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Ronelle came into the MDA in June last year to the role of 

National Service Leader. She had established and strong 

leadership skills from her time with Waitemata DHB and 

we were very lucky to have her join our team. When Chris 

Higgins resigned in August, Ronelle willingly took over the 

reins in an acting capacity and hasn’t looked back.

Ronelle has met the challenge and achieved significant 

gains in a very short time. She has applied all her past 

experience alongside her insights as a woman with a lived 

experience of disability, and as a long-time member of  

the MDA, to successfully lead the team. 

The National Council could not be happier to have 

appointed an MDA member to the position of Chief 

Executive, and I am sure many of you will feel equally 

pleased to be represented so authentically. Thank 

you to all of the existing staff for their hard work and 

commitment during this time of change and welcome  

to the new team members, who as contractors, are 

sharing skills and bringing fresh perspectives. 

As we prepare for the upcoming AGM and election for 

National Council, I would also like to thank and farewell 

Roger Loveless who has served as a Councillor since 2008, 

and recent Rangatahi representative Stacey Christie. 

We have much to celebrate and look forward to. Our 

new-look InTouch magazine is a sign of things to come. 

Read on for even more exciting news, including the 

launch of MDA’s new discretionary fund for members. 

Until next time,

Heather Browning

MDA Chairperson

Catching up with Heather
Kia ora koutou, greetings to you all. I am really excited about the year ahead for  

the MDA. The most exciting start to the year is the news that Ronelle Baker  

has accepted the permanent position of Chief Executive.

From the desk of the Chairperson

or a family member, a neighbour or a friend. It could be a 

wee baby, or a retiree, it could happen at any stage in life.

Muscle weakness and wasting conditions can strike 

anyone of any age, of any ethnicity. These disabling 

conditions are called neuromuscular conditions with 

most but not all being genetic in origin.

We provide services to people with neuromuscular 

conditions - services that are unique and help them  

to live their life to its fullest.

It might be you ...
You can help by:

• Telling family  
members affected  
by a neuromuscular  
condition about us.

• Supporting our 
fundraising efforts.

Muscular Dystrophy  

Association Patron, Judy Bailey. 
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I can’t tell you how proud and delighted I am to have 

the opportunity to lead this organisation into the future, 

carrying forward the vision of people with neuromuscular 

conditions having lives that are filled with opportunity 

and potential. 

In this issue of In Touch you will see a fresh new look, 

interesting ideas and empowering stories. Thank you 

to Jody, Ethan and Oliver for sharing their experiences 

of keeping active and having fun with horse riding and 

swimming. When I was younger I loved horse riding, 

however was never a decent swimmer. These days life is 

so busy and my mobility not what it used to be, so I aspire 

only to do passive things that require me to do little more 

than lie on a table! Cranial osteopathy, massage and lots 

of anti-flamme cream are my tried and tested wellness 

strategies. I have also had some success with a circulation 

booster that sends electrical pulses up my legs and makes 

me feel like I have jogged around the block. Although this 

isn’t scientific and I wouldn’t be able to prove it, it helps to 

feel less guilt after eating so much cake at National Office 

morning teas. 

Take care,

Ronelle Baker

Chief Executive

In touch with Ronelle
E ngā iwi, e ngā mana, e ngā reo, e ngā whānau o Te Rōpū Mate  

Horokiwa o Aotearoa, tēnā rā koutou katoa! 

To all people, all authorities, all languages and the families who belong to the  

Muscular Dystrophy Association of New Zealand, greetings to you all!

From the desk of the Chief Executive

We hope you enjoy this issue and would really  
like to hear your feedback. Tell us what you think  
by sending comments to:

info@mda.org.nz

or write to us at:

PO Box 12063, Penrose,  
Auckland, 1642

Our ‘letter of the issue’ will win a great  
treat as a thank you for getting in touch.

Ronelle enjoying horse riding in younger days.



4  |  InTouch magazine Autumn 2016

How long have you worked for the 
Muscular Dystrophy Association 
and what do you do? 

I started in September 2013 so have 

been here for two years and four 

months (counting on my fingers). I am 

the Information and Resource Manager 

and spend my day writing fact sheets, 

updating the website, sending out 

information and welcome packs and 

generally trying to think of ways to 

improve the level of understanding 

people have about NMD. This includes 

communicating with GPs and other 

healthcare professionals and most 

importantly the members. 

What qualifies as a great day  
at work for you? 

A great day is when I really feel like 

something that I have done has actually 

benefited the members. A big one was 

getting the free counselling service up 

and running. I really hope this service 

that I helped create is making a positive 

difference in members and their 

whanau’s lives. I also enjoy talking to  

the members who call up. 

If resources and funds weren’t an 
issue, what would you like to see 
our members enjoying? 

Transport, I would love to see our 

members out and about in ways 

that currently just are not available. 

Accessibility is such a big issue and 

it should not be about ticking a box, 

but inclusive attitudes and valuing  

all people. 

A cup of tea and a catch up  
with … Jayne McLean

Each issue we introduce a MDA staff member: 

MDA
news

We’re looking for people keen to 

share their stories! Whāia ngā pu 

kōrero / The pursuit of great stories 

is an exciting new project lead by 

the MDA which seeks to document 

a range of experiences, triumphs 

and challenges through all age 

groups using e-publishing. To begin 

with, the project will be available on 

amazon but MDA will be looking at 

other print versions further down 

the line. It aims to provide readers 

with an intimate understanding by 

showcasing a collection of stories 

describing life with a neuromuscular 

condition from a personal 

perspective. 

We would love to have you 

involved! The only commitment 

required is that you are happy to  

be interviewed and willing to  

have your story told.  

Please contact either Darian Smith 

darian@mdn.org.nz or Natalie 

Brunzel on natalie@mda.org.nz

Your voice  
is needed!

What’s the perfect morning tea 
for an office shout? 

Sausage rolls! 

What are you passionate about? 

My whanau is very important to me, 

I also like reading and I desperately 

want to go to Egypt one day to see 

the pyramids.

Jayne McLean

N N

The Annual General Meeting of  
The Muscular Dystrophy 
Association of New Zealand 
(Incorporated) will be held on 
Friday 15th April 2016 at 6.00pm  
at the Brentwood Hotel,  
16 Kemp St, Kilbirnie, Wellington.  
Guest Speakers: Helen Kelly, Mojo 
Mathers and Erik Andersen.

Light Refreshments provided.  
All welcome.

Save the date

N

15
APRIL

RSVP by 31 March to:  
info@mda.org.nz or  
phone 0800 800 337 (Option 4).

Thinking of attending National  
or Branch AGMs but need help 
with travel costs? MDA may be 
able to help towards your petrol 
or taxi costs. Contact your office 
manager or Jayne@mda.org.nz  
for assistance.
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New clinical 

network coming

Grant applications will be considered 

on a case by case basis and will 

not exceed $1,500.00 per year, per 

individual member. 

There will be two funding rounds 

per year. MDA welcomes applications 

for funding round one which closes 

30th April 2016. A second funding 

Helping you achieve  
your potential

Part of our vision at the MDA is to enhance the lives of  

individuals with a neuromuscular condition. So we are launching  

a new discretionary fund to provide access to opportunities and  

resources that aren’t covered by government funding.

MDA News

The MDA wants members to have access to specialised  

personal support at times when they need it most. 

Support when you need it

We have partnered with EAPworks 

to make counselling available, free of 

charge and close to home. EAPworks 

verifies the credentials of counsellors 

across New Zealand and provides a 

confidential booking service for our 

members. Here’s what some people 

had to say about the difference 

counselling made in their lives  

in 2015; 

“Great that MDA offer this, hope 

they continue it because it has  

been great for me. More people 

should take it up.”

 “Absolutely brilliant! Helped on so 

many levels. Changed my life.”

Booking a session is easy – all 

you need is your MDA membership 

number. Conditions apply: MDA 

funds three one hour sessions for 

a person with a neuromuscular 

condition or a family member or 

close supporter impacted by the 

condition. If more sessions are 

needed, the counsellor can apply for 

more. The MDA only funds EAPworks 

recommended counsellors. 

To access this service call 0800 SELF 

HELP (735 343) and provide your 

MDA membership number, or fill  

out the online booking form at  

http://eapworks.co.nz/for-employees/

book-an-appointment/ 

N

N

A Ministry of Health mandated 

Clinical Reference Group has been 

convened by the Paediatric Society 

of New Zealand to develop a 

National Clinical Network for the 

management of infants, children and 

youth with neurological conditions. 

Miriam Rodrigues will represent MDA 

NZ. A national multi-disciplinary 

clinical network for children with 

neurological conditions including 

SMA, Duchenne muscular dystrophy 

and CMT will mean more equal 

access to specialist paediatric services 

throughout New Zealand.

Helping kids

N

round will be available in October  

of this year. 

You can find out more by visiting 

the member section of the MDA 

website, www.mda.org.nz. Or,  

phone Chris Light on 0800 800 337 

(option 4) to have information  

posted to you. 
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News from the DSS 
Consumer Consortium

MDA representative Ken Green 

attended the Ministry of Health 

Disability Support Services (DSS) 

Consumer Consortium in Wellington 

last November where a wide range  

of government funded initiatives 

were discussed. 

The consumer consortium meets 

every six months and involves  

people from national disability 

organisations who provide input  

and advice to Disability Support 

Services on its planning, policy  

and service development. 

MDA is continuing a radio campaign 

with the Rhema Network, which 

includes radio stations Rhema,  

Life and Star. 

This campaign will raise awareness 

and create fundraising opportunities 

by engaging the diverse audience 

of this well-known Christian radio 

network. 

The network is available 

nationwide. Check your frequency  

at www.rhema.co.nz

On air

A highlight was an engaging 

conversation with the Associate 

Minister of Health – Hon. Peseta  

Sam Lotu-liga.

The next consortium meeting will 

be Wednesday 6th – Friday 8th April 

2016. As part of this representative 

role, Ken will provide a report to 

MDA’s National Council, to keep  

our governance group up to date  

on the Ministry of Health’s key  

priority areas.

N

We hope you’re enjoying our new 

look InTouch magazine. A new design 

has been made possible thanks to a 

generous donation from our good 

friends Larry and Jaqui Stern (pictured 

here on a recent trip to Antarctica) of 

the Lawrence Z. & Jacqueline A. Stern 

foundation.

Thanks!

N

N

MDA
news

Many MDA members will have 

recognised one of the names in the 

New Year’s Honours list for 2016. 

Congratulations to Joanne Dixon  

who was made an Officer of the  

New Zealand Order of Merit for 

services to Clinical Genetics. 

Dr Dixon advocated for a national 

genetic service for families across 

New Zealand with inherited disease 

to have access to a consistent level of 

care and advice. The national Genetic 

Health Service New Zealand was 

formally established in 2012 and she 

is serving as the inaugural national 

director.

She was the President of the 

Human Genetics Society of 

Australasia from 2013-2015 and has 

been instrumental in streamlining 

operations and introducing more 

services for HGSA members.

Top honour

NZ DMD research findings
Come and hear local researchers 
talk about the healthcare 
experiences of families with 
Duchenne muscular dystrophy  
in New Zealand.

6-8pm, Thursday 7th April 
CCS Disability Action
14 Erson Avenue,  
Royal Oak, Auckland
RSVP to info@mda.org.nz
0800 800 337 (option 4)

For those unable to make the event, a webinar option may be available.  

More details coming soon to www.mda.org.nz N
N
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The TREAT NMD Global Database 

Oversight Committee met in 

Washington DC in December 2015 

as part of the activities of the TREAT 

NMD conference. The key priorities 

for 2016 are three-fold and include 

considering new ways of reimbursing 

individual registries for their work; 

improving the communication back 

to registries about the enquiries 

that are facilitated by TREAT NMD 

– this also relies on input from 

the pharmaceutical companies 

Two international enquiries assessing 

the feasibility of performing clinical 

trials were received by the NZ NMD 

Registry in the last quarter of 2015. 

One enquiry sought data across all 

types of spinal muscular atrophy 

and the other related to Duchenne 

muscular dystrophy. We look forward 

to hearing the outcome of the 

enquiries this year. 

MDA’s Neuromuscular Research 

Foundation Trust was pleased to 

approve two applications in its 2015 

funding round. Dympna Mulroy, 

MDA Fieldworker and AUT research 

assistant is proud to accept a 

postgraduate scholarship to study the 

factors influencing work productivity 

in people with myotonic dystrophy 

utilising data from the MD-Prev study.

A team led by Dr Alice Theadom 

Arthur Young is a senior lawyer 

living in Auckland. He continues 

in full time practice in a diverse 

legal and commercial career which 

commenced over 60 years ago. He 

is senior partner of Chapman Tripp, 

New Zealand’s largest law firm. 

Chapman Tripp generously provide 

pro bono legal services to MDA.

 Arthur has been a Chairman of 

Trustees of the NRFT from the time 

the trust became fully active in 2011. 

Over earlier years he has held a 

range of significant community and 

charitable sector trusteeships. Arthur 

brings to the trust his wide legal, 

commercial and practical experience. 

Arthur is married to Helen Melrose, 

National Chairperson of MDA from 

2008 to 2012. Lachlan Melrose, known 

to many in MDA in the Auckland 

region, is one of their family.

TREAT NMD Registry 
Curators meeting 

The NZ NMD Registry 

Grants awarded

NRFT
news

Introducing…
Arthur Young, Chair of the  

Neuromuscular Research 

Foundation Trust

Catching up with news from  
the MDA’s research foundation

Arthur Young

involved; and importantly the need 

for global registries to expand into 

different disease areas including 

facioscapulohumeral muscular 

dystrophy (FSHD) and myotonic 

dystrophy. These are being 

progressed as a high priority with 

a world-wide survey of current 

registries completed for myotonic 

dystrophy and underway for FSHD.

from AUT have received a grant 

to conduct a prevalence study of 

Charcot-Marie-Tooth disease (CMT). 

The research aims to:

• Identify the prevalence of CMT  

in the Auckland Region of NZ

• Determine the un-met needs and 

impact of living with CMT in NZ

• Determine the direct and indirect 

costs of living with CMT in NZ.

If you have a neuromuscular 

condition including any of the 

conditions mentioned in these pages 

and would like to be included in the 

NZ NMD Registry please contact 

your MDA Fieldworker or the Registry 

Curator, Miriam Rodrigues registry@

mda.org.nz or 0274 688 044 for 

information and an enrolment form.

N

N

N

N
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In the pool
Once a week, when four year old Ethan King and his 

little brother Oliver, two, put on their favourite togs and 

goggles and head to the pools for swimming lessons, they 

are not only taking part in physical activity that is helpful 

for boys with Duchenne muscular dystrophy, they also get 

to do the same thing as every other kid in the pool.

 “There’s no difference between them and the kids beside 

them,” – says their mum, Corinne King. “It’s a sport that 

they are the same in as their peers and not always last. 

It’s all about “being the fastest” when you are a four-year-

old, and that’s something these boys are never going to 

experience in a running race.”

Corinne and Mike started the boys at lessons after 

reading how swimming is helpful for boys with Duchenne 

because it lets them exercise in a way that doesn’t damage 

their muscles. Ideally, she’d like to see hydro-therapy be 

part of their treatment programme.

“Both boys adore their weekly lesson,” says Corinne.

“Oliver is really enjoying it. He loves jumping off the 

side of the pool from a seated position, and jumping up 

and down on the underwater mat. The water provides a 

On the go
Push past the barriers for great results

Physical exercise has benefits for both the body and the mind. We look at what  

some of our members are enjoying, and what the experts recommend.

Ethan and Oliver love swimming  
with their mum Corinne.
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different playground for Oliver because he isn’t walking 

yet and is really loving the freedom the water provides. 

He gets so excited when I ask him if he wants to go 

swimming with the other kids! Ethan has progressed 

to the second group in his age level since he started 

swimming last year, so that was a huge confidence boost.

“It’s also important for general confidence in the water, 

especially when it comes to being in the sea,” says Corinne. 

“That’s another challenge for our boys as their core 

stability and strength is not as good as most children their 

age, so a wave could knock them over. Being confident in 

the water is even more important for them.”

Corinne says she is always careful to monitor Ethan and 

Oliver’s energy levels to make sure they are not overdoing it.

Expert advice
Julie Rope, Director and Senior Clinical Practitioner at 

Rope Neuro Rehabilitation, says water-based activities are 

particularly helpful, and physical activity and exercise in 

general, have a wide range of benefits for people with a 

neuromuscular condition.

While it’s important to stress that the type of exercise 

varies according to each person and their condition, in 

general exercise can offer improved balance, flexibility 

and body tone. It can make it easier to sleep and breathe, 

reduce fatigue and help with relaxation, and help  

control body weight and make people feel positive  

about participation.

Julie recommends being creative with your choice of 

exercise which might mean anything from using a tin of 

baked beans as a weight, to having an exercise bike set  

up in the garage.

“Do something purposeful and choose something 

you enjoy,” she says. “Find a place that suits you and your 

privacy needs.”

Julie says there are barriers that make exercise a 

challenge. These include reduced aerobic capacity and the 

fatigue that accompanies many conditions. But she says if 

these can be respected and appropriately managed, it is 

worth persevering.

“Fatigue can be really disabling and limiting, and 

exercise often is the last thing you would even consider if 

you are just managing to get through the day. However, 

there is significant research to prove that exercise lessons 

feelings of fatigue.

“If you can get past the barriers, you will get the benefits 

we have mentioned.”

Julie says physical benefits aside, the psychological 

benefits of exercise can be life-changing.

“Improvement in fatigue levels and quality of life  

can positively affect relationships with friends and also  

the dynamics of the family. Many people who attend 

hydrotherapy or diagnosis specific exercise groups feel  

it improves their mood and this has a positive impact  

on their day-to-day life. The decreases in fatigue, or the 

improvements in self-management of fatigue, allow 

our members to engage further in enjoyable activities. 

Although functionally many members will not necessarily 

improve, the changes in their mood and quality of life are 

indeed life-changing,” she says.

“Physical benefits aside, the 
psychological benefits of exercise 

can be life-changing.”

Feature | On the go

Ethan King
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Feature | On the go

Eight tips to keep in mind
• Let pain be your indicator to modify an exercise.  

No pain no gain – is NOT the guideline for 

neuromuscular conditions

• What is your baseline? What can you do now? How 

much time are you ready to commit? Judicious aerobic 

exercise is good for your cardiovascular system and 

maintaining optimal health, so make it a lifestyle 

change that will benefit your physical/mental and 

cardio vascular health.

• You can build exercise into your everyday routine.

• Ensure you have the right team around you to guide 

you on all aspects of your exercise programme, ensure 

they respect the nature of your condition and it is well 

within their scope of practice.

• Start slowly, keep a diary of achievements, and note 

pain and any tightness experienced.

• It is OK to feel an ache of opposing muscles being 

worked and it is normal to feel muscle ache when 

working a new muscle group.

• Maintain flexibility

• Understand the importance of breathing, relaxation 

and meditation, and the impact they have on the  

brains and bodies.

In partnership with AUT, the Muscular Dystrophy 
Association produced Feel Good Soon, a programme 
of exercises developed for adults with neuromuscular 
conditions. If you would like to receive a booklet of  
the programme, send your contact details to  
info@mda.org.nz and we will post one out to you.

On horseback
Jodie Thorne puts it very simply – her life just wouldn’t be 

the same if horse riding wasn’t a part of it.

“It would be incredibly boring that’s for sure!,” she 

says. “Being able to ride on average four times a week 

(sometimes more) gets me out of the house and enjoying 

the fresh air, has given me the opportunity to meet lots of 

new people and make some really good friends.”

Jodie started riding when she was about 10 years old.  

At that age, her facioscapulohumeral muscular dystrophy 

(FSHD) didn’t affect her riding – the only extra help she 

needed was a mounting block so she could get  

onto the horse.

“But I stopped riding when I was 15, and didn’t get back 

on a horse again until I was 26. This time it was very different 

– my balance and strength had deteriorated so much that 

I needed to be lifted onto the horse and have sidewalkers 

holding me on for my first five minute walk around the 

barn. My legs felt like jelly when I got off! But I was hooked 

again, so carried on riding weekly at Riding for the Disabled 

Association for the next year and my strength, stamina and 

stability in the saddle improved every ride. I moved on to 

riding independently (at walk only) and then found out 

about Para Equestrian competition in New Zealand in 2010. 

The rest as they say is history!”

Jodie relies on support from a dedicated crew to help 

keep her riding. Help has also come from an amazing 

coach, Jody Hartstone, an innovative husband and a very 

close relationship with her horse Tech.

“One of the biggest psychological 
effects would be meeting so many 

wonderful people...”

Jodie and Tech competing.
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I can’t do much to look after Tech on my own because I 

use a wheelchair to get around most of the time now, and 

I can’t lift my arms up high enough to groom him from my 

chair or lift his rugs or tack. Luckily I have a fantastic crew 

who help me. Getting on is a bit tricky now – my husband 

has built a mounting block that I can walk up onto, and 

it puts me at the exact right height so that my crew can 

pick up my right leg and pass it over Tech’s back, then I can 

slide across and sit straight into the saddle.

“I’ve got lots of adaptations to my gear to help me stay 

on and be able to ride. We’ve trained Tech to respond to 

specific aids that I can give him using what I can – wiggles 

of my hips or feet, squeezes on the rein, voice aids, whip 

taps and even my breathing.”

Jodie says there are plenty of physical benefits to horse 

riding. Even though her FSHD has deteriorated over the 

past six years, she feels her stamina and posture haven’t 

gone downhill as fast as they would have if she didn’t  

ride. A 20 minute ride is a significant workout for both the 

body and the mind – the psychological benefits are just  

as significant.

“Horses are good for the soul,” says Jodie. “Even if I don’t 

ride, just spending time with Tech and building the bond 

with him is relaxing and lifts my spirit. He’s got a lot of 

character and makes me laugh with his cheeky behaviour 

sometimes! Riding gives me something positive to focus 

on, and means I can take part in a sport and actually be 

competitive at it, rather than just sit on the sidelines and 

cheer people on, wishing I could take part myself. But as 

much as I enjoy actually competing, even just riding in 

the paddock or going down to the beach with Tech puts 

a smile on my face. And one of the biggest psychological 

effects would be meeting so many wonderful people who 

want to help me ride and look after Tech.”

Not surprisingly, Jodie highly recommends horse riding 

to other MDA members.

“I would say 100% do it,” she says. “The best place to 

get started would be at your local RDA – they have quiet 

horses, volunteer helpers and the equipment that you 

need to be able to ride safely. Then if you enjoy it, take it 

further! Para-Equestrian (www.nzequestrian.org.nz/para-

equestrian) is a growing sport in New Zealand, and we’re 

always keen to welcome new riders to our ‘Para Family’.

Have a go!
The Halberg Disability Sport Foundation is a great 

way to start. It aims to enhance the lives of physically 

disabled New Zealanders by enabling them to 

participate in sport and recreation. Visit the ‘find a  

sport’ page on their website to see what sport could 

suit you, and then how to make contact with a club  

www.halbergallsports.co.nz/find-a-sport/

New Zealand Riding for the Disabled Association 

(NZRDA) is a charitable organisation which provides 

opportunities for anyone with a disability to enjoy 

safe, healthy, stimulating, therapeutic horse riding 

and horse-related activities in New Zealand. Find out 

what’s available in your area www.rda.org.nz

Sailability provides opportunities for children and 

adults with disabilities to learn to sail and race, or  

to just experience being in control of a sailing boat. 

sailabilityauckland.org.nz 

www.sportsground.co.nz/sailabilitytaranaki 

www.sportsground.co.nz/sailabilitywhanganui 

sailability-wellington.org.nz/

Boccia is a game of skill and strategy and is a truly 

inclusive sport in which men and women of all ages 

and abilities can play together. Similar to lawn bowls 

and petanque, boccia is a non-contact target sport 

that is played indoors from a seated position using  

soft leather balls on a smooth rectangular court  

and can be played as individuals, in pairs or teams  

of three. Boccia New Zealand promotes and supports 

the sport of boccia amongst all people with a  

physical disability throughout New Zealand.  

www.boccia.org.nz

Mathew Ngametua started New Zealand’s first  

physical disability rugby league in March last year after 

realising the lack of opportunity for disabled players. 

Find them on Facebook.
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New Year may be the traditional time for resolutions, but 

right now is always a great time to reconnect with our 

goals and get proactive to set the direction and purpose 

for the rest of the year and beyond. 

Whether you want to focus on health, finances, career, 

education or relationships, there will never be a better 

time for you to set your intentions, commit to action, 

recognise, and create the life you want. If not now then 

when, if not you then who? 

MDA member Waimon  

Thant-Cyn is no stranger to 

goal setting and achieving 

extraordinary things. 

“Ever since I was old enough 

to string a sentence together, 

I have set many personal and 

professional goals for myself. 

Whilst I have achieved a lot 

them, some have had to be 

either changed or reprioritised, so goals are a continuous 

work in progress for me. When I was about five, my 

goal was to fly like a bird. When I fell flat on my face 

and cracked my chin open as I jumped off a veranda, 

I knew my goal of flying had to wait. For my 27th 

birthday, I jumped out of a perfectly good aeroplane and 

completed a tandem skydive. I managed to break my hip 

in the process but I did fly (or rather, fall with style).

“My road to success has not been without bumps  

and bruises. Living with spinal muscular atrophy presents 

its own challenges, without taking into account other 

aspects of life. Persistence can be tough when the going 

gets rough, but I wanted to succeed so much that I kept 

pushing forward despite facing many adversaries that 

came my way. Every goal I wanted to achieve had its 

own trials and tribulations, and I could probably write  

an essay about each one of them. 

“I grew up in a place called Burma, an impoverished 

country, and things were hard when I was young. When 

we moved to New Zealand, my parents struggled 

financially for a number of years as we tried to settle 

in. Ever since I was young, my goal has been to be 

financially free. I really wanted to succeed and would 

spend hours in the library reading books by successful 

people. I eventually figured out a pathway to success and 

at 16 I started planning ways to achieve my goals. I went 

to university and after graduating, I managed to get a 

good job in the field that would later propel me towards 

financial freedom. Less than a year later, I managed 

to pay off my student loan and work towards owning 

my first investment property. Since then, my property 

investment portfolio has grown each year. When I was 

making my ideal income before turning 30, I knew I was 

going to be ok.

Living on my own in my own house was something  

I didn’t think was possible. One day, I was offered a really 

awesome job out of town, and despite my trembling 

nerves, I went ahead and flew away from my comfort zone. 

Of course, a lot of planning had to go into making that goal 

a reality, but in the end, here I am and I could not be happier.”

There is plenty we can learn from Waimon’s story. Here 

are some strategies to help you decide what changes you 

want in your life and what you want to achieve. 

How do I decide my goals?
It is critical to focus on the things that bring you joy; build 

your energy, your contribution and accomplishments. 

Living your best life

Are you fired up for a new set of accomplishments in 2016 or are you  

feeling like you are stuck in a rut, living life in a bit of a holding pattern?  

Tonya Baker shares some strategies that could help you set your goals.

It’s hard to believe, but we are a quarter through another year.
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These things come in spades when what you do aligns 

with your values and beliefs, so knowing who you are 

and having a healthy self-belief can get you looking in 

the right direction. What do you want to achieve in your 

lifetime? Who is the person you want to become? What 

contribution do you want to make to others? What do  

you want to be known for? 

Where do I start?
The power of writing down your goals should not be 

underestimated. Being able to read it over and again, 

saying it aloud even, can help affirm your commitment 

and resolve as you work to achieve your goals. 

It’s often the people with firm written goals and the 

action plans to achieve them, who make things happen. 

Whereas people who have vague goals or none at all 

often watch things happen to them, or wonder where 

their life has gone!

Some people find creating a vision board of their goals, 

with pictures and quotes that represent their goals and 

inspire them, helps them to stay focused. 

While dreaming big and giving yourself the opportunity 

to move from survival to success, it is important to break 

down some bite-size shorter-term goals, so that you have 

milestones along the way that you can celebrate, which 

will motivate you to further success.

Action plans should always be SMART:

Specific: A specific goal has a much greater chance of 

being accomplished than a general one. To set a specific 

goal answer the six “W” questions:

• Who:  Who is involved?

• What:  What do I want to accomplish?

• Where:  Identify a location.

• When:  Establish a time frame.

• Which:  Identify requirements and constraints.

• Why:  Specific reasons, purpose or benefits of 

 accomplishing the goal.

EXAMPLE: A general goal would be, “Get fit.” A specific  

goal would say, “Join a gym and workout three days a 

week.” General: “Buy a house.” Specific: “Save a deposit to 

buy a home by March 2021, $100 per week for next five 

years.” General: “Live Healthy” Specific: “Remove sugar 

from my diet and eat 5 fruit and vegetables everyday.”  

You get the picture.

Measurable – Establish concrete criteria for measuring 

progress toward the achievement of each goal you set.

When you measure your progress, you stay on track, 

reach your target dates, and experience the exhilaration 

of achievement that spurs you on to continued effort 

required to reach your goal.

To determine if your goal is measurable, ask questions 

such as… How much? How many?

How will I know when it is accomplished?

Achievable – When you identify goals that are most 

important to you, you begin to figure out ways you can 

make them come true. You develop the attitudes, abilities, 

skills, and financial capacity to reach them. You begin 

Feature | Living your best life

Visualise the completed goal, see 
the new home, smell the leather 

seats in your new car, feel the cold 
hard cash in your hands.
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Feature | Living your best life

from my goal.” If the answer is “closer to,” then you’ve made 

the right decision. If the answer is “further from,” well, you 

know what to do.

If you follow this process everyday, you will be on your way 

to achieving unlimited success in every aspect of  your life.

How do I deal with challenges, 
setbacks and disappointments?
Let’s be real. Everything in life is not always in our  

control and sometimes, even with the best intentions,  

we can sabotage our own success. 

It is important to refocus and remind yourself of your 

strengths, your resilience, your problem solving abilities 

and your determination to succeed. 

Remind yourself of times when you have overcome 

barriers and obstacles in the past. You have the ability 

to change your attitude, your circumstances, skill levels, 

knowledge base, mindset and daily focus. 

Giving yourself a ‘To Do’ list can help get you back on 

track. If there is a hard task that is really causing you to 

procrastinate, put that on the top. Alternatively, you could 

focus on one small action step in the next 24 hours that 

will make a difference.

Choose a trusted friend, relative or mentor, someone 

who is a positive influence and advocate for you. Share your 

goals and challenges with them to get advice and support.

When you are passionate about your aspirations, you 

are more likely to achieve them, because you have more 

“whys” about achieving your goal than “why not” which 

will keep you motivated.

Waimon says, “I do have many more goals that I’d like 

to achieve. I live a goal-oriented life because having goals 

provide me with a meaningful purpose in life and pushes 

me to soldier on. Remember that no matter what, courage 

will prevail. Have the courage to dream big and work 

hard to achieve your goals. When you achieve your most 

desired goals, you will feel as if you’re flying high up in the 

sky (without the need to jump out of a plane).”

Tonya Baker has recently achieved one of her goals after 

leaving a long-term career for the challenge of contracting. 

She is an MDA member and loves contributing to the 

organisation.

seeing previously overlooked opportunities to bring 

yourself closer to the achievement of your goals.

Realistic – To be realistic, a goal must be something  

you want to achieve and are able to work towards. A goal 

can be both lofty and realistic; you are the only one who 

can decide just how high your goal should be. However, 

be sure that every goal represents a chance for you to  

stretch and grow. 

Time bound – A goal should be grounded within a time 

frame. With no time frame tied to it, there’s no sense of 

urgency. If you want to lose five kilos, when do you want to 

lose it by? “Someday” won’t work. But if you anchor it within 

a timeframe, “by May 1st”, then you’ve set your unconscious 

mind into motion to begin working on the goal.

How do I stay on track?
Reviewing your goals will be crucial to your success. Make 

it a part of your routine. Each morning when you wake up, 

read your list of goals. Visualise the completed goal, see 

the new home, smell the leather seats in your new car, feel 

the cold hard cash in your hands. You could also repeat 

this process at night, right before you go to bed. These 

actions will start both your subconscious and conscious 

mind on working towards the goal. This will also begin 

to replace any of the negative self-talk you may have and 

replace it with positive self-talk.

Every time you make a decision during the day, ask 

yourself this question, “Does it take me closer to, or further 



 

FOR MORE INFORMATION
Phone 0800-330 331 or email don@wsmedical.co.nz

Website www.wsmedical.co.nz

WS Medical are proud to offer two products from Armon 
developed to help people with conditions and disabilities 
that have resulted in limited use of their arms. They are 
for everyday personal use, helping the user maintain their 
independence.

The arm supports do not take over any function. They only 
support the arm, and users make their own movements using 
the strength they have got left – good for the muscles and 
joints. Armon arm supports follow all movements, supporting 
the arm in the normal 3D range of motion. In situations 
where physical work causes discomfort or pain, Armon 
supports relieve the arms, back, shoulders and neck. For 
people with limited cognitive functions or less control, they 
make movement easier. 

The arm supports offered are the lightweight, fully 
mechanical ARMON EDERO, which comes with manual 
adjustment of tension, and the electric driven ARMON 
ELEMENTO which is easily adjustable through controls. 
The EDERO is typically mounted on a desk, the ELEMENTO 
mounted to the user’s wheelchair.

WEIGHTLESS • 3D MOVEMENT • MAINTAIN INDEPENDENCE

CONTACT YOUR LOCAL THERAPIST TO ARRANGE A TRIAL

Arm supports that 
will give you your 
everyday life back

The ARMON ELEMENTO pictured is an 
electric driven arm support. 

l It is easily adjustable through controls

l Has a large vertical working range

l Offers a more accurate weight 
compensation mechanism

l Weighs 5kg

l Is available in black, for both left and 
right hand users

l It is possible to control with a touch 
screen or phone through bluetooth.

WS MEDICAL ARM SUPPORT AD A4 160224A.indd   1 25/02/2016   8:48 am
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The recent Imagine Better conference focused on this very 

issue and was entitled “Moving On – Success in Transition”. 

One of the issues raised by opening speaker, Lorna 

Sullivan, was the concept that sometimes the transition 

process becomes a bridge to nowhere – something 

undertaken in the last year of schooling as a one-size-fits-

all process for its own sake. It’s a trap that’s easy to fall into 

when transition – a process we all go through at varying 

stages of our lives – becomes formal and institutionalised. 

But there are ways to make it work.

Start early
While funding for transition services may mean the main 

focus is on the last year of school and shortly after leaving, 

a better result can be obtained by starting much, much 

Transition – a bridge to somewhere
Helping young people get ready for the next stage in life.

Transition is a popular topic in the disability sector at the moment and it’s a challenge for 

many families with a young person who has a disability. There are agencies that offer transition 

services and many schools are keen to get involved in how best to prepare a young person for 

what comes next as they leave school and enter adulthood. Every parent wants their child to 

succeed to the best of their ability but how do we give them the best chance?
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sooner. Begin asking the questions around age 14. What 

does this young person want his or her life to look like 

after school? What might they like to be doing? Do they 

imagine themselves living at home with family or in a 

flatting situation? What job or activities would they like? 

What are they good at?

Have high expectations
Disability is merely one attribute of a person, yet often 

it takes a larger share of the focus when thinking about 

how to construct a lifestyle. Lives are limited when 

expectations are low and limiting self- beliefs such as 

“People like me don’t work” or “There’s no point trying to 

do that” will shut down possibilities before they’re begun. 

That’s not to say there aren’t challenges that come with a 

disability, but there are also ways to overcome them. Have 

high goals, believe it’s possible, work out the steps to get 

there, and then follow the steps.

Be individual
Think about what it is that this particular person is 

interested in and how they would like their life to be. A 

one-size-fits-all approach leaves people unfulfilled. Find 

out what their strengths are. How do they like to spend 

their time? Where do they want to live? How do they want 

to handle money? Who do they get along with? Where do 

they see themselves in 2/5/10 years time? A life needs to 

be tailored to fit the individual who lives it, not the other 

way around. Ask questions and find out what they actually 

want life to look like.

Explore a wide range of options
Socially valued roles come in all shapes and sizes.  

Try not to be limited by preconceived ideas about  

what works or what’s available. Think outside the box.

Identify barriers and solutions
What worries does the young person have? What 

concerns to the family have? What might make obtaining 

the desired goals in life difficult? And how can they 

be overcome? Solutions don’t have to come from 

institutional or government sources. Often the best 

solutions are community based – friends, family, social 

groups. Networking is hugely valuable. 

Is there fear about being alone in their own home?  

Then do short trial runs while they’re still living with family 

and keep a mobile phone handy for emergencies. Identify 

neighbours and friends who could check in on a regular 

basis. Arrange for suitable care workers on a schedule  

that suits. Have a personal alarm.

Does this person want sports to be part of their life?  

Find some sports groups to connect with. 

Are they interested in pursuing a career in writing?  

What critique groups, online forums, and courses could 

they be involved in? 

Do they want a job? What community connections  

can you develop to help?

Identify the goal, identify the barriers, then identify the 

steps to get past the barriers to the goal and take those 

Have high goals, believe it’s 
possible, work out the steps to get 
there, and then follow the steps.

Feature | Transition
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steps. With the right planning in place, barriers needn’t 

stop a person from living their full potential.

Be fearless
Everybody makes mistakes in life. Able bodied people 

don’t expect everything to go 100% according to plan 

the first time they get a job or go flatting. Taking chances, 

making mistakes, and changing things as you go is part 

of life – especially during times of transition – so allow for 

this and don’t panic when it happens. Human beings gain 

skill and confidence by trying new things for themselves, 

having responsibilities, and eventually succeeding (even if 

it takes a while and some failed attempts first). For young 

people with disability, this is even more important as 

often those around them take over and do it for them 

rather than with them. This can teach learned helplessness 

rather than improving skills. Take a chance and let there be 

mistakes – they’re not the end of the world.

For anyone, transitioning from school into post-school 

life, has its challenges. For those with disabilities such as 

muscular dystrophy, it takes a little more planning than for 

most. But the possibilities are there to be explored. Make use 

of your MDA Fieldworker, school, community contacts and 

transition agencies but, most of all, make it the life you want.

Darian Smith has been a fieldworker for almost six years. 

He enjoys his job because he has a personal connection 

with muscular dystrophy. His wife of 15 years has myotonic 

dystrophy. He appreciates the chance  

to make a difference for others 

dealing with the issues that come 

with a neuromuscular condition.  

In his spare time Darian is an 

author. Find out more on his 

website www.darian-smith.com

Freephone: 0800 000 652
Email: mobility@tzoramobility.nz 

www.tzoramobility.nz
Authorised National Distributor for TZORA Mobility Equipment

ERGONOMIC, PORTABLE & FOLDABLE,  
INDOOR & OUTDOOR ELECTRIC SCOOTERS

• Quick, powerful, safe and stable.

• Folds easily and quickly. No need to bend over or lift heavy parts.

• Ergonomically designed for functionality and comfort.

• Carry the Classic® in your car, on a train or check it onto a plane. 
It travels anywhere with you!

• Detach battery pack and carry inside for recharging.

• Great for indoor and outdoor use with non-marking solid tyres.

THE WORLD’S MOST PORTABLE MOBILITY SCOOTER

When the Classic® is folded, 
you can pull it like a suitcase

Easily store the  
Classic® in the car boot

Freedom to go anywhere
CLASSIC®
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Feature | Postcard from Disneyland

I am in line thinking, why I am doing this to myself? My 

knees hurt from knocking together. Why? We are next in 

line. I get in, sit down and pull the lap bar down. The ride 

lurches forward, we are off! We turn round the corner 

and then… Click! Click! Click! Going up slowly. We are in 

a tunnel with flashing lights everywhere. Click! Click! Up 

again. 10…9 I’m suddenly nervous 3…2…1. We are flying 

round corners “Aaaaahhhhhhh” I’m screaming. Ouch! A 

sudden turn then a drop. Still screaming. Left. Right. Up. 

Down. Right. Left. We are slowing down. Clunk the ride 

stops. We get out. I am saying how awesome that ride  

was and I want to do it again.

Space Mountain was one of the many rides I did when 

I went to Disneyland with Koru Care Southland. Koru Care 

is a charity with awesome caregivers who take kids with 

disabilities over to Los Angeles and Australia to do lots of 

fun things like go to theme parks and awesome shows and 

lots of other things. If you ever get the chance to go on 

one of these trips take it. If you ever get the chance to get 

to go to Disneyland take it. I have a philosophy:  “Life’s most 

impossible journey is the one you don’t take”. 

Ryan O’Rourke

Postcard from Disneyland
12-year-old Ryan O’Rourke from Gore tells us about a  

special moment on his trip to Disneyland with Koru Care.
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Research

This research will help focus 

developing treatment strategies on 

the most important issues reported 

by people with DM2. 

These findings are similar to those 

from a previous study from the same 

authors that examined symptoms in 

DM1, where fatigue was also ranked 

as the most burdensome symptom 

but not the most common.

In this study, the US-based 

researchers identified people with 

DM2 through a patient registry 

and interviewed and sent surveys, 

asking respondents to report what 

symptoms they were experiencing, 

and what impact those symptoms 

had on their daily living. Symptoms 

were grouped into themes, and 

researchers found that the most 

commonly reported symptom 

themes were:

• Inability to do activities (94%)

• Limitations with mobility  

or walking (89%)

• Hip, thigh, or knee weakness (89%)

• Fatigue (89%)

• Myotonia (83%)

• Pain (80%)

When the themes were broken 

down into individual symptoms, 

the most commonly experienced 

symptoms included difficulties 

getting up from the floor, squatting, 

walking hills, rising from a seated 

position, and other issues stemming 

from leg weakness. These symptoms 

were experienced by at least 97% of 

the respondents.

Aside from assessing symptoms, 

this study also gathered information 

on employment, age, duration of 

symptoms, and gender. This allowed 

the researchers to break down their 

DM2 respondents into groups to 

determine whether there were any 

subsets of the population that had  

a different experience with DM2  

than others.

They found that the significant 

differences between subsets of the 

population came when patients 

were grouped by employment 

Common Symptoms of DM2  
and their impact on daily living

A study recently published in the Journal of Neurology on Patient-Reported Impact of 

Symptoms in Myotonic Dystrophy Type 2 found that while symptom themes such as 

inability to do activities, mobility limitations and weakness were the most common, 

fatigue was the symptom that had the greatest impact on patients’ lives. 

status. Unemployed respondents 

more commonly reported mobility 

or walking issues, problems with 

shoulders or arms, emotional 

issues, decreased satisfaction in 

social situations, and many other 

symptomatic themes.

The researchers believe that 

“employment status is highly 

dependent on a patient’s overall 

disease burden,” and also found that 

employed respondents had better 

satisfaction in social situations. While 

this study was not designed to 

determine cause and effect, the authors 

hypothesize that many symptoms of 

DM2 may make obtaining employment 

difficult or impossible. They further 

hypothesize that unemployment 

may also potentially lead to increased 

disease burden in DM2.

Sources: http://www.ncbi.nlm.nih.gov/pubmed/26581301
http://www.myotonic.org/common-symptoms-dm2-and-their-impact-daily-living

R



InTouch magazine Autumn 2016  |  21

MDA | Research

We are now ten months in to the 

first-ever nationwide study looking at 

who and how people are affected by 

genetic muscle disorders. This study 

has been an interesting challenge 

and we are so thankful to everyone 

who has taken part or offered use 

their support. 

We have now identified over 

680 people with a genetic muscle 

disorder across New Zealand and 

completed more than 375 interviews 

with individuals and their whānau 

(see graph below). We will be 

continuing to identify and interview 

cases over the next 4 months and 

this number is expected to at least 

double. The study is already revealing 

some important and useful findings 

MD-Prev

Gene therapy in FSHD

Update from the  

Prevalence and Impact of 

Genetic Muscle Disorders  

in NZ Study (MD-Prev) 

Researchers at the University  

of Massachusetts Medical 

School (UMMS) have 

successfully used a type 

of gene therapy which is a 

derivation of the CRISPR-based 

gene-editing method known 

as dCas9 to target and silence 

the DNA sequence implicated 

in facioscapulohumeral  

muscular dystrophy (FSHD).

Estimated Figures Update to 29 January 2016 for MD-Prev Study

Interviews completed People still to be 
contacted/or who are 
in the process of being 

interviewed

Not able to be 
interviewed

400 375

175

133

300

200

100

0

regarding how information is 

provided, how some often less talked 

about symptoms such as balance 

difficulties can impact on everyday 

life, as well as, highlighting some 

previously ‘hidden costs’ to families 

and whānau. 

If you have any kind of muscular 

dystrophy, myotonic dystrophy, 

myotonia congenita, congenital 

myopathy or Pompe’s disease please 

contact the team directly on;

Freephone 0800 MDPREV (637738) 

email, mdprev@aut.ac.nz, text: 021 

245 8597

Watch this space for what we  

find out! R

Published in Molecular Therapy, 

“CRISPR/dCas9-mediated 

transcriptional inhibition ameliorates 

the epigenetic dysregulation at 

D4Z4 and represses DUX4-fl in FSH 

muscular dystrophy” the work is 

the first in which a CRISPR-based 

system has been used to halt the 

pathogenic gene expression in 

FSHD and is also the first time 

the technique has been used 

successfully in human muscle 

cells. The methods developed and 

R

demonstrated by this study should 

hopefully pave the way for effective 

and stable correction of FSHD and 

other epigenetic diseases. 

Source: fshsociety.org

MD-Prev cases update
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The study reports a positive outcome 

with a slower rate of decline in 

ambulation as assessed by the 

6 minute walk test compared to 

untreated matched historical controls. 

The U.S. Food and Drug 

Administration’s (FDA) Advisory 

Committee is scheduled to review 

Sarepta’s New Drug Application 

for eteplirsen, for the treatment 

of Duchenne muscular dystrophy 

(DMD) amenable to exon 51 

skipping in February.

The U.S. FDA indicated in a 

Complete Response Letter (CRL) 

to BioMarin Pharmaceutical that 

the review cycle for their New 

Drug Application for drisapersen 

(Kyndrisa) to treat DMD is complete 

and that the application is not ready 

for approval in its present form as 

the standard of substantial evidence 

of effectiveness has not been met. 

The ongoing drispersen extension 

studies will continue, as will the 

ongoing clinical trials for other exon-

skipping oligonucleotides, BMN 

044, BMN 045 and BMN 053, while 

BioMarin is exploring next steps for 

this application.

The 1st Italian SMA Family 

Association Consensus Meeting: 

Management and recommendations 

for respiratory involvement in spinal 

muscular atrophy (SMA) types I–III 

published its report from a workshop 

held in Rome, Italy in January 2015 

in a recent issue of the Journal of 

Neuromuscular Disorders.

The report reviews and updates 

recommendations for respiratory 

care stratified by disease type and 

severity. It describes the management 

pathway in SMA I at diagnosis and 

DMD news

Management and 
recommendations in SMA

Creatine monohydrate is a dietary 

supplement widely used in the 

body-building sector purported to 

cheaply increase muscle mass and 

gain muscle strength. It’s also been 

used by people with neuromuscular 

conditions for the same reasons 

but with a question mark over the 

evidence for its use. A practice 

brief, released by the Australian 

Centre of Research Excellence in 

Neuromuscular Disorders, supports 

the use of creatine in Duchenne 

muscular dystrophy (DMD) and 

says that a recent Cochrane review 

and meta-analysis of dietary 

supplementation in DMD with 

creatine monohydrate have provided 

high-quality evidence of improved 

muscle strength, performance of 

activities of daily living, and patient/

parent perceptions of health in the 

short- and intermediate-term. 

Creatine monohydrate is  

widely available from health food 

suppliers and the question of how 

much to take is answered in the Dosing 

Guidelines provided within the practice 

brief, which is available on the DMD 

page of the MDA NZ website.

Key messages:

1. Creatine is a naturally occurring 

compound involved in energy 

metabolism.

2. Studies have shown an 

improvement in strength and 

performance in the DMD context.

3. Creatine is safe and not associated 

with any known side effects.

From Research to Practice

at follow-up. Importantly, it makes 

respiratory assessment and follow-up 

recommendations in SMA II and III and 

lists criteria for starting non-invasive 

ventilation in SMA II and III as well 

as outlining secretion management 

protocols in SMA II and III.

A link to the full workshop  

report is provided here: http://www.

nmd-journal.com/article/S0960-

8966(15)00736-1/abstract and is also 

available via the SMA page of the  

MDA NZ website.

The three-year progression  

of boys with DMD treated  

with eteplirsen compared to 

matched historical controls  

has been published in the  

Annals of Neurology.

R

R

R
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The abbreviation ‘DM’ comes 

from the latin name of dystrophia 

myotonica. 

DM2 is a rare multisystem 

condition which is clinically similar to 

but distinct from myotonic dystrophy 

type 1. The exact prevalence is 

unknown but is reported to be 

between 2 – 14 per 100,000 people. 

DM2 presents itself with great 

variability. People who have the 

genetic mutation known to cause 

DM2 can be asymptomatic, mildly 

affected or physically disabled. 

If you have a clinical diagnosis of 

myotonic dystrophy type 1 but the 

genetic test could not confirm this 

then you may benefit from having 

the now known genetic test for DM2. 

Features of  
Myotonic Dystrophy
Myotonic dystrophy type 2 (DM2)  

is an inherited condition which  

affects many different types of 

tissue or body functions and 

is characterized by myotonia 

(involuntary muscle contraction 

with delayed relaxation). Other 

muscle dysfunction includes fatigue, 

weakness, pain and stiffness.

People also experience seemingly 

unrelated issues in other areas 

of the body including: cardiac 

conduction defects, cataracts in 

both eyes which generally occur 

earlier than the common, age-

associated cataracts, and a specific 

set of endocrine changes including 

insulin insensitivity/diabetes mellitus, 

hypogammaglobulinemia (an 

immune disorder characterized by 

a reduced ability to fight infections) 

and testicular failure. 

Typically the first symptoms are 

experienced in the third decade 

as fluctuating or episodic muscle 

pain and weakness of the neck 

flexors (front muscles that assist with 

nodding and turning the head) and 

finger flexors (presenting as finger 

weakness) . 

Over time the weakness also  

begins to occur in the elbow 

extensors and the hip flexors and 

extensors (See above). This results  

in weakness in the thighs.  

Facial weakness and weakness of  

the ankle dorsiflexors are less 

common. This makes standing  

and lifting the head difficult. A link  

to deafness in some cases has  

been described. 

The myotonia which is present 

in almost all individuals with DM2 

only rarely causes severe symptoms. 

Although the condition is progressive 

this progression is slow and life 

expectancy is only reduced in 

cases when there is severe cardiac 

involvement. Fainting, near fainting  

or dizzy spells are the usual 

Your condition
in review

What is Myotonic Dystrophy Type 2?
Myotonic dystrophy type 2 (DM2) also known as Proximal Myotonic Myopathy  

(PROMM) is a multisystem condition which usually presents in adulthood with muscle 

stiffness, mild myotonia (delayed muscle relaxation), proximal muscle weakness 

(weakness in the muscles closest to the torso), myalgia (muscle pain), heart  

issues, insulin resistance/diabetes and cataracts in some people. 

Myotonia (Myo from Greek; 

muscle, and Tonus from 

Latin; tension) is a symptom 

of a few neuromuscular 

disorders characterized by 

delayed relaxation (prolonged 

contraction) of the skeletal 

muscles after voluntary 

contraction or electrical 

stimulation.

Flexors – these muscles are 

attached to bone and when 

they contract they cause a 

bend. For example pulling the 

hand to the shoulder bending 

at the elbow.

Extensors – these are the 

opposite muscles and when 

these contract they straighten 

the limb.
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The above diagram is sourced from: http://www.myotonic.org/what-dm/disease-mechanism 

The figure below presents a visual explanation of the cause of DM2.

3’

Affected (n=75-11,000)

Unaffected (n=7-24)

Pre-mutation with 
no symptoms (n-22-33) +/- interruptions

5’

symptoms of conduction block,  

and these should never be ignored.  

Such problems can be fatal.

People with DM2 share some 

similarities to that of people with 

DM1. Key differences include the 

absence of congenital (present at 

birth) defects in any affected  

family members in DM2 which  

does occur with DM1. Unlike 

DM1 there is hardly any cognitive 

impairment, excessive sleepiness, 

ptosis (eyelid droop), muscle 

wasting, dysphagia (swallowing 

difficulties) or respiratory 

insufficiency (when the lungs  

cannot inhale or exhale enough to 

meet the body’s requirements). 

If you have DM1 or DM2 there 

is information about managing 

these symptoms on the MDA 

USA website: http://www.mda.

org/disease/myotonic-muscular-

dystrophy/medical-management/

adult-mmd1-mmd2-juvenile-mmd1 

and also on the Myotonic Dystrophy 

Foundation’s website:  

http://www.myotonic.org/ 

Cause of  
Myotonic Dystrophy
DM2 is caused by a defect in a gene 

called Cellular nucleic acid-binding 

protein (CNBP) which was previously 

called zinc finger protein 9 (Znf9). This 

gene is located on chromosome 3. 

expanded and affected range which 

is from 75 – 11,000 repeats. 

How the CCTG repeat expansion 

causes the symptoms experienced  

by people with DM2 remains  

unclear. The faulty protein seems  

to interfere with proteins in the 

cell and also affect how other gene 

proteins function which could 

explain the multisystem nature of  

the condition.

Inheritance of  
Myotonic Dystrophy
DM2 is inherited in an autosomal 

dominant manner which means that 

only one copy of the abnormally 

long and defective gene is needed 

to cause the disease. Each child of an 

affected parent has a 50% chance of 

inheriting the condition. 

Genetic counseling is available via 

Genetic Health Service NZ to families 

who have had a diagnosis of DM2. 

This service provides information, 

helps families understand inheritance 

patterns and what this means in  

their family, as well as enabling 

CCUG Repeats in the 
1st Intron Region

Znf9 
Exon 5

Znf9 
Exon 1

Znf9 
Exon 4

Znf9 
Exon 3

Znf9 
Exon 2

How the CCTG  
repeat expansion 

causes the symptoms 
experienced by  

people with DM2  
remains unclear.

The error is caused when part  

of this gene which has a repeating 

pattern expands beyond a certain 

size, called a “repeat expansion”. 

There are normally 3 ranges of 

repeat numbers. This is shown in the 

diagram above. The normal range is 

between 7 and 24 repeats. And the 
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people to make more informed 

family-planning decisions.

Diagnosis of  
Myotonic Dsytrophy
Because of DM2 presents itself 

with such variability the condition 

can be suspected clinically, but 

can only be confirmed genetically. 

Myotonic dystrophy type 2 should 

be suspected in individuals with the 

following:

• Muscle weakness in neck  

and fingers

• Myotonia (sustained muscle 

contraction) that can manifest 

as grip myotonia (the inability to 

release a tightened fist quickly). 

• Early onset, bilateral cataracts

• Cardiac conduction defects or 
progressive cardiomyopathy

• Hypogammaglobulinemia, 

defined as low gamma 

protein fraction on serum 

protein electrophoresis or 

low immunoglobulin G or 

immunoglobulin M content on 

immunoprotein electrophoresis

• Insulin insensitivity 

• Primary gonadal failure in 

males, as evidenced by low serum 

testosterone concentration, 

elevated serum Follicle stimulating 

hormone concentration, 

oligospermia, and infertility

• Elevated creatine kinase 
concentrations which does not 

exceed four times the upper limit 

of the normal range

• Elevated specific liver 
enzymes particularly 

gammaglutamyltransferase

Management of 
Myotonic Dystrophy
Treatment guidelines for DM2 have 

been published and are available on 

the MDA NZ website. 

There is no cure and treatment 

focuses on the symptoms that 

are presenting in each person. A 

multidisciplinary approach is needed 

and may include; a neurologist, an 

ophthalmologist and a cardiologist. 

An occupational therapist, or 

physiotherapist can help determine 

the need for ankle-foot orthoses, 

wheelchairs, or other assistive devices 

which may be of assistance as the 

disease progresses. 

Routine physical activity appears to 

be beneficial for maintaining muscle 

strength and endurance in persons 

with DM2, and as an aid to control 

musculoskeletal pain.

Myotonia is typically mild and rarely 

requires treatment, though use of 

mexilitene, which is very effective in 

controlling some forms of myotonia, 

has helped control muscle pain in 

some individuals with DM2.

The effectiveness of medications  

in pain management varies, since  

no one medication has been 

consistently effective please discuss 

pain management with your 

neurologist. Some people find warm 

baths, heating pads or massage to  

be helpful.

Establishment of regular routine 

measures/surveillance of cardiac 

function is recommended. 

Consultation with a cardiologist 

is strongly recommended for 

individuals with cardiac symptoms 

or ECG evidence of arrhythmia (a 

problem with the rate or rhythm 

of the heartbeat) because fatal 

arrhythmias can occur prior to the 

onset of other symptoms. 

Cataracts can be removed if they 

impair vision. 

Testosterone replacement 

therapy can be beneficial in males 

with symptomatic hypogonadism 

(reduction or absence of hormone 

secretion or other physiological 

activity of the gonads).

Myotonia is  
typically mild and 

rarely requires  
treatment.

R

Your condition in review | Myotonic Dystrophy Type 2

Routine physical 
activity appears to  

be beneficial  
for maintaining 
muscle strength  

and endurance ...
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Accepting the challenge
Derek Woodward tells the story of his life with myotonic dystrophy and how since his 

diagnosis he’s found different ways of doing things – and different things to do …

In my young life I was very active.

I was a very good competitive 

runner, walked for miles, road my bike 

long distances and climbed a lot, I 

even managed to get into a lot of 

mischief. By my mid-twenties I had a 

good job as a volunteer ambulance 

officer and boss of the local St John 

Brigade, in addition to running a 

photographic business. I did this 

volunteer work for nearly 30 years. 

As time went by I found it difficult to 

perform my tasks. I was very upset 

when I had to admit I could no longer 

do justice to being an ambulance 

officer, and I had to give it up. Giving  

it up was really hard to do.

In 1995 we moved to Christchurch 

where we had purchased a business. 

It was a bookshop and Post Shop 

with a lotto franchise. I really loved it, 

the hours were long and I was really 

struggling with tiredness, and all 

the lifting. One day, my sister asked 

how I was managing, as she was also 

having difficulty. We discovered we 

had the same sort of issues. A check 

with our two other siblings showed 

they too had the same problems. My 

sister in Dunedin visited a Neurologist 

who told her he had diagnosed 

Muscular Dystrophy in our mother. 

We were not unaware of that.

 A Neurologist diagnosed limb 

girdle muscular dystrophy. Sometime 

later, a geneticist wanted to include 

us in a study as it was unusual for all 

siblings to have the condition, usually 

only 50% do (in my own family, one 

son has it one doesn’t). She asked 

what my symptoms were and straight 

away said, “You have a myotonic 

dystrophy not limb girdle”. DNA 

testing confirmed type 2.

I have always been a fiercely 

independent person who was 

prepared to tackle virtually anything. 

Because of that trait, I have really 

struggled with both asking for help 

and accepting it. I had some great 

hobbies that I can no longer do, such 

as building radio control aircraft, and 

electronic equipment. I used to be a 

pilot, but I can no longer do that as I 

can’t climb into an aeroplane

I find going on holiday almost 

impossible now as so few hotels and 

motels truly cater for people with 

disabilities. I ring around motels and 

ask what height the beds are and 

they think I am daft.

The local DHB has been fantastic 

and our local fieldworker assisted me 

with getting funding for a vehicle to 

help keep my independence.

I joined the MDA Canterbury 

branch years ago and became a 

committee member. After taking on 

the role of area rep on the National 

Council I stood for election and have 

been on the council for several years.

Now I am having lots of health 

issues and will leave the local 

committee this year. I was also going 

to resign from the National Council, 

but Heather has convinced me to stay, 

using technology so that so I don’t 

have to travel, but can still contribute. 

We have built a nice new house 

in Pegasus after our old home was 

torn asunder in the first Canterbury 

earthquake. I also had a raised small 

garden plot put in to grow a variety 

of vegetables.

I think my greatest personal 

challenge has been asking for help, 

and so my greatest triumph is 

realising a lot of people recognise  

my issues and want to help.

My wife reluctantly gave up work 

just over a year ago and went through 

hell for over a year with her own 

health issues. I have decided that 2016 

and whatever time beyond that I am 

allowed will be more Claire and Derek 

time, going to shows, the movies, 

occasional meals out.

I accept my condition as one of 

those challenges that life puts in front 

of you, I don’t let it get me down and 

I try to find different ways of doing 

things, of different things to do.

Derek Woodward

Derek in his garden.



28  |  InTouch magazine Autumn 2016

Many of you will be aware of the 

discussions around medicinal 

cannabis and people asking for it  

to be legalised for those who are 

dying, and who live in chronic pain. 

I am one of those who has been 

approved for Sativex - the one 

cannabis product that is legal in  

New Zealand . Sativex is a spray form 

of medicinal cannabis. While it has 

been approved for multiple sclerosis 

and some other pain conditions, it 

costs between $1000-$1400 a month. 

This is unaffordable for most people, 

including me. Because of the cost, 

only a few people are using Sativex 

but the need is there. 

Some have resorted to the illegal 

use of marijuana. Former union 

leader Helen Kelly, who has lung 

cancer, is using cannabis oil to help 

her with her pain, and it’s working. 

Advocates have been working with 

Peter Dunne, the minister handling 

this issue, to try and have medicinal 

cannabis made legal in New Zealand 

in forms with high cannabinoid 

levels, for young children who have 

seizures in cases where overseas it’s 

been shown to benefit them. 

I have personally seen an 

improvement in cases where 

children who have uncontrollable 

seizures, are instantly calmed 

after the introduction of a high 

cannabinoid oil (low THC which is 

the psychoactive ingredient that 

causes the controversies) or they start 

taking Sativex. When we consider the 

toxic side effects of chemicals with 

drugs such as gabapentin, sevredol 

or tramadol for pain and spasms, 

it’s not hard to argue for something 

with relatively few side effects, that 

reduces nausea, spasms and pain. 

And, if given in the right method and 

dose, can be effective for children as 

much as it can be for adults. 

For people with neuromuscular 

conditions, it is often hard to deal with 

the long term effects of the drugs 

on the body when you have to take 

another drug to counter the side 

effects of the original drug. It has been 

found internationally there are less 

side effects with medicinal cannabis. 

The medicinal 
use of cannabis

DR HUHANA HICKEY

Dr Huhana Hickey MNZM has a 

background in human rights and 

disability law, she is currently a post 

doctoral research fellow at AUT where 

she is studying the health and disability 

needs of whānau hauā. She remains 

committed to ensuring all persons with 

disabilities and their whānau know of 

and have access to their rights.

There is a lot of information about 

this on different conditions and 

it is often hard to do the research 

yourself, but there are groups on 

Facebook who do discuss this and 

advocate for change in New Zealand. 

One such group is called the ‘Medical 

Cannabis Advocacy New Zealand’. 

It may even be time for Muscular 

Dystrophy New Zealand to support 

such an initiative for its members and 

advocate for making Sativex cheaper 

and more easily available to alleviate 

the spasms and pain many of us live 

with daily. 

It is one thing to live with the side 

effects and drowsiness many of our 

meds cause us, but it’s quite another 

to be able to take something that can 

give us back our quality of life again. 

In the end do you want to go with 

the status quo or are you prepared to 

look at something that can work and 

can work well with less side effects?

PANEL
Ask the

This topic has been in the 

headlines recently. We asked 

two of our experts to discuss 

its use for neuromuscular 

conditions
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It’s been interesting for me to read 

about this issue as it’s a subject that’s 

sometimes brought up by patients, 

and of course it’s in the news. Patients 

often tell me they are better on this or 

that treatment, or diet, or supplement, 

and cannabis is one of the more 

frequently mentioned “treatments”. 

Marijuana contains approximately 60 

chemicals which have some biological 

activity. These chemicals are collectively 

called “cannabinoids”. Two important 

ones isolated from marijuana in the 

1960s are Δ-9-Tetrahydrocannabinol 

(THC); this is the compound which 

causes much of the cannabis “high” and 

the nonpsychoactive cannabidiol (CBD).  

In 1990 specific receptors in the brain  

that respond to cannabinoids were  

identified. More recently these 

receptors have been shown to take part 

in the control of neurodegeneration 

and so there is a theoretical basis for 

them possibly having beneficial  

effects in neurodegenerative 

diseases. Also receptors are present 

in the peripheral nervous system 

so conceivably could be targets for 

neuromuscular disease treatments.

Interestingly, the finding of 

cannabinoid receptors led in turn to 

the discovery that the body makes its 

own cannabinoids; it also led to the  

development of synthetic drugs which  

act at these receptors but are many 

times more potent than naturally 

occuring substances, both as potential 

medicines and as recreational drugs. 

The result is that in medical trials of  

cannabinoids there are multiple different 

preparations – from smoking marijuana 

itself to pills and even injections of 

natural extracts or synthetic drugs.

There have been a host of studies on 

cannabinoids as medical treatments. 

Currently in various parts of the 

USA cannabinoids are licensed for 

Alzheimer’s disease, motor neuron 

disease, cachexia/wasting syndrome, 

cancer, Crohn’s disease, epilepsy and 

seizures, glaucoma, Hepatitis C, HIV/

AIDS, multiple sclerosis and muscle 

spasticity, severe and chronic pain, 

and severe nausea. It was hoped that 

the actions which affect the nervous 

system and might benefit patients 

would be due to cannabinoids which 

didn’t act as psychoactive drugs but 

unfortunately results to date appear to 

show that the two go hand in hand. 

This has led to considerable difficulty 

in testing cannabinoids in clinical trials 

because patients (and their doctors) 

can work out whether they’re on the 

active drug or not, especially if they’ve 

tried marijuana before. This problem  

of unblinding is serious as it’s really  

well known that patients who think 

that a drug will help them and take 

that drug think they are doing better 

than they really are. 

So what does the literature say 

regarding using cannabinoids for any 

of the conditions covered by the MDA? 

In fact there are no trials at all that 

I could find, I’m sorry to report. This 

highlights the great difficulty in doing 

good clinical trial work in rare diseases. 

Drug companies tend to concentrate 

first on common diseases and trials in 

rare diseases such as those covered 

by the MDA are less likely. However, 

the existence of the New Zealand 

Neuromuscular Disease Registry which 

then collaborates with other similar 

entities around the world is a way to 

show drug companies that collectively 

there are good numbers of people 

with these conditions.

RICHARD ROXBURGH

Richard Roxburgh FRACP PhD  

is a Consultant Neurologist  

at Auckland Hospital.

There is some evidence from 

clinical trials that tremor, imbalance 

and spasticity may respond to 

cannabinoids. These are symptoms 

that may be experienced by people 

with hereditary spastic paraparesis 

and inherited ataxias. In all the trials 

though there is a high rate of both side 

effects and drop outs. Unfortunately, 

there are potentially severe side 

effects, for example, recently there 

have been serious concerns raised that 

cannabis may cause blood vessels in 

the brain to go into spasm causing 

headache and stroke; though, on the 

other hand there does seem to be 

some animal evidence that certain 

medicinal cannabinoids may be 

useful for protecting the brain from 

strokes caused by the more common 

“hardening of the arteries” type stroke, 

and a big multiple sclerosis study of a 

cannabis extract did not find a major 

risk of adverse events. 

So my impression is that the 

overall effects of cannabinoids in 

neuromuscular disease is likely to 

be small; the most promising area 

would be in treating spasticity in 

hereditary spastic paraplegia and that 

a clinical trial would be justified but 

I’d be reluctant to recommend them 

outside of a clinical trial.

PANEL
Ask the
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When I lived in Los Angeles, two of 

my closest friends promised they 

would visit me one day. In December 

they made good on their promise. I 

met them in Auckland and we spent 

the next month travelling around 

New Zealand and Australia.

You can only imagine the amount 

of planning that went into the trip. 

After what seemed like hundreds of 

hours, I created a 40-page itinerary 

detailing rental car bookings, 

accommodation details, maps, 

attractions and much more. 

To some I may have seemed over-

prepared, however the holiday ran so 

smoothly I think I may have missed 

my calling as a travel agent!

We spent the first few days in 

Auckland, where the highlight 

was watching the sunset from the 

revolving restaurant at the top of 

the Sky Tower. We then hired a car 

and spent several days in Tauranga, 

Rotorua and Hamilton. 

One of our highlights was going to 

Hobbiton. People with disabilities can 

book in advance to be taken around 

the set on a golf cart. As there are 

a lot of stairs and hills we opted for 

this option as I wouldn’t have been 

able to see much of the set without 

it. We felt like VIPs on our own private 

tour, as we got a personal tour guide 

and saw a large piece of the set not 

open to the public. I would highly 

recommend the tour for anyone with 

a disability.

Over Christmas we visited my 

parents in Nelson before traveling to 

Oamaru and then to Lake Tekapo to 

see the stars at night. We spent New 

Year’s Eve in Queenstown on the TSS 

Earnslaw Steamship and watched the 

fireworks while cruising on the boat, 

which was accessible and a great way 

to avoid the crowds.

We then flew to Australia and 

spent several days in Brisbane before 

surprising my friend for her birthday 

by flying to the Great Barrier Reef. This 

was by far the highlight of the holiday 

for me. I had never been to the 

Whitsunday Islands and was looking 

forward to seeing the clear waters and 

white sands the area is famous for.

Magic time  
with friends
STACEY CHRISTIE

I’ve been back in Melbourne 

for a while now, but am still 

enjoying looking back on an 

incredible month of travelling 

over the summer.

Stacey Christie has recently moved to 

Melbourne where she is hoping to find 

a job. While she is looking for work 

she is volunteering as the National 

Social Media Manager for World Vision 

Australia, alongside several other 

volunteer positions.

I had never been snorkeling before 

and was worried about how I would 

go with my disability. However I was 

determined that it wasn’t going to 

stop me! Snorkeling at the Great 

Barrier Reef was something I had 

always dreamed of doing, so I did  

a lot of research beforehand and 

found a small tour company who  

was willing to help. 

They organised to have a low 

floating boat and had an all-male 

crew onboard to lift me in and out 

of the water. It couldn’t have been 

better! I will always remember 

speeding through the Whitsunday 

Islands on the ocean raft while 

upbeat music played and tropical 

islands zoomed by. And the 

snorkeling itself was incredible! We 

got to see the coral reef while tropical 

fish swam around us. It was like being 

in another world. 

The entire trip was amazing. There’s 

something magical about traveling 

with your best friends.

GUEST
speakers
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Keeping 
the lines of 
communication 
open
BEN ROBERTSON

Communication and 

everyday interactions can be 

difficult for those of us with 

disabilities, and are often 

made harder by ignorance 

and misunderstandings  

from the other party. 

GUEST
speakers

Sometimes I’m amazed at the  

person who is trying to help me. 

They may ask questions that are 

completely off track, which are often 

borne out of ignorance or a lack of 

really wanting to help.

One of the more common 

problems I have faced is where 

people do too much in an effort 

to help me. It is hard to relay the 

message about what I can do and 

what I need help with. When a person 

is doing too much to help I often 

get frustrated because I know what 

I’m capable of. Most of the time I just 

bite my tongue when this happens 

because I realise there is no way for 

the other person to know. I rely on 

people helping me and it is worth 

remembering that too much help is 

better than no help.

I find that it may be easier to 

answer their questions first and keep 

the relationship positive and moving 

forward. It is important to remember 

that everyone is different and has 

varying levels of understanding about 

the help that is required. But if you 

are polite and keep the conversation 

positive, it is more likely that the end 

result will be along the lines of what 

you hoped to achieve.

Whether the reaction is over 

the top, un-informed or even 

discriminatory there are several things 

that the person with the disability can 

do to get the right result. One of the 

most important things to do is to do 

your best to keep the communication 

lines open. It also helps to have a 

clear idea of what you would like to 

achieve and what is the best way to 

go about it. This will make what is 

required obvious to the other person. 

They may get the wrong end of the 

stick and help you as they see fit, but 

don’t be afraid to tell them exactly 

what you need and how to do it. 

It may also be helpful to think 

about the relationship you have with 

the person you are dealing with. 

Friends and family have an advantage 

because they know your strengths 

and weaknesses. Whereas a stranger 

or shop assistant will have little idea 

of how best to behave. Put yourself in 

their shoes and try to see the reason 

behind their actions. This will help 

you to better understand the reasons 

for their behaviour, as well as giving 

you a greater understanding of the 

role that you should play. 

I’m by no means an expert on this 

subject, but I have seen from first-

hand experience how my approach 

can determine the outcome. 

Hopefully this advice can make 

everyday interactions easier for you.

Together with his sister and fellow 

MDA member Hilary Robertson, Ben is 

raising funds for Leukaemia research by 

participating in ‘Shave for a cure -2016’. 

Ben has dyed his hair red to get behind 

this great cause and hopes to raise as 

much money as possible. To sponsor 

them please visit:  

http://my.leukaemia.nz/meandmybro

It is important to remember 
that everyone is different 
and has varying levels of 
understanding about the 

help that is required.
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The Muscular Dystrophy Association of New Zealand 

believes all people with a neuromuscular condition 

should have the freedom to live a life full of opportunity 

and reach their potential.  We are a trusted source of 

information on neuromuscular conditions and achieve 

our mission through providing the following services:

• Nationwide Fieldworker support service – free to all 

members with a condition, or their family member

• Workshops and counselling for members with a 

condition and/or family members 

• Facilitating opportunities for people with 

neuromuscular conditions to participate in research 

and clinical trials for new treatments

• Free loan of disability related equipment such as  

cough assist machines  

• Advocacy on behalf of members at a community  

or national level

• Campaigning to raise awareness of neuromuscular 

conditions and the challenges our members face

About us
Our mission is to provide New Zealanders living with neuromuscular  

conditions personal support and information and to advocate, influence  

and promote equality of opportunity. 

• Education sessions for health professionals and schools 

about neuromuscular conditions

• Quarterly publication of InTouch magazine – free to all 

members, health professionals and donors  

• Free information and advice, through our website and 

in paper booklet form 

The MDA is a registered charity and relies almost entirely 

on voluntary donations from the general public, trusts 

and other businesses/organisations to provide specialist 

information and practical support to people living with 

neuromuscular conditions. 

Find out more at www.mda.org.nz

Ronelle Baker  

Chief Executive

Jayne McLean 

Information and  

Resource Manager 

Miriam Rodrigues 

Programme and  

Service Advisor

Brian Hadley 

Accountant and 

Business Manager

Chris Light 

Membership and 

Marketing Assistant

Olisia Sparey 

Accounts and  

Admin Assistant

Our Team



Northern Branch Canterbury Branch

Wellington Branch Southern Branch

Northern Branch
Andrea Clive

Email:ab.clive@xtra.co.nz

Wellington Branch
Peter Tegg. Ph: 0272462145

Email: Peter.Tegg@wcc.govt.nz

Southern Branch
Raewyn Hodgson. Ph: 03 486 2066

Email: raewyn.hodgson@xtra.co.nz

Canterbury Branch
Warren Hall. Ph: 03 329 4390

Email: warrnjh@xtra.co.nz

Fieldworkers: Kristine Newsome and Darian Smith 

Office Manager: Denise Ganley  

Ph: 09 415 5682 or 0800 636 787

Email: support@mdn.org.nz 

Fieldworkers: Paul Graham and Marty Price 

Office Manager: Eris Le Compte 

Ph: 03 377 8010 or 0800 463 222

Email: mdacanty@xtra.co.nz

Fieldworkers: Dympna Mulroy and Penny Piper 

Office Manager: Margaret Stoddart  

Ph: 04 5896626 or 0800 886626

Email: office.mdawgtn@xtra.co.nz

Chairperson: Raewyn Hodgson 

Ph: 03 486 2066

Email: raewyn.hodgson@xtra.co.nz

Council Representatives
If you want issues brought to National 

Council meetings, talk to your branch 

representative. They have the responsibility 

to raise your issues at National Council 

meetings and to make sure you are heard. 

Your branch representatives and their 

contact details are as follows:

Muscular Dystrophies:
Becker Muscular Dystrophy

Congenital Muscular Dystrophies 
and Congenital Myopathies

Distal Muscular Dystrophy

Duchenne Muscular Dystrophy

Emery-Dreifuss Muscular 
Dystrophy

Facioscapulohumeral  
Muscular Dystrophy

Limb-Girdle Muscular Dystrophy

Manifesting carrier of  
Muscular Dystrophy

Myotonic Dystrophy

Oculopharyngeal  
Muscular Dystrophy

Diseases of the  
Motor Neurons:
Spinal Bulbar Muscular  
Atrophy (Kennedy’s Disease  
and X-Linked SBMA)

Spinal Muscular Atrophy - all 
types including Type 1 Infantile 
Progressive Spinal Muscular 
Atrophy (also known as Werdnig 
Hoffman Disease)

Type 2 Intermediate  
Spinal Muscular Atrophy

Conditions covered by MDA

Should you have a query regarding a condition not listed please  
contact Jayne on (09) 815 0247, 0800 800 337 or email Jayne@mda.org.nz

Type 3 Juvenile Spinal  
Muscular Atrophy (Kugelberg 
Welander Disease)

Type 4 Adult Spinal  
Muscular Atrophy

Hereditary Spastic  
Paraplegias (HSP)  
- all types:

Also called Familial Spastic 
Paraparesis

Leucodystrophies  
- all types.

Metabolic Diseases  
of muscle - all types including:

Acid Maltase Deficiency (also 
known as Pompe’s Disease)

Debrancher Enzyme Deficiency 
(also known as Cori’s or  
Forbes’ Disease)

Mitochondrial Myopathy 
(including MELAS, MERRF,  
NARP and MIDD)

Phosphofructokinase Deficiency 
(also known as Tarui’s Disease)

Phosphorylase Deficiency (also 
known as McArdle’s Disease) 

Diseases of the  
Peripheral Nerve:
Charcot-Marie-Tooth Disease 
(CMT) (Hereditary Motor and 
Sensory Neuropathy) - all types

Dejerine-Sottas Disease  
(CMT Type 3)

Hereditary Sensory Neuropathy

Inflammatory 
Myopathies:
Dermatomyositis

Inclusion Body Myositis

Polymyositis

Diseases of the  
Neuromuscular 
Junction:
Congenital Myasthenic 
Syndrome

Lambert-Eaton Syndrome

Myasthenia Gravis

Myopathies - all types:

Andersen-Tawil syndrome

Central Core Disease

GNE Myopathy

Hyperthyroid Myopathy

Hypothyroid Myopathy

Myofibrillar myopathy

Myotonia Congenita (Two forms:  
Thomsen’s and Becker’s Disease)

Myotubular Myopathy

Nemaline Myopathy

Paramyotonia Congenita

Periodic Paralysis

Inherited Ataxias:
CANVAS

Friedreich Ataxia (FA)

Spinocerebellar Ataxia (SCA)

Neurocutaneous 
Syndromes - conditions 
affecting the brain and the skin:

Central Cavernous 
Hemangioma

Neurofibromatosis Type 1

Neurofibromatosis Type 2

Schwannamatosis

Tuberous Sclerosis

Von Hippel Lindau Syndrome
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