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MS Queensland is very excited to announce the rebranding of our community 
fundraising program is now complete!  
 As you may have heard, MS Queensland has had to step away from Kiss Good-
bye to MS, and has developed a new brand, called Team Cure MS.  
All funds raised by our amazing fundraisers around the state will continue to sup-
port research activities and our commitment to finding a cure for MS.  
Our new website is officially launched – head to www.TeamCureMS.org.au and 
check out the new tools and resources available. You can also find us on Face-
book and Instagram under ‘Team Cure MS’. Please give us a ‘Like’!  
MS Queensland is currently looking at ordering brand new merchandise for this 
brand, so watch this space! There are hopes to also have an online store set up 
in the near future! 

http://www.TeamCureMS.org.au
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We are very excited to announce a new partnership with the 

Pro-Bono Financial Advice Network! 

 

The Pro-Bono Financial Advice Network (PFAN) is an industry 
wide collaboration that connects financial advisers willing to 
provide pro bono advice to Australians in times of financial 
hardship, specifically personal health crisis. Diagnosis of MS 
or another progressive neurological disease (PND), or a sud-
den worsening of symptoms can be a stressful time both emo-
tionally and financially, which is why this service is so im-
portant. 

Through the Pro Bono Financial Advice Network, advisers will work with people with MS and oth-
er PND in Queensland to improve their understanding of financial issues and to help give them 
peace of mind about their financial future. 

Financial advice will provide you with information on how to access financial support, Centrelink 
payments, superannuation and insurance benefits. Your financial adviser can also help you de-
velop strategies for investing lump sum insurance payouts, a budget and regular cash flow and a 
plan for financial security. 

MS Research Australia Patron Simon McKeon AO is a former AMP Chairperson, Monash Univer-
sity Chancellor, philanthropist and sportsman and has kindly helped the Pro Bono Financial Ad-
vice Network to produce this video about Pro Bono Financial Advice. 

 FIND OUT MORE  

For more information on the Pro-Bono Financial Advice Network and what you can expect from 
the service please download the Pro-Bono Question and Answer sheet or call 1300 491 955 (this 
number is open from 8am to 4pm weekdays). 

To apply please complete and submit the online Application for Pro Bono Referral Form. If you 
are unable to complete an online application then please print out the Application for Pro Bono 
Referral Form, fill it out in full and sign and date the back page 
or call the Network on 1300 491 955.  
 

 

 

 

https://www.msqld.org.au/site/images/probono_financial_advice_network.pdf
https://6-afa.cdn.aspedia.net/sites/default/files/uploaded-content/field_f_content_file/probonoadvicenetworkform.pdf
https://6-afa.cdn.aspedia.net/sites/default/files/uploaded-content/field_f_content_file/probonoadvicenetworkform.pdf
https://6-afa.cdn.aspedia.net/sites/default/files/uploaded-content/field_f_content_file/probonoadvicenetworkform.pdf
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CCSVI- The Story is Still Being Written"  
 

A recent study led by Dr Anthony Traboulsee at the Univeristy of British Columbia was presented 
at the 2017 Society of International Radiology annual scientific meeting in Washington D.C. The 
study comprised of 104 people with Multiple Sclerosis who were found to have Chronic Cerebro-
spinal Venous Insufficiency (CCSVI) and were randomised into either a treatment or a sham 
group. Half of the participants received venoplasty to open narrowings in jugular veins of the 
neck and/or azygos veins in the chest. Both patients and evaluating doctors were unaware of 
who received the treatment and who received placebo. 
 
Vascular experts, Neurologists and people with MS/CCSVI have raised concerns about this 
study and they fall into three main areas: 

* The participant selection included patients least likely to respond to treatment 

* There was no evidence provided that venous abnormalities were corrected by the procedure or 
that restenosis did not occur during the 48 week observation period 

* 48 weeks is not a long enough study to draw the conclusion that further research should be dis-
couraged. 

According to the UBC presentation slides, of those in the treatment group, the age of participants 
varied from 35-63 years (average 51) and average disease duration was 18.1 years. This is a 
relatively old cohort compared to MS drug trials which tend to recruit younger participants with 
early MS. We know that on average, people who have been diagnosed with MS for 18 years are 
likely to have significant neurological damage and restoring blood flow does not repair permanent 
damage done to the nerves. Additionally 39% of people in the treatment group had a progressive 
form of MS. Whilst anecdotally, people with progressive MS have reported improvement in symp-
toms such as fatigue and heat tolerance, they are unlikely to show improvements in disability 
scales or MRI according to Zamboni’s preliminary studies (CTV News 2017). 

Interventional Radiologist, Dr Salvatore Sclafani, has been treating CCSVI since 2009. He ques-
tions the appropriateness of the patient selection. Further he is concerned that the that the bal-
loons used were not of a high enough pressure, that veins were likely under-treated and that 
there was no report of whether veins had renarrowed during the 48 week observation period. Dr 
Sclanfani concluded that the UBC study did not provide results that would stop him treating 
CCSVI (CTV News 2017). 

            Continued over 

CCVSI the other side 

 
I ran an article in last months newsletter regarding CCVSI treatment which said in part:  

 

“Preliminary results of this trial were presented on 8 March, 2017, at the Society for Intervention-
al Radiology annual scientific meeting in Washington, D.C., USA. They showed no statistical dif-
ference in outcomes between the two study groups in terms of MRI measures of lesions, clinical 
assessments of MS symptoms and patient self-assessments. The research team concluded that 
venoplasty is ineffective as a treatment for people living with multiple sclerosis.” 
 
There is of course, always two sides to any discussion, and a group member Lynne Harris has 
passed on another side of the discussion regarding CCVSI treatment. 

https://www.sirmeeting.org/
https://www.sirmeeting.org/
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Finally it is premature to make the claim after 48 weeks observation, as Trouboulsee has, that 
“dilating the veins in the neck does not improve the symptoms of Multiple Sclerosis.” He claims 
that both the placebo and treatment group reported improvements but that there was no signifi-
cant difference and therefore no justification “to go forward with a larger, confirmatory study. It is 
done.” But this is not how science works, there is debate and a comparison studies to validate 
evidence. As Dr Sclafani states, “there are other trials nearing completion that are also double 
blinded with larger volumes of patients so we shouldn’t close the door before we have all the 
players in the room.” He also says that we haven’t seen the UBC paper published yet so that we 
cannot assess how they defined stenosis, whether the treatments were adequate and what other 
factors may have affected the results (CTV News 2017).  
 
Neurologist Alireza Minagar adds that this is an enormously complicated subject, there is a lack 
of unified methodology to investigate this concept and that more studies must be done to deter-
mine how to investigate CCSVI (CTV News 2017). He encourages “collaboration not confronta-
tion.” And it is precisely this kind of collaboration that will be underway in May at the Annual Sci-
entific Meeting of the International Society of Neurovascular Disease in May. The much awaited 
published results of the Brave Dreams CCSVI trial in Italy is expected to contradict the UBC 
study and there will be an update from Australia’s CCSVI trial presented.  
 

Don’t close the book on CCSVI yet – there are still many pages to be read!  
 
Kerri Cassidy  
 
Special thanks to CTV Canada for video interviews. Full interviews can be viewed via link below.  
CTV News 2017, “Study finds MS vein therapy ineffective, questions remain”, 8th March 2017, 
http://www.ctvnews.ca/health/study-finds-ms-vein-therapy-ineffective-questions-remain-
1.3315927  
 
If you've recently been diagnosed with MS or if you are looking at changing how you  
manage your MS, please speak to your neurologist or GP for advice about what medical  
treatments and self-management strategies might be most suitable for you.  

 

 

Lynne Harris, a person living with MS since 2001, is also undeterred.           
 
 

I have approached MS with a holistic lifestyle, daily exercise and vitamin 
supplements. I now deal with the effects of Osteoporosis as a result of 
Capaxone. While searching for a drug-free alternative I found an article 
by Dr Paolo Zamboni about CCSVI and undertook extensive research to 
understand the theory. I since enrolled in The Alfred CCSVI study in Mel-
bourne. If my jugular veins are found to be blocked, limiting blood flow 
from the brain, they will be treated by angioplasty which is a day proce-
dure without general anaesthetic. I am extremely interested in participat-
ing in this trial as people have had wonderful results without MS medica-
tion. My only hope is I will have as much success as so many. I feel lucky 
that I found CCSVI Australia’s website and the information I needed to 
make this decision.  
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8 WEEK BODY 
JOURNEY 

   for groups with Multiple Sclerosis 

Objective 
• To improve overall strength, increase muscle tone and flexibility. 
• Encourage precision and efficiency of movement 
• Learn how the use of breath can improve muscle recruitment 
• Focus on proper technique and form to improve development and avoid injury 
• Improve overall body awareness 
• Challenge and strengthen minor and stabilising muscles 
Learn principals of movement which can be applied to all physical activities 
 

Method 
Delivery of an eight week body journey assisting participants to understand their 
bodies whilst providing movement based exercises to improve overall strength 
and flexibility. This journey will explore a different body part each 
week and will include specific exercises to improve balance, flow and control. After complete this journey 
participants will have enjoyed an all over body conditioning program and will have learned the im-
portance of breath, control and technique during exercise programs and during every day life. 
During the first visit we would conduct initial assessments and allocate clients to the most suitable class 
groupings. The group would be introduced to common concepts of movement and frequently used termi-
nology and positions. Extra time would be taken to explain practically the importance of breath with 
movement. 
Sway Bar Studio Location 
Worongary Town Centre, 1 Mudgeeraba Rd, Worongary 
 

Term is 16 weeks         Contact Grant Turner for dates 0403 607 941 07 5635 6290    

       grant.turner@health.qld.gov.au 

Participants 
Group 1 - Mondays 8.30am to 9.15am - up to 16 participants 
Group 2 - Fridays 8.30am to 9.15am - up to 16 participants 
Class Times and Equipment used 
After an initial assessment, participants who are physically capable would work on both the 
Pilates reformers and other small equipment including mats, balls, rings and rollers. 
Participants who do not demonstrate the stability or physical strength to use the reformers 
will work purely with small equipment. Facilities will be available for participants that 
require seated exercise programs. 
 
Price per Participant per Class 
$15 casual or $12 pre-booked and paid one week in advance 
 
Sway Bar Pilates 
Worongary Village Centre 

1 Mudgeeraba Rd Worongary          www.swaybar.com.au                   0416 920 550 

From Grant 
Turner 

mailto:grant.turner@health.qld.gov.au
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    My Train … My analogy of life:  
 
 
Life in my eyes is like a railway line. My thoughts are that you are forever moving forward along 
the train tracks of life. Picture yourself as a train on a train track with a number stations and 
junctions scattered along the way. Every so often you get an opportunity, to either stay on the 
same train track or change to another line.  
You can stop at any station along the way to have a look around or change direction, but what-
ever you decide, you don’t go backwards, life only goes forwards. You can swap tracks as 
many times as you like, even return to the original track, but you do it further up the line. You 
don’t go back to where you hopped off, if you do nothing is the same because everything and 
everyone has moved on into their future.  
 
On our train throughout life we pick up passengers along 
the way, some get off, others are kicked off, some stay 
on and some of those who have hopped off, hop back on 
again later down the track.  Don’t be afraid to change 
tracks as long as you make every attempt to enjoy it and 
accept the change. The journey of life is an enjoyable 
one and should be seen as such, and if you look at the 
good things, don’t try to change the unchangeable and 
not stress too much about the bad things, then we end up 
enjoying the trip!  
 
My personal train, as most of you know, has changed tracks many times back and forth on dif-
ferent tracks, but I’ve always been moving forward. Once in a while, something blocks our train 
line, in my case, Multiple Sclerosis, not the only one, but the most life changing. I eventually 
found a detour to another track, found a new destination, slowed my train down (a lot) and de-
cided to see as much scenery along the track of life as I could.  
 
It was 35 years ago now, when my train met my “bridge out”, I changed tracks and fortunately 
there have not been ‘many’ other breakdowns along my way. When it has happened though, I 
assess the situation to decide my next move. It takes time and it takes rest, and sometimes 
with the use of needles or tablets I keep my engine running. I am a “lucky one” though, and life 
can be a lot harder for some with wheels falling off, bridges collapsing all around and running 
out of fuel. Whatever happens, we must move forward the best we can, even if the train runs on 
3 wheels and 3 cylinders.  
 
I am not sure how much having a positive attitude has kept that luck of mine but I know it hasn’t 
hurt. I do know that have a loving wife alongside me, to grease my bearings when I start to 
make a noise, has definitely helped.  
Stay positive, keep smiling.  EASY! Right? Maybe not, but let others see it is possible one way 
or another. 
 
You can follow my latest adventure to Brunei at http://michaelwithms.weebly.com/ and my trav-

el videos at https://www.youtube.com/user/michaelwithms.  

 
 
 

http://michaelwithms.weebly.com/
https://www.youtube.com/user/michaelwithms
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NDIS Get Ready Forums Gold Coast Quarter  4 – 2017        
     (April, May, June)  
 

 YFS NDIS Get Ready project in south east Queensland  
 

The NDIS Get Ready project gets people with disability, their parents  
and carers ready for the National Disability Insurance Scheme (NDIS).  

 
 The YFS Get Ready team work in Logan, Redlands and the Gold Coast.  
 YFS Get Ready will continue to host forums, provide home visits and phone support.  
 This is a free service for people with disability, their families and carers.  
 Throughout April, May and June 2017 we will be running 2½ hour information sessions in 
 various locations across the region.  
 
 Topics covered  
  • Overview of the NDIS and how it will affect you  
  • Goal setting and plan readiness  
  • How to be a confident and savvy consumer  
  • Navigating the NDIS and ways to start preparing  
 
The groups are kept to a maximum of 20 people to make sure the forum is interactive and people have an 
opportunity to ask questions.  
If you would prefer a home visit let us know and we can arrange to come and meet you at a time and 
place that is convenient for you.  
 
TO REGISTER OR FIND OUT MORE INFORMATION  

1. Visit the YFS Get Ready webpage (getready.yfs.org.au)  

2. Call the Get Ready 
team on (07) 3826 
1500 or 1800 772 383  

3. Email 

getready@yfs.org.au  
 

Robina Wednesday 
19 April 2017 

Robina Community Centre 
196 Robina Town Centre Drive 

(corner San Antonio Court) 
Robina 

Coolangatta Tuesday 
16 May 2017 

Kirra Hill Community Centre 
1 Garrick Street Street 

(Corner of Garrick Street 
and Powell Crescent) 

Coolangatta 

Ormeau Saturday 
3 June 2017 

Ormeau Centre 
3 Cuthbert Drive 

Ormeau 
10.00am - 12.30pm 

Freecall 1800 772 383 to book or to get further information 
  



8  

 8 

 
                                
       
 
   

 

 
 

A bit of fun Thanks again  
Morna and Neil 

 
A Cup of Tea made with cold water. 
  
One day my Grandma was out, and my Grandpa 
was in charge of me. 
 I was maybe 2 1/2 years old. Someone had given 
me a little 'tea set' as a gift, and it was one of my 
favourite toys. 
 Grandpa was in the living room engrossed in the 
evening news when I brought him a little cup of 
'tea', which was just water. After several cups of tea 
and lots of praise for such yummy tea, my Grandma 
came home. 
 My Grandpa made her wait in the living room to 
watch me bring him a cup of tea, because it 
was 'just the cutest thing!' Grandma waited, and 
sure enough, here I came down the hall with a cup 
of tea for Grandpa, and she watched him drink it 
up.  Then she said, (as only a grandma would 
know), "'Did it ever occur to you that the only place 
she can reach to get water is the toilet?" 

A man met a beautiful blonde lady and decided he 
wanted to marry her right away. She said, "But we 
don't even know anything about each other." He 
said, "That's all right, we'll learn about each other 
as we go along."  
So she consented, they were married, and off they 
went on a honeymoon at a very nice resort. One 
morning they were lying by the pool when he got 
up off of his towel, climbed up to the 10 meter 
board and did a two and a half tuck, followed by 
three rotations in the pike position, at which point 
he straightened out and cut the water like a knife.  
After a few more demonstrations, he came back 
and lay down on the towel. She said, "That was 
incredible!" He said, "I used to be an Olympic div-
ing champion. See, I told you we'd learn more 
about each other as we went along." 
So she got up, jumped in the pool, and started do-
ing laps. After 100 laps she climbed out of the 
pool, lay down on her towel, and was hardly out of 
breath. He said, "That was incredible! Were you an 
Olympic endurance swimmer?">  
"No," she said, "I was a prostitute in Taupo, but I 
worked both sides of the Lake." 

 

A New York attorney representing a wealthy art 

collector called his client. 

"Saul, I have some good news, and I have some 

bad news." 

The art collector replied, "I've had an awful 

day. Give me the good news first." 

The lawyer said, "Well, I met with your wife to-

day, and she informed me that she just invested 

$5,000 in two pictures that she thinks will bring 

a minimum of $15 million to $20 million, and I 

think she could be right." 

Saul replied enthusiastically, "Well done! My 

wife is a brilliant businesswoman! You've just 

made my day. Now I know I can handle the bad 

news. What is it?" 

The lawyer replied, "The pictures are of you and 

your secretary 

 

A guy starts his new job at the zoo and is given 
three tasks. 
First is to clear the exotic fish pool of weeds. As 
he does so, a huge fish jumps out and bites him. 
To show who is boss, he beats it to death with a 
spade. Realizing his employer won't be best 
pleased he disposes of the fish by feeding it to the 
lions, as lions will eat anything. 
Moving on to the second job of clearing out the 
Chimp house, he is attacked by the chimps that 
pelt him with coconuts. He swipes at two chimps 
with a spade killing them both. 
What can he do? Feed them to the lions, he says 
to himself, because lions eat anything... He hurls 
the corpses into the lion enclosure. 
He moves on to the last job which is to collect 
honey from the South American Bees. As soon as 
he starts, he is attacked by the bees. He grabs 
the spade and smashes the bees to a pulp. 
By now he knows what to do and shovels them 
into the lions cage because lions eat anything.  
Later that day a new lion arrives at the zoo.. He 
wanders up to another lion and says "What's the 
food like here?"  
The lion says: "Absolutely brilliant, today we had 
Fish and Chimps with mushy bees." 
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2017 CALENDAR of EVENTS 

 Next meeting
 April  18th 
  11:15 AM 

  

 
Meeting Dates 2017 

 

May 16th 

 

June 20th       July 18th 

 

August 15th          September 19th 

 

October 17th          November 21st 

 

December breakup TBA   



10  

 10 

Gold Coast PwMS 
 support group newsletter 

 

 

PwMS Contacts 
 

John O’Dempsey  

(Coordinator) 
5522 4495 or 0409 947 954 
goldcoastpwms@gmail.com  

 

Anna Comuzzo 
(SMAC representative) 

557503779 or 0413486634 
brashaway5@bigpond.com 

 

 

(Fundraising and events) 
 

Julie Walker-Farrow 
0413 693210  

julie_bodyshop@bigpond.com 
 

Kathy Jaffray 
5534-2647 or 0450393539 

kjaff@bigpond.com 

 

Queensland Health 
 
 

Meaghan Osborne 
MS Nurse 

Gold Coast University Hospital 
07 5519 7796 
0410428252  

Meaghan.Osborne@health.qld.
gov.au 

 
            

Grant Turner 
MS Fitness Program &  Health 

Exercise Physiologist 
0403 607 941  
 07 5635 6290 

grant.turner@health.qld.gov.au 
 

 

MS Queensland 
 

InfoLine: 1800 177 591  
 
 

Max Draper 
Regional services           

Co-ordinator 

(07) 5593 7082 0407573482 

max.draper@msqld.org.au 
 
 
 

Steven Ryder 
MS Physiotherapist 

stephen.ryder@msqld.org.au 

 

07 3840 0841 

Contacts 

Meeting third Tuesday of the 
Month starts at 11:15 am 

mailto:goldcoastpwms@gmail.com
mailto:brashway5@bigpond.com
mailto:kjaff@bigpond.com
mailto:Meaghan.Osborne@health.qld.gov.au
mailto:Meaghan.Osborne@health.qld.gov.au
mailto:grant.turner@health.qld.gov.au
mailto:sharyn.shields@msqld.org.au
mailto:stephen.ryder@msqld.org.au

