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Eleanor is an 18 year old young woman. She is also a daughter, grand-
daughter, sister, cousin, friend, University student, Rover Scout and is 
our CMT Australia National Office Assistant.  Eleanor has Charcot Marie 
Tooth. She recently completed her final year in High School, submitting 
a Personal Interest Project (PIP) for her final assessment in ‘Society & 
Culture’ entitled ‘An Investigation into the Process of Identity              
Development in Physically Disabled Individuals’. 

Eleanor explains: ‘I had always known I wanted to do my PIP on             
disability. It’s my thing, the ‘niche’ feature that sets me apart as             
different from everyone else’.  

The formulation of my PIP topic came after a conversation with my Dad 
who lives the same disability as me. My Dad shared and continues to share, into his adult life, the same 
struggles that I experience with the representation of disabled persons in the media.  
  
Eleanor described how ‘quite ironically, I feel I have discovered a deeper understanding of my identity 
through this PIP, my research challenged me in my beliefs and throughout my discovery of all this infor-
mation I found myself changing my behaviour’. She continues; ‘It was one of my biggest struggles during 
my research that theorists and journals used often referred to disability as something that happened as a 
result of an action such as an injury. It is not to invalidate the experiences of those who become disabled 
at a later stage in life, they are as much valid in their disability status as I am, however, it was frustrating to 
read about disability so commonly as something which happened to someone, often in their adult life. It is 
on the contrary to my experience of growing up with a disability and around people who have not known 
a life outside of their current status. It also furthers both stigmas that young people cannot be disabled 
and that disability is the blame of the disabled individual.’ 
  
Read more on Eleanor’s research and findings inside this newsletter.  
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Dear CMT Family 

Well, at least, 2021 appears to offer us a better year than 2020!  I hope that our members 

have survived the floods ok if they are in affected areas.   2020 was a difficult year for many 

and I hope that you have maintained your physical health and social connections and are in a 

good place to get back to normal.  Again, I pay credit to our Victorian members who endured 

a long and difficult lock down to drive our country’s COVID levels down as low as they are.  

Unfortunately, we needed to cancel our 2021 CMT Aussie kids camp due to ongoing COVID outbreaks and I can 

understand the disappointment of many of our younger members.  Knowing the Critchley’s the next camp will 

more than make up for this. 

After four years at the helm of your organisation, I wish to announce that I will not be standing for re-election to 

the CMT committee this year. I have enjoyed the opportunity to serve you all but other commitments and       

challenges lay ahead for me, so I need to pass the baton on to someone else.  I would urge every member to   

consider if they might be able to contribute in even a small way to the running of your CMT Australia.  The         

organisation has been incredible fortunate to have been served by a small band of very committed volunteers: 

the Critchley’s looking after our CMT Aussie Kids, Robert who has been your treasurer for over ten years, Lisa 

who is doing her second stint on the committee, Anycie who worked as both Secretary and in our office for many 

years, Marilyn who has Tasmania running like a finely tuned instrument, and Chris and Annette who are relative 

newcomers to the committee.  However – it is time to share the load.  I know that some members assist CMT 

Australia with fund raising or running coffee catchups but the ongoing sustainability of the organisation requires 

more participation from a wider range of members.  It is unfair to continue to expect this small band of warriors 

to maintain the entire association.  Please consider if you have sometime to spare to participate more  actively in 

the running of  your CMT Australia. 

I would like to remind members that CMT Australia has a zoom account and if you would like to arrange a local 

support group meeting via zoom, please let us know and we will set it up for you.  Email info@cmt.org.au and we 

will look after you. 

 

Please continue to look after your physical and mental health, support each other and be kind to yourselves. 

 

Tony  

CMT President 

 

 

 

PRESIDENTS REPORT 

mailto:info@cmt.org.au
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New National Office Assistant 
CMT Australia is excited to introduce our new National Office Assistant  Eleanor 
Critchley. Eleanor took on the role in December 2020 and trained with our retired 
Secretary and office guru Anycie Berkmann to learn the ropes. She will be the face 
behind many of the admin tasks CMT Australia  carries out and fully understands the 
challenges of CMT, having 1a along with her sister and father. Many people would 
be familiar with Eleanor from her participation in the CMT Aussie Kids program since 
its inception, with Dad Peter and Mum Jillian being the Coordinators of the CMTAK. 
Welcome to the team Eleanor! 
 
DVDs and Hand Exercises 
The CMT Australia committee recently made the decision to discontinue the sale of Seminar DVDs and the 
Hand Exercises by Dr Grace Warren. These will continue to be available to members online at www.cmt.org.au. 
For your information and future reference the Hand Exercises are included in this newsletter.  
 
COVID-19 Vaccine 
We have had a number of enquiries regarding the COVID-19 vaccine and it's possible side effects for people 
with CMT. The known side effects of the current COVID-19 vaccines are similar to those of the annual 'flu'    
vaccine. These include symptoms such as: muscle soreness at the injection site, fever, tiredness, body aches 
and headache. Please consult with your physician regarding your personal medical history as it relates to      
vaccinations and the possibility of side effects of a COVID-19 vaccine for you. For more information about the 
COVID-19 vaccine, go to https://www.australia.gov.au/covid19vaccines  

CMT AUSTRALIA NEWS 

https://l.facebook.com/l.php?u=https%3A%2F%2Fwww.australia.gov.au%2Fcovid19vaccines%3Ffbclid%3DIwAR0-1eYusRwqhc4LE6X_qe-nPJ6R_IJthXRlFqZUCduzojBfWkg3-bIa4HQ&h=AT28G0bM49atuUlx-z5ddnTJkFL2hq6GHY5U63p4Bg1H1DhfeDoSU8-7vn6dTQ-yq3Mcxh3RHRVVE8RbYq8EIaX5uSIumykSqueR
https://www.facebook.com/CMT-Australia-604686846216785/photos/pcb.3873729365979167/3873722449313192/?__cft__%5b0%5d=AZW4myXXdkzG8_V3wcNUXPs0mZtJSyvkzdwJbs64LKd0l-5F9a-rFKbq2EzxU_GPin9oXDqtJd7Cm9OJloOGv3D7gkMEnh1wQz4rln63AgVoKdscTnNVAdNCpJEjb4NdImPRdgA89Xio9CQ
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TASMANIA 

So lovely to finally catch up with our Tasmanian Support Group members  after a 14 
month break.  We had 15 folk attend with discussions on AFO’s – with 4 members   
showing off their latest AFO’s, medication, symptoms – you name it – it was               
discussed!!!  The main point of contention is the lack of knowledge of our disease from 
some branches of the medical profession leading to frustration! We welcomed 3 new members to our 
group with one member even travelling from Launceston to attend.  Just watching folk interact at these 
Support Groups reinforces how important it is to keep connected.  A big thank you to all those that turned 
up – so nice to see you all again.  Let’s hope that with the vaccine roll out there will be more opportunities 
for us to meet.       

Marilyn Kremmer       
Tasmanian Support Group Coordinator 

 

  

 

  

 

 

 

 

NEWCASTLE 

Hi all,                 
I hope you all had a wonderful Christmas and New Year despite Covid restrictions that may have prevented 
us from being with family.  Here's hoping 2021 is a much better year for us all. It was great to be able to 
catch up with our Newcastle members for Christmas last year. Due to Covid that was our only catch up last 
year. 

I'll be planning our next meeting soon which won't be till April or May but will be looking for a new venue 
as our previous venue has closed due to Covid.  I'd also like to organise a guest speaker to attend one of 
our meetings so if you have any ideas please let me know. 

I'd also like to wish Anycie well in her retirement. She has been a tremendous support to our organisation 
and people impacted by CMT.  Wishing her and her family all the best. 

Well that's all for now. Take care and God bless. 

Kind regards, 

Gabby Cosgrove                      
Newcastle CMT Co-ordinator  

NEWS FROM THE REGIONS AND STATES 
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SOUTH AUSTRALIA 

Welcome to 2021, hoping for a better year this one. 
                                                                                                                                                   
Quiet time, we held a small coffee and chat at Saints Kitchen in February. Great food, good compa-
ny, and lively discussion.  It was good to see those who attended.  Plans are underway for our next     
gathering towards the end of April, all going well. 
 
The recent National Zoom, on navigating your children with CMT through their school years, was 
enlightening and informative.  It was so helpful, for me as a parent to hear from both a primary aged student, and one 
who has just completed secondary, the issues from their prospective and how they have worked through them.  
Thankyou to CMT Australia, and in particular the two students and Jillian who presented. 
 
Plans are being made to conduct some Nordic walking sessions with a local trainer in Adelaide.  This will depend on  
restrictions, as will be shared equipment.  James will be undergoing some private training soon and will discuss with 
trainer how we can move forward to some group sessions. 
 
Awareness of CMT and CMT Australia in particular is growing is South Australia, with 3 new enquires to me reaching out 
for support and information. 
 
Our Facebook group continues to grow, with 92 members now. 
 
If anyone interested in becoming a support contact for their area please contact me at cmt-sa@cmt.org.au, or has a 
particular topic they would like a presentation on for our National Zoom meetings please let me know. 
 
All the best, Lisa Moore 
SA State Support Coordinator & Support Contact. 
 

BRISBANE 

Hello everyone I have had a couple of fundraisers in conjunction with Betty Brimble from Fifth Avenue Jewellery and my 
Diamond Art.  We were able to raise a few funds for research. It wasn’t a great deal but every little bit helps.  

I am going to have a morning tea get together on the 24th April at Norths Leagues and Services Club 1347 Anzac       
Avenue Kallangur at 10 am.  That is providing we do not go into lock down.  Can anyone interested in attending please 
RSVP by the 20th April.  

Until then stay safe and well. 

Margaret Burke                                                          
Queensland Coordinator                                    

NEWS FROM THE REGIONS AND STATES 
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The Impact of the media on forming disability identity. 
As a disabled person growing up in the 21st-century with the rise of highly accessible media, I noticed that there 
was a limited representation of disabled people within the media and furthermore, if there was some             
representation, individuals were portrayed as unfortunate or treated with a sensitivity that made them           
vulnerable or even tokenistic. Research suggests that societies understanding of disability is largely derived 
from the available media but very few positive representations exist in this domain creating a subconscious  
reinforced view that people with disabilities are lesser in society. This representation forms constraints on    
opportunities for building a disabled identity. 
  
In the ‘Industry versus Inferiority’ stage, Ericsson maintains that “children begin to make comparisons between 
themselves and others” in order to assess “where they stand”. This is followed by Ericsson‘s next stage ‘Identity 
versus Role Confusion’ where adolescents search for a sense of self and identity. As author Nathalya Cuba’s 
outlines in her ‘Self Concept’ work; “some challenges for adolescents, then, may come from feeling different 
due to gender, sexuality, ethnicity, class, or ability.” This is reinforced in an interview from the point of view of 
my millennial‘s sister who declared she felt there was “definitely a certain distance between me and others, 
especially at school, because of CMT.” 

  
It is at this point in adolescence where disabled individuals discover a feeling of difference, often as a result of 
the common isolation of having a disability, this process is delayed and often leads to ‘role confusion.’ Role   
confusion involves a lack of personal cohesion resulting from conflicting identities being sampled in an           
endeavour to fit in or achieve an identity, this is reflected in a quote from my Gen X father when musing on his 
adolescence that he “never really felt like I fitted in anywhere specifically, I was both too disabled and not      
disabled enough”. 
  
Much of our identity is built from the media we consume; the films, advertisements, social media posts and 
other media all have an impact on us as individuals and as a collective. Yet still in our society, the way our media 
portrays disability is fraught with ableism, if disability is depicted at all, which creates issues for the develop-
ment of the disabled identity and culture. 
  
The media maintains a crucial role in the construction of identity and can have nuanced effects on the                 
individual. The characterisation or portrayal of how ‘inspirational’ people with disabilities are for completing 
tasks or simply just living is one example of this. This can be further connected to the common reaction to focus 
on the goodness of the able-bodied person performing a charitable act towards a disabled individual, that, in 
many cases, invalidates the agency of the disabled person to some degree. My research therefore suggests that 
persons with disability are seen much more today in terms of media and pop culture representations, but that 
‘being seen’ does not necessarily equate with being understood. 
  
This was exemplified in the case of Stephen Hawking. Hawking was a strong disability advocate and scholar well 
known for his contributions to scientific knowledge. He asserted throughout his career that it was his wheel-
chair and assistive devices that allowed him to engage, not be restricted, in his work. This was ignited further in 
an article by the guardian featuring a cartoon, which has now been removed, of Hawking walking away from his 
wheelchair. The representation of Hawking in this way demonstrates the common ableist perception shown in 
the media where mobility aids are shown as restricting and disabled individuals are perceived as not being able 
to achieve academically. The illustration of such plays on ablest narratives that present people with disabilities 
as inferior to able-bodied people, as defective or as having a worthless status. This reinforces that there is no 
attempt made by the media to portray physical disability in a way that is integral to the wider understanding 
and acceptance possible in the future. 
  

Microworld and the Acceptance of Disability 

In my personal microworld, I have always been proud of my identity as a disabled individual. I identify strongly 
with the disabled community, I have always surrounded myself with disabled peers, media intended for         
disabled people and groups who are affected by disability, which made me wonder why there is such a big    
contrast between myself and my cousin. We are much alike, she is five months younger than me, we go to the 
same school in the same year and have spent the majority of our lives known as the ‘troublesome two’, we 
have the same disability; so why, in our near adult life, does she still not talk about and reveal her disability?  
 

An Investigation into the Process of Identity Development in 

Physically Disabled Individuals  
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Although we share a disability, one inherited from our twin fathers, our symptoms are quite different. As such, 
in contrast to her, I have had invasive surgery and spent long periods using assistive devices such as wheelchairs 
or AFO’s. These were definitive signs of disability or at the least difference and although I do not rely on these 
mobility aids any more, their effect on the development of identity and my acceptance of my disability was   
profound, especially due to their prevalence in my adolescence, when much of the identity development      
processing happens. 
  
Personally and for some other people with disabilities, disability identity entails growing up with a positive 
sense of self, and a feeling of connection to and affinity or solidarity with other members of the disability     
community. My immediate family, of which three quarters are disabled, have maintained an open view on our 
disability as a part of me and have continued to encourage this through my adolescence.  
  
This view is promoted by Nas Campanella, Campanella is an outspoken media commentator on disability affairs, 
previously a Triple J newsreader and now ABC’s Disability Affairs Reporter. Campanella is blind and suffers from 
CMT, and she talks about how “being blind is a big part of me, but it’s not who I am.” She commented about 
how her disability affected her adolescence; “I already felt different and I thought the cane made me look 
different” adding “especially as a young girl you just want to fit in”. The confidence she found later on allowing 
her to “embrace that part of me and love it”, demonstrating an important part of identifying with a disability. 
  
Early in my research process, I made the naive assumption that changing media depictions of disabled people is 
key to better including persons with a physical disability in society. However further research has demonstrated 
that the more substantial and lasting impact exists in the meso world interactions and relationships that       
physically disabled persons have with able-bodied members of the community. It should, however, not be up to 
physically disabled persons to create the social change needed to bring about inclusion. This would be an unfair 
expectation and a double standard, rather, what is needed in society is a culture of seeing persons with physical 
disabilities for who they are first and foremost, and seeing their disability as just one component in the overall 
make up of their identity. 
  

Driving Societal and Personal Change 

“Able-bodiedness is undeniably and unquestioned, unremarked upon state which only becomes notable in its 
absence, the difference of disability can never be raised and as such disability will never be accepted without a 
shift in the environment of disability within society.” 

  
Historically, disabled people lived in institutional homes, either alongside the elderly or other disabled            
individuals. From the freedom movement of the 1970s and at the turn of the 21st-century, disabled people 
were increasingly included within the community and their families, allowing for increasing independence. The 
connotations of physical disability as curses or disease has created a wider social view or stigma of dependence 
and helplessness. However this stigma has created issues which were described by my millennial sister as she 
felt “locked out of society at times, the doors aren’t open to me,” she further describes how this made her feel 
often isolated. This alludes to the conclusion that the prejudice and discrimination that often accompany illness 
can be as limiting as the condition itself, which is further supported by the statement that ”it has been a vital 
step in the development of political consciousness to recognise that disability is something imposed on top of 
our impairments by the way we are unnecessarily isolated and excluded from full participation in society.” 

  
One of the biggest conclusions I drew during my PIP journey was that for wider acceptance and disability       
literacy within the society to be achieved there needs to be change on all 
three levels, macro, meso and micro. Interactions in the meso and         
microworld with disabled individuals are crucial to creating lasting change 
that fosters wider acceptance. It is the collaboration of exposure in        
education in schools and institutions in the meso world, and macro world 
representation in the media that allows for a future where the stigma    
surrounding disability is reduced and the normalisation of disability is 
achieved. This leads to the ultimate positive conclusion that as proud    
disabled individuals, by just being, we bring awareness and become      
disability activists within ourselves.  
Eleanor is a first year University Student studying a double degree in Law and Politics, 

Philosophy and Economics at the University of Wollongong, NSW. She is pictured right 

at the summit of Mt Kosciusko. 

 

By Eleanor Critchley 



 

8 

 
 

 
 
 
 
CMT AUSSIE KIDS CAMP 
 
With the continuing uncertain COVID situation, it was with regret that we made the decision to postpone 
this year’s CMT Aussie Kids Camp which was to be held from 5-7 March. In making this decision we      
considered many factors including the risk of another lockdown, availability and cost of flights for our   
interstate attendees and the possibility of ongoing border restrictions. The CMT Australia committee     
ratified this decision at their meeting in mid January. Yes we are sad and   disappointed but know you will 
understand that we are doing this with the best interests of our kids and the community in mind. The 
good news is we have been able to re-schedule the camp to Friday 4th March—Sunday, 6th March 
2022. Put it in your diary. 
 
Don’t  worry, we will continue to keep in touch and offer opportunities to get together both virtually and 
(hopefully) in person once things return to ‘normal’. We can’t wait to celebrate our 10 year anniversary in 
style this time next year. Start planning now, start saving now, put it in your NDIS plan. See you on camp 
in 2022!  
 
ZOOMING 
 
Even if we can’t get together in person we can still Zoom. The kids have been enjoying Trivia Nights, 
Guess the Song Lyrics games and much more as we navigate our way through the continuing COVID      
situation, even getting together with their UK CMT Kids friends on their games nights on Sunday morning 
(Aust time!).  
 
In addition to this 2 of our CMT Aussie Kids presented at an online Sydney North Coffee & Chat in late 
March entitled ‘How to Navigate Your Children with CMT Through Their School Years’. One of the 
attendees actually called them ‘motivating and inspirational’. Convened by our Sydney North Coordinator 
Darryl Beitsch it was an enlightening, informative afternoon. 
 
Hamish, in Year 6 spoke about how he introduces CMT to his friends at school; what the benefits and     
limitations of CMT are to him; and ‘How To Survive’.  
 
Eleanor, who completed her final year of High School in 2020, spoke on navigating the school system with 
CMT; Transitioning from Primary School to High School to University; Disability Provisions and learning to 
advocate for yourself as a young adult with CMT. 

 
STOP PRESS 
 
Get ready for a CMT Family Fun Day in September. Planning is in the early stages for a day at Luna Park, 
Sydney, partly sponsored by one of our CMTAK families. We know we’ve missed out on a lot during the 
past year and this will give us a chance to get together and have some fun. Date to be confirmed but likely 
will be 11/12 September or 18/19 September. Luna Park is currently closed, with the fun park building 
new rides and thrills. It is set to open mid year so we have our fingers crossed September will be a great 
time to visit. More details when they become available on our Facebook page. 
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HELP FOR CARERS  
If you look after a family member or friend with a disability, mental illness, drug or alcohol         
dependency, chronic condition, terminal illness or who is frail, then you are a CARER. 

 

The Australian Government has introduced a Carer Gateway website and call centre as an entry 
point for carers to access practical information and advice, online supports, and services in their 
local area. 

The new nationwide network of Carer Gateway service providers delivers a range of support     
services to unpaid carers, such as: 

• In-person and phone-based counselling 

• Online self-guided coaching 
• Emergency and planned respite 

• In-person and online peer support 
• Online skills courses 

• Financial packages focused on employment, education, respite and transport 
It also provides information, practical advice, and resources on a range of topics, including: 

• Information on the types of care and stages of caring 
• Advice on how to look after yourself while caring for someone 

• Information on respite care 

• Managing day-to-day care 
• Legal and financial support considerations 

• What to do in an emergency or crisis situation 
• Help on combining caring with work or study 

• Assistance with navigating local services including the National Disability Insurance Scheme 
(NDIS), My Aged Care, and palliative care. 

  

Visit https://www.carergateway.gov.au or call 1800 422 737 

 

The National Carer Counselling Program provides short term counselling services specifically for 
carers. Counselling is about talking to a trained professional who can help you address the       
challenges in your life. You may wish to explore ways of coping with the responsibilities of caring 
or help balance caring with other aspects of your life.  

 

If you are an unpaid carer and would like to talk to a counsellor, call 1800 242 636 to make an  
appointment. Or go to www.carersaustralia.com.au to connect with your state or territory Carers 
Association.  
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This article below has been edited from the book ‘The Care of Neuropathic Limbs–                                                    

A Practical Manual’ by Dr Grace Warren MD 
 
In many diseases, the development of weakness and paralysis of the hands is slow and unpredictable. The 
patient often is unaware that there is a developing paralysis until such time as they realise that the fingers 
can no longer be fully straightened and that they are unable to wrap their fingers and thumb around a 
glass or hold a pen in the normal manner. 
 
In most forms of CMT, initially, there is a weakness of the small muscles in the hand whose functions are 
overcome by the long finger flexors which are stronger. This results in the flexion of the small joints and 
not the knuckles (the metacarpo-phalangeal joints in the middle of the hand) resulting in a clawed hand 
which is typical of low ulna and low median nerve paralysis. The thumb also cannot be easily pulled away 
from the palm and there is lack of rotation. If patients with neuropathy will exercise the small muscles 
they can stop disuse atrophy and may maintain reasonable function. At the same time, exercises aimed at 
preventing stiffness can maintain mobility and better function. 
 
The patient should exercise on the thigh NOT a tabletop. If there is muscle weakness there is often abnor-
mality of sensation and the padded thigh is less likely to traumatise the fingers than a hard tabletop. 
 
Remember, that in some diseases such as Charcot Marie Tooth disease, the muscles will tire much more 
rapidly than normal. Also in some disorders, the muscles get weaker as the day advances. This means that 
while a patient can do an exercise early in the morning, they may not be able to do it in the evening. 
 
Start by doing each exercise about five times. Then slowly build up in strength of pull and the number of 
times each exercise is done. Once the function is present and has reached its maximum strength, main-
tain the muscle function and improve it by doing the exercises three times a day. In many diseases if you 
do not use a weak muscle it will atrophy. However, if you keep using the muscles, even though it is weak 
you may maintain reasonable function. It is not possible to strengthen all muscles that are weak as it de-
pends on the cause, the severity of the paralysis and the duration of the weakness. 
 
EXERCISE 1 
Extension- flexion of the fingers 
With the back of the arm and hand on the thigh, the fingers are fully flexed in to make a tight fist and then 
the fingers are unrolled till fully extended while oil is rubbed into the skin to improve suppleness. If the 
patient cannot do it actively, they can use the other hand to close the fist and then to rub the fingers out 
straight. This will prevent stiffness in the small joints where the fingers flex. 
 
EXERCISE 2 
Lumbrical muscles. These are the muscles that make the hand 
bend in the middle at the knuckles. (The metacarpo-phalangeal 
joints). Their good function is an essential in pinching and gripping 
around a cylindrical object.  
 
Commence by pressing the closed fist of the hand to be exercised 
into the palm of the other hand so that the back of the hand to be 
exercised is against the palm side of the fingers of the other hand. 
By pressing the knuckles of the exercising hand into the palm we 
are stabilising the knuckles in flexion. Then fully straighten the fin-
gers so their tips lie out over the wrist joint of the stabilising hand. 
Then flex fingers again and straighten again. This is easy to do 
sitting on the bus etc without attracting a lot of attention and it 
does help function a lot 

HAND EXERCISES FOR WEAK, SMALL MUSCLES 
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EXERCISE 3 
Abduction - Adduction of the fingers  
If the abduction/adduction is strengthened it will assist the lumbrical ac-
tion. Place the two hand palms together with the fingers lying one over 
the other. Then spread the fingers as far as possible. One hand will assist 
the other in this action. Once the movement is strong the fingers can 
easily be alternated so that one finger can be used to supply resistance 
to the equivalent finger on the other hand. In this way each finger, one at 
a time, can assist in strengthening the muscles of the other hand. All five 
fingers can be done one after the other. 
 
If weakness is already marked, the affected hand can be cupped over the knee and then the fingers of the 
other hand can be dragged through the fingers to stretch the finger webs. The assisting hand can then be 
used to take each finger in turn and move it from side to side while the patient tries to tell the brain to do 
the function. When the hand is cupped over the knee the action of the extensors of the fingers is reduced 
and it is easier to see if abduction/adduction is occurring. 
 
EXERCISE 4 
Thumb rotation 
With the hand palm up try and rotate the thumb through a full circle. Start with the thumb parallel to the 
index finger but held as far away from the index as possible. Then keeping the thumb joints straight move 
the thumb towards the tip of the extended fifth finger (you probably will not reach it) Then move the 
thumb back across the palm and out beyond the index and then back away from the index to complete a 
circle. If the weak hands cannot do this, then use the other hand to hold the joint and move the thumb 
through the desired range of motion. 
 
EXERCISE 5  
Thumb Tip extension/flexion 
Many patients with weak hands end up with a fixed flexed thumb tip. Put the back of the hand on the side 
of the thigh so that the joint is held straight by pressure into the thigh. This position gives maximum assis-
tance to extending the tip joint. Extend and straighten the tip joint and then fully bend and flex it again. If 
it cannot be actively moved it can be passively straightened by the other hand and then fully flexed and 
then extended again. Do it assisted several times and then try and do it active without assisting.  
 
EXERCISE 6 
Thumb web stretch 
Interlock the two hands by placing the thumb of the assisting hand into the palm of the exercise hand with 
the fingers of the first hand on the back of the second hand. Place the hands so that the index finger of 
the first-hand lies right along the thumb of the assisting hand and so that the tip of the thumb of the exer-
cised hand lies deep into the web of the first hand. This should make the index lie right along the three 
thumb bones. Then rotate the first hand around the thumb, pushing the thumb towards the body and 
turn the second hand away from the body. This will rotate the thumb away from the hand and stretch the 
skin of the thumb web. It is important to keep this web wide to be able to maintain a good grip. Do both 
hands in turn so both webs are stretched and rub in lanolin to nourish and mobilise the skin. 
 
EXERCISE 7 
Correct use - picking up objects 
Bend the knuckles until the fingers are at 90° to the palm of the hand. Initially keep the fingers straight. 
Keep the thumb straight and rotate it until the pulp of the thumb pinches the pulps of each finger in turn. 
Use this action to pick up small objects, a finger at a time and then a longer object using several fingers. 
Also use this action to grasp a glass pushed deep into the web space before the fingers and thumbs are 
flexed at the small joints to give a firm hold on the glass. 
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APPLYING TO THE NDIS 

By Chris Meaney 

Since the NDIS was introduced to Australian residents in 2013 
CMT Australia has been asked many times to explain the process. 
Here, in plain English, Committee Member Chris Meaney           
explains how to access the NDIS to support you in living with 
CMT. 
The National Disability Insurance Scheme (NDIS) has redefined the disability support landscape 
across the country. The NDIS provides funding support to people aged 7-65 with significant,    
permanent disability to access services to reduce the impact of their disability.   

Charcot Marie Tooth is a condition listed on the NDIS’ List B – “Permanent conditions for which 
functional capacity are variable and further assessment of functional capacity is generally        
require”. So there is the potential for you to gain access to the NDIS with CMT. What you are  
going to need to do is:-   

1. Contact the NDIS to start an access request. Call 1800 800 110 and follow the prompts.   
2. Request access documents be sent to you   
3. Collect information required:-   
You will need to demonstrate:-   

1. That you are a permanent resident of Australia. The easiest way to do this is provide your 
Centrelink Reference Number – obtainable from Services Australia if not readily available. 
The NDIA will provide you with alternative options if necessary   

2. That you are under the age of 65 when applying.   
3. Proof of diagnosis. They will typically request this to be given on a neurologist’s letter head – 

you may have a GP who has this on file already   
4. Evidence of significant functional impact. The definition of significant functional impact can 

be found here. ( https://www.ndis.gov.au/about-us/operational-guidelines/access-ndis-
operational-guideline/access-ndis-disability-requirements) 

 
Whilst a GP or Specialist can complete the required form, it is much effective for you to obtain a 
functional assessment from an Occupational Therapist to support your Access Request. This, 
however, can be a costly endeavour and you will need to weigh the options of paying and        
potentially still being unsuccessful.   
 
One you have obtained the required information, forward to the NDIA who are required to      
respond within 21 days (although do not always do so), and may require additional information. 
This will be communicated to you in writing.   

For children under 7 who demonstrate a developmental delay (this may be significant delay in 
physical milestone achievements), your child would need to enter the ECEI Pathway. Information 
can be found here.  (https://www.ndis.gov.au/understanding/how-ndis-works/help-children-
under-7) 

 

https://www.ndis.gov.au/about-us/operational-guidelines/access-ndis-operational-guideline/access-ndis-disability-requirements
https://www.ndis.gov.au/understanding/how-ndis-works/help-children-under-7
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AUSTRALIAN CAPITAL TERRITORY 

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

VICTORIA 

Paula Hodgson                                                                                    
Mobile: 0419 351 765                                                       
Email: paula_denise@bigpond.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 Western Suburbs                                                                 

Mrs. Carmen Frendo                                                                        

Mobile: 0404 848 076                                                                      

Email: cmtwestsydney@gmail.com 

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 

 

 

Illawarra District                                                                                   

Ms Macadamia Petal Rose                                                                                      

Phone: 02 4272 5505 

Victoria Wilson                

Mobile: 0422 155 230 

Mudgee District                                                                                           

Mrs. Ann Milligan                                                                                

Mobile: 0450 737 563 

 

 

 

 

  

 SUPPORT GROUP COORDINATORS 
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AUSTRALIAN CAPITAL TERRITORY 

Canberra and District                                                                          

Mr. Roger MacRury (See above)                                                           

QUEENSLAND 

Brisbane                                                                                               

Mr. Stephen Bonner                                                                  

Phone: 07 3324 2972                                                                 

Mobile: 0404 688 824                                                                 

Email: stephencmt@iinet.net.au 

Northern Brisbane                      

Mrs. Margaret Burke                                     

Phone: 07 3886 2492                                     

Email: rfbmb@aol.com 

South Brisbane          

Ms. Annie Dawson             

Email: anniecmtx@gmail.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 

Townsville                                 

Miss Rose Cleary             

Mobile: 0459 957 393                        

Email: rose.cleary@my.jcu.edu.au 

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 (See above) 

Mrs. Katherine Robins                                                               

Mobile: 0407 114 380                                                                     

Email: kathyr@blanketsecurity.com.au  

Bendigo and District                                                                         

Mrs. Heather Anderson                                                          

Phone: 03 5439 3774 

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) 

mailto:anne.rod@hotmail.com
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DONATIONS November 2020—March 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 
 
Lynnette Dillon  Mr Robert Scott  Mr Braden Mocher  

 
$200- $499 
 
Mrs Margaret Burke  Mrs Thea Ferguson Mr Tim Hansen   Mrs Christine Algie 
Mrs Betty Brimble  
 
 
$100-$199 
 
Regency Park Primary School Mrs Elizabeth McKinlay 
Grill’d Restaurant Kirrawee (organised by Peter and Jillian Critchley) 
Grill’d Restaurant Miranda (organised by Peter and Jillian Critchley) 
Ingrid Tiltman 
 
 
$50-$100 
 
Jonathan Galloway Mrs Julie Thomas Mr Robert Johnson Mr Paul Finnimore 
Mrs Janette Llewellyn Mrs Denise Eastwood Mr Dennis Simpson Mrs Beverley Jurd  
Mr Julian Ferenc 
 
 
$20-$49 
 
Mrs Michelle Ehrich Mr Laurance Batters Ms Angela Allsop Mrs Margaret Lampe 
Mr Richard Dillon 
 
$1-$19 
 
Mrs Patricia Ingham  Mrs Margaret Psaltis Mr Anthony Crivelli Ms Beverley Smith 

Mrs Lesley Polmear  Mrs Sandra Stephens 

 

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 
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FAST FACTS ABOUT PEOPLE WITH A DISABILITY IN AUSTRALIA 

GENERAL 

 Over 4.4 million people in Australia have some form of disability. That's 1 in 5 people.  
 17.8% of females and 17.6% of males in Australia have disability. 
 The likelihood of living with disability increases with age. 2 in 5 people with disability are 65 years or   

older.  
 Of all people with disability, 1.9 million are aged 65 and over, representing almost half (44.5%) of all   

people with disability. This reflects both an ageing population and increasing life expectancy of             
Australians.  

 2.1 million Australians of working age (15-64 years) have disability. 
 35.9% of Australia’s 8.9 million households include a person with disability.  
 
EDUCATION 

 An estimated 1 in 10 (10%) school students (aged 5–18) in Australia have disability, and almost 1 in 18 
(5.4%) have severe or profound disability. Almost all (89%) children with disability go to primary or  
secondary school—the same proportion as children without disability.  

 Whether a person has completed Year 12 varies by age, with those in the older age ranges less likely to 
have done so. Among people aged: 

 20–24, 68% of people with disability had completed Year 12 or equivalent, compared with 85% of  
people without disability 

 50–54, 38% compared with 56% 
 85 and over, 15% compared with 20% (2018). 
 Most school students with disability (57%) receive support at school, though not all students with   

disability who need support with their education receive it: 1 in 10 (10%) school students who need 
support do not receive it and 1 in 5 (21%) who receive support need more. 

 

WORK 

 People aged between 15 and 64 years with disability have both lower labour force participation (53.4%) 
and higher unemployment rates (10.3%) than people without disability (84.1% and 4.6% respectively). 

 There are 2.1 million Australians of working age with disability. Of these, just under half were employed 
(47.8%), compared with 80.3% of people without disability. 

 

DISCRIMINATION 

In the last 12 months, among people aged 15 and over with disability living in households, an estimated: 

 1 in 4 (23%) experienced some form of discrimination (including disability discrimination), compared 
with 1 in 6 (17%) without disability (2014) 

 1 in 10 (9.6%) experienced disability discrimination (or 314,000 people) (2018) 

 1 in 3 (33%) avoided situations because of their disability (or about 1.1 million people) (2018) 

 1 in 3 (32%) of those who had challenges with mobility or communication had difficulty accessing      
buildings or facilities (or 429,000 people) (2018) 

 1 in 6 (17%) had difficulty using public transport (or 650,000 people), 14% (or 518,000 people) are       
unable to use public transport at all and 0.9% (or 35,600 people) do not leave home (2018). 

Sources: Australian Network on Disability (and.org.au)  

Home - Australian Institute of Health and Welfare (aihw.gov.au)  

https://www.and.org.au/
https://www.aihw.gov.au/
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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:  15th July 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 


