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THE CMT COMMUNITY 

I am 54 years of age and have known that I have had CMT from the age of 

14 but always had funky feet and walking issues from childhood. I live 

near Chinchilla on a beef cattle farm with my husband and family. 

I had corrective surgery approximately 29 years ago on my left foot to  

correct drop foot, hammer toes and high arch. This became what seemed 

like a nightmare with a further 6 surgeries (including a triple arthrodesis) 

over the next four years. I would not say this series of surgeries was a   

success at all but after the triple arthrodesis, I could at least walk again. 

Over the following years, my joints collapsed and this foot became very 

deformed and I required a custom made boot to protect the foot from 

ulceration and to support the ankle 

to walk. At some stage during all of 

these  surgeries and the birth of four children and running a business 

with my husband, I lost sight of myself. I gained 60 kilos. This was to 

the detriment of my feet and my mobility. 

In 2016 I hit the wall. I spent five days at home lying on the couch and 

in too much pain to walk. I was broken. I was seriously contemplating 

amputating my left foot. I was convinced this was my only course of 

action given the disastrous surgeries I’d had in the past. 

Then a lovely coincidence of events occurred that changed my life… 

(Read more on page 3) 
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Dear CMT Family  

Well, here we are again, locked down and protecting ourselves from COVID19.  I am sure you all, like I, had 
hoped that 2021 would be better than 2020 but it is not looking that way at this stage.  I trust you are all look-
ing after yourselves, and getting as much exercise as possible. I would also urge you all to book your vaccina-
tion as you become eligible – we CMTers have enough to worry about without COVID as well. With lockdowns 

we are continuing to use Zoom as a way of keeping the CMT Family connected – and are making it available for local support 
groups to use our account to arrange virtual get togethers – please take advantage of this opportunity. 

I would like to thank our Treasurer for his significant work recently trying to secure us additional funding through a federal 
grant program. While we were unsuccessful, we have now done a lot of groundwork and hope we will gain success in the 
future.  

This is my last report as your President and I would like to thank you all for your support over my four years – in particular 
the other members of the committee I have worked with over that time, Robert, Jillian, Anycie, Marilyn, Lisa, Antonia, Chris 
and Annette.  Looking back, I am really pleased that in those four years we were able to hold our Annual Seminar in Sydney, 
Melbourne and Hobart, as well as a very successful online version in 2020.  We are a national body and it is important that 
we all work together, across the country, to help our fellow CMTers.   

PLEASE consider putting your hand up for a position at the next AGM, the more people that help – the lighter the load on 
everyone – we need you help even if it is only in a very limited capacity. Have a great second half of 2021 and be kind to 
yourselves.  

Tony, CMT Australia President  

BRISBANE 

Hi everyone I hope you are all keeping safe and well. I have been answering a few calls from people in relation to applying 
for the NDIS and the problems that are having. It is important to go to the interviews with as much backup paperwork as you 
can get such as letters from specialists and Physios etc.  

I am holding a craft display on the 7th July and all profits will go to CMT for research. It is going to be in the village where I 
live. Hopefully it will be successful. Because of covid we haven’t been able to hold meetings as such so all my contact has 
been by phone. 

 Have had a couple of trips to hospital with cellulitis but after a dose of IV antibiotics I am on the mend again until next 
time. You all take care and stay safe. 

Margaret Burke, Queensland Coordinator                                            
Mob: 0421327412 

TASMANIA 

Things have been quiet in Tasmania as we hunker down for winter. We haven’t had a face to face 
meeting for several months and I am looking at the possibility of running Zoom meetings so that our 
members in the north of the State can participate.  Having CMT makes us a bit more vulnerable to 
Covid and folk are choosing to stay home to be safe.  Covid has certainly put things in chaos and left us 
separated from loved ones.  We did manage to catch up with our Sydney folk for 4 days in April after 14 
months of separation, however it looks like it will be some time yet before we meet again.  Most Tasmanians who would 
normally head for warmer climes are staying put with the risk of being stranded on the mainland. Fantastic news that the 
team at the ANZAC Research Institute  are part of a trans-Australian team awarded $3 million for research into neurogenic 
diseases including CMT to improve diagnosis and gene discovery. Our Support group is growing and we encourage all folk in 
Tasmania with CMT to become members of CMT Australia as their membership helps to pay for research and “member only 
“ benefits. 

Marilyn Kremmer                                                     
Tasmanian Co-ordinator 

 

PRESIDENTS REPORT / NEWS FROM THE STATES 
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(continued from front page) 

Firstly, my regular GP was away and I saw a different doctor. She was horrified that I was 

battling with so much pain. She saw the true state of my situation once I removed my cus-

tom boots and tried to move from the chair to the examination table. She exclaimed “You 

can’t go on like this! You need help.”  

I dismissed her concerns and said there was no way that I would ever go through more or-

thopaedic surgery. I was too frightened. (Strange that amputating my foot seemed less 

scary.) 

Showing persistence, the new doctor rang me three days later wanting to refer me to an 

orthopaedic surgeon. He was in Toowoomba (which is onl  y two hours’ drive from home, 

instead 4 to Brisbane). She had heard good reports of his work and he was a nice person. 

I conceded to consult the new surgeon. I immediately warmed to him and left feeling that 

the surgery he was proposing may be a possibility. I visited this surgeon several times over 

the next two years before I felt ready to have the surgery.  

Firstly I had another obstacle to deal with. My weight! I knew that I had to lose weight to be able to cope with my 

recovery post foot surgery including 12 weeks non weight bearing. Consequently in June 2016, I had gastric sleeve 

surgery. I lost close to 60 kilos over the next 12-18 months. The new ‘me’ was emerging. 

It was also about this time that the National Disability Insurance Scheme came to fruition. I was blessed with funding 

to not only help me with my recovery post-surgery with social care and rehabilitation, but also funding to redo our 

existing bathroom to include a no screen shower and disability toilet and hand rails and non-slip flooring. Plus the 

NDIS also funded a wheelchair ramp for our house. They also funded an electric scooter and other mobility aids. The 

NDIS has been an absolute blessing and definitely a part of my story of transformation. 

The surgery on my left foot took place in May 2018. The procedure was an ankle fusion and heel realignment with 

my big toe being fused too. It was an overwhelming success. 

Later that year I stepped up to have my right ankle fused as well. Unfortunately, this surgery failed and I had the 

surgery redone down the track and this was also a failure.  

I look back and think how lucky I was that the left ankle and foot surgery was successful as I would never have enter-

tained the idea of fusing my right ankle as it was my ‘good foot’. With the two failed surgeries I was left with no op-

tion but to seek another opinion. 

Further to the lovely coincidence of events, the only two ladies that I knew that had had ankle surgeries stepped 

into my life on the same morning! Both telling me about their surgeon (who happened to be the same one for both 

of them). Their surgeon redid my right ankle fusion on the 1st of June, 2020.  

Here I am nine months later walking like I haven’t for decades, going to the gym for my rehabilitation and not having 

any of that dreadful gnawing bone and nerve pain and as of this morning discovering that after 30 years I can again 

ride a bike!!!  

My lovely coincidence of events has shaped me into a person that I never thought I would be again. Without my 

regular doctor being unavailable, without the NDIS, without my weight loss surgery, without my two local foot sur-

gery friends, I would not as of today be back on my bike! 
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We were hoping that this newsletter would be headlined with an article about how CMT Australia had been successful in its bid for 

funding under the new Commonwealth Department of Health ‘Rare Diseases Grant Program’. Unfortunately, despite a big effort 

to prepare our submission on a very tight schedule; coupled with a requirement to re-register for GST to get past first base, we 

have recently had advice that none of our 9 proposals are to be funded. Nevertheless, we felt that our Members should be aware 

that your Committee did its best to meet the selection criteria for a slice of the $2.3 million on offer. 

The Guidelines, which were released on 21st April for submissions which needed to be completed by 12th May, outlined the objec-

tives of identifying and prioritising the actions required to improve the health of those impacted by rare disease. ‘The purpose 

being to facilitate the development and delivery of awareness and education resources, and care and support services, for people 

living with a rare disease, their families and carers, health professionals and the wider population.’  

The fit with the goals of CMT Australia seemed perfect. It is 3 years since we developed our Strategic Plan, and whilst we have 

achieved much to progress our strategies, this grant program would have bridged our resource gap to achieve the balance over 

the 3-year time frame of the grants. We identified a total of 9 activities which would fit the 3 streams identified for the program, 

namely support for individuals living with rare disease; health professional education and training; and other rare disease specific 

activities. Our proposed activities were: 

Engage a consultant to advise on communication strategies for CMT Australia. 

Produce a short video promoting the work of CMT Australia. 

Engage a NDIS consultant to advise CMT Australia as to how it can assist those with CMT. 

Assessing the needs of those with CMT for technical aids. 

Produce a short video to assist medical practitioners in diagnosing and advising CMT sufferers. 

Develop a program to address the needs of older age group CMT sufferers. 

Produce a short video to assist CMT sufferers understand the disease, and support options. 

Develop a program to support parents of youth with CMT. 

Engage a consultant to develop an approach to boost donations to research into CMT. 

Our plan was to undertake 3 of these in each of the funding years, enabling us to spread our limited volunteer base over a longer 

period. Our total budget was estimated at $125,000, believed to be possible as each activity would be directed by a CMT Australia 

volunteer to contain costs. Our budget seemed reasonable given the grant funding on offer, and our in-kind support. However, for 

whatever reason, the Department chose not to support even one of our activities. 

As disappointing as this is, the work undertaken to compile our bid need not be in vain. Your committee will now meet to discuss 

how we can progress many of these important initiatives, independent of government support. You our members can play an 

important role here by supporting us through targeted funding and volunteer contributions depending on the skill sets on offer. 

Watch out for more on this later this year. Robert Twin, Treasurer 

FAREWELL FROM OUR VICTORIAN COORDINATOR                                                                                      
Hi Victorian CMT family. I hope 2021 has got off to a relatively good start for you all and you are enjoying 

a little more freedom than what we had in 2020! 

It has been a while since we have all seen each other face to face and during that time I have reflected on 

my commitments and regrettably I have had to make the tough decision to resign from the role of         

Victorian Coordinator, I will however continue in the role of Support Group Coordinator so I will look for-

ward to touching base with you when we have events in the future. 

I am excited to advise that I will be passing the baton to an ideal candidate who has a great deal of enthusiasm,  Larissa McKinnon 

has accepted the role of Victorian Coordinator so please welcome Larissa to the CMT Victoria family.   

During my 5 year stint as Victorian Coordinator we have brought you many and varied topics for discussion, from Stillness Medita-

tion Therapy,  Orthotics, Feldenkrais, Changing our internal dialogue, Laughter Yoga (to lighten the mood during lockdown), Nordic 

walking poles,  and last but not least the National Seminar in 2019.  I was privileged to have the opportunity to get to know many 

of you and I thank you all for the support and friendship over that time, in particular the Victorian Committee members who 

worked with me to bring you the National Seminar, Kathy, Maria, Liz, Ayda and Elena.  I would also like to thank our NSW &     

Tasmania committee members and coordinators, Anycie, Marilyn, Jillian, Tony and Darryl for their support and encouragement 

over the years.  I wish Larissa all the best in her new role and I look forward to assisting her whenever possible in the future.             

Warm Regards, Paula Hodgson 

CMT AUSTRALIA NEWS   

DISAPPOINTING BUT IT SETS A DIRECTION 
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NEW STATE AND AREA COORDINATORS 
Larissa McKinnon is our newly appointed Victorian Coordinator, taking over from Paula Hodgson who has 

led the Victorian helm for 5 years. Here is a welcome message from Larissa. 
 
My name is Larissa McKinnon and I feel honoured to have been appointed to the role of 
Victorian Coordinator. I am married with two children, aged 13 and 9. I have always had a 
passion for dance, inspiring healthy living and encouraging individual’s life goals. I was 
diagnosed with CMT when I was 13 years old but have only recently began researching 
the type I have. I am excited to take on this role and look forward to chatting with you all 
and offering support and assistance in any way I can. Warm wishes, Larissa.                     
Mobile: 0438 098 999  Email: larissamckinnon26@gmail.com 

 
Meet Tanya Peachey, our new Bathurst (NSW) Coordinator. 
Tanya has been involved with her local CMT Community for 
many years. Along with her sons, Tanya has CMT and has 
worked at supporting the CMT Aussie Kids program, with her 
younger son Nick being a part of the CMTAK Mentor Program. 
Tanya’s not afraid to get out the BBQ tongs to fundraise for 
CMT at numerous Sausage Sizzles in Bathurst Bunnings! CMT 
Australia is excited to welcome Tanya to the team. The picture 
(right) shows Tanya with son Nick and CMT Aussie Kids Pro-
gram Leaders Jillian and Peter Critchley celebrating after a 
highly successful Bunnings BBQ at Bathurst. Tanya’s contact  
details: Mobile: 0487 159 449 (after 7pm please) Email:     
tanya@peachiescounselling.com.au  

CMT AUSTRALIA NEWS 

mailto:larissamckinnon26@gmail.com
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Logging In: 

Any current members or recently expired members, who have not accessed the new site since its launch in July 2020, will 

need to select the Lost my password word option. The generic password set is no longer valid. This will generate an email 

to your registered email address. This may take time to come through and check your spam email also. Please do not re-

quest reset multiple times, as each time generates a new link, voiding the last one. This email is also time sensitive and will 

not work if not activated within the period. 

All New and Former members will need to re-join CMT Australia to gain access to the membership areas of the website. A 
new profile will need to be created  

 
Your username is firstname_lastname. Or firstname.lastname. This needs 

to be the same as details supplied to CMT Australia. These cannot be 

changed without creating a new profile reflecting the new name. If you 

change your name, your log in will remain as the initial entry for 

username. Your profile itself cannot be changed to reflect name change 

without the need for new username. 

Your email is the email you have given to CMT Australia. You can change 

this to a different email via the dashboard (Account Details). Change of 

details will be recorded on the database, and records with CMT Australia 

will be updated to reflect the change. Your Dashboard allows you to easily 

check your membership, update your details, change your password, and view your orders from the site.Membership 

You can join CMT Australia as a member easily by clicking either the Support Us tab in the menu bar or BECOME A MEMBER 

button on the home page. This will navigate you to the membership selection Area. (If you use the Support us tab, you will 

land on the Support Us page, where you will select the membership link for more options). 

From the Membership page, you can join, renew, or update your details. 

When completing an order for membership, renewal or updating details, to enable the Association to keep accurate      

records, we ask that you also complete the PDF form, and 

email to info@cmt.org.au. This ensures we can match 

payments correctly. This is important as if the payment is 

made in a different name, without the details from the 

form we will not know who to allocate the payment of 

membership to, resulting in your membership not     

renewing as expected. 

You can pay by credit card by selecting Pay by PayPal  

option on the payment screen, then scrolling down the 

page to opt to pay by card. Please ensure you select the 

submit button to complete the transaction. If you do not 

do this, your payment will just remain as pending until 

this is done. All EFT payments remain as pending until 

verified that payment has been received by CMT Australia, at which time the transaction is completed. If payment is close 

to date of renewal due, this processing time may lead to temporary access loss until updated. 

When sending a donation via the supports us, again please complete the online form, and submit, so we can allocate to the 

correct area of donation. Area Co-ordinators can send notifications of events in your area directly to me at                           

cmt-sa@cmt.org.au  to be added to the events page on the website. CMT Australia committee are updating our database, 

so we encourage all members who have received a form in the mail, to complete and return to us, so we can ensure we 

have current contact details for our members. If you wish to have your details removed from out Data base, please send a 

written request to info@cmt.org.au . If you experience any difficulties with the website, please also contact me (Lisa) at                  

cmt-sa@cmt.org.au  or by phoning 0459084437.  

TIPS FROM YOUR WEBMASTER LISA MOORE 

mailto:cmt-sa@cmt.org.au
mailto:info@cmt.org.au
mailto:cmt-sa@cmt.org.au
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WITH DARRYL BEITSCH, SYDNEY NORTH AREA COORDINATOR 

My "CMT Family" Friends, 

It is indeed a privilege to bring you encouraging news regarding our "evolving" National Zoom Coffee and 
Chats. 

Background 

In February, 2021, I explored with CMT Australia President, Tony Adams, the opportunity to use the CMT 
Australia Zoom account to host a Sydney North Zoom Coffee and Chat. He was most supportive and gave 
me the account details to use.   

The meeting was advertised as a "Zoom Coffee and Chat - North Sydney" on the CMT Australia website (a 
big thank you to Lisa for putting the advertisement onto the website) and also on the CMT Australia Face-
book page (a big thank you to Jillian for her assistance with this). Peter Critchley, a "CMT Family" member 
with CMT 1A, kindly agreed to be the speaker on the topic: "How to Successfully Manage and Navigate 
Your CMT Journey". Interestingly, we had attendees from all over Australia and it was a most informative 
time with constructive interaction. What clearly came through from this time together was: 

        Zoom technology overcomes the tyranny of distance                                                                                              
Our members are "hungry" for information and interaction                                                                           
The powerful "CMT Family" bond we have when we meet together                                                                
A great sense of belonging 

The question was how can we improve and "evolve" these Zoom meetings. This resulted in a conversation 
with Lisa. Using her creative skills, she offered to "enhance" future website advertisements. We also made 
the decision to call future meetings a "National Zoom Coffee and Chat". 

How The Meetings Have Evolved 

Our next meeting in March focussed on the topic: "How to Navigate Your Children with CMT Through Their 
School Years". We had Hamish, a year 6 student in QLD, share his experiences as a student with CMT and 
Eleanor, a student in NSW, who had recently completed her HSC share her experiences as a student with 
CMT. This was most informative and very positive and there were 19 attendees. There was also an oppor-
tunity for a Q &A. 

Our most recent meeting in June was on the topic: "What Works For Me With My CMT". This was an open 
forum where we shared what assists in managing the universal challenges for those with CMT namely: 

 My Feet                                                                                                                                                                               
My Hands                                                                                                                                                                    
My Fatigue                                                                                                                                                                              
My Mental Health  

This was informative and very practical with the 19 attendees being able to interact with each other both     
during the meeting and after it. 

Where to Next 

Friends, we need to keep this going as there is a great need for these meetings. The challenge is what top-
ics to explore and how to equip other CMT Australia members to share the load and host future National 
Zoom Coffee and Chats.  

Please contact: events@cmt.org.au if you are interested in participating as a host (or have a topic to      
suggest for discussion- Editor).  
 

 

NATIONAL ZOOM AND COFFEE CHATS 
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Boost for CMT Research with a $3 Million MRFF Grant awarded 

for improving the diagnosis of rare neurogenetic diseases.  

Professor Marina Kennerson (left) who directs the team at the 

Northcott Neuroscience Laboratory, ANZAC Research Institute is 

one of the lead researchers awarded a $3 million grant from the 

Medical Research Future Fund (MRFF) Genomics Health Futures 

Mission scheme. Professor Kennerson joined forces with       

Professor Nigel Laing at the Harry Perkins Institute of Medical 

Research in Western Australia to submit a project for improving 

the diagnosis of rare adult onset neurogenetic diseases           

including CMT. “It is exciting to be part of a trans Australian    

collaboration involving teams in Western Australia, Victoria, 

South Australia and Queensland” said Professor Kennerson.    

Gene testing for CMT has been revolutionised by next generation sequencing technologies which 

can screen all the coding DNA of genes in the one test (also called whole exome sequencing; 

WES). Over 1000 mutations have been identified in more than 100 known CMT genes. Despite 

this success, 30 to 50% of CMT families remain genetically undiagnosed after the gene coding 

DNA has been excluded for mutations.  

This grant will focus on these unsolved families using whole genome sequencing (WGS) to screen 

the non-coding DNA for mutations. “Our laboratory has specialised in looking for disease causing 

DNA re-arrangements known as structural variations which often lie in the non-coding or ‘junk’ 

DNA. It is now imperative to screen the non-coding DNA with WGS as it contains important DNA 

sequences that regulate switching genes on and off.  “If we think of our genes as different       

electrical appliances in our house, the focus has been on finding faults in the appliances. This    

project will allow us to look for faulty changes in the electrical wiring and power points that are 

switching our appliances on and off” said Professor Kennerson.   

Professor Kennerson’s contribution to the trans Australian collaboration will be expertise in CMT 

genetics and using patient motor neurons and C. elegans (worms) to model new DNA mutations 

identified in the project for pre-clinical studies. “I am thrilled the government has acknowledged 

the importance of solving genetically undiagnosed CMT families in Australia and I would like to 

thank the CMT Association of Australia for supporting our research over the many years. It is 

through this support we’ve been able to develop a comprehensive research program that has 

been recognized as an essential and important neurogenetics research hub for this trans Australi-

an collaborative effort”.  
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Meet Dr Bianca Grosz from Professor Kennerson’s Laboratory                           

(Northcott Neuroscience Laboratory, ANZAC Research Institute).  

Tell us about your research. 

I have recently completed my PhD in the Northcott Neurosci-

ence Laboratory at the ANZAC Research institute where I was 

supervised by Professor Marina Kennerson. My project was 

examining GJB1/Cx32 mutations that were known to cause 

CMTX1. I use bacteria to make circular pieces of DNA, known 

as plasmids, and then put them into human neuronal cells 

that we grow in a dish. I can see how mutations that I put in-

to these plasmids affect the expression of genes, and there-

fore determine if and how they cause CMT. I am now a Postdoctoral Fellow with Professor       

Kennerson, and I am now working on discovering and validating novel gene mutations that cause 

CMT.  

How did you become a scientist? 

I have loved Genetics for as long as I can remember, including becoming slightly obsessed with 

reading about DNA in primary school. As I progressed through high school, I realised that I want-

ed to pursue Biology as a career. I completed a Bachelor of Biotechnology at the University of 

Newcastle, and then went on to do my Master of Brain and Mind Science at the University of Syd-

ney. I met Professor Kennerson during a Genetics class in my Masters, and I loved it so much that 

I started my PhD with her soon afterwards! 

What has been your most important scientific finding? 

My research challenged a previous finding from 2000 that expression of GJB1/Cx32 was being 

controlled by a particular mechanism, known as an IRES. This has especially important implica-

tions for the c.-103C>T (c.-459C>T) mutation that has been reported in the Australian CMT com-

munity. My hope is that my research will assist in our understanding, and potentially our treat-

ment, of CMTX1.  

What Research excites you internationally? 

I am particularly excited by the work coming out of the lab of Professor Kleopas A Kleopa at the 

Cyprus Institute of Neurology and Genetics. His laboratory is pioneering the viral delivery of 

healthy CMT genes as a gene therapy method to cure different types of CMT. His work on CMTX1 

gene therapy has been especially impressive and has greatly improved CMTX1 symptoms in mice.  

What do you like to do when you aren't working on research? 

I love being outdoors and going hiking, camping or kayaking. If I am indoors, I am usually cross-

stitching, baking, or binging True Crime documentaries on Netflix and shouting about the scien-

tific inaccuracies.  

FOCUS ON THE RESEARCHER 

Bianca submitting her thesis with              

supervisors (left to right): Professor John 

Svaren (laptop), Professor Marina             

Kennerson, and Dr Gonzalo Perez-Siles. 
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It is with much sadness that I write about a 
wonderful person and supporter of CMT 
Australia and a great, personal friend. 
 
Kay Boreham passed away in Wollongong 
Hospital on July 13th   after suffering a heart 
attack and other complications.  She left  
behind her husband, Conrad and her       
children, Lisa and Stephen and his wife, 
Bronwyn and grandson, Daniel.  
 
In April 1988, Kay was one of the co-
founders of CMT Australia, which was  
then known as the Charcot-Marie-Tooth 
Support Group and had remained an active, 
long-time supporter of the Association. 

When the committee decided that the Support Group should become a registered, incorporated New 
South Wales charity, Kay generously provided the finances to cover the necessary fees. Kay contributed 
significantly to the writing up of the guidelines for our Constitution that would encompass the needs and 
possible finances of a new Association and its members. When an office was provided at Concord Hospital 
for the Association, Kay and Conrad provided the office furniture at no charge. 
 
Kay held many formal positions within the Association. From 1990 until 1994, Kay held the position of 
Treasurer.  From 1994 until 1996 she held the position of President and up until 2008, Kay was on the 
General Committee as well as being Treasurer again during that time.   
 
Understanding the importance of the CMT Aussie Kids Program, Kay and Conrad were generous financial 
supporters over the years and despite moving south, they attended many of our National Seminars and 
Coffee and Chat meetings in Sydney. 
 
Kay was known for her friendly and warm personality and despite facing many challenges over the years, 
still maintained her wonderful sense of humour and positive outlook on life. She was well loved and a 
great source of strength to others living with CMT.  I feel a great personal sense of loss in her passing and 
will always remember her as a wonderful friend and great supporter of CMT Australia. Anycie Berkmann 
 

 

There is another bright and shining star in heaven, my CMT friend Kay Boreham, whom I have known for 

33 years. After meeting at a Coffee & Chat at her home we both went to a CMT meeting at Anycie’s home, 

which was the beginning of our association. 

Kay was always smiling and happy and would not let CMT stop her from doing things that made her        

happy.  Both of us have a quirky sense of humour and would laugh about things that happened to us    

because of CMT even making fun of each other. Kay and her husband Conrad have been great supporters 

of CMT Australia. 

It was a great shock to me when I got a call to say she had passed away as I had only spoken to her 2 days 

previous, when she reminded me I was a year older than her. 

Goodbye my friend I will miss you so much. Your memory will stay with me until we meet again. Thank 

you for all you did for CMT and for being my friend. Phyllis Critchley 

VALE KAY BOREHAM 

Kaye Boreham (right) with former CMT Australia Secretary 

Anycie Berkmann (middle) and Phyllis Critchley (former 

CMT Australia Committee Member) 
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Hi my name is Hamish Lilley.  
 
I am 12 and I have CMT2A.  
 
If I had a choice, I would love to know that there was a cure for CMT, 
for myself and others.  
 
As that’s not possible right now, I have taken it upon myself to not 
let CMT stop me from being active ….. naturally it does in some ways, 
but as much as I can, I want to play sport and have fun.   
 
Sport is something I love and so over my life so 

far, I have played and coached soccer, continue with Martial Arts (currently 
Blue Belt), play table tennis, handball and, the thing I do most, is swim.  
 
Swimming has changed my life and helped a lot with my physicality and          
mobility.  
 
I have been swimming since I was 3 and training since I was 6. 
Currently I swim in training and squad 4 times a week. I am the only disabled 
person in the squad, so I’m not as fast as many kids, but I am faster than 
some.  
I have had my disability classified under the National Swimming rules.  
 

This year I went in the School District, Regional and 
State Swimming Championships. I was so pleased to 
received a Gold, 2 x Silver and 1 x Bronze medal at the 
State Championships.  
 
I was lucky enough to be selected to swim in the Na-
tional School championships. Unfortunately due to 
COVID they were cancelled.   
 
I’m very keen to keep swimming and maybe one day 
represent Australia in my classification.  

 
It’s been so good to be surrounded by people who want me to do well and achieve my best.  
 
This year I have also been selected as one of four school captains. I really love that my school 
supports everything I do.  
 

Hamish 
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AMUSEMENT PARK FUN DAY 

Peter and Jillian (our CMT Aussie Kids Program Leaders) have been 
working on a couple of ideas to help bridge the COVID-gap for our 
CMT Aussie Kids. As some of you might know we would have run a 
camp in March but COVID restrictions put paid to that idea. Our 
next camp is already booked for Sydney from the 4-6 March 2022 
but we wanted to have something to look forward to with the kids 
before then. 

 

We have been given a generous donation from 
one of our Sydney-based CMTAK families to     
subsidise a day at Luna Park, Sydney and are 
planning to invite all NSW based kids (and their 
families). Peter and I would ‘supervise’ and     
participate in the event (although Jillian said 
she’d draw the line at the Rollercoaster!) 

 

                       

But we don’t want our kids outside NSW to miss out, so have 
extended the offer to include kids in Victoria, Western Australia 
and Queensland. CMT Aussie Kids will subsidise up to $50 per 
CMT Aussie Kid to join in the fun! Depending on your State 
costs will vary. An additional payment may be required. Please 
see the website for more details.  

               

Maybe you know of a company who might sponsor a particular event.                                                          
Let us know at cmtaussiekids@gmail.com 

 

 

 

 

 

 

Of course, we welcome all our CMTAK families to join us. Unfortunately, we are unable to subsidise other    
family members. We are excited about getting our kids back together and enjoy a fun activity. Please 
email us at cmtaussiekids@gmail.com or call Jillian and Peter on 0428 221 264 if you need more  info. You 
MUST register and pay at CMT Aussie Kids Amusement Park Day | CMT Australia  

Registrations close on 18 August 2021.  

When: Saturday, 18th September 

2021 

Where: Luna Park, Sydney 

  Luna Park, Melbourne 

              Adventure World, Perth 

              Dreamworld, Brisbane 

https://cmtaustralia.org.au/event/cmt-aussie-kids-amusement-park-day/
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AUSTRALIAN CAPITAL TERRITORY 

Mr. Roger MacRury               
Mobile: 0429 491 148              
Email: roger.macrury@gmail.com 

VICTORIA 

CMT Australia is excited to announce the appointment of 
our new Victorian Coordinator Larissa McKinnon. We look 
forward to working with Larissa to continue to support the 
Victorian CMT Community.  

Ms. Larissa McKinnon                       
Mobile:  0438 098 999                       
Email: larissamckinnon26@gmail.com 

SOUTH AUSTRALIA  

Mrs. Lisa Moore                                                                               
Phone: 08 8254 8744                                                                        
Mobile:  0459 084 437                                                                      
Email: cmt-sa@cmt.org.au 

NORTHERN TERRITORY 

Mrs. Kaye Bartlett                                                             
Phone: 08 8985 4201                                                         
Email: kayeCMT@iinet.net.au 

QUEENSLAND 

Mrs. Margaret Burke                                     
Phone: 07 3886 2492           
Mobile: 0421327412                                                     
Email: rfbmb@aol.com 

WESTERN AUSTRALIA  

Mr Vic Christou                                     
Mobile: 0400 611 933           
Email: vchristou@primus.com.au 

TASMANIA  

Mrs. Marilyn Kremmer                                                      
Phone: 03 6239 1142                                                            
Mobile: 0409 391 142                                                        
Email: mmkremmer1@bigpond.com 

CMT AUSSIE KIDS 

Jillian and Peter Critchley                     
Mobile: 0428 221 264             
Email: cmtaussiekids@gmail.com 

     STATE COORDINATORS 

NATIONAL OFFICE—SYDNEY 

Phone: (02) 9767 5105                                                                                                        

Email: info@cmt.org.au Website: www.cmt.org.au  

  

NEW SOUTH WALES 

Sydney North                                                                            

Mr Darryl Beitsch                                               

Mobile: 0411 556 063                        

Email: drbeitsch@bigpond.com 

Newcastle                                                                                           

Mrs. Gabby Cosgrove                                                                         

Mobile: 0412 891 647                                                                      

Email: gabbypizzingrilli@hotmail.com 

Nambucca Heads                                                                                          

Mrs. Meryl Grew                                                                            

Mobile: 0428 764 686                                                                  

Phone: 02 6568 5038                                                                      

Email: merrynow@bigpond.com 

 

 

Bathurst District  

CMT Australia is delighted to welcome Tanya Peachey as 

out new Bathurst District Coordinator. Tanya has been 

involved with her local CMT Community along with the 

CMT Aussie Kids Program for quite sometime and we look 

forward to having Tanya as part of the team!     

Mrs. Tanya Peachey                         

Mobile: 0487 159 449 (after 7pm please)                  

Email: tanya@peachiescounselling.com.au   

Illawarra District                                                                                    

Ms Macadamia Petal Rose                                                                                      

Phone: 02 4272 5505 

 

 

 SUPPORT GROUP COORDINATORS 

mailto:larissamckinnon26@gmail.com
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AUSTRALIAN CAPITAL TERRITORY 

Canberra and District                                                                          

Mr. Roger MacRury (See above)                                                           

QUEENSLAND 

Brisbane                                                                                               

Mr. Stephen Bonner                                                                  

Phone: 07 3204 7903                                                              

Mobile: 0404 688 824                                                                 

Email: stephencmt@iinet.net.au 

Northern Brisbane                      

Mrs. Margaret Burke                                     

Phone: 07 3886 2492                                     

Email: rfbmb@aol.com  

Gold Coast                                                                                          

Mrs. Judy Pinchin                                                                         

Phone: 07 5563 8421                                                                    

Email: judithpinchin@bigpond.com 

Sunshine Coast                                                                                  

Mrs. Aileen Harrison                                                                 

Phone: 07 5309 6362                                                                       

Mobile: 0400 372 640                                                                    

Email: aileenadvice@gmail.com 

South West District                                                                                  

Mrs. Joy Gath                                                                             

Phone: 07 4668 9009                                                                          

Email: joygath67@gmail.com 

Bundaberg and District                   
Mrs Anne Purcell             
Mobile:  0407 584 099          
Email: anne.rod@hotmail.com 

TASMANIA 

Hobart and District                                                                             

Mrs. Marilyn Kremmer    (See above)                                                             

        

WESTERN AUSTRALIA 

Perth           

Mr Vic Christou                                    

Mobile: 0400 611 933           

Email: vchristou@primus.com.au 

 

VICTORIA 

Melbourne                                                                                             
Paula Hodgson                                                                                    
Mobile: 0419 351 765                                                       
Email: paula_denise@bigpond.com 

Mrs. Katherine Robins                                                               

Mobile: 0407 114 380                                                                     

Email: kathyr@blanketsecurity.com.au  

SOUTH AUSTRALIA 

Adelaide North                                                                                         

Mrs. Lisa Moore                                                                               

Phone: 08 8254 8744                                                                        

Mobile:  0459 084 437                                                                      

Email: cmt-sa@cmt.org.au 

NORTHERN TERRITORY 

Darwin                                                                                                      

Mrs. Kaye Bartlett   (See above) 

NEW ZEALAND  

Wellington         

Ms Francesca  Herdahl-Thorsing                    

Mobile: +64284359478            

Email: Francesca.thorsing@gmail.com 

 

 SUPPORT GROUP COORDINATORS (continued) 

CMT Australia is striving hard to connect CMT          

communities across Australia and New Zealand. Our 

Area Coordinators are all members of the Association 

and are passionate about providing support and       

assistance where they can. We want to take a        

moment to thank these people for their commitment 

and  announce an exciting new phase for our Support 

Groups. Very soon all Area Coordinators will be      

offered training and assistance by CMT Australia to 

enhance the online CMT network, accessing members 

from the next street, the next suburb or the next 

state. This will be done using an online video          

conferencing platform called ‘Zoom’. Coffee & Chats 

will continue face to face but online Zoom meetings 

will open up new opportunities to learn more about 

CMT, meet others with the condition and share the 

load. Keep an eye out for our MEMBERS ONLY Online 

Meetings coming soon. Part of our CMT Mission is to 

unite all those who are impacted by CMT and         

empower those to live their lives to the fullest.  

mailto:anne.rod@hotmail.com
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DONATIONS 1 April 2021— 17 July 2021 

Your donation is what enables your CMT Australia to reach it’s goals:  
Fund Research, Disseminate Information and Support Projects like the                       

CMT Aussie Kids Program.  
 

$500 and over 
 
Lynette Dillon  Dorothy Libbesson   Rosemary Crosthwaite   Braden Mocher          

Robert Scott  G Building Products Ltd  Alan Sinfield   Craig McGregor        

Lions Club of Chiltern 

 
$200- $499 
 
Frank Sajn  Anne Vermeesch   Tim Hansen- R&K Gas Supplies                                             

Max Baker  Paul Mills   Geoff Docker                Glen Cancieller 

  
 
$100-$199 
 
John Boyle  Bill and Mary Markle  Colleen Bower  Richard Meuthen                            

Tracy Skapa  Christine Algie   John Collis 

 
 
$50-$99 
 
Mark Bainbridge Annette Maie   Robert Germantse  

 

$20-$49 
Julian Ferenc      James Meers   Gabrielle Evans  Felicity Andrews                  

Margaret Ste     Edward Burrows 

 

LEAVING A BEQUEST IN YOUR WILL 

Since our early beginnings more than 30 years ago CMT Australia have relied on the work of our volunteers to 

support and move the organisation forward to where we are today, along with the donations from  mem-

bers.  CMT Australia receives no government funding. You can decide to leave a gift to CMT Australia in your 

will and help fund the many potentially life changing activities undertaken by us.  

Leaving a bequest in your Will towards research, youth activities or administration will support so many others 

with CMT in the future. Your bequest is more than a gift - it is a lifetime of hope!  

Please contact our CMT Australia National Office on 02 9767 5105 or info@cmt.org.au to find out how you can 

leave a bequest in your will.         
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By CMT Australia Member Beth Wallace 

At a recent online ‘Zoom Coffee & Chat’ facilitated by Darryl Beitsch, one of our 

members Beth Wallace from Queensland came up with some brilliant problem 

solving tips and tricks to help with the challenges CMT sometimes brings. 

Thank you Beth for allowing us to share your ideas! 

  

* When opening zip lock bags: Cut one side only,  leaving 

greater edge for easier grip 

  

* Various stools to sit when out and about. All have bottom above 

knees making it easier to stand again. 

  

  

* Foot stool with back, helpful for those with foot drop. Gutter for 

painful heels. Raising feet eases pain. 

  

  

* Extension allows button to be pressed with palm of hand,      

rather that weak touch-sensitive fingers.  Polymer clay and     

double sided tape. 

  

 

* The Zentangle Method is an easy-to-learn, relaxing, and fun 

way to create beautiful images by drawing structured patterns. 

You create tangles with combinations of dots, lines, simple 

curves, S-curves and orbs. It only requires pen and paper, handy 

for when you’re waiting or for pain distraction. 

  

  

* Tap nozzle allows water closer when seated.                                   

Pressure helpful for rinsing. 

  

*Place spare bank note(s) and/or credit card under orthotics in shoes in case of emergency.  

This can happen with losing things due to CMT hands, fall, etc. This is from marathon      

runner Robert de Castella who now assists emerging marathon runners.  He does this when 

they are running New York marathons, training etc should they become stranded.  
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The CMT CoMmuniTy newsletter is produced approximately every four months for the information of CMT 

AUSTRALIA members. The Editor is Jillian Critchley. 

All contributions, letters, and enquiries should be directed to the Editor, CMT CoMmuniTy newsletter, 15    

Naranga Avenue, Engadine 2233 N.S.W. or email: info@cmt.org.au 

The views and opinions expressed in the CMT CoMmuniTy newsletter are those of the individual authors and 

do not necessarily reflect the views of CMTAA Inc. While every care has been taken in the preparation of the 

CMT CoMmuniTy  newsletter, any information or advertising material contained or referred to within is of a 

general nature and is for the sole  intention of disseminating information, it is not necessarily endorsed and 

does not constitute advice given by the CMTAA Inc. No responsibility is accepted by the CMTAA Inc., Editor, 

Publisher or Printer for accuracy of information, errors or omissions  

Copyright 

CMT CoMmuniTy reserves the right in this newsletter in that no part of this newsletter may be reproduced or 

copies in any form or by any means (graphic, electronic, mechanical, including photocopying) without the ex-

pressed written permission of the Committee of CMTAA Inc. However, if you have received the CMT          

CoMmuniTy newsletter as part of a member subscription then you may store and reproduce the CMT        

CoMmuniTy newsletter in an electronic form but only for retrieval and reference. 

Privacy Statement 

CMTAA Inc., uses your personal information for the purposes of distributing CMT CoMmuniTy newsletter to 

you triannually. Your information is strictly confidential and will not be disclosed to any external party. If you 

no longer wish to receive CMT CoMmuniTy newsletter, please contact the Editor as above. 

Donate to CMT AUSTRALIA  

Please follow the steps below to donate to the CMT AUSTRALIA: 

Go to https://cmtaustralia.org.au/donate/ or https://www.givenow.com.au/organisation/public/236 

OR 

Electronic Funds Transfer payment : Our bank details are: BSB: 032-069 Account number: 158486 

Please indicate the code/s below that your payment has been allocated to, along with your surname for the 

transaction information. 

R—Donation to research                                                                                                                                                                                 

A– Donation to administration                                                                                                                                                                   

Y—Donation to CMT Aussie Kids Youth Activities 

Your donation is what enables your CMT AUSTRALIA to reach it’s goals: Fund Research, Disseminate Infor-

mation and Support Projects like the CMT Aussie Kids Program.  
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Charcot-Marie-Tooth Association of Australia 

Inc. 

The Association is incorporated in NSW and a 

registered charity  (No.CC28099)     

ARB No. 076 189 912             

ABN No. 63076 189 912 

Donations $2.00 and over are tax deductible                      

(DRG No. 018352). 

KEEP IN TOUCH 

Name: Mr/Mrs/Miss/Ms (please circle) 

______________________________________________ 

Address:______________________________________ 

_________________________State:________________ 

Postcode:_______    Phone: (  )___________________ 

Email:________________________________________ 

Signature: ______________________Date:________ 

 

NEW MEMBERSHIP 

          ($40.00 per year)            

        $____________ 

 

          RENEW MEMBERSHIP 

         ($40.00 per year)        $____________ 

 

DONATION TO RESEARCH              $ ____________ 

DONATION TO NAT.ADMIN.             $ ____________ 

DONATION OTHER                   $ ____________ 

Donations $2.00 and over are Tax Deductible. 

 

Pay online at www.cmt.org.au 

OR Electronic Funds Transfer: Our bank        

details are: BSB: 032-069 Account number: 

158486. Please indicate the code/s below that your      

payment has been allocated to, along with your surname 

for the transaction information.       

M—Membership                                                                

R—Donation to research                                                                                                         

A– Donation to administration                                                                                                   

Y—Donation to CMT Aussie Kids Youth Activities 

OR By Cheque made payable to :Charcot-Marie-

Tooth Association of Australia Inc. and post to: 

CMT Australia,  Bldg 22, Concord Hospital, Concord NSW 

2139 

ARTICLES AND IDEAS 

Your letters and articles are very welcome. This is 

your newsletter. Let me know what you want.     

Ideas, letters, articles, photos, anecdotes...anything 

is welcome that is CMT related. 

Deadline for next newsletter:  31st October 2021 

Jillian Critchley 

The Editor, The CMT Australia CoMmuniTy 

15 Naranga Avenue, Engadine 2233 N.S.W. 

Email: info@cmt.org.au 

GO TO WWW.CMT.ORG.AU FOR ALL YOUR 

CMT AUSTRALIA NEEDS 

 Membership 

 Medical and Allied Health Professionals 

experienced with CMT listing 

 Resources 

 Our Events 

 Previous Newsletters 

 CMT Australia News 

 About CMT 
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CMT AUSTRALIA IS PROUDLY SUPPORTED BY THESE SUSTAINING PARTNERS 


