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We have some amazingly dedicated staff who work
closely with our clients every single day to empower
them to live the best life possible.
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SERVICES UPDATE
Hello and welcome to our first edition of Network for 2019.
There have been a number of developments in client
services since my last message and I’m pleased to share
them with you as we begin an action packed year.
Towards the end of 2018, we sent out our annual client
services survey. We received a fantastic response rate with
the survey results providing critical information for our
strategic planning to be finalised in the next two months.
A snapshot of the results have been included in this issue.
I would like to thank all of you who participated in the
survey. Your feedback is extremely valuable to us as it
ensures that the supports, services and planning we
provide is what you need and want.
As we begin 2019, we are
excited to increase the number
of staff in our client services
team. We welcome Kate Moran
to the role of community
development coordinator. Kate
has extensive experience in the
community sector and we are
very excited to have her as part
of the team. Kate will look after
our community and education
programs and initiatives, as well
as overseeing our valuable peer
support program.

In the world of NDIS, we are
rapidly growing our support
coordination service and due
to increased demand, we have
just hired a new staff member
to join the NDIS team. Abby
will support the fabulous and
essential work that Jarryd and
Anita do to support people to
bring their NDIS plans to life. If
you are interested in learning
more about the NDIS, support
coordination and how the MS
Society may be able to support
you, please contact MS Assist.
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We are also excited to announce
that we will be welcoming
a physiotherapist to the
team. This will enhance the
physiotherapy initiatives we
have planned for the year,
complementing our current gym
and hydrotherapy programs.
We are rapidly planning for
World MS Day on May 30. This
year’s theme is Visibility. Stay
tuned for further updates as we
get closer to the date.

I hope you enjoy this edition
of Network. We love to hear
your feedback so please do not
hesitate to contact us through
our website or MS Assist.
KATE MASON
Manager, Client Services
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NOTE FROM THE
MS NURSING TEAM

You can contact the
MS nurses at any time
for information and
education about MS,
its symptoms and
management as well as
current MS treatments.

Having experienced some
changes within the community
MS nursing team in 2018, we
are very keen to update you on
what’s been happening. Since
our long-standing nurse Helen’s
retirement in April, Emma has
taken on the role as the nursing
team leader. Pamela continues
in her role as a part-time
MS Nurse and we have also
welcomed Johanna and Amanda
to the team with open arms!
We feel very grateful that we
have been able to expand our
nursing team to provide a new
and ongoing continence nurse
service. This is Amanda’s role
and as a continence nurse
specialist, she is available for
consultation over the phone,
in a clinic or home visit, as is
the ongoing case with all of
the MS nurses. Amanda has a
bladder scanner to assist with
continence management plans.

In the last six months, we
have also been involved with
developing a wellness series to
support people with MS around
key lifestyle factors that impact
their condition. Information on
diet, exercise, sleep hygiene
and stress management is
included. This inter-disciplinary
program is based on the Brain
Health in MS initiative, with the
aim of providing a small group
setting to educate and empower
people to consider various
approaches in maintaining
a healthy lifestyle.
If you are at all interested in
this, please give us a call, even
if you are regional, as we will
consider locations for running
this program based on level
of interest.

As much as we would like to be
able to make contact with you
all on a regular basis, being the
small team that we are, it is
not possible to do so. We also
understand that some of you
prefer not to have contact with
us on a regular basis.
We are not always aware of
people’s changing needs and we
do not want you to think that
you have been forgotten, so
please don’t hesitate to give us
a call if you would like to speak
with a community MS nurse at
any time. We love to hear from
you and will assist you as much
as we can.
Best wishes,
EMMA, PAMELA,
JO AND AMANDA
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NEW COMMUNITY
DEVELOPMENT COORDINATOR
Hi I’m Kate, I joined the team
at the MS Society in May last
year as office administrator/
receptionist. However, I left
to have my son, and have
returned in my new
role as the community
development coordinator.

In my new role I will be
organising information
sessions and helping to keep
our members connected
through activities and events
including peer support groups.
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I have a beautiful family
which includes my husband,
four children and a
greyhound; and I am working
on completing my Bachelor
of Psychological Sciences in
the very little free time I have.

I am really looking
forward to getting
to know more of the
MS community and
working within the
client services team.
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CLIENT SURVEY RESULTS
Our MS community
Most common
symptoms experienced

35%
30%
25%

Gender

20%
15%

Age

Location

Balance 71%

10%

Heat intolerance 67%

5%
0%

■ Female
■ Male

Our services

■
■
■
■

Fatigue 83%

18-24
25-34
35-44
45-54

■ 55-64
■ 65-74
■ 75+

83%

said they receive enough information about
our upcoming events and services.

40%

■
■
■
■

SA Metro
SA Regional
NT Metro
NT Regional

“Thanks for the services and
support you offer. Your team are
always helpful and understanding
which is deeply appreciated.”

“Would love for
information sessions
to be available online.
Other than that, keep
up the good work.”

accessed one or more of our client services,
programs or supports in 2017/18.

31%

are interested in seeing some education sessions, and
wellness programs offered as a webinar or online forum.

12%

have received employment support from our Disability
Employment Services division, Multiple Solutions.

“It's difficult for me to
be involved in events
because of transport
issues. I may be more
involved with the
webinars.”

Weak legs 60%
Bladder/bowel concerns 59%
Muscle weakness 58%

“I have always found
the MS Society to be
a brilliant source of
information, assistance
and support. I feel really
happy knowing it is just
a call or e-mail away.”

“All MS staff are highly
trained and empathetic.
I wish I had engaged sooner!”

“Fantastic organisation
with friendly and supportive
nurses when needed.”

“If in the future my health dictates that I need to access the
services you offer I wouldn't hesitate to do so. I greatly admire the
work you do. I read the Network magazine cover to cover. I would
be interested in finding out about the exercise and hydro classes.”
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MY INVISIBLE MS

It might be frustrating when the people close to you don’t seem to understand how
your MS is affecting you, but there could be a good reason why. People process information
differently. Try to understand why they might not ‘see’ your invisible symptoms.

Are you hiding it well?

Do they understand?

Many people with MS prefer to
hide how much their symptoms
are affecting them, or think
they shouldn’t make a fuss. This
can lead to people assuming
you’re okay when you really
aren’t. Make sure you’ve had the
conversation about how your
symptoms affect you before
judging others too harshly.

Some MS symptoms like
spasticity, and nerve pain can
be quite difficult concepts to
understand—especially if
you haven’t experienced them
yourself. And while everyone
has experienced being tired
or fatigued, they might not
understand how it compares
to MS fatigue. Be patient,
and understand that it might
take some time for people
to understand how your MS
symptoms really affect you.

What’s going on
in their lives?
Sometimes people are so
wrapped up in what’s going on
in their own life, they forget to
see what’s happening to you.
Remember that it’s not that
they don’t care, they might
just be a little preoccupied.

Tips to help family and friends understand
 Educate the people around you about how MS affects you
and the symptoms you experience. Emphasise that while
you might look okay, some symptoms aren’t always visible.
 Highlight when your symptoms are flaring up and remind
them about your limitations.
 Explain how your symptoms affect you again and again,
and in different ways. If people are finding it difficult to
understand, try using examples they can relate to.
 Use open and honest communication. Explaining the impact
of your symptoms is not the same as making a fuss.

For advice on helping your family and friends to understand your invisible
symptoms speak to an MS nurse, and grab some handy resources from our
Hillcrest office.

Sources: MS Trust UK
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WORLD MS DAY

World MS Day is fast approaching for another year, on 30 May.
The 2019 World MS Day theme is Visibility and the campaign is
My Invisible MS. As a community this is the perfect opportunity
to raise awareness of the invisible symptoms of MS and its
unseen impact on quality of life.
The campaign will give you a
voice to share your invisible
MS symptoms and express
what you want others to know
and understand about MS,
in order to challenge common
misconceptions and help
people understand how to
provide the right support.

World MS Day is an
internationally recognised
annual event, with events
and campaigns taking place
throughout the month of
May. It brings the global
MS community together
to share stories, raise
awareness and campaign
with and for everyone affected
by multiple sclerosis.

Join us for this year’s very special World MS Day
event on Thursday 30 May!
Bring your family and friends along to experience for themselves the invisible
symptoms people with MS live with every day. This year’s event will have interactive
booths, food, fun and guest speakers—more details to come.

Help us celebrate the theme of Visibility, with a focus on creating an understanding
of invisible MS symptoms, and raising awareness of MS in our community.
Keep an eye out on our Facebook page and website for more details.
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HELEN’S
STORY

Since Helen was diagnosed with MS 20 years ago, she has dedicated her life to educating others
about MS, mentoring people newly diagnosed, and raising money for MS services and research.
She believes in being open and honest about her MS and sharing her story to help others understand
that symptoms can be invisible to everyone, except the person living with MS.
On the average day, Helen could
be walking around with pins
and needles from the waist
down. If it’s hot or if she’s feeling
stressed, they can be even
more intense than usual. “I can
go to the shops with friends
and they’ll go ‘what have you
done to your leg, you’re limping’.
But of course it’s just the MS,”
Helen says.
Fatigue is also a major symptom
Helen experiences regularly
and is one that people find
particularly hard to understand.
“You can get tired from working
a full day, but someone with
MS getting fatigue is totally
different. It is hard for people
to understand it, but I’ve found
that my friends are quite
supportive. It’s just all about
communication,” Helen says.
“I’m very much open to telling
people I have MS. I have found
that some friends have either
got family members that
have MS, or other people they
know have MS.”
Following her diagnosis,
Helen did a lot of research on
multiple sclerosis, so she could
understand it and better explain
it to others. Not long after she
had gotten back on her feet
after the initial shock of her
diagnosis, she was out visiting
schools participating in the MS
Readathon to teach children
about MS.

Openly communicating her MS
to others means she is able to
do the things she loves, while
adjusting to suit her symptoms.
One of Helen’s hobbies is
rock and roll dancing with her
husband. “I was upfront and
honest straight away when
I joined; I said I’ve got MS
so I’ve got a bit of a balance
problem. I love watching the
girls who can spin heaps of
times; I can spin once, that’s it.
But we just adjust it for me.”
As a member of the MScheivous
Bunch—a community
fundraising group of people
with MS—Helen uses the
many events they hold as an
opportunity to talk to people
with little-to-no knowledge
about the condition, and explain
how symptoms can impact
people with MS.
Helen has seen firsthand how
the invisible symptoms of
MS can be misjudged. On one
particularly hot day, Helen
had gone out shopping and
decided to use her disability car
park because her symptoms
were flaring up from the heat.
As she was getting out of the
car, a woman yelled at her to
leave the carpark because
‘she did not have a disability’.

“I’ve had people come up to
me and we’re talking about
MS and I’ll say ‘I actually have
MS myself, I’ve had it 20 years
and I don’t look like I’ve got it,’”
Helen says.
With a passion for helping
people with MS, Helen has just
finished a mentoring course
and started a Certificate III
in Disability. She also runs a
peer support group in Gawler,
because she loves sharing
her knowledge and giving
others living with MS hope
for the future.
When asked what advice
Helen would give to others
who have trouble helping
people understand their invisible
symptoms, she says, “I think
just being open and honest with
everyone on how you’re feeling,
is the best way to go. I know
it’s hard for people sometimes
to do that, but I think it is the
best option to go with.”
“Just tell them how you’re
feeling, and keep on telling
them until they get it. People
do take time sometimes to get
it. You feel like you’re repeating
yourself over and over again,
and it can be frustrating, but
I think just keep on pursuing
and telling people how you’re
actually feeling.”

We’d love to share your
positive MS story in the
next issue of Network!
Contact our Marketing team at
communication@ms.asn.au.
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“I think just being
open and honest with
everyone on how you’re
feeling, is the best way
to go… Just tell them
how you’re feeling, and
keep on telling them
until they get it.”
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LIVING AND
AGEING WELL
WITH MS

Contact MS Assist for advice on ageing well with MS,
transport options, and your living and care needs.

As you age with MS, you will experience normal ageing changes
in addition to your MS symptoms. It’s important to remember that
not all health issues you experience as you get older will be caused
by your MS or its progression. There are ways to manage age
related health issues and impacts on daily activities, so you
can continue to live and age well with MS.

Mobility and falls
Not only are weak muscles a
symptom of MS, they are also
a symptom of just getting older.
Along with vision changes,
pain, swelling and reduced
range of motion. Even those
without MS find it harder
to walk around when going
through these changes.

For both older adults and people
with MS, mobility changes
can increase the risk of falls.
To reduce the risk of falling, try:
 wearing suitable and wellfitting footwear that have
laces or Velcro, and aren’t
too heavy (boots are ideal
as they support the ankle)
 assessing your surroundings
and planning the safest
route, with the least obstacles
 removing clutter and hazards
from the main routes you use
in the house
 taping down mats and
rugs, and wires and cables.

THE OFFICIAL MAGAZINE OF MULTIPLE SCLEROSIS SOCIETY SA/NT

Driving

Life changes

As you get older changes in your
vision, strength and range of
motion can affect your ability
to drive. Also cognitive changes
with perception, judgement
and responsiveness can make
driving unsafe.

As people age with MS, they
often worry about relying too
much on their family and friends
as their care needs increase.
This also leads to worry about
moving into an assisted living
or nursing facility. You’re not
alone, people getting older
without MS also experience
similar concerns. There are
a range of care options to
consider, and these can be
discussed with a social worker
or occupational therapist.

You should regularly selfassess your ability to drive to
keep yourself and others safe.
Some options include:
 taking some practical lessons
to adjust your driving skills
to suit your symptoms
 having regular vision
assessments
 reducing distractions,
such as talking to others
and listening to music
 planning your routes
in advance.

It is also important you
keep yourself healthy with
regular health check-ups.
Speak to your GP about
regular screening exams.
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ROYAL COMMISSION
INTO AGED CARE
QUALITY AND SAFETY

In September 2018, Prime Minister
Scott Morrison announced a Royal
Commission into Aged Care Quality
and Safety.
We welcome this opportunity for people
ageing with MS to raise issues and
concerns about the aged care system
in Australia and make suggestions for
improvements. We especially welcome a
focus for the Commission being on young
people living in residential aged care.
We strongly encourage you to have
your say either by making your own
submission to the Royal Commission
about any issues or concerns you have
about the aged care system and/or
by sharing your story so MS Australia
can include it in their submission to
the Commission. Email MS Australia at
info@msaustralia.org.au.

Making a complaint
We welcome all feedback about the quality of the services and
supports we provide. Raising your concerns gives the MS Society,
and other aged care service providers, the chance to improve
our care.
If you have a complaint about the aged care services you have
received from the MS Society, or another service provider, you
can call or email the organisation directly.
If you don’t feel comfortable going to the organisation with your
issue directly, you can contact the Aged Care Quality and Safety
Commission on 1800 951 822.

For details on how to make a
submission and the Commission’s
terms of reference, please visit:
www.agedcare.royalcommission.gov.au.
Submissions to the Commission
can be made until 30 June 2019;
the Commission’s interim report will
be provided by 31 October 2019.
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UPCOMING
EDUCATION
SESSIONS

MS staff visit
Bordertown
When: Thursday 16 May
Where: Bordertown (venue TBC)
Join our MS staff on the
Limestone Coast, to share
information about living with
MS, and learn more about
health management.

Continence education
session – Darwin
When: May 2019 (date TBC)
Where: Darwin, Northern
Territory (venue TBC)
The MS Society SA/NT
has received a grant from
Continence Foundation
Australia to hold a continence
education session in 2019!
Join our MS continence nurse
to learn more about continence
management options.

Sleep workshops

Wellness series

Studies show most adults
require between seven and
nine hours of sleep every night
to ward off fatigue and to stay
alert throughout the day.

Are you looking for advice and strategies to help you ‘live well’
with MS?

Poor sleep is common
in MS so it is important
to develop good sleep
habits to improve quality
of sleep over time.
Our occupational therapists
offer a four-week educational
series about sleep and MS.
Learn how sleep works, the
impacts of MS on sleep, and
practical ways to improve
your quality of sleep.

The MS health team have put together a series of small group
workshops to cover the key areas of wellness. Sessions will be led
by specialist experts ranging from a dietitian, physiotherapists,
a mindfulness instructor, and occupational therapists.
WEEK 1:		

Diet and fitness

WEEK 2:

Stress management

WEEK 3:

Fatigue management

WEEK 4:

Sleep hygiene

Each session will include a 30-minute fitness activity and 45
minutes of interactive information. Learn practical tips and gain
specialist advice to empower you to live well with MS.

Contact MS Assist to
register your interest for
our upcoming education
sessions!
We want your feedback
Let us know when and
where you would like to
see these sessions held
in 2019.
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MS PEER SUPPORT

REGION

CONTACT

PHONE NUMBER

Adelaide Hills – Mount Barker

David

0410 451 301

Barossa

Penny

0488 952 211

City based for workers

Jess

0403 155 696

Clovelly Park

Christine Sutherland

8276 3779

Darwin

Sarah

0439 885 604

Fleurieu/Strathalbyn

Samantha

0410 582 269

Gawler

Helen Hoppmann

0403 295 348

Gawler Evening Group

Helen Hoppmann

0403 295 348

Hard Yakkas (Salisbury)

Tallia Coulter

0403 766 157

Kapunda

MS Assist

1800 812 311

Kensington (Overcoming MS Group)

Pam Schartner

8331 9360

Modbury

Gary Griffiths

0411 100 796

Gwenda

8723 0098
0448 768 504

Noarlunga

Jude Brown

8322 5441

Port Pirie

Anne

0448 321 610   

Riverland

Crystal

0418 690 013

South East Support Group

Kay Cavill

0407 615 118

Tailem Bend

Sue Griffiths

8572 3914

Under 35s (and a bit older)

Nicole

0417 003 547

Western Suburbs

Enza

0433 972 312

Mount Gambier

FACEBOOK ONLINE PEER SUPPORT GROUPS
People with MS, and families and carers have 24-hour access to peer support at their fingertips with our private Facebook groups.
MY SOCIETY
This is a private and safe place for people living with multiple sclerosis in SA and NT to chat, seek advice and share stories.
To protect the privacy of members, this Facebook group is not open to the public. Request access from MS Assist to join.
MY SOCIETY – FAMILY AND FRIENDS
This is a private place for family, friends and carers of people living with MS to chat, share information and connect with
others who are supporting someone with MS. Simply search My Society – Family and Friends and click ‘request to join’.
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MS EXERCISE GROUPS

If you experience the physical symptoms of MS such as balance
and coordination issues, muscle weakness or spasticity, regular
exercise can help you to manage and improve on them.
Exercise is also great for
improving heart and brain
health, improving strength
and endurance, and relieving
MS related fatigue.
A physiotherapist can support
you to become more active
and manage the physical
symptoms of MS, in or out
of the water. Water based
exercise (or hydrotherapy) is a
fun and gentle way to increase
strength and mobility. Exercising
in water helps to keep body
temperatures down, which is
important if you are sensitive
to heat, and the water can be
much easier to move in for
those with muscle weakness.

All group exercise and
hydrotherapy programs
are run by an experienced
physiotherapist, or instructor.
The cost of the classes is
subsidised by the MS Society,
and some classes are available
through your NDIS plan.
There may be a screening
assessment before the first
group class, so each class can be
personalised to suit your needs.
For our hydrotherapy classes,
participants need to be able to
dress/shower independently or
bring their own support person
to assist.

The MS Society hosts a range
exercise and hydrotherapy
groups across metropolitan
and regional South Australia, in
conjunction with other health
partners.

Nurioopta

Calling for expressions of interest

Payneham

When: Mondays 9:30 – 10:30 am, 10:45 – 11:45 am
Where: Life Care Active, Payneham
Cost:
$10 per class

Reynella

When: Tuesdays 10:30 – 11:30 am
Where: Reynella Neighbourhood Centre, Old Reynella
Cost:
$7 per class
When: Fridays 11 am – 12 pm
Where: Life Care Active, Reynella Village Hall, Old Reynella
Cost:
$10 per class

Aldinga

When: Thursdays 10 – 11 am
Where: Life Care Active Community Hall, Aldinga Beach
Cost:
$10 per class

Hillcrest

When: Wednesdays 10 – 11 am, 11 am – 12 pm,
and Fridays 11 am – 12 pm, 12 – 1 pm
Where: MS Society Head Office, Hillcrest
Cost:
$8 per class

Port Pirie

When: Wednesdays 11 am – 12 pm
Where: Thrive Health Centre, Port Pirie
Cost:
$8 per class

Contact MS Assist to register for any
of our exercise or hydrotherapy groups!
Let us know when and where you would
like to see these sessions held in 2019.
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HYDROTHERAPY

Daw Park

Calling for expressions of interest
When: Thursday afternoons
Where: Repatriation Hospital, Daw Park

Glen Osmond

Calling for expressions of interest
When: TBC
Where: StateSwim, 548 Portrush Rd, Glen Osmond

Klemzig

When: Thursdays 9:30 – 10:30 am, and Fridays 12:15 – 1:15 pm
Where: Klemzig pool (School of Little Swimmers), Klemzig
Cost:
$8 per class

Klemzig (Assisted)

When: Thursdays 10:30 – 11:30 am
Where: Klemzig pool (School of Little Swimmers), Klemzig
Cost:
$10 per class

Victor Harbor

When: Thursdays 12 – 12:45 pm
Where: Fleurieu Aquatic Centre, Hayborough
Cost:
Pool admission fee on entry
($5 for concession entry and $6.20 for non-concession)
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E M P L OY M E N T

ELAINE’S
STORY

For over 20 years, Elaine has
been working in schools as a
school services officer (SSO)
and loving working with kids to
help them reach their potential.
As her symptoms have
progressed over years living
with secondary progressive MS,
working has become more and
more uncomfortable but she is
determined to stay at work in
the job she enjoys.

“Once I’m in
the classroom
I’m just happy.

After doing some voluntary work
at her daughter’s school, Elaine
found out about a short course
she could do to make working
in schools a career. Since then,
she has bounced around schools
all over Adelaide working as a
SSO in primary and secondary
schools, but has been in her
current role for about nine years.

In the summer heat, Elaine
notices her legs get worse and
finds she is more prone to falls.
She also lives with numbness in
her feet and hands.

Working with children with
special needs, Elaine says she
can really relate to the kids
and uses her own limitations
to make them feel more
comfortable about their issues.

I had a child the other day who
was too scared to go into the
classroom and hadn’t been at
school much. And I just told him,
it’s not because of my age that
I have to use a scooter or the
walker, I’ve got really wobbly
legs. I get really embarrassed
too,” Elaine says.

Elaine says she knew she
desperately needed help after
a fall in 2015 that broke her
foot. She had to go back to work
with a boot on, and couldn’t use
crutches due to her balance
issues. She reached out to the
MS Society who provided her
with a wheelchair for home
and put her in touch with the
employment services team at
Multiple Solutions.
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Employment support staff
organised a lightweight walker
for Elaine, which she could
easily lift in and out of the car.
They then came out to her
workplace, to see what else
they could do to make work
more comfortable.
Elaine now has access to
an electronic scooter for
work, special chairs and back
supports. Three automatic
sliding doors were installed
in the main office for easy
access when Elaine is using
her scooter or walker, and
handrails in the bathrooms.
Elaine also lives with major
bladder and bowel issues, which
can be difficult to manage in
between classes. She asked
Multiple Solutions for help with
negotiating her hours down
to two days a week, and to
move her workspace closer
to the bathrooms.
Now with some changes and
modifications to her working
conditions, Elaine is finding it
much easier to manage her

MS symptoms at work and can
focus on doing what she loves,
helping her students.
“We’re doing long multiplication
and division... One student the
other day said to the teacher,
‘Mrs Jones has explained it
all, I know how to do it now.’
That made me feel really good.
The kids make it,” Elaine says.

Do you need help
managing your
symptoms at work like
Elaine, or help staying
in your current job?
Contact Multiple
Solutions on
1800 053 154.
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DISCLOSING
YOUR MS
AT WORK

Whether or not you decide
to disclose your MS to your
employer is your choice, but the
decision isn’t always simple. It
should be based on your own
needs and priorities, and the
effect of your symptoms on
your daily work duties.
Your workplace rights are
protected under the Fair
Work Act, which states
that employers must
take reasonable steps to
accommodate the working
needs of employees with
multiple sclerosis, unless this
causes unjustifiable hardship
to the business.
Before you disclose, consider
the possible benefits and
consequences of making
your diagnosis public.

The benefits of
disclosing may include:
 additional employer support
with renegotiating work hours
and duties
 the opportunity to ask
for modifications to your
workspace to suit your needs,
and increase your overall
productivity at work
 your employer understanding
why you need to take
extended time off when you
are having a relapse, or have
a specialist appointment
 raising awareness of the
condition and challenging
inaccurate stereotypes people
may have about MS.

The potential
consequences of
disclosing are that:
 employers and colleagues
may have negative views
or inaccurate stereotypes
about multiple sclerosis
 employers and colleagues
may also be concerned that
you will frequently need to
take time off, putting more
pressure on them
 your employer may assume
that you will not want or be
eligible for further training or
promotions
 colleagues may act differently
towards you, focusing on
your health status rather your
work talents and abilities.

If you do choose to disclose your
MS to your employer, it may
be helpful to talk through your
decision with our employment
services staff at Multiple
Solutions to get advice on
your options.
Based on your relationship with
your employer, decide if you
want to have an informal chat
or a formal meeting and take
a support person along with
you if you need. Write down
what you discussed and send
it to your employer afterwards,
so you have a record of what
was agreed.
REMEMBER, your employer
is not allowed to tell your
colleagues about your MS
unless you have said it is
okay to do so.

Contact our specialist
Disability Employment
Services staff for
advice and support
on disclosing your
MS in the workplace
on 1800 053 154.

Sources: MS Australia, Guide for Employees
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SUPPORTING RESEARCH

SEX HORMONES IN MS
WRIT TEN BY MS RESEARCH AUSTRALIA
MS is a condition that does not affect men and women equally,
with three times more women than men diagnosed in Australia
and the number of women with MS on the rise in most countries
around the world.
In fact, women are more
commonly affected by
autoimmune diseases generally.
Women tend to develop MS
earlier and have more frequent
relapses, while men progress
faster and often have worse
outcomes. This has led many
to wonder whether differences
in men and women are partly
responsible and particularly about
the role of sex hormones in MS.

What are sex hormones
and what do they do?
Hormones are messenger
molecules made by the body
that are released into the
bloodstream. Sex hormones
control and regulate the
reproductive system and also
give men and women their
different characteristics. While
all sex hormones are made by
both men and women, particular
sex hormones are associated
with each gender and are found
at much higher levels in either
women or men.
The main sex hormones in
women are oestrogen and
progesterone. These hormones
are mostly produced by the
ovaries and control reproductive
development in girls.
Progesterone also has important
roles in pregnancy and
breastfeeding. Testosterone
is the sex hormone that is
higher in men and is produced
in the testes. Testosterone
is important for sperm
production and muscle mass.

While these are the main roles
of the sex hormones, they
do also have effects in other
tissues such as the brain, spinal
cord and immune system.

Sex hormones and
risk of developing MS
The risk of developing MS
changes throughout life and
most people are diagnosed
in early adulthood. When MS
occurs in children, boys and
girls are affected equally, but
after puberty the number of
females diagnosed sharply
rises. After menopause, the risk
of developing MS in men and
women is again similar. This
is thought to be linked to the
relative levels of sex hormones
in women changing through the
course of their lives. Low levels of
testosterone in men is linked to a
higher risk of developing MS; men
with MS have lower testosterone
than men without MS but the
reasons for this are unclear.

Pregnancy and MS
Pregnancy affects the course of
MS in women with the disease.
During pregnancy, particularly in
the second and third trimester,
there is a protective effect with
relapse rates dropping up to
70% compared to levels before
pregnancy. However, there is
also an increased risk of having
a relapse after the baby is born,
with women three times more
likely to have a relapse in the
3-6 months immediately after
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giving birth. This is thought
to be due to changes in the
mother’s immune system that
occur during pregnancy that
lead to increased immune
tolerance (the immune system
is ‘calmer’ and more tolerant of
‘foreign’ cells), to ensure that the
mother’s immune system does
not attack the growing foetus.
Big population studies have
suggested that, on average,
having children does seem to
reduce the risk of developing MS
but pregnancies do not seem to
affect the overall accumulation
of disability in women with MS.
Many MS medications are not
suitable for use during pregnancy,
so it is important for women
with MS who are considering or
planning pregnancies to discuss
their treatment options with
their medical team.

Breastfeeding
It has been difficult to determine
the effect of breastfeeding on
MS, with some research showing
it may be beneficial and reduces
relapses in women with MS
while others have shown it has
no effect. This is complicated
by the fact that women who
have more severe MS are
less likely to breastfeed or
breastfeed for shorter periods.
Disease modifying therapies
are also not recommended
while breastfeeding, meaning
many will make the choice to
forgo breastfeeding in order to
restart treatment. Women who
breastfeed their babies also have
a lower risk of developing MS
and babies who are breastfed
have a lower risk of paediatric
MS and adult MS later in life.

Fertility and assisted
reproductive
technology (ART)
There is no evidence to suggest
that MS itself affects fertility,
meaning people who have MS
have the same chance of having
children as those without MS.
As with the broader population,
there will be some people who
have MS who are also unable
to have children naturally and
some of these will use assisted
ART. This usually includes
the use of medications such
as those that block or mimic
the effects of gonadotrophin
releasing hormone, to stimulate
ovulation. For some women the
resulting eggs are harvested
and egg and sperm are joined
together outside the body in a
laboratory and returned to the
uterus using a process called in
vitro fertilisation (IVF).
In studies of women with MS
who have undergone ART, there
has been an increase in relapses
observed following the use of
ART, but this seems to be more
likely in cases where a particular
class of medications were used
to stimulate ovulation (those
that mimic gonadotrophin
releasing hormone, known as
agonists, rather than another
class that block gonadotrophin
releasing hormone, known
as antagonists) or where
the treatment failed. More
research is needed to clarify
whether this is linked to the
medications used, the fact that
the women are off their MS
medications while undergoing
treatment or the stressful
nature of the situation.
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Menopause and
hormone replacement
therapy (HRT)
Traditionally it has been
thought that symptoms of MS
worsen during menopause,
although this is difficult to
distinguish from the natural
progression of disease with
age. HRT is a treatment given
to help alleviate the symptoms
of menopause. HRT usually
consists of oestrogen and
progesterone, hormones that
women stop producing at
menopause. Newer studies
have reported that women
with MS who are treated with
hormone replacement therapy
saw an improvement of MS
symptoms including fatigue
and cognitive impairment and
have a higher quality of life but
further research is needed.

Oral contraceptives
and MS
Oral contraceptives
(medications given to prevent
pregnancy) are also usually
made up of oestrogen and/or
progesterone. Research into
whether oral contraception
changes the risk of developing
MS has failed to find a
consensus, with some studies
showing small decreases in
risk, some showing increased
risk and others finding no
differences when compared to
women who did not take oral
contraceptives. Whether oral
contraceptives affect symptoms
of MS and progression of
disability is similarly unclear,
with both positive and negative
reports on the effects of
oral contraceptive use.

How do hormones affect MS?
Sex hormones produce their
effects on the body through
interactions with target cells
in the body’s tissues and it is
now known that cells of the
immune system also respond
to sex hormones. Since MS
is caused by immune cells
attacking the brain and spinal
cord, this means that sex
hormones could be having a direct
effect on the way MS develops
and progresses in an individual.
Oestrogens are known to have
mostly anti-inflammatory
effects — that is they generally
dampen down the immune
system response. However, they
can also promote inflammation
and this may explain the higher
rates of autoimmune diseases
in women. The other female
hormone, progesterone, is also
generally anti-inflammatory,
pushing the immune system
towards a less active state.

Testosterone, the sex hormone
associated with males, is
thought to protect against
autoimmunity by interacting
with immune cells and
suppressing the immune system.
This suppression is thought to
be one mechanism that leads to
the lower level of autoimmune
conditions, including MS, in men.
Testosterone can also enter the
brain and may protect nerve cells
from damage and act directly on
the thymus (an immune organ
located in the neck) to increase
immune tolerance and reduce
the chance of the immune
system attacking the body.

Visit MS Research
Australia's website:
www.msra.org.au for
the full article, and for
more research news
and updates.
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NDIS

GARY’S STORY

Gary lives with mobility and
balance problems, and uses
an electric scooter as his main
mode of transportation when
out of the house. Recently
he received funding from the
National Disability Insurance
Scheme (NDIS) to have a
car lifter installed to lift his
scooter in and out of the car,
and he says it’s the best thing
he’s ever done.
Working as a surveyor in the
Northern Territory, Gary’s
work colleagues started asking
why he was limping when
he walked.
A few years later, he went to
the doctor to get it checked
out and was diagnosed with
primary progressive MS.

As his mobility issues started
to progress, Gary was on the
lookout for a mobility aid that
was easy to transport and fold
up. He found a transportable
electric scooter, which folds up
at the touch of a button. But
weighing at 27 kilograms, it
took two people to lift in and
out of the car.
When Gary was approved for
an NDIS plan, the first support
he asked to be funded was a
car lift to help lift his scooter
into the back of the car.
Gary approached Anita, an
occupational therapist at the
MS Society, to help write up
a report to verify that the
car lift was a reasonable
and necessary support.
Anita reported the symptoms
Gary lives with, how they
impact his daily activities and
how a car lifter could help him
become more independent
when travelling.

Five months later, the funding
for Gary’s car lifter was
approved by the NDIS. “Before
the lifter, me and my wife
used to lift it into the back of
the car… But by doing that, it
meant my wife had to come
with me,” Gary says.
With the car lifter, it now takes
Gary just a couple of minutes
to get the scooter in and out
of the car on his own. He has
his independence back, and
he can now drive out to the
local shopping centre and
peer support group meetings
without the help of his wife.

Do you want to be
more independent like
Gary? Contact our NDIS
support team through
MS Assist for access
to our NDIS funded
services and supports.

MAKING A
COMPLAINT
We do our best to provide
every person with MS with
quality services and supports.
If you have a complaint about
the NDIS funded services
you have received from the
MS Society, or another NDIS
services provider, and you don’t
feel comfortable going to the
organisation with your issue
directly, there are external
organisations you can talk to.
 South Australians contact
NDIS Quality and Safeguards
Commission, 1800 035 544.
 Northern Territorians
contact the Health and
Community Services
Complaints Commission
on 1800 004 474.
 For those with hearing or
speech impairments, make
your complaint through the
National Relay Service on
1800 035 544.
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WHAT IS SUPPORT COORDINATION?

Support coordination can help you put your NDIS plan into action and make sure you get the support you need to achieve your goals. The
foundation of support coordination is ‘what would you do if there were no barriers, and what services and supports can help you achieve that’.

How can a support coordinator help me?

How can I access support coordination?

Your support coordinator will help you fully utilise your plan’s budget,
and have access to all of the supports and services you need. They
work with you to help achieve your NDIS goals, and personal goals, by:

Support coordination is funded through the NDIS as a capacity
building support, and must be identified and discussed in the
planning stage to be included in your plan.

 providing information on the different services available

Contact our NDIS support team through
MS Assist for more information, or to
access our support coordination services
with your NDIS plan.

 referring you to NDIS registered service providers that suit your needs
 creating a budget for your NDIS funds
 helping you prepare for annual plan reviews
 attending community events with you as you explore
new activities to engage in
 helping you prepare for a move
 liaising and negotiating with service providers if any issues arise.

A SpeediCath for everyone
Everybody is unique and there’s not one
product that best fits all.
The SpeediCath range offers hydrophilic intermittent catheter
solutions for individual needs, preferences and lifestyles both for
men, women and children who need to catheterise.

Instantly ready to use,
because of our unique
hydrophilic coating
Polished eyelets ensure
maximum comfort when
inserting and withdrawing
the catheter
Free from RVC and
phthalates

Find out what SpeediCath is right for you by contacting
Coloplast on:
1800 316 650
www.coloplast.com.au/products/
Find-the-right-product

Coloplast Pty Ltd, PO Box 240, Mount Waverley, VIC 3149 Australia
www.coloplast.com.au The Coloplast logo is a registered trademark of Coloplast A/S. © 2019-01 CON645. All rights reserved Coloplast A/S, 3050 Humlebaek, Denmark.
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FUNDR AISING

MS MIGHTY
SWIM 2019

Hundreds of swimmers flooded
Unley Swimming Centre in
February to swim 24 hours
straight while raising funds
for people living with multiple
sclerosis in South Australia and
Northern Territory. The annual
MS Mighty Swim was a huge
success, with 12 teams and
almost 300 participants, raising
over $106,000—exceeding
last year’s total!

The MS Mighty Swim is the
biggest fundraising event in the
MS Society calendar. Teams
fundraise for months in the lead
up to the big weekend, where
they compete to swim the most
laps in 24 hours. A weekend full of
fun, and community spirit, it was
great to see many new faces
and the faces of those who have
been with us for many years.
Graham has been participating
in the Mighty Swim from the
beginning, taking part in the
very first event back in 2006
swimming for Team MS. “The
atmosphere at the event is
amazing, there is no negativity
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and everyone is included. MS is
part of me, but when you see
others out there swimming for
the MS Society—that’s a noble
thing,” Graham says.
“Every year I am more confident
in my swim, and I always leave
wanting to do more laps the
next year. Swimming and being
able to swim, makes me feel
less affected by my MS. To do
something that many people
can’t do because of lifestyle
choices is a great achievement.”

Team MS is led by MS
physiotherapist Lee, and
encourages people with MS
and other disabilities, who
might not normally swim, to
get in the pool and have some
fun. This year Team MS raised
more than $21,000! Every
year Lee has over 30 people
in this team, some swimming
with the assistance of flippers,
kickboards, floaties and the like.
A new face to the Mighty Swim,
Alison overcame her fear of the
pool after working with Lee in
hydrotherapy for two years. Lee
says, “At her first hydrotherapy
session she looked and was
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terrified; however after
some coaxing and water
familiarisation exercises she
overcame her fear, and went
on after rehab to join the MS
hydrotherapy class at Klemzig.”
“She very tentatively entered
Team MS and to her surprise,
with the assistance of a noodle
and fins, swam four kilometres
at the Mighty Swim and raised
over $1,000!”
Team MS participant of 11
years, Ruth says, “My MS
superpower is swimming...
well, kicking with flippers and
a kickboard. I think the most

I have ‘swum’ has been 10
kilometres over the 24 hour
period. I love going to the MS
Mighty Swim because it is like
a family—we see the same
people every year and have
made some good friends.”

involvement in the MS Mighty
Swim. In a very fitting tribute,
the MS Society presented the
Ruth Ziegeler Award for Best
Team Spirit, which went to the
team who showed the best
team pride and encouragement.

This year was the first in the 14year history of the Mighty Swim
that Ruth Ziegeler, one of the
event’s founders, wasn’t with
us. Ruth passed away a few
months after last year’s event
and her presence was sorely
missed. She was an amazing
supporter of the MS Society
and an inspiration to so many
with her commitment to, and

The MS Society would like
to acknowledge the ongoing
contribution of Unley City
Council, and the staff at Unley
Swimming Centre for donating
their venue and their time to
this event every year. We would
also like to thank our amazing
participants, donors, volunteers
and sponsors for making the
event a huge success!

Follow our MS Society
SA/NT Events Facebook
page for updates on the
2020 MS Mighty Swim,
and our other upcoming
fundraising initiatives.

Photography by Paul Ellis and Christie Tyerman
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FUNDR AISING

NEW Community Fundraising and Events Officer
My name is Kate and I have started at the MS Society
as the new community fundraising and events officer.
I have a background in community, not for profit, and
corporate events and exhibitions. I love forming and
fostering new relationships and having a good chat.
I love music, wine, food, floristry, gardening and just being
outside in general. I have two energetic dogs (Buzz and Bella)
and a spirited toddler (Grace) who keep me on my toes.
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Are you interested in hosting an event,
bringing your local community club together,
and/or fulfilling a personal challenge all
while raising funds for people living with MS?
Contact Kate on events@ms.asn.au to start
fundraising in your community.
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CLIENT CHRISTMAS LUNCH

LET’S START A CONVERSATION
Is there something you’ve read in Network you’d like to know more about?
Do you have feedback, a compliment, or a complaint about the services
you have received at the MS Society?

MS Assist
1800 812 311
msassist@ms.asn.au

Do you have a story you would like to share in the next issue?
We’d love to hear from you!
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