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LETTER FROM THE EDITOR

WELCOME
On behalf of the editorial committee, welcome to the spring edition of your Bulletin.
In this edition we provide you with a window into the management of MSWA with the
very latest news from our CEO Marcus Stafford, and senior managers Sue Shapland and
Nicki Washington.
Sue brings you her research
roundup and a special research
article undertaken as a requirement
for the Master of Psychology at
Edith Cowan University (ECU),
which Sue has been involved with.
These combined interviews, the
author tells us, is the overall story
of the lived experiences of older
adults with MS and their lifespan
perspective on mental health.
Elsewhere we bring you articles
from our counsellors, occupational
therapists and volunteers. We are
always thankful for our dedicated
volunteers, who are prepared to
ride the volatile waves caused by
multiple sclerosis with our Members.
Our usual friends, Ros Harman and
Narelle Taylor, continue to provide
us with their worldview from their
particular perspective. You will also
find everything you want to know
about the NDIS.
Because of the support from you,
our readers, the Bulletin is able
to survive the incredible pressure
from other media platforms on
the internet. Countless times the

message is that anything paper
will not survive the invasion of
technology on our lives. Yet here
we are again, this quarter, with no
intention of leaving.
I often give the magazine’s future
some thought, like now. At the
university where I taught science
and history and received my PhD
nineteen years ago, in 2000, it
was impossible to conceive how
the components we now take for
granted would consume our lives.
It is this experience of before and
after, which has my generation
pontificating about the effects of
this technology, and how this little
magazine continues to thrive. It
is my belief that technology also
enables people to link up, to form
connections with people to whom
they are best suited. Technology
helps people to look for others of
a like mind, encouraging them to
come together. Then of course, in
our case, there is the ‘elephant in
the room’; that nasty piece of work
named multiple sclerosis.

It is with this collaborative spirit, that
we here at the Bulletin treadmill
feel we are with like-minded
friends, and together formulate our
worldview. This rotten disease may
well blight our lives, but we can gain
strength if we share our experiences
and stay together. We would love to
hear from you.

DR GREG BROTHERSON
EDITOR
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FROM THE DESK
OF THE CEO
MARCUS STAFFORD
CEO

With a very successful and
rewarding financial year now
behind us, MSWA heads into the
future with excitement and a new
strategic plan that will guide us
for the next three years. With the
support of our MSWA community I
am confident that future indicators
will continue to look very positive for
our organisation.
Outside the office and with the
arrival of warmer days, I have been
out and about on my bike, making
sure that I get my vitamin D intake,
whilst also doing some light training
for the MSWA Ocean Ride.
In November I will be having a
go at the 30km Ocean Ride from
Fremantle to Hillary’s - for the fun
of doing it and supporting our great
organisation at the same time. I’m
very lucky that I’ll be doing this with
a team of MSWA staff. Together we
will be pushing the stragglers up
the hills and crossing the finishing
line together in a sea of branded
MSWA T-shirts. While I’ll probably
be one of the stragglers, needing a
helpful push up the hills myself at
times, my motivation is knowing
that the money we raise is going
directly towards supporting Western
Australians living with a neurological
condition – making up 19% of folk
with disabilities living in WA.
By placing our ‘Customer’ at the
heart of our operating model
and of everything we do, and
through the incorporation of
commercial principles, MSWA has
performed strongly within the NDIS
environment in the past.
4

Given the intricacy of the roll-out
of the federally funded NDIS on
1 December 2017, it was always
going to take some time to get it
right. A few contributing factors
have meant there have been some
delays with the NDIS in our current
market. Firstly, hiring and training a
workforce capable of meeting the
demands of a new service structure
across a country the size and
complexity of Australia was always
going to be a challenge.
There are also concerns about the
application of the NDIS’s Temporary
Transformation Payment (TTP) to
eligible plans from 1 July 2019. This is a
conditional loading to help providers
with any costs transitioning to the
NDIS - having financial implications
for both service providers and people
with a disability.
I could talk platitudes and hone
my diplomatic language, but to be
honest, as a usually cool and calm
guy, I’m pretty frustrated at the
moment. I know that the rollout of
such a major scheme is no small
feat, but I feel that bureaucracy and
a fear of making a mistake is holding
this thing up unnecessarily. As an
organisation it’s disappointing. But
as a person with a disability it would
be driving me mad! “I’ve been
through all of the right processes
and done all of the right things.
My plan is written and ready to go. I
just need someone in a Government
office in Geelong to rubber stamp
it and my quality of life can
improve instantly.”

As the CEO of this progressive
organisation and as a pragmatist
who accepts that you need to crack a
few eggs to make a decent omelette,
it really shouldn’t be this hard!
While the delay in getting eligible
participants over the line with their
plan is frustrating, it’s important
to note this is happening across all
organisations and something the
Government is well aware of. I look
forward to Government’s move
from awareness to urgent action!
Every day, we advocate on behalf
of our disability Members and
Customers. Please continue to give
us your feedback and we will do
everything that we can to make
things better. Feedback on MSWA
and the NDIS is warmly welcomed.
As the biggest change in the health
sector since Medicare, the NDIS
sounds like a great thing, but only if
it’s working well for the people it is
designed to serve.
MSWA’s goal has always been
to provide our Customers with
personalised support throughout
their NDIS experience and this
is something we will continue to
do now and into the future. Our
focus is all about ensuring that our
Customers receive the best outcome.
And with that, we embrace the
challenges of our new financial year.
Never ones to rest on our laurels, we
are determined to play our part in
fixing the gaps in the system and
we very much looking forward to
what lies ahead.

STRATEGIC SUPPORTS
AND RESIDENTIAL
OPTIONS
“The only place where
success comes before
work is in the dictionary.”
Unknown.
Isn’t that the truth? Well, for most
of us anyway, although I guess
some folks get lucky. Once again,
our hard work has paid off and we
have had another successful and
record-breaking financial year. It’s
always a real team effort and we
can look back proudly and thank
every one of the staff, volunteers,
our Members and Clients, our event
participants and those who have
bought tickets in our lotteries or
donated to our cause. Together we
managed to achieve great success
and delivered record service hours;
and made a real difference for many
people in WA living with MS and
other neurological conditions.
Our success has seen us allocate
a record-breaking $3.5 million to
research this year, with $2.5 million
for MS projects and $1 million for
other neurological research being
conducted in WA. We will provide
more detail about these exciting
research projects in the next
Bulletin. One of my favourite jobs is
confirming funding allocations to
the various organisations as it often
means the difference between them
being able to progress with their
projects or shelve them for a year.

SUE SHAPLAND RN, BN, MSCN
GENERAL MANAGER
STRATEGIC SUPPORTS AND
RESIDENTIAL OPTIONS

Our accommodation facilities are all
full and we now have a waitlist. With
the NDIS providing funding in a
timelier fashion, more participants
in need of supported living options
are being funded more quickly and
consequently there is a shortage
of places. I am excitedly looking
forward to building our next
premises in Albany and, in time, in
Shenton Park. We are very proud
of our residential units and rightly
so, they get better and better as we
gain more experience.

So, we are working our way through
what is different and what we need
to change and/or implement to
meet accreditation. This will be a real
team effort across the organisation,
but I am optimistic we will meet the
standards required.

Don’t forget we have beautiful
Respite Houses, in City Beach and
Australind, where you can stay and
take a break from the routine and/or
give your carer a well-earned break.
Funding can be sought through
your NDIS plan or you can contact
us for more information and to
make bookings.

campaign.

In 2020 the NDIS will expand
the Quality and Safeguarding
Commission
into
WA.
The
Commission is responsible for
registering providers and monitoring
their compliance with both the NDIS
Practice Standards and the National
Disability Standards. Whilst we have
ongoing accreditation, through
auditing and assessments through
the Department of Communities Disability Services, we will now be
required to re-register as a provider
and appoint external auditors to
conduct a review of all aspects of
our business.

I hope you enjoy this edition of
the Bulletin and that you also find
the Research Roundup of interest.
Have you checked out our new
webpage? It’s looking pretty good
and refreshed with additional
content and our new advertising
Spring has sprung, and the sneezy
season is upon us again; the flu
season has really wreaked havoc
with many staff, Members and their
families and the community at large.
I hope most of you have kept well!
Once again, the year is flying by and
the Christmas silly season will be our
next adventure or trial, depending
on how you view it!
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MEMBER
& CLIENT
SERVICES
Welcome to the spring
edition of our Member
magazine, Bulletin.
So here we are, it is now spring and
we are already starting to plan for
Christmas! I am sure we will soon
begin to see Christmas decorations
on sale in the shops, just to keep
reminding us.
As we move into the final roll out
of the National Disability Insurance
Scheme (NDIS) across WA, we are
finding the wait times for plans to be
approved is still the main concern, so
we welcomed the announcement
by the NDIS Minister Stuart Robert.
The Minister has appointed former
Finance Department Secretary
David Tune, to conduct a review of
NDIS legislation and rules, which in
turn will inform the development
of the Morrison Government’s
promised NDIS ‘Participant Service
Guarantee’ to be introduced by mid2020. The laws and rules guiding
the NDIS will be reviewed to reduce
the wait times for participants.
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NICOLA WASHINGTON
GENERAL MANAGER
MEMBER & CLIENT SERVICES

This is good news and we hope we
will start to see an improvement
going
forward;
however,
we
understand there are many people
who are still waiting to receive their
plan. Our customer relationship
coordinators will continue to
keep you informed on the progress
through the planning, but if
you
have
any
concerns
or
queries, please do not hesitate to
contact a member of the team at
ndisenquiries@mswa.org.au.
Andrea

Taylor,

Senior

Manager

Admin, IT & Property, and I visited
our Busselton Services Centre at
the end of July, where we had a
wonderful morning tea with our
Members and Clients. Thank you all
for the wonderful welcome. It was
great to catch up with you, hear
your feedback and answer some
of your questions. Thank you to the
team for putting on the amazing
spread – it was fabulous.

I attended my first MSWA Annual
Dinner Auction in August. It was a
fantastic night and a great success.
It was wonderful to see so many
people supporting MSWA and
donating so generously to help
people living with neurological
conditions; you can read more
about the night on page 26.
Once again, we have had a very
successful year and continue
to increase the hours of service
delivered to our customers. Our
dedicated team is working hard to
ensure you receive all the support
and services you require to meet
your goals, whether that be clinical
services or in-home support.
So, talking about Christmas! The
Members’ Christmas party will be
held on Thursday, 5 December so
please save the date in your calendar
and be ready to enjoy another funfilled day of celebrations.
Your feedback is important to
enable us to continuously improve
our services, so if you would like to
provide any feedback please email
enquiries@mswa.org.au.

RESEARCH

LIFESPAN PERSPECTIVE
ON MENTAL HEALTH BY
OLDER ADULTS WITH MS
– A WA STUDY
ASTRID PLUMB-PARLEVLIET
MASTERS OF PSYCHOLOGY STUDENT,
EDITH COWAN UNIVERSITY

Older adults with multiple sclerosis (MS) have been found to have a reduced prevalence and
likelihood of depression.
This is perplexing, due to the
association
between
physical
health and mental health and
greater physical impairment for
older adults with MS. Furthermore,
older adults with MS were
reported to have higher feelings of
helplessness than younger people
with MS, including many concerns
regarding their future, as they fear
mobility losses, becoming a burden
on family members and friends,
and requiring care in a nursing
home. Therefore, it was suggested
that older adults with MS most
likely undergo a psychological
adaption process.
This study looked at the experiences
of older adults with MS, who have
the benefit and ability of reflection,
with a particular focus on their
lifespan perspective on mental
health and their observations of
others with MS. Twelve older adults
participated in this qualitative
study. During this study four major
themes were uncovered, telling
the overall story of the lived
experiences of older adults with MS
and their lifespan perspective on
mental health.

The findings showed that
people with MS adjust to living
with the illness over time.
The findings showed that people
with MS adjust to living with the
illness over time. Whilst getting
diagnosed with MS was occasionally
difficult and time consuming, it
was considered to be a shock. The
diagnosis was also met with relief,
as puzzling symptoms could be
explained and addressed.
At first, there was a period of denial,
yet eventually after acceptance
of MS, a ‘get-on-with-it’ approach
was adopted. Social comparison
had both a negative and a positive
influence on the psychological
wellbeing of the older adults
with MS. They avoided negative
downward social comparison by not
going to places where they would
meet people with more severe
cases of MS, yet engaged positive
horizontal and downward social
comparison by thinking of people
who were more severely affected by
MS or similar age peers considered
to be worse-off.

Older adults with MS contributed
the differences in depression
prevalence and likelihood with
younger generations to the presence
of more responsibilities and less life
experience for younger generations.
Barriers to seeking mental health
support were indicated to be a lack
of awareness of mental health issues
and support, and the fear of being
a burden on their support system
and formal support providers,
like psychologists.
I would like to thank all the older
adults who participated in this
study. I am honoured that you were
willing to share your experiences
with me. Thank you for your time. It
was incredible to hear your stories.
Your experiences encouraged me.
I would also like to thank Sue
Shapland from MSWA. Thank you
for assisting me with participant
recruitment. Without your support
I would not have been able to
conduct this study. People with MS
in Western Australia are fortunate
to have you on their side.
This study was undertaken as
a requirement for a Master of
Psychology at Edith Cowan University.
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RESEARCH

RESEARCH
ROUND UP
SUE SHAPLAND RN, BN, MSCN
GENERAL MANAGER STRATEGIC SUPPORTS
AND RESIDENTIAL OPTIONS

MULTIPLE SCLEROSIS NEWS TODAY
MS progression’s speed tagged to
‘smoldering’ brain inflammation
Researchers at the U.S. National
Institutes of Health (NIH) identified
that the presence of chronic active
lesions in the brain may provide a
clue as to how quickly MS symptoms
will progress. They called these
lesions “smoldering inflammation”
and their study, published in JAMA
Neurology, indicates the more
lesions you have, the more likely
your MS will be aggressive.
These lesions, described as “dark
rimmed spots,” are difficult to see
and the researchers used a superstrong MRI scanner to look for
them. Of the 192 people with MS in
this study, 56 percent had at least
one rimmed lesion, and 44 percent
had rimless lesions. Lesions were
present in both the brains of those
receiving
a
disease-modifying
therapy (DMT) and in those not
being treated with a DMT.
Researchers reviewed MRI images
from over 10 years or longer for a
small subset of the study group.
They found that their rimless lesions
generally shrank over the decade,
but lesions with rims either grew or
remained the same size.
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Daniel S. Reich PhD, senior
investigator at NIH’s National Institute
of Neurological Disorders and Stroke,
said: “Our results support the idea
that chronic active lesions are very
damaging to the brain. We need
to attack these lesions as early as
possible. The fact that these lesions
are present in patients who are
receiving anti-inflammatory drugs
that quiet the body’s immune system
also suggests that the field of MS
research may want to focus on new
treatments that target the brain’s
unique immune system — especially
a type of brain cell called microglia.”

Data showed that the cerebral
spinal fluid of MS patients differed
in “statistically significant” ways
from controls in 155 lipid species,
47 of which were identified:
30
glycerolipids,
five
sterol
lipids, four fatty acids (FAs), five
glycerophospholipids, and three
sphingolipids.

Read more multiplesclerosisnews
today.com/columns/2019/08/13/
ms-progression-speed-tagged-tosmoldering-brain-inflammation

“The description of the CSF
lipidomic profile at the time
of diagnosis could help better
understand the physiopathology
of MS in early stages, to define the
role of lipid metabolism in disease
progression and to propose new
biomarkers for monitoring the
disease,” and be useful in identifying
new treatments.

Specific fats in cerebrospinal fluid
of MS patients may be telling
markers of disease
A study has suggested that testing
for the types of fat (lipid) molecules
present in the cerebrospinal fluid
(CSF) of people with MS may be a
very useful way to diagnose and
monitor the disease.
Researchers identified that “MS
patients present a different lipid
profile at the time of diagnosis”
than people without this disease,
and that difference is “statistically
significant.”

Further analysis supported the
existence of a “specific lipidomic
signature”; a specific pattern of lipid
types and levels that was able to
discriminate (with 70% accuracy)
between MS patients at diagnosis
and non-MS patients.

Read more multiplesclerosisnews
today.com/testing-lipidcerebrosopinal-fluid-aid-msdiagnosis

HERE WE PROVIDE
SUMMARIES OF
RESEARCH SOURCED
FROM WEBSITES
IN AUSTRALIA AND
AROUND THE WORLD.
READ MORE AT
MSWA.ORG.AU/RESEARCHUPDATE
Research underway on the Space
Station looking at cellular triggers
of MS and Parkinson’s disease
An ongoing experiment at the
International Space Station may
help identify triggers for MS and
Parkinson’s disease by studying
how nerve cells and immune
cells interact when exposed to
microgravity.
Using
patient-derived
cells,
researchers will study the way nerve
cells grow, survive, and change
their
gene
activity/expression
due to gravity. Knowledge gained
is expected to help scientists
understand how nerve and immune
brain cells interact with each
other and in ways that damage
the nervous system, leading to
neurodegenerative diseases.
The researchers stated these cells
are hard to study in a lab because
of the way gravity influences them.
“The cool part is now we can do it
in space!”
NASA is interested in how
spaceflight changes the immune
system
as
some
astronauts
experience
strange
effects,
including a temporary reactivation
of dormant, or ’sleeping’ viruses.

To understand why this happens,
researchers are focusing on brain
cells involved in Parkinson’s and
MS. In both diseases, damage to
the central nervous system (brain
and spinal cord) is thought to
happen due to flaws in a person’s
immune system.
Researchers will watch remotely
how the nerve cells behave and
when the cells return to Earth; their
shape, arrangement, and gene
expression will be examined to
see the effects of microgravity and
space radiation.
It is hoped that the findings
could ultimately help scientists
identify new ways to treat MS and
Parkinson’s disease, as well as ways
of better protecting astronauts in
space.
Read more multiplesclerosisnews
today.com/news-posts/2019/08/01/
space-station-cell-study-seekscauses-of-major-diseases

MS RESEARCH AUSTRALIA
Diet during adolescence linked to
MS risk
A study led by Associate Professor
Ingrid van der Mei, from the
Menzies Institute for Medical
Research in Tasmania, with groups
from Italy and Iran, investigated the
link between diet in adolescence
and MS.

Five hundred and forty-seven
people with MS and 1057 people
without MS, were asked about their
diet during their adolescent years,
including frequency and portion
sizes. Information was collected on
intake of meat, fish, eggs, fruits,
vegetables, dairy products and
dietary supplements.
The researchers found people with
MS had consumed lower amounts
of fish, poultry, eggs, yoghurt,
cheese, fruits and vegetables during
adolescence. They also found that
people with MS reported lower use
of dietary supplements, particularly
vitamin B12, vitamin D, vitamin C,
fish oil and folic acid.
The research findings showed
that a higher intake of foods that
are considered healthy during
adolescence is linked to a lower
risk of MS. This research highlights
the importance of having a diet
consisting of a range of fresh foods
and minimal processed foods.
It also brings us a step closer to
an evidence-based approach to
modifying a lifestyle factor for
reducing the risk of MS.
Read more msra.org.au/news/dietduring-adolescence
continued over page

9

RESEARCH
Quick test could help detect
changes in thinking and memory

Australian
researchers
have
performed the first-ever study of a
brief web-based cognitive test and
found that it was reliable, sensitive
and that participants were happy to
complete it.

The
researchers
tested
450
people, mainly with RRMS, both
in the clinic and at home. The
test focused on three cognitive
functions – processing speed, visual
attention and memory. The study
involved an initial test followed by
further tests at the clinic every six
months. Participants could also
do home-based testing every one
to three months. Surveys on the
acceptability of the test, quality of
life, depression and anxiety were
also completed by participants.

Since it is web-based, it can be
completed at home or in the clinic
and would also benefit people
who have lower mobility or live in
regional areas.

Researchers
found
the
test
became more reliable after two
or three tests. Scores in the clinic
were similar to those at home,
suggesting this could be used to

Early detection of changes in
thinking and memory will lead
to better long-term outcomes for
people with MS.

test people more frequently to pick
up small changes in cognition. The
researchers also found MSReactor
scores were similar to a written and
oral cognitive measurement tool
commonly used in clinical practice.

Up to 65% of people with MS report
difficulties with thinking and
memory, but cognitive tests can
cause anxiety, and require resources
to administer them to people.

People with MS report cognitive
symptoms including difficulties
with memory, problem-solving
and the speed at which they can
think. These symptoms can affect
their employment, social lives and
daily activities. Finding ways to
test for changes early in the
disease and ongoing is important.
Many tests used for cognition
aren’t sensitive enough to detect
changes in cognition early in the
disease course.
Mr Daniel Merlo from Monash
University was funded through
MSRA to implement web-based
tests looking for changes in
thinking functions in people with
MS. The aim of this research is to
implement a brief, interesting and
self-administered test for cognition.
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These new findings show that
MSReactor is a brief, reliable and
acceptable test for cognitive
screening in MS. As it is web-based,
easy to use and not stressful, it can
be completed regularly, allowing
for the detection of small changes
in cognition. It would also benefit
people who have lower mobility or
living in rural areas.
Further testing will now be done on
people with CIS.
Read
more
msra.org.au/news/
detect-changes-thinking-memory

MS SOCIETY OF CANADA
Smoking is a modifiable risk factor
of MS
The relationship between cigarette
smoke and MS risk before disease
onset has been established, while
the effect of quitting smoking and
disability progression in people
diagnosed with MS has been
less studied.

1.	
A UK study, led by Dr. Radu
Tanasescu of the University
of
Nottingham,
included
1270 people with RRMS who
answered questions related to
their smoking habits, including
when they started smoking, the
age they stopped smoking (if
applicable), and a rough estimate
of the number of cigarettes
smoked per day.
The study showed that each
’smoke-free’ year was associated
with a decreased risk of reaching
an Expanded Disability Status
Score (EDSS) of 4.0 and 6.0. The
researchers gave the following
example: “an individual with MS
who is an ex-smoker and curbed
the habit 10 years prior has a 33%
lower risk of reaching an EDSS
score of 4.0 and 26% reduced risk
of reaching EDSS 6.0 compared
with an individual with MS who has
continued to smoke throughout
that 10 year span”.
2.	
Researchers from Case Western
Research University in Ohio
conducted a study of 1000
people with MS self-reporting
their
smoking
habits.
This
randomly selected cohort was
drawn from the North American
Research Committee on Multiple
Sclerosis (NARCOMS) registry
that comprises more than 38,000
people with MS.
The majority included in the study
had RRMS and SPMS. Active
smokers experienced diminished
health-related quality of life and
increased reported disease activity.
When their performance on
numerous physical and functional
scales was assessed, smokers
scored worse overall compared to
non-smokers.
Read more mssociety.ca/hot-topics/
risk-and-prognostic-factors

RESEARCH

OILY FISH CONSUMPTION MAY
PROTECT AGAINST DEVELOPING MS
Recent findings from two MS studies suggest that higher fish consumption may protect
against developing MS. We used diet information from two separate studies investigating
environmental risk factors for MS: the 2003-2006 Ausimmune Study (Australia) and the 20112014 MS Sunshine Study (USA).
In
the
Ausimmune
Study,
consuming around two weekly
servings of fish was linked to an 18
percent reduced risk of MS [1]. The
effect was highest for consumption
of tinned fish, which is primarily
oily (eg salmon, tuna, mackerel and
sardines). Consuming around two
weekly servings of tinned (oily) fish
was linked to a 41 percent reduced
risk of MS. In the MS Sunshine
Study, consuming fish or seafood
at least once a week, or regular fish
oil supplement use, was linked to
a 44 percent reduced risk of MS
(unpublished results).
These findings agree with the few
previous studies investigating fish
consumption and risk of MS [2-4]. It
has previously been suggested that
vitamin D might explain the link
between higher fish consumption
and lower risk of MS [2, 3]. Indeed,
oily fish is high in vitamin D and
some white fish species contain
small amounts of vitamin D.
However, our studies contradict
this hypothesis, since we found no
evidence that fish consumption
compensated
for
vitamin
D
deficiency. In contrast, we suggest
that the link between higher fish
consumption and lower risk of MS is
due to the high content of omega-3
fatty acids in oily fish. Omega-3 fatty
acids, particularly the very long chain
omega-3 fatty acids (EPA, DHA and
DPA), which are found in oily fish
but not plants, are vital for healthy
brain structure and function.

Our findings are relevant
for those who are at high
risk of developing MS.
However, our findings do not
indicate whether fish consumption
might have a role in slowing disease
progression. There have been
several omega-3 supplementation
studies conducted in people with
MS, with inconclusive results.
We are currently investigating the
links between fish consumption
and
disease
progression
in
follow-up
studies
of
the
Ausimmune Study. Until we have
stronger evidence for any link
between fish consumption and
MS development and progression,
the best dietary advice is to follow
the Australian Dietary Guidelines
(www.eatforhealth.gov.au), which
recommend two servings of oily
fish per week.
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NURSING

UNDERSTANDING
ADVANCE CARE
PLANNING
SUE SHAPLAND RN, BN, MSCN
GENERAL MANAGER STRATEGIC SUPPORTS
AND RESIDENTIAL OPTIONS

You may have noticed a new campaign aimed at increasing awareness about Advance Care
Planning, titled “You only die once”. In WA it’s also known as an Advance Health Directive
and these are legal documents.

WHAT IS IT?

WHEN SHOULD YOU DO YOUR PLAN?

WHO SHOULD BE INVOLVED?

Advance care planning allows
individuals to document their
healthcare preferences so that
health professionals can respect
their choices in the event they
become seriously ill and are unable
to communicate.

Your plan can be developed
at any time, preferably while you
are medically stable, and following
a discussion with your family,
next of kin and/or GP or other
health professional.

Advance care planning is a team
effort and should involve the
individual, close family and friends,
substitute decision-makers, family
carers, health professionals involved
in care eg nurses, doctors and/or
social workers.

THE BENEFITS
/	
It ensures people receive care
that is consistent with their
beliefs, values and preferences
/	It improves end of life care
/	
It provides guidance for the
family, helping to reduce stress
by guiding treatment decisions
/	It guides healthcare professionals
in decision-making regarding
what and where treatments will
be delivered

If not in place already, some of
the other recommended times to
write one include when a diagnosis
of cancer, organ failure or other
potentially fatal illness is made,
when a diagnosis of early dementia
is suspected and if the individual is
entering an aged care facility.

WHERE IS THE PLAN KEPT?
The completed document should
be stored with the individual, their
substitute decision maker, their GP,
their specialist, the hospital and
their care home. This ensures it is
available if needed.

WHERE CAN I GET MORE INFORMATION?
/ The MSWA nursing team
/	
The Public Advocate
www.publicadvocate.wa.gov.au/A/advance_health_directives.aspx
/	
The WA Department of Health
healthywa.wa.gov.au/Articles/J_M/Making-an-Advance-Health-Directive
/	
Advance Care Planning Australia
advancecareplanning.org.au/resources/advance-care-planning-foryour-state-territory/wa
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SPEECH PATHOLOGY AND DIETETICS

NOT SO HARD TO SWALLOW

"Let food be thy medicine and medicine be thy food." ― Hippocrates

DYSPHAGIA

TEAMWORK

Drinking and eating is something
most people take for granted. On
average, a person swallows 600
times a day. Every swallow requires
four stages, 25 different muscles
and five nerves. Dysphagia, the
medical term for difficulty in
eating or drinking, can occur at
any time during our lives. It may
present as difficulty with sucking,
swallowing, drinking, chewing,
eating, controlling saliva, taking
medication or protecting the
airway. Sixty one percent of people
with a neurological difficulty can
experience some sort of dysphagia.

Paola, one of the residents wanted
to eat sushi for her lunch every
day, which she had done for the
past number of years. But the
nori wrapping and size of sushi
presented a risk, possibly resulting
in
a
life-threatening
choking
episode. Chef Paul Bonner, Claudia
Taylor Manager Butler Supported
Accommodation and I brainstormed
ways in which she could continue to
eat sushi. Paul suggested blitzing up
the nori into a fine powder, creating
a soft and moist filling, and cutting
the final pieces into 1.5 cm. The
result was fantastic and provided
Paola with her favourite food whilst
also ensuring her safety from any
adverse effects.

QUALITY OF LIFE
There’s no denying that eating is
a social activity and preserving its
enjoyment is an important part
of a person’s overall wellbeing.
At MSWA’s Butler Supported
Accommodation, we have worked
as a team to ensure our residents
with dysphagia are able to continue
to eat and enjoy their favourite
foods, as well as ensure their
ongoing safety.

WOULD YOU
LIKE TO RECEIVE
THE BULLETIN
ONLINE?

The team at Butler continues to
strive in making the impossible
possible for residents by working
with food and adapting recipes
or the food preparation process. A
further special adaptation was with
bacon, which a resident wanted
to continue to eat, but was unable
to chew safely. Paul created a
bacon dust from cooked bacon
enabling the incorporation of this
strong flavour to be sprinkled onto
food, delivering the full intensity
of flavour.

Paola can now enjoy her favourite
food thanks to some excellent
problem-solving of the team
at MSWA’s Butler Supported
Accommodation.
We look forward to continuing
to provide the best possible food
experience for our residents and to
share what we have learnt with all
MSWA facilities. With collaboration,
we can understand the challenges
and create solutions and positive
outcomes for our residents.
PAMELA WINDRAM
MSWA MANAGER
SPEECH PATHOLOGY/DIETETICS

Register your email address today to start
receiving our monthly Vitality e-newsletter
or the Bulletin magazine online.
Email damien.hill@mswa.org.au or call 9365 4814
and let us know your current email address,
or to update your contact details.
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THE NDIS TEAM

NDIS SUPPORT COORDINATION
The introduction of the NDIS provided the opportunity for those living with a permanent
disability to play an active role in the selection and funding of service delivery. For the first
time individuals can manage their own support services and find the right provider for their
needs. However, while empowering, this navigation can be a complicated and challenging
proposition and although some people may embrace this task, the NDIS does provide a funded
service to help you connect with services and get the best from your plan. This service is called
Support Coordination and it is here to help you.

WHAT IS SUPPORT COORDINATION?
Support Coordination is a funded
service within your NDIS plan.
The role of Support Coordination
is a service that seeks to support
customers and improve their
understanding of the NDIS. This
is a capacity building service that
assists with the implementation
of a participant’s plan, including
connection to informal, mainstream,
community and funded supports
and interaction with the NDIA.
Not all customers receive Support
Coordination funding in their plans
with the determination of this being
based on the customers capacity to
utilise their NDIS plan.
At MSWA, our Social Welfare
Officers are experienced Support
Coordinators who can help you
to maximise your NDIS plan
by connecting you to external
providers and ensuring that:
/	
You have genuine choice and
control of your NDIS plan;
/	
Provide information on services
and supports that are best suited
to you;
/	Assist you in resolving points of
crisis and any issues you may
have with service delivery;

/	
Assist you to understand the
funding set out in your plan
and to plan your budget around
this funding;
/	
Support you to work towards
your goals as outlined in your
NDIS plan;
/	
Assist you to request additional
funding through NDIA should
you experience any significant
changes in your circumstances;
/	Provide support when your plan
is due for review.

WHAT DO YOU NEED TO DO TO ACCESS
SUPPORT COORDINATION?
As mentioned not everyone gets
Support Coordination in their NDIS
plan so it’s important to be proactive
in accessing this service.
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Before your planning meeting or
plan renewal meeting, it’s worth
noting the reasons why you feel
like it would be important for you to
have Support Coordination in you
NDIS plan. Remember to tie your
request back to the idea of capacity
building and be clear about how it
will help you to achieve your goals.
The NDIS offers people with a
disability the ability to be the driver
of their own services. However, if you
feel that a little bit of GPS support
may help you get the most out of
your NDIS journey, then a Support
Coordinator is for you. If you would
like to find out more, then contact
the NDIS team and discuss whether
you are eligible and if its right
for you.

THE NDIS TEAM

NDIS FEEDBACK THE KEY
TO DRIVING CHANGE

Microsoft boss Bill Gates once said “We all need people who will give us feedback. That’s how
we improve.”
And he should know, as his
company once invented Clippy, the
most hated virtual assistant known.
However, whether dealing with an
animated paperclip or navigating
the emerging world of the NDIS, the
need to receive feedback and the
importance of acting on it remains
critical to the long-term success
of businesses.
Paradigm shifts are nothing new to
the disability sector. In fact, one of
the main objectives of the NDIS was
to stop the constant changes and
install a more consistent approach
to Disability Services. However,
the person-centredness approach
embraced by the NDIS is a gamechanger and has meant more
changes for organisations than
anything previously experienced.
So how do we get it right?

Person-centredness presents two
types of challenges for service
providers. The first is conceptual and
requires new and innovative ways
of thinking about service provision.
The second is practical, in terms
of staffing and processes. In order

This is where the ‘practical’
component comes into the picture
as it’s not just about collecting the
feedback, it’s also about utilising
it to improve customer service.
Thankfully MSWA has embraced this
challenge and is collecting feedback

to get the ‘conceptual’ challenge
right, it is vital that service providers
remain alert to the needs of
their customers, understand the
changing dynamics, and utilise
customer feedback to help improve
and shape the organisation. This
feedback is vital for our ability to
design services that will meet the
needs of current and potential
customers. There is great potential
for future growth, however, in order
to do so there requires a shared
commitment to improving on
the present.

to help improve service delivery.
Our hope is that over time our
services under the NDIS can become
even more responsive and tailored
to our Customers. This is, in itself, a
difficult proposition as participants’
expectations and experiences can
be strongly influenced by their own
circumstances, but it is something
on which we are very focused.

Service delivery under the NDIS is an ongoing relationship
between MSWA and its Customers. Both parties need to be
getting the best from the experience for it to be successful.
As relationship guru Dr Phil always stresses, “Communication
is the concrete slab on which all relationships are built.”
MSWA is keen to continue to hear from you, about what we
are doing well and what we can work on to help build a
strong NDIS relationship.
If you would like to provide feedback, please contact us at
ndisenquiries@mswa.org.au or on 1300 097 989.
GEOFF HUTCHINSON
MANAGER NDIS BUSINESS DEVELOPMENT
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HEALTH EDUCATION AND PEER SUPPORT

KIDS LEARNING ABOUT MS

Children’s education workshops are coming up in the October school holidays, having been
run by MSWA for the first time in April. The workshops are for families with children aged 6–12
years and a parent/significant family member living with MS. The aim of the workshops is to
communicate science in engaging, fun ways to give young people a better understanding of
issues faced by their parent/family member living with MS.
The workshops run for 2.5 hours
and have five interactive stations.
One family takes part in the activity
at each station and then rotates
until they have taken part in all the
activities. Topics covered include
information about vitamin D, the
impact of MS on vision, walking and
bladder control, and treatments
for MS.
The workshops were developed
in the UK by Digesting Science.
Thanks Lou Hatter for taking part in
the training in the UK and bringing
the workshops to WA.
What did parents say about taking
part in the April workshops?
/	
The girls found the activities
enjoyable and learnt how MS
affects the body – my girls are
better informed about MS
/	My son understands more about
me – why his mom is tired and
why I need to walk with the stick
/	An easy way of understanding MS
through a child’s eye – I thought
all the activities were conducted
very well and easy for the kids
/	Great day, well explained, hands on

What did children say about taking
part in the workshops?

Children’s education workshops will

/	[I learned] all the different ways
MS affects people (11 year old)

/	Bunbury - Tuesday 1 October

/	
This will help me understand
when [my dad] needs a rest
(10 year old)

/	Belmont - Thursday 3 October

LOU HATTER
MS NURSE SPECIALIST

run from 10.00am – 12.30pm in:
/	Beaumaris - Wednesday 2 October
Interested in coming along? Book
now as places are limited. Email
sabena.lund@mswa.org.au or phone
0429 267 970.

SABENA LUND
COORDINATOR OF HEALTH EDUCATION AND PEER SUPPORT

SAVE THE DATE: MEMBERS’ AND VOLUNTEERS ANNUAL CHRISTMAS PARTY 2019
Christmas is just around
the corner, and we would
like to celebrate the
season with you at MSWA’s
Members’ and Volunteers '
Annual Christmas Party.
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Save the date – more details to come!
Date:

Thursday, 5 December 2019 - 9.30am – 1.30pm

Venue:	Lifestreams Christian Church,
corner Murray St and McNabb Loop, Como
Lunch:	Two-course meal, drinks, entertainment & a small gift
(alcohol-free event)
Cost:

Free to Members, Volunteers & staff; $20 for others

VOLUNTEERING

VOLUNTEERING

Hello to you all again! Spring is in the air, the sun is shining, and the birds and the bees are
active. I trust you all survived the winter months and are enjoying the sunshine.
I attended another successful
Members’ camp held at Moore River
in June. We had our largest group
of Members ever for this camp! The
logistics to make this happen is
quite a challenge, especially with
transport and setting everything up.
We are so lucky to have volunteers
and staff who work tirelessly
to make this happen. We truly
appreciate the time our volunteers
give on the camps. If you or anyone
you know would like to make a real
difference to our Members’ camp
experience, drop me an email
volunteer.coordinator@mswa.org
or call 9365 4843.
Some
Rockingham
Outreach
Members decided to stay at
Treendale Gardens Respite House
in Australind. This was their second
foray away together and they
had a fantastic time. If a group of
Members would like to go away
together and have different care
needs, it may be worthwhile to
attend one of our Respite Houses
together, where there is onsite 24/7
care. Have a laugh together without
the worries of making your meals
and finding suitable, accessible
accommodation. Having respite,
or ‘short term accommodation’ as
NDIS calls it, included in your plan
may assist with the funding and
planning of this type of activity.

The Rockingham Members
are now booked in for two
getaways together next year
– what a fantastic way to stay
connected with your friends.

Our Wilson-based card-making
volunteers, mother and daughter
team Lesley and Rebecca, have
been very industrious and making
beautiful cardboard creations. If you
get a chance, pop into Wilson and
check them out. They are for sale and
all proceeds go back into the Wilson
Outreach; they are truly amazing!
I can’t believe Christmas is around
the corner. We have already started
planning for the Members' and
Volunteers' Christmas Party to be
held on Thursday 5 December.
If a group of you would like to
entertain with an act, please let me
know. Keep your eyes peeled for
the invitation.
Did you know it is International
Volunteers Day on 5 December
every year? Look out for local events
in your community, as the local
councils also like to recognise their
volunteers who either live and/or
volunteer in the area.
I run a monthly group and invite
guest speakers. In August we
had the Department of Fire and
Emergency Services (DFES). Here
are some of the timely tips they
provided for fire safety in the home.
/	In case of a fire, Keep Low and Go
Go Go
/	
Sleep with your bedroom door
closed (this will prevent flow
and oxygen)
/	
April Fool’s Day is Replace Your
Fire Alarm Battery Day
/	
Make sure your heat bag is
cooled down completely before
reheating
/	
Always ring 000 for any fire
emergencies

Our events team are always looking
for volunteers throughout the year.
This suits those volunteers who
cannot commit weekly but would
like to help when they can. If you
have some time to give, telephone
Community Events and Fundraising
Coordinator Trish Watson on 6454
3116 or email trish.watson@mswa.
org.au.
I would like to take this opportunity
to thank all our volunteers for the
time they give. It is truly appreciated
by management, staff, Members
and Clients. Please contact me if you
have any questions or know anyone
who would like to volunteer. It is
usually best to contact me via email
volunteer.coordinator@mswa.org.
au, as I’m usually only in the office
Monday and Tuesday afternoons.
It was lovely chatting again, and
I wish you all well and hope to see
you around.
Take care and bye for now.
DAWN BURKE
VOLUNTEER COORDINATOR
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MSWA MEMBER

CHRIS MORGAN: FASTEST MAN
IN AUSTRALIA WITH MS

Three years ago, Chris Morgan was working as a heavy construction welder on Barrow Island.
Life was on track - great job, nice apartment, wonderful partner and several big-boy toys to
play with.
Initially Chris noticed he was getting
fatigued more quickly at work
which he put down to working long
hours in extreme heat. But then he
started tripping over.
A visit to the doctor started many
tests which ended with a diagnosis
of multiple sclerosis, in September
2016. He was told to go on
medication and was referred to the
MSWA Physiotherapy Department
for assessment. He joined MSWA’s
Wednesday night gym class, doing
40 minutes gym work followed by
another 40 minutes in the pool. The
gym also provided a tightknit social
group where anything was up for
discussion. The social outlet was
a bonus as Chris had had to give
up work.

The friendship gained at the
MSWA gym saw Chris take part
in the 2017 Ocean Ride, in which
he raised over $1,000 for the
organisation, something he
would repeat the following year.
Chris went to the 2018 MSWA Step
Up Challenge to watch the MSWA
physiotherapy team climb over 1,000
steps to the top of one of Perth’s
tallest buildings. However, he
woke up with a desire to challenge
himself so with no training under his
belt, he decided to join in. His fellow
gym mates breathed a sigh of relief
when Chris eventually emerged on
top of the roof.
Around this time, Chris was
finding it difficult to ride his tall
motorbike on the road. Wayne and
Todd Patterson, owners of Wayne
Patterson’s Motorcycle Centre in
18

A proud moment for Chris as he wins Motorplex Rookie of the Year.
Photo credit: Phil Luyer.
Bunbury, suggested he could help
Chris begin his motorbike racing
career by building him a special
Ducati Race Bike.

“But once I was at the track, I was
relieved to see the great family who
support him, and his gym work had
definitely paid off,” said Ebony.

That was all the encouragement
Chris needed, and a dream started
being whispered to close friends.

Chris soon made it into the first-

“I want to race in the WA Drag Race
Season. I’d like to be the fastest
man on a motorbike with MS, over
a quarter mile on the drag strip,”
said Chris.
News of his quest was spreading.
Another sponsor came on board,
Bunbury Dyno.
The bike arrived in October 2018.
Initially his times were inconsistent,
and Chris admitted that he faced a
big learning curve, made easier with
the support forming around him.
“They are a good bunch of people
who treat me like normal, I feel
accepted,” said Chris.
At home his partner Ebony, started
to feel worried about him hurting
himself and setting back all his
hard work.

round elimination, and after five
races he was consistently clocking
personal best times. His walking
improved, and he had no interest in
riding his old motorbike on the road.
“Racing has changed my life. There
were some dark times, but this
has taken my mind off all the crap.
Things are not as bad as they seem.
I believe in myself again. I might
even give welding a crack again.”
Most recently, Chris was awarded
Rookie Rider of the Year 2018/2019
in the Perth Motorplex WA Drag
Racing Championships Awards.
“We’ve proved that even with MS
you can do it and there are people
who will help. Put in the effort, find
the right people, and have a crack.”

GLENNYS MARSDON
MSWA BOARD MEMBER

MSWA MEMBER

ANIMAL FARM

When I was a child my family sometimes called me Rozzie Red Cheeks. You can probably
work out why. My oldest sister Anita became known at school as Skita. As long as I can
remember my middle sister Christine’s name has been shortened to Chris. My sister Jenny,
who was born slightly less than 12 months after me, forever usurping my position in the
family as the spoilt youngest, was often called Jenny-Wren, which is a cute little name with
nothing negative about it (adding to my jealousy of her).
When my daughter was born I tried
to pick a name that was neither too
long nor too short, one that wouldn’t
easily lend itself to being made into
a nickname. About a month before
her birth I read a book set in Greece
called Eleni, which is the Greek
version of the name Helen. I loved
the name and being half Greek
myself I thought it was appropriate
to choose it for my daughter. Soon
after her birth, I discovered that
my Greek great-grandmother’s
name had also been Eleni, which
was pleasing. Nevertheless, by the
time my daughter was in grade six
at school her friends had begun
shortening her name to Len, clearly
finding three syllables too onerous.
Soon the name stuck and even
her teachers began using it. Not
me though. To me she will always
be Eleni.
Australians are known for their
playfulness with the English
language. If we can shorten a noun,
or change it slightly, we will. We love
to have a barbie at Chrissy, where we
will open our pressies, eat a snagger
or two while downing a champers.
The other day I decided to enjoy
some sunshine and went from
my house down to the river in my
electric wheelchair. On the way I
passed a unit where a couple of
blokes were sitting out the front
at a table enjoying some beers. I’ve
seen them there before and we’ve
exchanged a cheery hello.

This time however, they were feeling
garrulous and asked me where I
was heading. Introductions were
made and I found out their names
were Daz and Jase, and I introduced
myself as Ros. We chatted for
a while.

They asked me about my
wheelchair, and I told them
that I had been diagnosed
at the age of 26 with
multiple sclerosis.
They were interested, and asked
me some questions. I asked them
if they had bought tickets in our
lotteries. Later in the conversation
I mentioned it had been 31 years
this year since my diagnosis. At that
point Jase, displaying impressive
mental arithmetic, said to me,
“Geez, you’re not a bad-looking old
chook for a 57 year old!”

I met with a friend the next day,
and she told me that she had
been jokingly called a mad cow
by someone in her life recently.
Someone she knew well enough to
forgive, obviously. Another friend,
while telling me about a mistake
she had made while driving,
referred to herself as a silly goose. I
have an acquaintance who is a pig
around chocolate, and one who
follows the latest fashion trends like
a sheep. If we all got together we’d
have a complete farmyard.
When I was 17, I was a gorgeous
chick making eyes at all the
young bucks. Now I am a not
bad-looking old chook having
random conversations with a
couple of tipsy turkeys.

ROS HARMAN
MSWA MEMBER
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MSWA MEMBER

MS NO OBSTACLE TO
ACHIEVING GOALS

Jo Penkin was diagnosed with Relapsing-Remitting Multiple

Sclerosis (RRMS) at the age of 24 when she was living an
exciting life in Greece. Life was very full and fun at the time
and there was no way she was going to let this condition stop
her from getting the most out of life.
“I was a qualified BOT yacht skipper
when the left side of my body
stopped working properly,” Jo said.
“I realised I would no longer be able
to go to sea, but it wasn’t going to
prevent me from achieving other
things and having a great life.”
“In fact, after the initial shock, I felt
relieved to be able to put a name to
it; that it wasn’t all in my head.”
With characteristic zeal and positivity,
Jo joined her husband, a seasoned
runner, in the 1991 London Marathon
and then went on to complete a
total of nine marathons, including
five in London, two in Dorset, one in
Dublin and one in Oxford. As if having
MS wasn’t testing enough, she
completed the marathons in various
costumes, including a tin of baked
beans, Carmen Miranda, Thomas the
Tank Engine and a pantomime horse.
Jo moved to Perth and still enjoyed
a very active lifestyle. It was only in
2013, when she had a relapse, that
participating in marathons was no
longer possible.
Now 56, Jo has found an inspiring
way to participate in marathons by
walking on her treadmill at home
and using YouTube to log her
kilometres.
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Despite weakness in her legs,
balance issues, paralysed toes,
a sensitivity to light and vision
problems, Jo has completed the
Paris and New York Marathons at
home, the Chevron City to Surf
and most recently, the Australian
Outback Marathon in July. She
walks 42 kilometres in 42 days
with organisers collecting her data
to ensure she’s completed the
required distance.
“Being on my treadmill is the
happiest time of day for me. I listen
to the music and audio books of the
city in which I’m walking virtually,
and I can look online to see where
I’ve been and where I’m going as if I
was actually there,” Jo said.
“For the Perth and Outback
marathons, I went to each location
and walked the last kilometre using
my Veloped, collecting my medal
with all the other participants.”
“The exercising is so important and
has helped combat the fatigue
usually associated with MS.”
Jo reached out to MSWA in 2013
and has been working with NDIS
Client Relationship Coordinator
Christine Richards to get help with
her NDIS plan. She accesses a range
of services at MSWA’s Beechboro
Services Centre and at home.

Jo finishes the Australian
Outback Marathon in July 2019.
“MSWA
has
wonderful.”

been

absolutely

“I look forward to catching up with
others in my sessions; they are a
great bunch of girls to have a cup of
tea and a chat with.”
Jo also receives domestic support
from MSWA once a week.
“Thursdays are wonderful because I
know that help will arrive and assist
me with all the chores I struggle
with, help take the dogs to the park
and do the shopping, all with a
friendly smile and a chat.”
This adds a huge element to my
life.”
Jo is now gearing up for the Boston
and Rottnest marathons and has
plans to start fundraising for MSWA.
“I try to take one marathon at a
time, but with self-discipline and by
keeping positive, I know I can do it.”

MSWA MEMBER

THAT’S LIFE WITH NARELLE
I come back home after my
usual morning of action-packed
excitement, attending physiotherapy
sessions or ‘culture vulture-ing’ at
some gallery or other which I have
usually enjoyed just as much as one
should, to find that someone has
done my housework. The cleaning,
the tidying, the cooking, the washing
and all the other tiresome chores that
I had to stop doing when MS took
hold, has been done. It doesn’t worry
me though. I have even decided that
I’m glad the staff has done it all and I
don’t spend a moment wishing I still
had to do it.
I’m now even a member of this Aged
Care facility’s Residents’ Committee.
The committee makes suggestions
to management that could improve
this facility and hence, the quality
of the lives of the residents. I was
offered the position of Madam
Chairwoman of that committee and
although it is an impressive title, let’s
face it, the Chair of any committee is
constrained, and I feel that I’m more
effective throwing grenades from
the peanut gallery.

Mind you, residents here have so
little need to rearrange, remove
or implement anything. Staff
members are obliging and caring,
and management regards all
residents as earnest and reasonable.
Residents are comfortable.
Now in the winter of my own life,
I’m comfortable too, observing
the other residents here as they
are dealing with the probability
of running out of time. Using the
example they set, I am able to resist
adopting regret and other useless,
depressive feelings.

Leaving my house and moving in
here has been a wise tactic. Being
house-proud has been such a waste
of my time in the past and now
is something I never do and
mercifully don’t need to do.
My house is now rented out and
the wheelchair-bound tenant says
she’s happy living there. Her spouse,
children and drop-in carers must
help with the housework so I guess
she and her family are comfy too. I
hardly ever worry about them.

My sister came across the continent
to celebrate the very important
occasion of my birthday. I have
reached such a grand age that
history will not be able to say that
I died young. Because of that both
of us behave as if we were away
from home and invincible. Fatigue
management was overlooked and
now, three weeks rested, it may be
that we will both be well enough
to do it again next year. It was
great fun.
My youngest daughter Bree, with
her husband and children, moved
back from sub-tropical Queensland,
to their original home here in Perth.
It’s so nice to have all three of my
daughters and their families nearby.
I am fortunate.
My daughters come to visit me,
and ‘take me out’ frequently. I
don’t sit wallowing in loneliness.
Some residents seem to have been
almost forsaken by their families
and in lieu of that happening to me,
I will maintain my correspondence
with movie stars and successful
sportsmen, just in case.
NARELLE TAYLOR
MSWA MEMBER

FEEDBACK IS THE BREAKFAST OF CHAMPIONS!
Your feedback, whether it be compliments or complaints, is important to us!
MSWA is committed to ensuring
our Customers receive outstanding
quality services and care. On
occasions, like most organisations,
we don’t quite meet expectations
or we exceed them, and we really
want to hear when this occurs.
We encourage you to share both
positive and negative feedback and
our promise to you is that we will
listen, and your feedback will be
taken seriously.
The purpose of our feedback and
complaint process is to understand
what we are doing well and
congratulate our staff on a job well
done and where we need to make

improvements so we can learn and
make the changes needed.
We assure you that your feedback
and complaints are dealt with
respectfully and in a timely manner.
First port of call is with either the
relevant coordinator or manager,
giving them the opportunity to
investigate the issue and resolve
it promptly.
If you are not satisfied with the
outcome or prefer to contact me
directly, I will chat with you about
your concerns, explain our process,
review the concerns with the team
involved, and work with you to
achieve a positive outcome.

Complaints are handled quickly,
objectively and respectfully, and of
course won’t be held against you for
expressing your concerns or views.
How can you provide a compliment,
complaint or suggestion?
/	
Contact your MSWA Program
Coordinator or Manager
OR
/	Telephone Liz Stewart on 6454 3173
or 0458 060 566
/ Email feedback@mswa.org.au
/	Write to Quality and Compliance
Locked Bag 2 BENTLEY DC 6983
LIZ STEWART
MANAGER QUALITY
AND COMPLIANCE
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ACCOMMODATION & OUTREACH

FERN RIVER NEWS

Fern River Accommodation is once again full after we
welcomed two new residents this year. Our Members enjoy
each other’s company but also really enjoy their time out
and about in the community and at Wilson Outreach.
As the first MSWA-supported
accommodation facility, we work
hard to keep the units looking fresh
and modern. We have just finished
our
bathroom
refurbishment
program for all the units, and
the laundries are now looking
contemporary as well. We would
like to acknowledge a Government
Grant of $10,000 through the
Stronger Communities Programme
earlier this year.

As with most folks, the residents
are looking forward to the spring
months when they can sit outside
more often, without the cold
breezes and risk of rain. The hot
weather isn’t their favourite time
either, but the mild sunshine is
always welcome.
The staff also look forward to
Christmas, mainly for the lovely
lunch we share with families, visitors
and staff.

Residents at Fern River
Accommodation enjoying
the fresh air.

DANUTA FIGURSKA
MANAGER FERN RIVER
ACCOMMODATION

TREENDALE GARDENS NEWS

We are again full to the brim in our accommodation facility, having welcomed two new
residents earlier this year. We also have many regulars returning along with newcomers, to
stay in our adjoining fantastic six-bed respite facility.
Treendale is a suburb of Australind
so our facility is only five minutes
from the inlet and 20 minutes to
Bunbury. More appealing is the
lovely park next door with a lake!
Across the road is a great shopping
centre and cafes, so fresh coffee
isn’t too far away!
As you can see by the photos,
both our respite clients and
accommodation residents take full
advantage of our onsite recreation
opportunities. So far these have
included various card and board
games, bean bag darts, daffodil
planting and quiz games. Much fun
is had by all!
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Residents and respite Clients playing Uno with a recreation support worker
and care support workers in communal area at Treendale Gardens.
We still have some vacancies in our
respite house between now and
December. Book early to save your
spot in 2020!
Our separate five-bedroom, twobathroom family unit still has some
available dates and the cost is very
reasonable. This is self-contained
and you can stay without needing
staff support.

Please contact our friendly
management team at
Treendale@mswa.org.au or
phone 9725 9209 to arrange
a visit. We are available
Monday to Friday between
9am and 3.30pm.
PAULA KENNEDY
COORDINATOR - SUPPORTED
ACCOMMODATION - TREENDALE

ACCOMMODATION & OUTREACH

BUTLER
ACCOMMODATION
NEWS
CLAUDIA TAYLOR
MANAGER BUTLER
SUPPORTED
ACCOMMODATION

Resident Dayna and her mother Kaye enjoying
Christmas in July at Butler Supported Accommodation.

It’s been an amazing six months since we opened our doors and welcomed our first resident,
and our community continues to grow. The residents unanimously voted to celebrate the
amazing journey with a Christmas in July party.
The residents, assisted by staff,
used their creativity decorating
gingerbread houses and creating a
Christmas display, and out came the
candles, tinsel and ‘ugly’ sweaters.
An amazing Christmas dinner was
served, thanks to our cook, followed
by Secret Santa and an ‘ugly’ sweater
competition, with Di being the
winner, followed closely by Brenda.
The lovely event concluded with the
sounds of classical music played
by our student from the WAAPA
orchestra, pianist Adam Jenkinson.
We had an amazing turnout of
residents and their families, with the
opportunity for socialising, creativity
and laughter. It was wonderful to
see the residents, families and staff
coming together for a laugh and
great food. Of course, it was also
a test run for the real thing later
this year!
What will the Butler residents be up
to next?

Claudia wears her ‘ugly’ Christmas sweater with style.
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COUNSELLING

LIFE IN BALANCE

If you can enjoy life and connect with others, you’re more likely to cope with challenges and
stressful events.
Look after yourself as part of your
daily routine. Rather than using
self-discipline, value yourself as a gift
for yourself. Surprisingly, it can be
hard to treat yourself well. Start small,
do something different today.
Small steps can make a difference to
your health.

PSYCHOLOGICAL

PHYSICAL

Look at the different areas in your
life – how well balanced are they?
Here are some tips to assist you in
finding balance in your life.

RELATIONSHIP/
SOCIAL

PHYSICAL
Look after and move your body. Pace
yourself through the day, taking
regular breaks. Eat fresh healthy
food. Keep good sleep habits; go to
bed and get up at the same time
each day. Wind down before bed
by taking 30–45 minutes with dim
lights and no screen. Do something
relaxing or practice deep, slow
breathing. Cut out caffeine and
alcohol before bed. Consider having
regular massages.

PSYCHOLOGICAL
Practice self-kindness and selfcompassion. Consider how you talk
to yourself. Let go of words such
as should, have to, always, never,
must, can’t, impossible. Build your
flexibility. Consider journal writing
and/or talking to someone you feel
comfortable with about the ups
and downs of your emotions. You
can talk to a counsellor if you feel
hopeless, overwhelmed, anxious,
stuck, or disconnected from others.
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WORK/
STUDY

SPIRITUAL

RELATIONSHIPS

WORK/STUDY

Consider how to engage with
others socially. Find someone
supportive and trustworthy and be
that for others too. Connect deeply
with people, talk to them openly
and truthfully about how you are
going. Reach out to an old friend,
forgive someone, add appreciation,
thankfulness, gratefulness, or an act
of kindness. Connect with a social
group or peer support group. Say
no when you need to.

Have strong boundaries. Talk about
your situation with people you
feel safe with such as a trusted
manager, supervisor or mentor
on how to modify work demands
or achieve a better work/study life
balance. Many workplaces have
employee assistance programs for
confidential counselling.

SPIRITUAL
Connect to your spirituality such as
through meditation, silent walks
in nature or sit still in an empty
church. Be reflective; consider
prayer, yoga, music or mindfulness.
Mindfulness is about being where
you are without judgement. Notice
your thoughts, let them come and
go. Pause and practice holding the
richness of the moment.

Everyone’s experience of having
a neurological condition (never
illness) is different. Self-care and
keeping routines will help keep
you as well as possible. MSWA has
a range of professionals to help you
balance your life, please reach out if
we can support you.
References
Wei, M. (2016). Psychology Today
Wilson, K. (2016). www.onelifellc.com
SANDY SUVERIJN
MSWA COUNSELLOR
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THE POWER OF MUSIC
“When words fail, sounds can often speak.” So wrote Hans Christian Andersen in his fairy tale
What the Moon Saw.
Music has always been with us. It
has a way of opening our hearts and
helping us feel more connected
to others, to ourselves, and to the
world around us. As a result, it is
a direct line to our emotions and
state of being.
Music is the soundtrack to our lives;
to our love affairs, our friendships
and our adventures. It can take
us back to a formative time, to a
younger version of ourselves and
remind us of who we were, who we
are and who we still want to be.
Music captures a moment in time,
and in an instant we are transported
– mind, body and soul – to that day
on the beach, wedding day, special
birthday or that afternoon cruising
in the car, new licence in hand,
breeze in our hair and the radio
blaring. Music is therapy, and we
use it to celebrate life’s high points
as well as heal our lows – like the
pain of a broken heart, loss, grief or
confusion. Like a good friend, music
can accompany us through almost
any crisis.

Based on the research to date, there
is certainly evidence that we have
much more than just an emotional
connection with music. Listening
to or playing music can stimulate
regions of the brain associated with
memory and cognition, encourage
the release of certain chemicals
that reduce pain and anxiety, and
be an effective stress reliever.
Likewise listening to calming music
has been found to improve sleep
quality, lower blood pressure and
slower your heart rate. Alternatively,
the rhythm of music stimulates the
impulse to move. We may just tap our
hands and feet or get up and dance,
all of which can improve movement
and coordination. These motor
activities when done repetitively can
be highly therapeutic and fun all at the
same time.
The neurologist and writer Oliver
Sacks once said that “music can lift
us out of depression or move us to
tears. It is a remedy, a tonic for the ear”.

Therefore, the next time you put
on your favourite track, have a
little dance around, safe in the
knowledge that you are likely to be
reaping many health benefits.
KAREN BROWN
MSWA COUNSELLOR

At MSWA, we truly believe in
the power of music to enrich
the lives of those living with a
neurological condition. With
that in mind, we are delighted
to partner with WASO for
the 2019 season. The unique
partnership will not only
showcase the benefits of music
as medicine for the mind, but
also give a whole new audience
access to the wonders of
classical music.
As part of our partnership with
WASO, MSWA members have
access to discounts on a range
of WASO performances. To
find out more, please email
communications@mswa.org.au.
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BRAND, MARKETING & SALES

FUNDRAISING NEWS
CHEVRON CITY TO SURF
25 AUGUST 2019

MS READATHON
AUGUST

The annual Chevron City to
Surf challenge in Perth offered
participants the chance to take on
the family-friendly 4km course,
a 12km course, a half marathon
(21km) or a full marathon (42km).
The event was a huge success, with
164 participants walking, running
and rolling with Team MSWA and
raising an amazing total of $30,471!
This included team Pharmacy 777
collectively raising $25,336 in their
team of 145.

The MS Readathon celebrated its
41st year with another wonderful
August of reading and fundraising
in schools across Australia. 75,000
books were read across the country
and in Western Australia, over 1900
students raised over $92,000 by
reading as much as they could
throughout the month.
WA’s top fundraiser was Dampier
Primary School. Thirteen students
read 188 books and raised an
incredible $3,329.00 in donations for
their efforts.

The children at Dampier Primary School were WA's top fundraisers for this
year's MS Readathon.

Participants threw
themselves into this year's
Chevron City to Surf.

Thank you to all the amazing
participants and supporters of
this long running and much-loved
fundraiser. These funds will help
children and their families who are
living with a neurological condition
attend Family Camps and Fun Days.
These camps help families spend
quality time together in a fun and
relaxed environment where they
can bond with others who may be
sharing their journey.

MSWA ANNUAL DINNER AUCTION
8 AUGUST 2019
A heartfelt thank you to all those
who attended, supported or
donated to the 2019 MSWA Annual
Dinner Auction held in August, at
the State Reception Centre, Fraser’s,
Kings Park.
Almost three hundred and fifty
MSWA supporters attended this
prestigious event, enjoying a
wonderful evening of food, wine
and entertainment.
As part of the evening, the
Commitment Awards recognise
the significant and meaningful
contributions made by both
individuals and businesses in
support of MSWA, and of Western
Australians living with neurological
conditions.
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This year, the individual award
went to the Luca Family and the
business award to Retravision.
Congratulations to the 2019 winners
and thanks to both for their
ongoing support.
A silent auction and
run throughout the
a live auction hosted
collection of more

raffle were
night, with
for a small
prestigious

items. This included a number of
supporters in the room collectively
donating $45,000 towards a
much-needed renovation of the
kitchen at MSWA’s Hamilton
Hill high-support accommodation
facility – with Ballpoint Construction
Group alone donating an amazing
$15,000 to start the bidding towards
this project! The kitchen provides
an important space for the 11
residents, visitors and staff to be
social as well as enjoy delicious,
home-cooked meals.
The evening raised over $124,000,
which will go towards providing
support and services to Western
Australians
living
with
all
neurological conditions, funding
vital research into the cause and
cure for neurological conditions,
along with building new highsupport accommodation facilities
to help keep young people out of
nursing homes.

MSWA ARENA ASCENT
20 OCTOBER 2019
Introducing the all new MSWA
Arena Ascent – Perth’s newest
fundraising event and Australia’s
inaugural indoor arena climb. The
event, held at the iconic RAC Arena,
will allow you to physically challenge
yourself, while supporting MSWA.
There’s something for everyone
with six course options available
–- from the Mini Ascent, to the
tough Mount Everest Team Ascent,
and through to the Wheely Good
Course, designed specifically for
wheelchair users. Plus, there will be
a whole range of fantastic familyfriendly entertainment in the bowl
of the Arena for the Family Festival.
For more information, and to
join us for this new and exciting
event, visit arenaascent.org.au for
more information.

Commemorating its 10th anniversary
this year, the MSWA Ocean Ride is
the only community bike ride of its
kind within the metro area. The event
has grown over the years, and now
includes six ride distances, from the
10km Family Ride, through to the
NEW 120km challenge, to cater for
people of all ages and fitness levels.
There is also an annual Members Ride,
so that MSWA Members and Clients
can get involved during their weekly
physiotherapy classes. This rivalry can
get quite competitive between the
Outreach Centres, with Mandurah
taking out the title of most kilometres
ridden in 2018.
For more information, and to cycle
to make a difference in 2019, visit
MSWAOceanRide.org.au

MSWA OCEAN RIDE –
POWERED BY RETRAVISION
24 NOVEMBER 2019
The MSWA Ocean Ride is a unique
cycling event that takes riders
along WA’s beautiful coastline from
Fremantle to Hillarys.

27

TAKE A BREAK
IN THE SOUTH
WEST.

WHATEVER YOUR NEURO, WHATEVER YOUR NEEDS, WE ARE READY.
Whether you or a loved one need a break from daily routine, we have a range of
rooms with 24-hour care at MSWA Treendale Gardens Respite for a much-needed break.
Call us on 1300 097 989 or visit mswa.org.au/residentialrespite to find out more.

