HUGH MARRIOTT

Many people will at some stage become a Carer, 
but the amount of education, literature and 
professional support available is minimal. I do have 
a ‘conflict of interest’, having been a carer for 10 
years; but this book is written primarily for Carers, 
and would be difficult for a non-Carer to review.

Hugh Marriott is concerned not only with 
practicalities, but also with the conflicting emotions 
and pressures that can arise, wanting to showing 
that your experiences and feelings are not unique. 
They reflect those of other Carers.

You are doing a specialist job, but with little training. 
Caring changes your life. You may be caring for 
a loved one, but conflicting emotions and feelings 
will still lurk under the surface. The relationship has 
altered - the other person needs you, and will suffer 
if you fall down on the job. They take longer to do 
things such as standing up, or preparing to go out; 
meal-times become inflexible; more pre-planning is 
needed. If you walk to different rhythms, it will create 
frustration on both sides, and it is usually your clock 
that has to slow down. Life becomes constrained, 
with fewer choices; your timetable is based on that 
of another person. Often it is only other Carers, who 
have already been there, who can really understand 
what goes on in your mind. But the value of your 
work as a Carer is immense.

Caring is usually long-term, and you have little 
control over how long it will continue. In many 
ways you are on your own, often feeling helpless, 
isolated, and tired. Pressures build up, often 
exceeding those of the person for whom you Care. 
Frustration, disappointment, sadness, worries 
and even resentment arise too easily. So the high 
frequency of mental problems such as depression 
among Carers is not surprising. These topics are 
dealt with in thoughtful and helpful ways.

It is important that you realise you are neither as 
selfish as you thought, nor a failure: you are doing 
your best to perform a difficult job. It may even be 
good to be a little more ‘selfish’, because no-one 
benefits if you fail to look after yourself.

This book deals with many common experiences 
directly, honestly, with humour, based on personal 
experience. Practical points such as Respite Care 
are also dealt with (See ‘In Touch’, September 
2016, pgs 10-11). You realise that you are not 
alone. 

A book covering such sensitive and emotional topics 
could be scary, upsetting, even overwhelming. This 
is avoided by utilising humour in the writing and the 
cartoons which bring life to the text.

The title, ‘Selfish Pig’, typifies the author’s self-
deprecating humour, arising from his feelings 
about himself and the recognition that Carers often 
feel negative about themselves. Since the Carer 
is a (not-selfish) Pig, the person being cared for 
becomes a Piglet. This is NOT derogatory, but 
an acronym for ‘Person I  Give Love and Endless 
Therapy to’. It works well, much better than 
continually referring to the ‘Carer’ and ‘Person Being 
Cared For’, and it brings lightness into a heavy 
topic, particularly via the memorable cartoons. Hugh 
Marriott captures the feeling of Piglet, Winnie the 
Pooh’s friend, who asks, “Pooh, how do you spell 
love?”. “You don't spell it Piglet, you feel it!”. 

This book helped me. I also surveyed reviews by 
nearly 200 Carers and over 95% of them found the 
book extremely useful. There may be a few things 
you consider inappropriate; it was not intended to be 
‘Politically Correct’, but I think for most readers the 
positives will considerably outweigh any negatives. 
The book is available for about $14, either in printed 
form from bookdepository.com, as an e-book from 
amazon.com.au.

Cautionary note: Carers where the level of care 
required is low might find it overwhelming. 
And some who are being cared for could find 
the details of pressures that may affect Carers 
disturbing. 
 
Review by Dr Paul Gresham (Medical Biochemistry 
and Pharmacology), Carer.



IN MEMORIAM

Parkinson’s SA acknowledges the donations which have been given by families and friends in memory of the 
following people. The thoughtfulness of these families in arranging for donations to be given to Parkinson’s SA 
is greatly appreciated. 

Parkinson’s SA also benefits from those who give general donations, some on a regular basis, and sincerely 
appreciates this support. Although every donor cannot be listed individually, all donors are acknowledged with 
a thank you letter.

BEQUESTS 
Bequests offer the perfect opportunity to reflect on what/who 
has been important in your life, or mirror what you’d like to 
actively see supported in the future.

Bequests are a private affair, and following consideration of 
family or dependants you may realise that you can leave a 
legacy that matters.

A Will Bequest or Gift to Parkinson’s SA is a simple way to 
continue caring, and ensures your passion for Parkinson’s SA 
will continue to support those with Parkinson’s far in to the 
future.

If you have made a Bequest or are considering doing so, 
Parkinson’s SA would like to have the opportunity to thank you 
now, so that we can pass on our appreciation.

If you would like more information on leaving a bequest/gift to 
Parkinson’s SA, please contact us via 8357 8909 or 
info@parkinsonssa.org.au

Brian Batley

David Gordon Dye

Barry Norman Edwards

Colin Robert Charles Gant

Francis William (Bill) Gilson

Leonard Walter Gooley

Donald (Don) Griffiths

Kathleen Healy

David Nathan Hillan

Tony Hind

John Harley Howland

Malcolm Gilbert Jones

Maria Maglieri

James (Jim) Trevor John Mitchell

Ronald George Noske

Michael (Mick) Kenneth Osment
Anni Parsons

Raymond Vivian (Niffy) Robinson

Anne Strathdee Rogerson

Volker Heinrich Schurr

Gordon Summers

Herbert Ennis Westphalen

William Arthur (Brasso) Willis
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Riverland 
Contact: Glenys Badger
8588 2883

Salisbury
Contact: Anne Heard
8357 8909

Southern Fleurieu Lunch Group
Contact: Craig Bastian
8552 5111

Tumby Bay
Contact: Natasha Clark
0438 269 502

Upper South East
Contact: Karen Burford 
8762 8160

Southern Yorke 
Peninsula Carers’ Link YP
Contact: Sue Poole
8821 2444

Northern Yorke 
Peninsula Carers’ Link YP
Contact: Sue Poole
8821 2444

Adelaide Hills
Contact: Pat Jennings
0408 808 310

Barossa
Contact: Anne Heard
8357 8909

Brighton 
Contact: Rikki Howard
8377 3747

Burnside
Contact: Anne Heard 
8357 8909

Cheltenham
Contact: Anne Heard
8357 8909

Clare Country Carers’ SA 
(Lower Nth)
Contact: Bev Carson
8842 1118 

Eastern Eyre Peninsula Health 
Service (Cleve)
Contact: Sandra Rattley 
8628 2399

Elizabeth 
Contact: Brenda Smethurst 
8284 0388 

Enfield
Contact: Margaret Galdies 
0415 728 444

Far West
Contact: Anne Heard
8357 8909

Mount Gambier Boandik Lodge
Contact: Wendy Merrett 
8725 7377

Murray Bridge Resthaven
Contact: Caroline Tenny 
8531 2989

North Eastern
Contact: Anne Heard 
8357 8909

Onkaparinga
Contact: Tom Trottman 
8322 5145

Paradise Resthaven 
Carers’ Group 
8337 4371

Port Pirie
Contact: Alison Kokotis  
8638 4693

SUPPORT & EDUCATION

GROUPS

EXERCISE

GROUPS

Brushlines Art Group
Contact: Anne Heard 
8357 8909

Dance! WITH Parkinson’s
Contact: Paula Jean Hayes 
8357 8909

Deep Brain Stimulation Group
Contact: Dianne Biddle 
0428 828 089 

Dystonia Lunch Group
Contact: Jacqueline Jeremy
sadystonia@gmail.com

Focus on Family Carers’ Group
Contact: Anne Heard 
8357 8909

Parkinson’s Pedallers’ Cycling Group
Contact: Mike Hannan 
8278 6069

Parkinson’s Plus Lunch Group 
(PSP, MSA, CBD)
Contact: Anne Heard 
8357 8909

Parkinson’s SA Lunch Group
Contact: Anne Heard 
8357 8909

Photography Group
Contact: Anne Heard 
8357 8909

20’s - 50’s Group
Contact: Anne Heard 
8357 8909 

Women with Parkinson’s 
Contact: PJ Hayes
8357 8909

Adelaide Hills Health Service
Contact: Simone Krohn 
8393 1833

Blackwood Recreation Centre
Contact: Karyn Powell 
8278 7444 or 0419 840 484 

Burnside ACH Group
Contact: Elizabeth Barnard
1300 224 477

Christie Downs
Contact: Robert Lloyd 
8386 2761

Elizabeth Resthaven Northern 
Contact: Rosalind Wren 
8252 6811

Greenacres Northern ECH
Contact: Emma Hodge
1300 275 324

Henley Beach Western ECH
Contact: Emma Hodge
1300 275 324

Marion Resthaven Southern
Contact: Michelle Eeles
8296 4042

Northfield Hampstead 
Rehabilitation Centre 
Contact: Bob Barnard 
82221891 

Paradise Resthaven Eastern
Contact: Marta Krzystoszek 
8337 4371

Payneham & Reynella Life Care Active
Contact: Deb Gabrovsek 
8168 7600

Unley Pd Proud
Contact: Ann Buchan
8373 2132

SPECIALISED GROUPS

GROUPS



GLENYS BESSELAAR RECEIVES VOLUNTEER RECOGNITION

An invitation was received from our Patron, His Excellency the 
Honourable Hieu Van Le AC, Governor of South Australia for 
four volunteers to be acknowledged at an annual garden party at 
Government House held on 9 November 2016.

Parkinson’s SA’s representatives (from left to right) were Natasha 
Clark, leader of the Tumby Bay Support Group, Josephine Kirby, 
office volunteer, Lucy Goldsmith, the top fundraiser for A Walk 
in the Park 2016 and Sandie Clarke, office volunteer and Life 
Member. 

THE GOVERNOR’S GARDEN PARTY

Glenys Besselaar - 2016 Premier’s Certificate of Recognition for 
outstanding volunteer service. Glenys came into the Parkinson’s office 5 
years ago, to offer her help. She had been caring for her husband, Tony, 
who had had Parkinson’s. After Tony sadly passed away she wanted to 
give back and help others who were in the same situation.

We were delighted to welcome someone with her background, most 
recently having been the IT Manager of TAFE in SA. A weekly contributor 
(except when travelling around Australia in her motor home), Glenys set 
about looking after our website which had been a very static one until 
that time. She then upgraded us to a new website which she developed 
herself. Since then she has been responsible for keeping the site updated 
and has made many suggestions about content and improvements as 
well.

Glenys’ IT background has made her an important support person in 
managing our computing system and being a go between and back 
up person when liaising with the company we use. She has also been 

a resource to many of us in the office with our IT questions from time to time and has also provided Excel 
Spreadsheet training to some of us. Glenys is a positive contributor to the organisation and has earned the 
admiration of us all.
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