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April is World Parkinson’s Month! 
We are busy planning lots of exciting activities 
for this month, including our much-enjoyed 
conference for clients, families, allied health 
professionals and researchers on 8 April.  
Mark this date in your diary now! 
Whilst we are unsure if it will be face to face or 
online yet due to COVID-19, we have plans in 
place for both and will keep you informed. 
The keynote speaker,  
Dr Andrew Dwyer 
(pictured), will present on 
an exciting new project 
called the Parkinson’s 
Disease Imaging 
Biomarker Collaboration 
that Parkinson’s SA&NT, 
through The Hospital Research Foundation 
Group, has contributed $300,000 towards. 
The conference will also feature the exciting 
launch of the YOP-X app and YOP-X website, our 

Conference 2021 – Keeping you in touch  
with research, education and information

national project for people living with Young 
Onset Parkinson’s. Details about the conference 
will be released closer to the date.
The Parkinson’s Disease Imaging Biomarker 
Collaboration brings together researchers and 
clinicians from SAHMRI, SA Health and the 
University of Adelaide to translate state-of-art 
MRI techniques and advanced image analysis 
from research to clinical care. The group will 
deploy a statewide 18F-DOPA PET/CT scanning 
program and maximise future benefit through a 
Parkinson’s Disease Imaging Biobank.
Improving diagnostics and prognostics for 
neurological conditions requires advanced MRI 
biomarkers and personalised phenotypes which 
incorporate functional imaging such as PET/CT 
scans. To achieve this, collaboration across SA’s 
research ecosystem including university-based 
neuroscience groups, core imaging infrastructure 
at SAHMRI, clinical patient imaging within SA 
Medical Imaging and private providers is needed.  
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 The proposal will improve South Australia’s scale by leveraging  

existing facilities and opportunities to harmonise research  
programs in Parkinson’s. By the onset of motor symptoms,  
60-80% of dopamine within the striatum has been lost, limiting 
therapeutic efficacy. Early Parkinson’s also has broad differentials 
including adult-onset dystonic tremor, psychogenic movement 
disorders and drug-induced Parkinsonism. 
How will this project translate to improving wellbeing for the 
Parkinson’s community? Functional imaging may spare inappropriate 
pharmacotherapy, patient anxiety and may have particular value in 
certain situations (eg. atypical, mild or early onset).
No 18F-DOPA imaging is currently available in SA, either for clinical 
diagnosis or research applications and has been identified as an important 
proposal through consumer involvement with Parkinson’s SA&NT.
Meanwhile, the building phase of the Young Onset Parkinson Exchange 
(YOP-X) app is starting this year following two successful independent 
evaluations of the prototype carried out in October and November. 
National and statewide testing rounds undertaken by Flinders University 
Digital Health Research Centre assessed the overall user experience, 
interface design, information flow, and ease of use. All participants  
rated the prototype as straightforward, informative and easy to use,  
and 100% of participants confirmed that they liked the app.
We would like to extend our gratitude to people with Young Onset 
Parkinson’s from all over Australia who have contributed to building  
the app content, through the sharing of personal experiences of their 
day-to-day life, including at work and in their relationships.
The project design is called a Iiving lab which means that the  
design comes from the end users – not from a tech team or even 
Parkinson’s organisations. 

As a result of the stories and experiences we have collected,  
six pillars form the foundation of the app and subsequent tools:

• Mental health and emotional wellbeing
• Employment and legal 
• Sex, relationships and intimacy
• Sleep, fatigue and maximising energy
• Exercise and nutrition
• Changing your brain

A partnering YOP-X website will provide NDIS staff with the stories  
and experiences of people with young onset Parkinson’s, and act  
as an education resource to support the NDIS application process.

IMPORTANT 
Are you turning 65 soon?

Contact Parkinson’s SA for assistance 
to access NDIS.

For further information contact  
Christian on 1800 644 189  

>> continued from page 1
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Happy 2021!  
Let’s hope that this year is safer and healthier than the previous. 

We hope that a COVID-19 vaccine will soon be available so that we 
can travel and see loved ones interstate and overseas and enjoy the 
freedom of everyday life as we were accustomed. 

Parkinson’s SA&NT will advise our community based on 
information that we receive from SA Health and the Federal 
Government regarding this process. 

The new year is a good time to join Brain x Body Fitness Studio  
and to make positive changes to your physical and mental 
wellbeing. Remember that our studio is for anyone so if you  
have a friend or family member that you think would benefit  
from a clinically supervised exercise program that also  
encourages social interactions, then please call BBFS on  
0499 088 725 or go to bbfs.com.au.

We are excited to announce that Parkinson’s SA&NT is an official 
delivery partner of the BE WELL program designed by SAHMRI’s 
Wellbeing and Resilience Centre! 

Maggie Barrington has been trained to deliver the five week 
course. Based on clinical evidence, this five week course will  
be presented throughout the year with an emphasis on  
regional areas to assist people to focus on and improve  
mental health and wellbeing. 

Remember that you can access our support and resources  
in a number of ways via phone, email, website, Facebook  
and our Vimeo page. 

Try to participate in something different in 2021, perhaps 
something that is a challenge. Join the Wordsflow Writers group, 
art classes with the Brushlines art group, or the singing group. New 
activities encourage your brain to work hard and you will also enjoy 
the social interactions. It’s a win-win!

Stay safe, and I look forward to seeing you in person or via Zoom 
throughout the year.

Olivia

Olivia Nassaris, 
Executive Director

from...



4

You may have noticed recently that Parkinson’s 
SA&NT has started using the term ‘primary support 
person’ instead of ‘carer’. Here is a little insight into 
our reasons why.

Our vision is to enhance the quality of life  
for all people affected by Parkinson’s or other 
movement disorders. 

Our purpose is to maximise choice, independence 
and wellbeing for people affected by Parkinson’s 
or other movement disorders through support, 
education and advocacy. 

These defining statements embody our belief that 
the individual with a neurological movement disorder 
is primarily responsible for their treatment, care and 
wellbeing, whilst those around them play a support 
role to maximise their independence and quality of life.

A medical diagnosis of Parkinson’s often labels the 
individual as a ‘patient’, implying they need care. All 
too often relationships begin to change and the roles 
and expectations of a relationship, indeed even the 
balance of power, may be significantly altered. 

Those closest to the ‘patient’ are now viewed as 
carers which implies a responsibility to make their 
wellbeing their core priority.  Many who provide care 
and support will not view themselves as a ‘carer’.  

Carer or primary 
support person?  
Where do I fit in? 
Your support network comes  
in many forms, but what do 
these terms really mean?

First and foremost, they will view themselves as 
a wife, a husband, partner, son, daughter, friend, 
relative or even a workmate.

In truth everyone impacted by a Parkinson’s 
diagnosis needs support and care and it is 
important to bring down any potential barriers 
to equality in relationships. When everyone’s 
needs in this circle of support are taken into active 
consideration the likelihood of one person feeling 
invisible or unsupported is reduced. ‘We’, ‘us’, 
‘together’, ‘united’ are all words that convey an 
equality of purpose and importance.
As stated, the primary care role sits with the 
individual who has the diagnosis, they are responsible 
for their care plan; the rest of the family, friends, 
community make up the support team. Within that 
circle of support one person may take on the role of 
primary support person. 

Who is considered a primary support person? It may 
be the spouse or partner, a child, friend, parent or 
relative. The person with Parkinson’s should negotiate 
what they want their support team to do and also 
how they will support their team, especially the 
primary support person. 

Communicating needs and expectations within the 
support system from the very start will ensure the 
family, friendship circles and workmates are all on the 
same page moving forward as a harmonious team. 

Regardless who is considered the primary support 
person, Parkinson’s SA&NT will always seek to enhance 
the quality of life of everyone affected in any way by 
Parkinson’s or other neurological movement disorder.

For support please contact Christian or Maggie 
in our client support team on 1800 644 189 or 
email us at info@parkinsonssa.org.au. 
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Going purple  
for Parkinson’s
A fundraising initiative of 
Parkinson’s SA Champion 
Helen Hammond

Helping a charity doesn’t need to be time-
consuming or difficult. Why not hold a Party  
for Parkinson’s during International Parkinson’s 
Awareness Month this April?
With a little help from you and your friends, 
Parkinson’s SA&NT will benefit in a very real 
and tangible way. Every dollar raised helps us 
support the 8,000+ people with Parkinson’s and 
their families, across SA & NT. Don’t forget, every 
donation of $2.00 or over is tax deductible.
There are a few ways you can get involved this 
April – by hosting your own event at home with 
family or friends, coordinate an event at your 
workplace, or become a corporate sponsor of one 
of Parkinson’s SA&NT signature events in 2021.
Stuck for an idea of how you can Party for 
Parkinson’s? How about a wine tasting, craft 

table, movie night, a morning/afternoon/high 
tea, sausage sizzle or sporting event. In the past, 
people have used a range of every-day activities 
as a donation platform. It could be your birthday 
party where you could request donations in lieu of 
gifts; or regular staff meeting with a pass around 
for a gold coin donation - it’s only limited by your 
imagination.
Gather your friends, family and work colleagues and 
hold an event anytime during the month of April to 
help support Parkinson’s Awareness Month!

11 APRIL 
WORLD 
PARKINSON’S 
DAY

Helen Hammond is well-known for her support 
of the arts and music, particularly the annual 
Parkinson’s SA art exhibitions at Living Choice 
Fullarton for many years. 
Throughout this time, Helen has championed 
for Parkinson’s SA and Parkinson’s disease as 
she herself is living with Parkinson’s. After much 
thought and professional discussion, Helen 
decided to undertake Deep Brain Stimulation 
Surgery at Calvary Adelaide Hospital last year.  
And because the procedure required her entire 
head to be shaved, Helen decided to turn the 
experience into a fundraiser for Parkinson’s 
SA&NT, raising an incredible $8,200! 

First, Helen had her 
hair coloured purple, 
prior to having it all 
removed ready for 
her surgery.
Helen then invited 
fellow residents and 
friends to join her for 
drinks and nibbles 
to witness the “big 
shave”. More than 80 took the opportunity to 
donate to Parkinson’s SA&NT, including Living 
Choice Fullarton through Group General Manager 
Jason Sack with a donation of of $1,000! 
Helen is now recovering from her surgery and  
has spoken of her gratitude to those who donated 
to the cause. 
“I’m absolutely delighted - I hope it inspires others 
to turn a negative into a positive!”

Call Becky at The Hospital Research  
Foundation Group on 8244 1100 or  
bheffernan@hospitalresearch.com.au for any 
assistance in planning your Party for Parkinson’s.

If you would like to know more about 
fundraising initiatives of Parkinson’s SA&NT, or 
hosting your own Party for Parkinson’s, contact 
Becky on the details above. 
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Feeling positive  
with your team 
You will have a multi-disciplinary 
team supporting your journey. 
Here’s some tips to make sure 
they’re the right fit for you:

Following a diagnosis of Parkinson’s or any 
other neurological/movement disorder, you 
will become involved with many specialists and 
health professionals as part of your care. 
Your GP may refer you to see a neurologist 
who specialises in the diagnosis and medical 
treatment of neurological conditions. They 
may also refer you to specialist allied health 
service such as a neuro-physiotherapist, speech 
pathologist or occupational therapist. 
Specialists and health professionals will often 
report back to your GP, who may stay as 
your main contact and who coordinates your 
healthcare with input from specialists and other 
healthcare professionals as needed. 
Once your doctor has given you a letter of 
referral, you can make an appointment to see 
a specialist at a specialist clinic within a public 
hospital or at a private clinic or hospital.
Fees vary and depend on whether the specialist:
• works within the public or private healthcare 

system
• bulk-bills under the Commonwealth 

Government’s Medical Benefits Scheme (MBS)
• requires a gap payment
• requires full payment with or without 

reimbursement via private health cover.
You will need a referral letter from your GP to be 
eligible for Medicare rebates.

Once you have a referral, a good 
relationship with your clinician can go  
a long way in helping you live your  
best life!
People who take an active role in their care may 
not only feel more satisfied with the medical 
and health professionals involved in their care, 
but may also feel more in control over their own 
health and wellbeing. Communication, respect 
and trust are keys to any healthy relationship.

Here are a few recommendations to help you 
build a more beneficial one with your clinician:
1. Be prepared for the appointment
Taking time to prepare for an appointment with 
your clinician can help make the most of your 
time together. Before your visit, you may find it 
helpful to track your experiences for a couple 
of days recording when and how you take your 
medications and what symptoms you experience 
during an average 24 hour period.
2. Ask your specialist questions 
Bringing a written list of questions or issues you 
would like to discuss is recommended, particularly 
if you are feeling stressed about your diagnosis.
• It’s best to prioritise your questions and start 

with the most important first, since clinicians 
often have limited time. A written list can also 
help your clinician address some questions 
later, either through a phone call or follow-up 
appointment for more complex issues.

• Include any changes to prescription and 
non-prescription medications you’re taking, 
including vitamins and supplements, and the 
dosages for each. 

• Try to tailor the questions to the clinician 
you’re seeing. For a neurologist you may 
ask questions about medication side effects 
and worrying symptoms, whereas for your 
physiotherapist you may focus on difficulties 
with balance and freezing.

• Examples of questions you may want  
to ask include:

 o What is my diagnosis?
 o  What treatment do you recommend for me 

and why?
 o How effective is this treatment?
 o  Are there any side effects or risks for the 

treatment? If so, what are they?
 o  What other treatment options do I have?
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3. Take a companion to your appointment
Bringing a friend or family member along can 
be extremely helpful when it comes to asking 
questions and clarifying information, especially 
for older people or anyone who is nervous about 
attending appointments.
4. Be honest with your physician
Your clinician needs full disclosure in order to 
provide the best possible care. If you are not 
honest about things like embarrassing symptoms, 
cognitive issues or occasionally skipping your 
medications, your clinician won’t have accurate 
information, and that can affect your care. Be 
candid, and don’t feel embarrassed. Your medical 
and health professionals aren’t perfect, and they 
don’t expect you to be, either.
5. Getting a second opinion
It is fine to see another provider to get a second 
opinion if you are not sure about a diagnosis 
or treatment your clinician suggests. This may 
involve getting another referral to a different 
clinician from your doctor. 

Staying with a clinician you’re not 
happy with is as harmful as staying in a 
relationship you know is bad because it’s 
easier than making a change, however 
parting ways may be the healthiest move.

Signs you might need to ‘fire’ 
your doctor 

Changing care providers can be a challenging 
process. Before you invest time figuring out how 
to switch providers, it’s important to analyse 
whether such a change is necessary. 

Here are some signs it is time to fire your clinician:

1.  You and your clinician don’t mesh. You and 
your medical/health professional don’t need 
to see eye to eye on everything, but it’s helpful 
if you can work together. Some people prefer 
a clinician who is direct and to the point while 
others prefer more empathy and compassion 
with difficult news given gently. When there’s 
a mismatch, neither person is at fault – but it 
could be grounds for termination.

2.  You should never feel like you’re being 
rushed. If your clinician doesn’t take the time 
to answer your questions or address your 
concerns, there’s a problem.

3.  Your health is too important to feel confused 
or uninformed. A clinician should be open 
and thorough about why they recommend a 
certain treatment or order a specific test, plus 
share all results with you.

4.  A sense of unease about his or her decisions 
and recommendations, even if you can’t 
say exactly why, is also a perfectly legitimate 
reason for cutting the cord.

5.  A growing number of clinicians are making 
themselves available to patients via email, 
text message and Skype, and at the very 
least, you need to know that in a medical 
emergency, you won’t be left hanging. 

6.  If your clinician trivializes your concerns 
as though they’re not valid, is rude or 
condescending it may mean you are not a 
good fit and it is time to move on. One of the 
clearest signs you should move on is if they 
walk out of the room while you’re still talking.

How do I change providers?

You may decide that you want to let your 
medical or health professional know why you 
have decided to leave their care. You can do 
that during an appointment, over the phone, or 
you could write a letter. Writing a letter can also 
serve as a formal request to have your health and 
medical records released to you or forwarded to 
your new provider(s). 
Parkinson’s SA&NT also can provide you with 
a list of geriatricians, neurologists and allied 
health professionals with a special interest and 
expertise in Parkinson’s and other neurological 
movement disorders.

For support please contact Christian or Maggie in our client support 
team on 1800 644 189 or email us at info@parkinsonssa.org.au. 
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What’s news in the 
Parkinson’s world?
Drug to calm Parkinson’s 
twitches set for human trials

Scientists are launching the first human trials 
of a “life-changing” drug that can alleviate the 
outward signs of Parkinson’s disease. 
Two non-profits, Parkinson’s UK and The Michael 
J. Fox Foundation, have partnered with Neurolixis 
to support a clinical trial testing the safety, 
tolerability and early efficacy of drug NLX-112 
to help ease dyskinesia and the severity of some 
non-motor symptoms due to Parkinson’s disease. 
NLX-112 tackles the shaking and twitchiness 
brought on by Parkinson’s treatments and could 
be available within a year. 
NLX-112 works by targeting serotonin-producing 
brain cells, which are believed to contribute to 
dyskinesia by converting levodopa into dopamine 
and releasing it in an erratic manner. NLX-112 
stabilises the flow. 
NLX-112 is a new compound that is able to 
selectively activate a sub-type of serotonin 
receptor called the 5-HT1A receptor, which is 
usually found in serotonin-producing neurons. 
Once active, this receptor interferes with 
serotonin signalling cascades in these nerve cells, 
lowering their activity. 
By reducing the activity of serotonin-producing 
neurons, NLX-112 is expected to alleviate 
symptoms of dyskinesia in people with 
Parkinson’s. Preclinical studies supported by 
Parkinson’s UK have shown that NLX-112 was 
effective at easing dyskinesia in animal models 
of Parkinson’s. These findings provided the 
foundation for the launch of clinical trials testing 
NLX-112 in patients.
The results, published in the Neuropharmacology 
journal, showed that NLX-112 reduced involuntary 
movements without diminishing the therapeutic 
effect of the levodopa. The new drug has also 
been tested on diabetes patients to treat pain and 
was found to be well tolerated and safe. 
Human trials are being organised by a team at 
the Karolinska Institute in Sweden. They follow a 
deal between the Michael J. Fox Foundation for 
Parkinson’s Research in New York and Parkinson’s 
UK to fund the £1.5m clinical trials.

“We are excited to move to a proof-of-concept 
trial with NLX-112. The compound has a novel 
mechanism of action which has been extensively 
validated in laboratory tests,” said Adrian 
Newman-Tancredi, CEO of Neurolixis.

“ If the positive effects seen in the lab 
translate into a clinical setting, NLX-112 
could significantly improve the quality 
of life of many people with Parkinson’s.”

Altogether, Parkinson’s UK, The Michael J. Fox 
Foundation and Neurolixis have raised £1.5 
million (about $1.7 million) to fund the two-year 
study, where Neurolixis’ experimental therapy for 
levodopa-induced dyskinesia (LID) will be given 
to Parkinson’s patients for a first time. 
“Levodopa-induced dyskinesia can significantly 
impact quality of life for people with Parkinson’s. 
This collaboration with Parkinson’s UK is about 
combining our resources to advance this 
promising therapeutic approach from Neurolixis 
as quickly as we can to benefit the patients and 
families worldwide who navigate dyskinesia in 
their daily lives,” said Todd Sherer, PhD, CEO of 
The Michael J. Fox Foundation.
The clinical trial, which will be conducted by 
researchers at the Karolinska Institute in Sweden, 
will compare the safety and tolerability of NLX-
112 to that of a placebo in 24 patients with 
dyskinesia. It will also focus on assessing whether 
NLX-112 can ease dyskinesia, as well as some 
of Parkinson’s typical non-motor symptoms, 
including mood and sleep issues. Study findings 
may enable NLX-112 to move into Phase 3 clinical 
testing, and potentially a request for its approval 
as a new disease treatment.
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Regional and remote wellbeing and support 

Support
Support line: 1800 644 189  
Receives all calls from within South Australia and 
Northern Territory.

Occupational Therapist 
Provides guidance around physical supports and home 
modifications, NDIS advice and support.

Senior Clinician (Social Work)  
Provides counselling, wellbeing coaching and residential 
aged care training.

Client and Community Engagement Manager 
Newly implemented position identified during COVID-19, 
focused on increasing connection and engagement in all 
areas of SA and NT, identifying needs in the community. 

Geographically based physical support groups 
The Parkinson’s SA&NT Client and Community 
Engagement Manager coordinates, trains and assists 
the volunteer facilitation of those groups. Current 
support groups are in Darwin, Alice Springs, Kangaroo 
Island, Kingston/Robe, Lower North, Mt Gambier, 
Murray Bridge, Pt Pirie, Yorke Peninsula North, Southern 
Fleurieu, Upper South East (Naracoorte), Whyalla, 
Kadina and Yorketown. 

Exercise groups 
There are six groups in regional areas. These are usually 
staffed and held at RACF, council or a physio but we 
are the referral for those groups and we have exercise 
leaders training twice per year.

Regional Connect Zoom group 
Newly established online support group specifically 
developed for those living with Parkinson’s in regional 
and remote locations to come together to discuss their 
needs, symptoms, barriers etc with peers and guest 
speakers, no matter their location. 

Parkinson’s Nurse Specialist - SA Country Health 
There is a Parkinson’s Nurse position in place that  
supports regional SA, please contact Sandra Gilbert,  
Nursing Director Rural Support Services on 0400 265 359 or 
sandra.gilbert@sa.gov.au to organise visits or phone consults

Information
Topic based information/educational seminars  
These ‘living well’ seminars are based on core principles 
to live well with Parkinson’s. Face to face seminars held 
in 2019, virtual Zoom seminars held in 2020 which are 
able to be viewed live from any location, or post seminar 
recordings available on our Vimeo page.

Online
www.parkinsonssa.org.au 
Access to support contacts, information sheets  
and resources.
www.vimeo.com.au/parkinsonssa 
Access to living well seminar recordings, information  
about Parkinson’s SA&NT, conference recordings.

Social media 
Parkinson’s SA facebook page  
www.facebook.com/parkinsonssa 
Young Onset Parkinson’s South Australia  
- group sharing page accessible to anyone 
 living with Young Onset Parkinson’s in SA. 

2021 Ongoing
Parkinson’s SA&NT is focused on ensuring equity of 
services for regional and remote communities, hosting 
visits to geographically based areas to train and identify 
key local supports in which we can maintain relationships 
as a referral and key contact. We will be hosting regional 
conferences in six identified regions: Barossa Hills Fleurieu 
Local Health Network (Gawler), Eyre and Far North LHN 
(Port Lincoln), Flinders and Upper North LHN (Whyalla), 
Limestone Coast LHN (Mt Gambier), Riverland Mallee 
Coorong LHN (Berri), and Yorke and Northern LHN (Pt Pirie). 

People living with Parkinson’s or other neurological/
movement disorders in regional and remote 
communities face unique barriers to accessing the 
services and support they need. 
This is influenced by both organisational and physical 
isolation, and the individual needs of the many regional 
communities in South Australia and Northern Territory. 

Parkinson’s SA&NT works together with regional 
communities to identify their features and strengths, 
help local services build on their existing supports, 
and develop collaborative and innovative ways to 
best support people living with Parkinson’s or other 
neurological/movement disorders. 

It is a goal of Parkinson’s SA&NT’s strategic plan to improve 
accessibility and equity of services and products into rural, 
regional and remote areas. COVID-19 has incidentally 
provided some positive impact in that we have been able 
to adapt and implement new supports virtually, in the 
form of online Zoom seminars which have allowed the 
community to come together remotely online no matter 
where they are. 

We have seen an increase in reach to some of our 
specialised support groups (Women with Parkinson’s, 
Men’s Group) and living well seminars in which people 
from regional areas have been able to connect with others 
for the first time in these online forums.
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Brain Trained
Mini mental workouts for your brain

Giving your brain new experiences can help keep it healthier. Try these interesting 
mini mental workout exercises to prevent memory loss and sharpen your mind. 

Mental Rotation Challenge
Visuospatial skills are used everyday in many ways, ranging 
from going from one room to another in your house to 
navigating in a new city.
Let’s take an example. Can you picture in your mind an arrow 
pointing to the right? Now, turn this arrow so it points to the 
left. Done?
You have just performed a mental rotation, a key ability to read 
maps, play chess, arrange furniture, etc. Mental rotation relies 
mostly on the parietal areas towards the back of your brain
Here is a brain teaser to stimulate your mental rotation 
cognitive skills.
For each number in the matrix on the right, decide whether it 
is a normal or reversed number. 

Whole Brain Challenge
Exercise multiple areas of your brain by trying to 
answer this riddle:

A blind beggar had a brother who died. 
What relation was the blind beggar to 
the brother who died?

“Brother” is not the answer.

Now, your brain’s turn. What is the answer? 
tick tick tick tick…

Explanation (answer at bottom): This puzzle is 
very simply stated and yet stumps those who 
have not heard it before, because the listener 
tends to make an implicit assumption about 
gender - in this case that a blind beggar is a man.

Brain Use: This puzzle touches on analytical 
functions like abstract reasoning, hypothesis 
testing, and implicit assumptions residing in 
your frontal lobes, as well as your creativity 
in finding novel solutions to problems and 
emotional memory.

What are we trying to say?
Using the clues to the right, work out the common 
phrases represented. 

1 bbarr

2

LOFALLINGVE

3

R E T R A U Q

4

AR   R   OW

Answers
Whole Brain Challenge The blind beggar was the sister of her brother, who died.
Mental Rotation  Row 1: normal, reversed, reversed Row 2: normal, normal, reversed Row 3: normal, reversed, reversed 
What are we trying to say? 1. cross bar  2. falling in love 3. quarterback 4. broken arrow
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The Brain x Body Fitness Studio membership base 
is increasing rapidly, which only cements further 
the need for this type of studio for people with 
Parkinson’s and other movement disorders. 
The studio is averaging 110 sessions per week  
with most members attending the recommended 
schedule of at least two visits per week.

Time to reassess
At Brain x Body Fitness Studio, we get excited to 
see the results behind the commitment and have 
recently started our reassessments for BBFS members. 
All members get tested when they start at BBFS to 
provide a baseline measure to monitor progress and 
any need for program adjustments. Members then get 
reviewed every six months to monitor the impact of 
their commitment to staying active. 
These measures involve a range of physical tests such 
as strength, balance, flexibility and cardiovascular 
endurance while also measuring self-reported 
quality of life through a number of questionnaires. 
Importantly these measures help participants see the 
impact that their commitment to staying active has on 
their ongoing wellbeing. 

A 70-year-old male with Parkinson’s went from  
16 repetitions to 23 repetitions in his 30 second ‘sit 
to stand’ score! That’s an improvement of nearly 
36%! This is a measure of lower body strength. 

New cognitive challenges - blaze pods
BBFS members are enjoying the new blaze pods we 
have recently purchased (pictured above). The blaze 
pods work by lighting up in unpredictable intervals, 
providing a cognitive challenge that targets reaction 
time, decision making, agility, speed and balance. 
The blaze pods allow us to challenge both sides of 
the body as many members have a more dominant, 
favoured side. The best part is we can easily adjust the 
challenge and intensity to suit all ability levels. 
Another exciting new piece of equipment will be a 
lights wall made by member Mike Humphry. Mike’s 
lights wall works in a similar way to the blaze pods 

to challenge reaction time, fine motor control 
and speed. We cannot thank Mike enough for 
donating this piece of equipment to the studio 
for all members to use. 

Student placement positives
At BBFS we are keen to have student exercise 
physiologists learn about Parkinson’s disease 
so when they graduate, they have greater 
understanding about the pathology of 
Parkinson’s and the evidence-based exercise 
recommendations. We love having student 
placements in the studio as much as possible! 
Natalya is in her final year of a Bachelor of 
Clinical Exercise Physiology at UniSA and has 
been volunteering for BBFS since July 2020. 
Natalya initially walked past the studio and 
decided to go online and see what this purple 
building promoting itself as a Brain x Body 
Fitness Studio was all about! She quickly 
discovered it was an exercise physiology studio 
targeting movement disorders and was instantly 
keen to volunteer. 
Natalya said: “At Southern 
Cross Care (where I 
previously volunteered) 
I had the opportunity to 
work closely with a few 
clients with Parkinson’s 
and as a result, have 
had a strong desire to 
work with neurological 
clients in the future. I have 
found my time at BBFS invaluable as I’ve been 
given exposure to many different neurological 
conditions and movement disorders under 
Tayla’s guidance. It has made me more confident 
with my exercise prescription, improved my 
communications skills and has made me better 
prepared to enter the workplace as an exercise 
physiologist in 2021. I have met some wonderful 
clients in the studio and it’s been a pleasure to 
volunteer my time every Friday.” 

Keeping on track  
at Brain x Body  
Fitness Studio
Kicking goals and showing 
improvement whilst living  
well and staying active
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A rhyme and reason, 
these bones endure
A journey with Parkinson’s,  
a lasting love, and some  
relative rhymes in between

Margaret Samways, Parkinson’s Champion, has 
recently published a poetry book which provides 
a glimpse into her life. 

Margaret’s diverse poems lead the reader down 
an insightful path lined with laughter and tears 
as she reflects on a variety of relatable topics. 
Her poems explore love, the vision of an artist, 
the ageing process, the challenges of battling a 
chronic disease and a farewell to a mother  
who was famous for getting her jokes the first 
time around. 

Margaret’s book includes happy, sad, touching 
and introspective moments that remind others 
that this journey on Earth is meant to be lived 
fully and not without laughter and tears. This is 
her story: 

It was Anzac Day in 1990 when Margaret and 
her then husband and two children arrived 
reluctantly in Australia from Scotland. The 
family had not wanted to move, except for 
Margaret’s husband. 

Retrospectively, Margaret believes the stress 
of that journey precipitated her diagnosis of 
Parkinson’s disease later that year. Margaret was 
35 when diagnosed. She later left her husband 
when she realised she was attracted to women. 

Margaret and Sally met around 2003, at a 
Women’s dinner. Sally recalls celebrating their 
commitment with a beautiful ceremony in 2006 
under a big Moreton Bay Fig tree in a garden. 

“We wrote the words ourselves and included 
some gay poetry and a song written and 
performed by Margaret’s son, Michael. All our 
friends came up and blessed us, one by one,” 
Sally says. 

On the same day, Margaret’s son Andrew 
announced that his girlfriend was pregnant with 
their first child.

In 2009, Sally paid for Margaret to undergo 
Deep Brain Stimulation Surgery in an effort to 
relieve her Parkinson’s symptoms. Sally recalls 
how Margaret was brave enough to stay awake 
throughout the operation. 

It made a big difference to her but two weeks 
later she fell and fractured her pelvis. It didn’t 
heal properly. In 2010, Margaret went into a 
nursing home, where she still resides after 10 
years. But she’s planning to move to a house 
where she can be more independent.
In 2016, Margaret and Sally were able to 
celebrate the 10th anniversary of their 
commitment ceremony. Sally’s sister gave a 
speech accepting their relationship and accepting 
the loving couple into the family. A heartfelt 
gesture that still brings a tear to Sally’s eyes as 
she recalls how far marriage equality has come.
“Margaret and I feel the same way about the 
important things in life. We both love having 
grandchildren. Margaret started writing poetry 
so that she would have something in common 
with me, but she was the one who won first prize 
at a Poetry Slam.” 
The advantages of having Parkinson’s disease:
1.  You can shake yourself dry after a swim
2. When you put blood and bone on your 

garden, a little goes a long way
3. You never get a dark bit at the bottom  

of your coffee
4. Your cocktails are always shaken, not stirred
5. You never get seasick
6. You don’t need a vibrating chair  

to get a massage
7. You can harvest your favourite fruit  

tree without climbing a ladder
8. You can blow out all your birthday  

candles at once
9. Your back scratcher works better  

than anybody else’s
10. When you sing along at the opera,  

you have instant vibrato
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When asked what it is that’s attracted 
Margaret to creative writing, she says simply 
that she enjoys writing poetry and that the 
experience is different for every different 
poem. She feels good about having her book 
published but is surprised by all the attention 
and positivity she’s been getting. 
The name of the book Of Magpies and 
Kookaburras: Poems: Humorous and Poignant 
comes from the sounds that signal to Margaret 
that a restless, insomniac night is over.

Taking life seriously
I try to take life seriously
When I am working
But how can I be sure
That that is the right thing to do
When it seems obvious that the 
Creator Goddess
Has a sense of humour

The future is wide open for Margaret and 
Sally, Sally remarking that they would like to 
write more poems and also get a second novel 
published. 
Sally is also focused on arranging some treatment 
for Margaret’s current health problems. Life is 
a creative adventure for the couple, with more 
painting and collages to come. Sally might also 
learn the piano or clarinet!

Margaret’s book Of Magpies and Kookaburras 
is available for purchase via Parkinson’s 
SA&NT for $25, with Margaret and Sally 
donating $5 back to supporting Parkinson’s 
SA&NT. Please contact Simone on 8357 8909 
or simone@parkinsonssa.org.au if you would 
like to order a copy.

Writers unite
Our new recreational creative writing 
group puts pen to paper as we set out 
to help those words flow

Our newest recreational support group started 
in November, recognising the value and cognitive 
significance of creative writing including poetry, 
rhyme, verse, fiction, non-fiction and more. If you 
have a passion with penmanship, the Wordsflow 
Writers Group welcomes your attendance.

“I found it interesting and look forward to hearing 
the speakers you have invited - I’m sure I will gain  
a lot from learning, participating and sharing.”

“Having never joined a writing group, or anything 
like it, it took me a while to join. I came away 
feeling good about the experience and I’m looking 
forward to more. Thank you so much.”

Already we have heard some wonderfully creative 
pieces, with the group sharing their own works and 
taking away a fun homework task of creating some 
traditional Haikus, that they shared aloud at the 
December group.

A couple of examples of Haikus is below, representing 
inspirations from nature, seasons and people:

babbling, spluttering.
cascading towards shoreline.
onto calmer sands.

a blossom withers.
sunset glows on springtime dew.
the fruit soon will grow.

smiles, tears and laughter.
a mothers love, fathers joy.
a new life is born.

We welcome you to join this group of like-minded 
individuals who share a passion for the written 
word. It is a chance to share your writing with 
your peers, bounce ideas off each other, offer 
constructive critique, and practice your literary and 
linguistic skills as you read your poetry aloud.

The group meet online on a monthly basis, 
welcoming guest speakers in future sessions who 
will provide guidance and inspiration, as well as 
support our creative writers and enhance their 
skills in both written form and the expression 
behind the spoken word, as we encourage the 
group to read their works aloud.
 

Register your interest by emailing  
simone@parkinsonssa.org.au or  
phoning 8357 8909.
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Have you thought 
about your legacy?
Legacy gifts 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.

Leaving a legacy gift to Parkinson’s SA&NT is a simple 
way to continue caring, and ensures your passion for 
Parkinson’s SA&NT will continue to support those 
with Parkinson’s far in to the future.

Would you like to leave a legacy gift 
to Parkinson’s SA&NT? 
Contact Olivia Nassaris

on 08 8357 8909

“Parkinson’s SA has offered us
so much support throughout our 

journey.

We believe it’s only fitting that 
we give back to the organisation 

in our Will.”

Ros and Phil Cassidy

Parkinson’s SA&NT 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&NT is greatly appreciated. 

Noel Allison
Sheila Eden

Barry Freeman

Ron Inwood
Alistair Kennedy

John Martin

Sigitis Visockis
June Webster
Barbara West

IN MEMORIAM
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SUPPORT & EDUCATION GROUPS

Adelaide Hills
Contact: Lyn Marshall
0447 793 150

Alice Springs
Contact: Corrie Flattum
0438 305 928

Brighton 
Contact: Julie O’Brien
0413 618 084

Brighton Carers Group
Contact: Lorraine Flanegan
0414 424 838

Darwin
Contact: Jean Jagst
08 8983 2474

Elizabeth 
Contact: Northern Carers Network
8284 0388 

Gawler
Contact: Helen Hoppmann
0403 295 348

Kangaroo Island
Contact: Beth Davis
0427 678 504

Kingston and Robe
Contact: Liz Wingard
0466 723 263

Lower North Country Carers SA
Contact: Lynn Stewart
8842 1118

Mount Gambier  - Boandik Lodge
Contact: Michelle King 
8724 1251

Murray Bridge Resthaven
Contact: Caroline Tenny 
8531 2989

North East (Modbury)
Contact: George Willcox
0407 724 584

Onkaparinga
Contact: Sally Crafter 
0497 633 182

Port Pirie
Contact: Geoff Taylor
0402 119 072

Salisbury
Contact: Sue Leckie
08 8406 8566 

Southern Fleurieu (Pt Elliott)
Contact: Caroline Tenny
8554 1801

Upper Sth East (Naracoorte)
Contact: Karen or Raelene
8762 8160

Western (Henley Beach)
Contact: Tracy Leaney
0413 596 080

EXERCISE GROUPS

Adelaide Hills (Mt Barker)
Contact: Simone Krohn 
8393 1833

Blackwood Recreation Centre
Contact: Karyn Powell 
8296 4500 or 0419 840 484 

Brighton
Contact: Karyn Powell 
8296 4500 or 0419 840 484

Christie Downs
Contact: Robert Lloyd 
8386 2761

Darwin
Contact: Kelly Worthington
8920 2430

Eastern Region - Boxing
Contact: Matt Moody
8366 4227

Elizabeth Northern Resthaven
Contact: Rosalind Wren 
8252 6811

Glynde LHI Retirement Services
Contact: Ruth Brunt
0434 477 724

SPECIALISED GROUPS

Deep Brain Stimulation 
Contact: Dianne Biddle 
0428 828 089 

Family Carers’ 
(Primary Support Persons’) 
Contact: Parkinson’s SA
8357 8909

Mens Group
Contact: Ray Goldie
8357 8909

Parkinson’s Plus Lunch Group 
(PSP, MSA, CBD)
Contact: Richard Kelly
0434 197 829 (RSVP essential)

Regional Connect Zoom Group
Contact: Maggie Barrington
8357 8909

Women with Parkinson’s 
Contact: Maggie Barrington
8357 8909

Young Onset (20’s to 50’s)
Contact: Parkinson’s SA
8357 8909 

RECREATIONAL GROUPS

Brushlines Art Group
Contact: Parkinson’s SA 
8357 8909

Loosen Up Adelaide Hills Art Group
Contact: Lyn Marshall 
0447 793 150

Photography Group
Contact: Geoff Thompson
0417 867 476

Whyalla
Contact: Peter & Yvonne Atkinson
0488 915 740

Yorke Peninsula North (Moonta)
Contact: Tracy Leaney (Vin Camporeale)
0413 596 080

Goolwa Fleurieu Physiotherapy
Contact: Stuart Thompson
8528 7650

Greenacres North Eastern ECH
Contact: Lora Guiducci
1300 275 324

Henley Beach Seaside ECH
Contact: Hannah Wuttke-Brown
1300 275 324

Hove
Contact: Jasmin Holden-Donaghey
0419 337 587

Kingston SE
Contact: Liz Wingard
0466 723 263

Largs Bay Southern Cross Care
Contact: Courtney Brook
8242 2985

Marion Resthaven Southern
Contact: Lucy Vines
8296 4042

Murray Bridge Resthaven 
Contact: Caroline Tenny
8531 2989

Northfield Hampstead Rehab. Centre 
Contact: Bob Barnard
8222 1811

North Plympton Southern Cross Care
Contact: Sally Goetz
8179 6825

Paradise Resthaven Eastern
Contact: Grant White
8337 4371

Payneham & Reynella Life Care Active
Contact: Melissa Fielke
8168 7600

Rostrevor & Salisbury ACH Group
Contact: Sarah McMullen-Roach
1300 224 477

Unley Physiotherapy
Contact: Abbey Bailey
8373 2132

Victor Harbor Seaside ECH
Contact: Caroline Crawford
or Chelsea Hastings 1300 275 324

Westbourne Park Anglicare
Contact: Jenna Falzon
8229 6723
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Have you checked 
your medications 
list lately?
Your Hospitalisation grab bag is 
your valuable tool, containing 
the up-to-date medical detail you 
will need to present to medical 
staff during a hospitalisation. 
Keeping it in an easily accessible 
location and ensuring carers 
and family are aware of it to 
bring in case of an unplanned 
hospitalisation, will be key in 
ensuring hospital staff are well 
informed of your needs. 
Have you taken a moment 
recently to check it’s up to date? 
We recommend taking a look 
regularly at your short term 
supply medications to ensure 
they’re not expired, and your 
medication list to make sure it 
remains current and complete. 
If you need a new Medication 
List, or you have yet to grab your 
Hospitalisation Grab Bag, you can 
collect spares from Parkinson’s 
SA&NT in Unley, or have one 
posted to you. 

*Update* Cognitive Project Trial
As you will have seen in previous emails and newsletters, Parkinson’s 
SA&NT will be involved in a cognitive trial in conjunction with Flinders 
University and University of Adelaide. Unfortunately the trial has 
been delayed due to COVID-19, but following the successful focus 
group trials held in November and December 2020, we are now 
ready to progress with the cognitive project trial starting in 2021.
We need participants! We are seeking up to 150 people who  
live with Parkinson’s who wish to participate in this cognitive trial. 
The trial will be based at Parkinson’s SA&NT (25 King William 
Road, Unley) and will require you to attend three sessions per 
week, for a four week period. 
These one hour sessions will likely be on a Monday, Wednesday 
and Friday, with staggered times for participants. The first group 
(hopefully about 50 people) will commence this trial in late 
January 2021. If you have already expressed your interest, you 
will be contacted in January 2021 to confirm attendance and 
dates. The trial will involve both practical and data gathering 
activities including surveys.
Please RSVP to simone@parkinsonssa.org.au or 1800 644 189
ELIGIBILITY REQUIREMENTS: You MUST be a person living with 
Parkinson’s. You CANNOT have any other neurological diagnosis 
or have any other Parkinsonism diagnosis - ie. MSA, PSP, CBD, 
Lewy Body Dementia. You MUST be able to attend in person at 
Parkinson’s SA&NT Unley, and be prepared to commit to the full 
four week period.

LOUDER PLEASE:  
Speech Therapy Sessions
Register now for Feb 2021

Hosted by Grace Coppola McDonald, Speech Pathologist with 
years of experience with Parkinson’s and the issues of speech, 
swallowing and communication, Louder Please is a six week 
program consisting of weekly 90 minute sessions, designed for 
up to 10 people. It teaches you to take back control of your voice, 
focusing on increasing vocal loudness as well as improving breath 
control, speech clarity and voice inflection. The interactive group 
sessions allow for working alongside others with similar vocal 
issues, plus the opportunity for individual time with therapists. 
Louder Please teaches you to become more aware of your 
own vocal ability and delivers the methods to regulate it when 
and where you need, offering the opportunity to improve your 
communication and not be misheard again!
The first course for 2021 is scheduled from 12 February until 19 
March, on Friday mornings 10:30am – 12:00pm. We will continue 
to hold them throughout the year to meet demand. The course 
is $25 per lesson, with the total amount ($150) for the six week 
program to be paid on registration. We are pleased to offer this 
course at an accessible rate as it is normally $80 per session. 
Classes will have a maximum of 10 participants. 
REGISTER YOUR INTEREST BY PHONING  
1800 644 189 or email info@parkinsonssa.org.au

Please contact us on 1800 644 189. 
Financial Champions are all entitled 
to a complimentary grab bag as a 
part of their annual subscription - 
if you have not yet received your 
bag, please contact us to arrange 
collection. 


