
1  |  InTouch magazine Winter 2016

InTouch
Inclusive  |  Inspiring  |  Informative       Winter 2016  Issue 91KIA NOHO TATA   

Winter  
wellness 
9 ways to beat  

the chill

Fresh voices
Young members share  

their thoughts

Branch news
Updates from the AGMs

Workplace rights
What your boss needs to know



PO Box 12063, Penrose,

Auckland 1642, New Zealand.

Freephone 0800 800 337

NZ Phone: (09) 815 0247

International prefix (00649) 

Fax: (09) 815 7260

Editor: MDA National Office

media@mda.org.nz

0800 800 337

Design: The Artset

the.artset@gmail.com

Contributions:  We welcome 

contributions, comments and letters  

to the editor. We thank all contributors 

to this edition. Contribution deadline  

for next issue: Friday 1 July 2016.

Subscriptions: InTouch is available 

free to people with neuromuscular 

conditions, their families, health and 

education professionals and other 

interested people. 

Advertising: InTouch welcomes  

advertising enquiries. For a rate card, 

please contact the editor.

Printer: Alliance Print

09 358 5151

allianceprint.co.nz

The opinions and views expressed in 

this magazine are not necessarily those 

of the Muscular Dystrophy Association.
 

All material in this magazine is 

copyright. You must therefore contact 

the editor for permission before  

copying or reproducing any of it. 

Charities Commission Registration: 

CC31123

ISSN 1179-2116

Contents

MDA would like to thank  
the following supporters:

FEATURES

12  
Winter Wellness
Winter brings both physical and 

mental challenges. We feature ideas to 

help keep you well during the colder 

months, and members share what 

works for them.

16  
Road trip to 
Wellington
Oli Groom and Tegan Morris report  

back from The Gathering.

20  
Simple eating
A helping hand in the kitchen can  

make a world of difference, we share 

simple shortcuts to healthy eating.

Nick Lingard
Foundation



Also thanks to the ANZ Staff Foundation,  
the Rehabilitation Welfare Trust, the ARA  
Lodge No 348 IC Charitable Trust, the Clyde  
Graham Trust, NZ Post Community Post,  
Auckland Council and the Independent  
Living Service for their continuing support. 

22 Coordinating a  
 clinical trial
 Enzyme replacement trial  

 for Pompe Disease

23 Understanding fatigue 
 and pain in OPMD
 The results of a recent  

 Dutch Study

2 Catching up  
 with Heather 
 From the desk of the Chairperson

3 In touch with Ronelle 
 From the desk of the CEO

4 We love hearing 
 what’s on your mind 
 Members have their say

24 What is MELAS?
 We review a rare disorder  

 that affects many of the  

 body’s systems

We would also like to acknowledge our corporate sponsors: 

Winter 2016  |  Volume 91

MDA NEWS

RESEARCH

YOUR FEEDBACK

REGULAR

30 Telling your employer  
 about your condition 
 Dr Huhana tackles this tricky  

 employment topic

31 What to do if the gene  
 screen is negative 
 Dr. Richard Roxburgh’s opinion 

ASK THE PANEL
6 A cup of tea and  
 a catch up with ... 
 Brian Hadley, a MDA  

 staff member

YOUR CONDITION 
IN REVIEW

GUEST SPEAKERS

28 New home, new life
 Samantha-Rose Williams leaves  

 home for University

29 Times are changing 
 Ken Green shares his feedback  

 from the Consumer Consortium

7 Underage drivers

8 AGM News 

27 Going through change
 Craig Pollok talks about  

 MELAS and how his life  

 has changed recently



2  |  InTouch magazine Winter 2016

The first National Council meeting with the new 

members was held on Saturday 16 April and included 

some very exciting strategic planning. This was a great 

opportunity to review and revise our Vision, Mission and 

Values and work to identify priorities for the year ahead. We 

know we can’t afford to do everything, but we also know 

we can work in a more targeted way to deliver greater 

impact in the lives of our members. We also explored a bit 

of revision to modernise our logo and branding, and look 

forward to hearing what members think.

Ronelle and the MDA team are doing an amazing job 

across New Zealand. I am very proud and very excited to be 

Chairperson of such a vibrant and innovative organisation. 

Until next time,

Heather Browning

MDA Chairperson

The Muscular Dystrophy Association has been gathering 

momentum over the last year so the National Council 

elections and AGM in Wellington were great events  

that really underlined the energy and excitement in  

the organisation. 

The huge interest in the National Council Election process, 

with five nominees for two general Council positions and 

two for the Rangitahi position, was very gratifying. What 

a wonderful range of candidates! Thank you to all the 

nominees for your enthusiasm and being prepared to 

commit. Unfortunately not everyone was successful, but  

I hope we can work with you all in some capacity during  

the year, as we extend our reach to members.

I am pleased to welcome Ken Green and Andrea 

McMillan to National Council in the general positions,  

and Olivia Shivas as our new Rangitahi member. 

The AGM itself was a great event and we had three  

very inspiring speakers. Helen Kelly, Mojo Mathers and  

Dr Erik Andersen. It was filmed and is available on our 

website for you to watch at your leisure.

Catching up with Heather
Kia ora koutou, greetings to you all.

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. 



During this first quarter of 2016 the MDA has started the 

year in a strong financial position and we have completed 

a review of a good portion of our policies. It feels like 

preparing the way for a fresh start, and that’s why I am so 

excited about the proposed new direction developed by 

our National Council. Members can provide feedback on 

the proposed strategic plan using the lift-out enclosed 

with this magazine. Please take the time to let us know 

what you think as your feedback is vital to our future.

In this issue of InTouch the team at MDA has compiled 

some wellness tips we hope you will find useful this winter. 

Thank you to the members who shared ideas for this 

feature. Information on the flu and pneumococcal vaccine 

has also been included and because the pneumococcal 

vaccine is currently unfunded for most adults with a 

neuromuscular condition, the MDA would like to help  

with the cost this winter. Find out more on page 12. 

Maintaining good nutrition is also important for strong 

immunity and easy meal ideas are offered in this issue.  

I like to use my crock pot and will be trying the recipe on 

page 21. And my own winter wellness tip? Socks! I have 

five pairs of wool blend grip socks and wear them around 

the house for much of the year. They are so warm and 

give me just enough slide and grip for shuffling along the 

wooden floors using my walking frame. We have three 

pairs of fluffy socks to give away to three MDA members. 

To go in the draw, simply email info@mda.org.nz with your 

name and membership number. 

In closing I would like to acknowledge our recent 

visitors from MDA New South Wales. Scott Green aged 16, 

participated in his first ever powhiri when he visited MDA 

NZ as part of his adventurous journey challenge to obtain 

the Silver Duke of Edinburgh Award. We were privileged 

to have Vice Chairperson Tauwehe Tamati and Kaumatua 

Ron Baker support us with tikanga on the day. We enjoyed 

learning from Scott and Melissa Wentworth-Perry, Client 

Service Coordinator at MDA NSW. Thanks for the inspiring 

visit guys!

Noho ora mai,

Take care,

Ronelle Baker

Chief Executive

In touch with Ronelle
Ngā mihi mahana ki a koutou. Warm greetings to you all. 

From the desk of the Chief Executive

National Council Vice Chairperson Tauwehe 

Tamati welcomes Scott to National Office.

If you travel for business or pleasure, please consider using Kiwi Karma 
to book your accommodation. At no extra cost to you, Kiwi Karma will 
donate 5% of your total spend to support the work of the MDA. Check 
out room rates and competitions at www.kiwikarma.co.nz
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The new-look InTouch
Just wanted to give you some 

feedback on the new InTouch. I think 

it looks great, I like the more modern 

look along with the shorter articles 

and better organisation of subjects. 

It was well overdue for a bit of a 

makeover.

Denise 

YOUR
feedback

I picked up my copy from my PO 

Box today and just want to say how 

impressed I am with the new design 

and layout, well done to all involved 

in reaching this milestone.

Peter 

The new InTouch arrived today and 

it is fabulous, it is a truly professional 

looking magazine, clean, uncluttered 

easy to read and scan with a good 

range of articles.

It still looks to be a classy magazine 

produced at a lower price, you have 

all pulled off an amazing feat. 

Derek F

F

F

F

I was having a conversation with 

a fellow PT today regarding the 

difficulties in accessing public pools 

for our young people who are non-

ambulant (and often obese) and  who 

would really benefit from accessing 

swimming pools.

For these clients and many 

others most pool access is either 

unsatisfactory or completely lacking. 

Some pools have the ramp access 

into the pool. For most this is too 

hard on the caregiver and too risky 

for the client.

What is required is for Council to fund:

A: A gantry system fixed hoist that 

operates from change-room to pool

B: A change-room of sufficient area  

to easily accommodate a power- 

We love hearing what’s on your mind.

Inspiring Rangatahi Event
Thanks Ronelle and the team @MDA 

you guys rock!!!!! Really enjoyed the 

Rangatahi event [and] got inspired by 

all the speakers!!!!! 

Boris Sequeira

chair, and a height –adjustable 

change-table and preferably also  

a toilet.

The gantry hoist should take the 

client from the change-table to the 

pool (and reverse) without the need 

for transfers between.

Your recent InTouch magazine 

included the article that highlighted 

the value of pool therapy but, as 

things stand, pool access really does 

not safely allow this to happen.

The new H&S legislation further 

reduces the possibilities of accessing 

a pool for all those wheelchair users 

for whom water is such a wonderful 

medium and who require to be 

hoisted.

An example of the ’exclusion 

effect’ is demonstrated at the ‘Teps’ 

where, in recent times, extensive 

renovations were carried out  but  

the only access for wheelchair 

users is by the ramp. Also there 

is no suitable change-room to 

accommodate those who need 

hoisting and who need to be 

changed on a change-table.

The MDA is an influential 

organisation. I would encourage 

you and your members to rigorously 

lobby [City] Councils to improve 

pool access in the way I have stated.  

Councils should not expect any such 

access needs to be charity funded.  

Sincerely, Gae McCullagh

Accessing public pools

F

F
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YOUR
feedback

As the new senior administrator 

for the MDA I am responsible for 

evaluating all expenditure and 

ensuring that the organisation 

is accountable for the prudent 

use of resources at all times. I can 

confidently say that both the 

National Council and I agree that 

administration and infrastructure 

costs should be well managed 

and reduced where possible, to 

ensure MDA funds are appropriately 

distributed toward the pursuit of our 

organisational vision and mission. 

However I must point out that we 

are also responsible for ensuring 

contingency planning is in place 

and maintaining adequate financial 

reserves is in line with expected 

practice for a nationwide charity  

of this size. 

Whilst we rely heavily on 

fundraising, we also receive a small 

amount of government funding 

to provide specialist information 

and advice on neuromuscular 

conditions. This is a core function 

of the National Office and some of 

our staff who may be perceived as 

administrators are indeed providing 

specialist information and advice 

to individuals with neuromuscular 

conditions and their families, as well 

as schools, GPs, hospital based health 

professionals and other members of 

the community. This is a vital service 

with high value to our members and 

we meet our contracted obligations 

well in this regard. 

Research is another important 

component of our work. The MDA’s 

research entity, the Neuromuscular 

Research Foundation has a separate 

In reviewing the recent changes to 

the administrative structure of the 

MDA I am reminded of the many 

families affected by the disease, 

including our daughter who has CMT.

What is of considerable concern to 

the writer is that in the 50 odd years 

plus/minus of the existence of the 

MDA so few donated dollars have ever 

reached the research arena, and much 

spent on perpetuating and funding 

the administrative structure itself.

For example...the MDA has a 

building worth in the order of one 

million dollars to house its many and 

varied administration personnel, as 

I understand it is ‘debt free’...and 

as recently as 24 odd months ago 

sought approval to increase its 

cash holdings to over one million 

dollars to ensure salaries would be 

guaranteed...whilst not much over 

250K plus/minus in 50 odd years has 

ever reached MD research.

One of the questions the new 

administration should urgently 

address is the gross inequity in the 

application of so much money into 

maintaining the status quo, rather 

than searching for a cure for such 

terrible and life threatening afflictions. 

 Parties, gatherings, and many ‘feel 

good’ articles are really a burden and 

insult to the many sufferers, who in 

reality gain so little from the many 

dollars so kindly given by the public 

and others.

It’s time the MDA placed its 

money where it’s most needed...and 

that’s into finding a cure ...rather than 

housing and paying itself.

Rob Sintes

Chief Executive Ronelle Baker replies:Questioning priorities

F

trust board made up of clinicians 

and researchers from across the 

country. It supports the New Zealand 

Neuromuscular Disease (NZ NMD) 

Patient Registry and provides 

grants to local researchers. Since its 

launch four years ago, the Registry 

has enrolled a total of 784 New 

Zealanders with neuromuscular 

conditions in the hope of linking 

them with international clinical trials. 

The number and scope of enquiries 

by researchers and pharmaceutical 

companies over recent years 

indicates the value of the NZ NMD 

Registry to our members and the 

broader New Zealand  

neuromuscular community. 

In the October 2015 grants round,  

a local study received funding support 

to explore the prevalence and 

experiences of New Zealanders living 

with CMT. This study will begin later in 

the year. You may [also] be interested 

that a strategic review will be 

undertaken after the Annual General 

Meeting in April and consultation 

will be occurring. Please consider 

providing feedback through this 

process, as through engagement with 

our members we will shape a better 

strategic direction for the future. 

Your feedback is 
important to us
Tell us what you think by sending 
comments to: info@mda.org.nz

or write to us at:

PO Box 12063, Penrose,  
Auckland, 1642
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How long have you 
worked for the Muscular 
Dystrophy Association 
and what do you do?

I worked as a contractor 

for a several months in 

2014 and was invited back in 

January 2015 and have remained 

here ever since. My title is Accountant 

and Business Manager and amongst 

other things involves budgeting, 

forecasting, cash flow management 

and the preparation of the monthly 

and annual accounts for Muscular 

Dystrophy Association NZ Inc for 

the Finance Committee and also the 

Accounts for the Neuromuscular 

Research Foundation Trust. I also 

support Ronelle Baker the Chief 

Executive as required. 

What qualifies as a great day at 
work for you?

It is indeed a great day when much 

needed funding is received by the 

organisation, whether this is a grant, 

donations or a bequest as these 

A cup of tea and a catch up 
with … Brian Hadley

Each issue we introduce a MDA staff member: 

MDA
news

funds allow the organisation 

to reach its goals. 

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

our members enjoying?

I would like see every one of 

our members enjoying the best in 

support, jobs, housing, transport, 

equipment, medication and research 

so that they can get the very best 

quality of life.

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

Carrot cake, chocolate cake, savouries 

and strong black coffee.

What are you passionate about?

I love my family. Karen and I have 

three sons (two living in the UK) and 

four grandchildren (two in the UK) 

and look forward to seeing them at 

the weekend either in person or  

over the internet. Other interests  

are walking, home maintenance  

and gardening. N

Your Muscular Dystrophy 

Association membership 

includes a wallet alert card,  

but did you know we can 

provide cards with an  

identifying photo on them?

Photo ID

Update on Member’s Discretionary Fund
We have received lots of queries 

about the new discretionary fund.  

In order to provide a more timely 

response to our members, we 

have decided to meet 4 times a 

year (instead of two).

Retrospective applications will 

be considered if they fall within 

3 months of the closing date for 

each application round. The first 

closing round has been extended 

to 15th May 2016. N

The credit-card sized cards are  

made of durable plastic and  

include your membership number, 

photo ID, emergency contact and  

condition specific medical 

information on the back.

In the past, members have 

requested these cards because their 

condition has been misunderstood 

and they have been refused service 

when ordering at bars and restaurants.

The photo ID cards are available  

at the significantly discounted price 

of $5 per card. To order, send a 

recent photo and the details of an 

emergency contact person (with their 

name and contact phone number)  

to info@mda.org.nz. Please allow up  

to four weeks for delivery. N
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MDA
news

Several kids with neuromuscular 

conditions are amongst the nearly 

50 children who have been given 

a car. They encourage interaction 

with siblings and friends, and help 

children develop spatial awareness 

and related skills in a way that’s 

impossible when they are not 

independently mobile.

GoBabyGo plan to build cars  

children in Taranaki and Christchurch 

in June, Wellington in July, Invercargill 

in August, Tauranga in September 

and Auckland in October.

If you are interested in one of these 

amazing cars or have any questions 

please contact gilli@cpsociety.org.nz

Find out more at  

www.gobabygo.org.nz

Underage drivers
GoBabyGo adapts electric ride-in toy cars  

that aren’t just for playtime.

Ethan King tries out his new wheels

The National Clinical Network 

for the management of infants, 

children and youth with 

neurological conditions has 

formed two working groups,  

one of which will focus on 

epilepsy and the other on 

neuromuscular conditions.

Setting  
goals to  
help  
our kids

Miriam Rodrigues is representing 

MDA in the network and on the 

neuromuscular working group,  

which has set itself a number of  

goals to achieve over the coming 

months including:

• Define the NZ paediatric 

neuromuscular population 

• Establish what services are 

currently available 

• Produce National Guidelines

• Establish current performance 

compared with international 

guidelines for Duchenne  

muscular dystrophy

• Create a forum for communication 

between allied health professionals

• Standardised approach to 

diagnostic investigation and 

equitable access to genetic testing

• Explore options for a regional or 

national Neuromuscular Service

N

with neuromuscular conditions 

have the freedom to achieve  

their full potential.

We’ll be asking; “What does 

freedom mean to you?”. Keep an 

eye out for the next issue to see 

how you can be involved.

We’ve got big plans for our 

annual appeal running from 

September 1st to 5th. We’ll be 

raising both funds and awareness 

for the work done by the 

Muscular Dystrophy Association.

Our vision is that people living 

1-5
SEPTSave the date – 

Week of Freedom

N

N

N
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“When everyone participates, 

everyone benefits.” This was the 

message shared by Green party 

spokesperson for Disability Issues, 

Mojo Mathers, one of three speakers 

at the meeting.

She shared her experiences and 

aspirations for disabled people and 

highlighted the UN Convention on the 

Rights of Persons with a Disability and 

noted that while New Zealand ratified 

our agreement to the convention in 

2008, we have not yet signed up to the 

Optional Protocol to the convention. 

We were very honoured to have 

Helen Kelly sharing her experiences in 

using medicinal marijuana to manage 

her pain, as she deals with the 

impact of lung cancer. Helen is now 

an advocate for the legalisation of a 

range of cannabis based medicines, 

to manage a variety of symptoms in a 

range of diseases and conditions. 

The third speaker, Dr Erik Andersen, 

is a Paediatric Neurologist now 

Three inspiring speakers
The Muscular Dystrophy Association of New Zealand AGM was 

held on Friday 15 April at the Brentwood Hotel in Wellington.

AGM
news

working at Capital and Coast District 

Health Board. Dr Andersen is a 

New Zealander who spent some 

years in Melbourne developing his 

specialty in working with children 

with neuromuscular conditions. He 

returned home recently to be back 

with his whānau and to take up his 

new role. Dr Andersen talked about 

some of the research and resulting 

treatment initiatives that are very 

relevant to our younger members. 

 The AGM was attended by 

more than 30 people. Results from 

the National Council elections 

announced current councillor Andrea 

McMillan and newcomer Ken Green 

as successful. Olivia Shivas also joins 

the governance group as rangatahi 

representative. “We were delighted 

to have strong interest in standing 

for governance by a range of highly 

skilled and passionate members”, says 

Chief Executive Ronelle Baker. N

Any donation, big or small 

makes a difference.  

Donations of $5 or more  

are tax deductible. 

Call: 0900 426 93 to make 

an automatic $15 donation. 

Online: Donate any  

amount securely online.  

www.mda.org.nz

Post: Make a donation by 

post. Our postal address is:  

PO Box 12063, Penrose, 

Auckland, 1642

Bequests: You can  

create a lasting difference 

through making a bequest. 

Contact us or visit our 

website for information  

on how to include MDA  

as part of your will.

Thank you. We greatly 

appreciate your support.

Support Us

Mojo Mathers, Ronelle Baker and Heather Browning catch up at the AGM.
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Olivia Shivas
Olivia is the  

new Rangatahi  

representative on 

National Council.  

She lives with central core disease  

and has a passion for seeing young 

people reach their full potential. Olivia 

has a Bachelor of Communication 

Studies and works at Attitude  

Pictures, a TV production company 

that promotes the stories of people 

with disabilities.

AGM
news

Ken Green
Ken is the MDA  

representative  

on the Ministry  

of Health Disability  

Services Consumer Consortium and 

feels that being on National Council 

will be an effective way to strengthen 

the voice of MDA at a policy level. 

He was diagnosed with muscular 

dystrophy (FSH) aged 12. He lives 

in Whangarei and is a contract 

accountant, along with being very 

involved with his community.

Welcome new National Council members

N

Northern Branch
The Northern Branch AGM was held 

at Ngaruawahia Camp Saturday 

March 5 and was well attended by 

members from as far north as Kerikeri 

and as far south as Whakatane. 

The committee would like to thank 

outgoing committee members Oliver 

Groom and Dennis Davison. Welcome 

to new committee members Michael 

Schneider and Rebecca Poad. Trevor 

Jenkin, Joy Jenkin, Andrea Clive 

and Lew Pulman were re-elected 

and Trevor Jenkin will represent the 

branch on National Council in 2016.

Wellington Branch
The Wellington branch AGM was held 

on Sunday 3 April at the Upper Hutt 

Cosmopolitan Club. Members met 

beforehand for a bite to eat and a 

From the branches

catch up at the Cossie Club Cafe. 

At the meeting special mention was 

made of Office Manager Margaret 

Stoddart who retires shortly. Peter 

Tegg was re-elected as chairperson.

Committee members are Barbara 

McAdam (Secretary and Staff Liaison), 

Liz Mills (Facebook Administrator), 

Andrew Holt, Lyn and John Hawkins 

and Annelize Steyn. Liz is returning 

to the committee after a year off and 

Andrew is the only new face. We 

would like to acknowledge Barbara 

Hart who stepped down from the 

committee at the end of the year.

Canterbury Branch 
MDA Canterbury held their 2016 

AGM on Saturday 19 March.They 

welcomed Chief Executive Ronelle 

Baker, who spoke at the meeting. The 

Andrea 
McMillan
Andrea was  

re-elected to  

National Council  

this year. She lives in Gore where 

she is an occupational nurse. One 

of her main goals is to ensure that 

people with health challenges are 

able to easily access the right help 

and support for their condition. She 

has three teenage children, her eldest 

son was diagnosed with Friedreich’s 

Ataxia when he was 11 years old.

Guest speaker was Jo Malcolm, Media 

Manager to the All Blacks, who gave a 

riveting talk on life with the team. 

A presentation was made to Treasurer 

Philip Austin who will step down when 

a replacement can be found, and to 

retiring Chair Paul Arthur who was 

thanked for his contribution to the 

organisation over the past few years. 

The new committee line-up is: 

Chairperson: Andrew Munro, Vice Chair: 

Warren Hall, Treasurer: Philip Austin, 

Secretary: Paul Freeman, National 

Council Representative: Warren Hall. 

Committee Members are: Julie 

Jordan, Earle Mason, Yvonne Mason, 

Vivienne Palmer, Sue Robinson.

The Southern Branch AGM was held  

on 30 April, after this issue had gone  

to print. N
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Latest Global Enquiries

TREATNMD would like to thank all the curators, funders and  

sponsors of the national registries for supporting the TREATNMD 

Global registries. Your data is incredibly valuable on a global scale. 

Details of the latest global enquiries are summarised below:

NRFT
news Catching up with news from  

the MDA’s research foundation

N
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Chronic and progressive 

immobilisation is an inevitable 

consequence of Duchenne muscular 

dystrophy, a genetically determined  

severe muscle disorder that affects 

males, with onset of symptoms in 

early childhood. 

Corticosteroids have been shown  

to assist in keeping children with DMD 

more mobile for longer and are now 

used in almost all boys with Duchenne 

at chronic dose levels known to result 

in inevitable and progressive bone loss 

and increased fracture risk. 

The purpose of the multi-centre 

clinical trial of Zoledronic acid in 

children and adolescents with 

Duchenne Muscular Dystrophy is to 

demonstrate whether intravenous 

zoledronic acid administered every 

3-6 months for two years plus oral 

vitamin D and calcium supplements 

demonstrates superiority relative to 

vitamin D and calcium supplements 

alone for a change in bone mineral 

density and thus whether such a 

treatment regimen has the potential 

to reduce the fracture risk in boys 

with DMD. The clinical trial, led by 

paediatric endocrinologist Dr Craig 

Jefferies, received part-funding from 

the NRFT and has utilised the NZ NMD 

Registry to recruit boys into the trial.

Reducing 
fractures for 
boys with DMD

NRFT
news

It is one of a group of disorders  

called lower motor neuron disorders, 

which involve disruptions in the 

transmission of nerve cell signals 

in the brain to nerve cells in the 

brain stem and spinal cord. Onset of 

the disease is usually between the 

ages of 20 and 40, although it has 

been diagnosed in men from their 

teens to their 70s. Early symptoms 

include tremor of the outstretched 

hands, muscle cramps with exertion, 

and fasciculations (fleeting muscle 

twitches visible under the skin). Later, 

individuals develop limb weakness 

which usually begins in the pelvic or 

shoulder regions. Weakness of the 

facial and tongue muscles may occur 

later in the course of the disease and 

often leads to difficulty in swallowing, 

slurring of speech and recurrent 

aspiration pneumonia. 

Kennedy’s disease is an x-linked 

recessive disease, which means the 

affected person’s mother carries 

the defective gene on one of her X 

chromosomes. Daughters of men 

with Kennedy’s disease are also 

carriers and have a 1 in 2 chance 

of having a son affected with the 

disease. 

Currently there is no known cure 

for Kennedy’s disease and treatment 

is symptomatic and supportive. 

Physiotherapy and rehabilitation to 

slow muscle weakness and atrophy 

Kennedy’s disease and  
the NZ NMD Registry

is often helpful. Individuals with 

Kennedy’s tend to remain able 

to walk until late in the disease 

progression, although some may 

need the use of a wheelchair later in 

life. The life span of individuals with 

Kennedy’s disease is usually normal. 

An international registry for people 

with Kennedy’s disease is currently 

being developed with plans for 

the NZ NMD Registry to link New 

Zealanders living with Kennedy’s to 

the International SBMA Registry. The 

international registry plans to include 

as many well-characterised patients 

as possible with the following aims:

• facilitate planning of clinical trials 

and recruitment of patients,

• define natural history of the 

disease, characterise epidemiology,

• develop standards of care, and 

inform the community of patients 

about research progresses and 

ongoing trials.

If you have Kennedy’s disease please 

consider enrolling with the NZ 

NMD Registry – contact an MDA 

fieldworker or the registry curator 

registry@mda.org.nz

Kennedy’s disease also known as spinal bulbar muscular  

atrophy (SBMA) is a rare slowly progressive inherited  

disease that affects males. 

N

N

Does bisphosphonate 

medication strengthen  

bones in DMD?
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Get vaccinated
The Flu Vaccine: People with 

neuromuscular conditions are 

at an increased risk of serious 

complications from the flu. One 

of the best ways to prevent getting 

the flu is by having the vaccine. Most 

people with neuromuscular conditions are able to access 

the flu vaccine free of charge. Speak to your GP or Practice 

Nurse to arrange an appointment. Get more information at 

www.immune.org.nz

The Pneumococcal Vaccine: This vaccine is 

recommended for people with a neuromuscular 

condition, particularly if aspiration or immunosuppression 

is present. People who are in regular close contact with 

immune-compromised people with a neuromuscular 

condition should also be vaccinated. 

The pneumococcal vaccine is available through your 

GP, but the cost is between $65 and $76 for the majority 

of adults over 18 years of age. The MDA believes that 

people with neuromuscular conditions should have access 

to government funding for this vaccine, on the basis of 

9 steps to winter wellness
Beat the chill and fight the blues

Winter brings both physical and mental challenges, but here are  

some ideas to help keep you well during the colder months.

New National Council Rangatahi representative Olivia Shivas 
is on our cover this issue and shares her tips for not just 

surviving - but enjoying - winter. Photo credit: Nigel Shivas
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respiratory vulnerability. We will lobby the Ministry of 

Health about in this issue, but in the meantime, if your GP 

has recommended you have this vaccine and you cannot 

afford it, we would like to help. This winter, MDA has set 

aside $5,000 to help our adult members gain access to this 

costly vaccine (*children under aged 18, or older people 

over 65 years are free). Contact info@mda.org.nz or your 

fieldworker for information on how we can help pay for 

this vaccine.

Feet first
Winter is hard on your whole 

body, but your feet can really 

have a tough time. Poor 

circulation in people who use 

wheelchairs can lead to sores 

and chilblains (an inflammation 

followed by itchy irritation caused by moist cold). The key is 

keeping your feet warm. Try several layers of socks, or snug 

sheepskin-lined slippers or Ugg boots – which you can wear 

inside or out. Heated electric socks are available online. If 

you do get chilblains, get advice from your doctor.

Get your vitamins
Vitamin C helps keep your 

immune system healthy and 

can help reduce the length 

and severity of a cold if you 

get one. As well as considering 

supplements, fill your fruit bowl with 

lemons, oranges and feijoas. 

Iron and zinc are also keys to a healthy immune system. 

You can boost your dietary intake of these goodies 

by looking for dark, leafy greens and red and yellow 

vegetables, which are all high in antioxidants.

Turn to the light
Vitamin D is essential for healthy 

bones. If possible, it’s best to 

get your vitamin D from the sun 

by heading outside for a while 

during the middle of the day. The 

sun is the best source of vitamin D,  

and it contributes to a powerful strengthening of your 

immune system when your body can naturally produce 

vitamin D from moderate sun exposure. During winter, 

we can also get it from oily fish and eggs. You can also get 

vitamin D in supplement form.

It’s not just your bones that will thank you, getting some 

light is also good for your mental wellbeing. You may find 

that your mood improves with as little as 10 minutes of 

sun exposure. 

Wash your hands
It sounds ridiculously simple, 

but regular and careful 

handwashing is the number one 

way to stop the spread of germs. 

Carry hand-sanitiser. Remind 

children about the importance of 

washing their hands every few hours and in particular 

after going to the toilet and before eating.

Keep moving
While it’s tempting to hibernate 

during the colder months, 

maintaining some kind of 

exercise programme over 

the winter will have significant 

benefits. As long as you choose 

a programme that’s right for you and your condition, 

physical activity can make it easier to sleep and breathe, 

help with relaxation and balance, and assist with 

maintaining a healthy body weight.

Try mixing it up and trying something new –  

swimming in a heated indoor pool is a great option  

when it’s awful outside.

As well as considering 
supplements, fill your fruit bowl 

with lemons, oranges and feijoas.

Feature | Winter wellness
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Feature | Winter wellness

Stay hydrated
You may not feel the need to 

reach for a cool glass of water 

to cool you down in winter, 

but your body still needs to 

be hydrated to keep healthy. 

Dehydration will leave you at a 

higher risk of catching a cold or a flu, while moisture will 

help make mucous membranes, including those in your 

sinuses, more resistant to bacteria.

If cold water doesn’t appeal when it’s cold outside,  

try a cup of warm water with a slice of lemon in it.

Get your sleep
Getting enough good quality 

sleep is one of the best things 

you can do for your health and 

it’s vital during winter to keep 

your immune system in optimum 

condition. Experts tell us the average 

person needs between seven and nine hours every night, 

so do yourself a favour and turn in early every now and 

again this winter.

Make some plans
It’s only natural to start feeling a 

bit down when you’re cooped up 

inside because of bad weather 

or the effect it has on your body. 

Having a few things to look forward 

to can work wonders and it’s been 

shown that keeping your mind active and socialising is good 

for your mental health, and helps ward off the winter blues. 

Make an effort to keep in touch with the people you care 

about and make some plans together. Here are some ideas:

• Plan a midwinter Christmas dinner with everyone 

contributing their favourite dish

• Pick up a new hobby – go to a class or teach yourself 

by following online tutorials

• Hold a retro movie night at your place and watch some 

old classics

• Plan your summer holiday

What works for you?
We asked some of our members to share their tips for getting 

through the colder months.

Olivia Shivas: Winter is one of those seasons I have a love/

hate relationship with. On the one hand I love the cozy 

fashion, warm drinks and delicious comfort food, but on 

the other hand I despise feeling so cold you can’t keep 

yourself warm. However, after spending last December in 

Finland, where I experienced snow and -18 degrees celsius 

temperatures, I reckon this winter will be much easier to 

survive! I’m a big fan of wheatie bags and I usually have one 

over my slippers to keep my toes warm - I even take one to 

work sometimes! I also make sure that I’m getting enough 

vitamin C by taking tablets and drinking Berocca to fight off 

any nasty colds. It’s easy to want to stay inside all the time and 

become a lonely hermit when it’s cold and dark, so in order 

to stay well in winter I like to busy myself by catching up with 

friends as much as possible. The more often I hang out with 

friends over a hot chocolate or have a movie night with some 

girlfriends at home, the better mood I am in - which is good 

for me and everyone else around me! So keep your body and 

mind well this winter - spring will be here before you know it. 

Lara Elliot: Most winters I keep warm mainly with my big 

winter socks over normal socks and of course a really good 

electric blanket. I also started wearing thermals last year which 

was very good. It’s not easy staying warm over winter, but 

nice homemade winter vegetable soups are a must.

Raymond Mok: I hate the cold because my hands often 

get so cold in winter that I have trouble driving my power 

wheelchair. My weird ways of keeping well in winter include 

eating fruits high in vitamin C such as lemons and ginger  

(I like to eat them), and drinking ginger and cinnamon teas. 

I also take supplements and vitamins in the same quantities 

all year round. I believe staying away from unhealthy foods 

helps me too.

Paul Arthur: I find the winter period really hard to get 

through. Layers of clothing, (especially socks and thermals), 

and a good heat pump help. With heating such an issue, 

I have found it is easier to heat a dry area. I recommend 

a dehumidifier to dry the air as well. I find that you need 

to remain active. Going to the movies or keeping outside 

interests to prevent cabin fever setting in and keeping a 

positive attitude certainly helps.
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I was invited to attend The Gathering, a conference 

organised by CCS and held in Te Papa,Wellington. I live in 

Kerikeri - a 12 hour drive or a  two hour flight away.

Flying isn’t an option for me because I am not allowed to 

sit in my chair on the plane. Accessible hotels for someone 

with DMD are very rare, in fact I have never seen one. The 

only place in my experience that is readily accessible is the 

hospital, but even there I have problems such as the hoist 

not fitting under the bed, or some staff unwilling to help 

me and my carer. To make sure I had a bed for the night,  

I decided to try renting an accessible campervan.

I went with Accessible Motorhomes based in Tauranga. 

This was something new for me, so we stayed in Tauranga 

before getting on the road to Wellington. That also meant 

Bryce from Accessible Motorhomes could answer any 

questions we had about the camper. There is also a well-

written handbook onboard explaining everything.

The camper was small on the inside, but easy to get 

used to. By the third night it felt just like being at home. 

In Wellington the campsite was right on the waterfront 

which was awesome because the conference was within 

easy wheeling or walking distance. I would recommend 

using a camper for anyone using a wheelchair and 

Accessible Motorhomes does a great job.

The Gathering was a great opportunity to meet other 

young disabled people and share our experiences. 

The workshops were particularly informative. With 

subjects ranging from employment for young people 

with disabilities to sex and intimacy. There was also the 

opportunity to hear spoken word, which is similar to poetry. 

Road trip to Wellington

Oli Groom shares his experiences travelling by campervan  

to The Gathering and meeting up with other young people.

Travelling with comfort and accessibility in mind
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One of the things that stood  
out was the overall positive 

attitude of the event.

I have never attended a conference focused on young 

people like this before. 

One of the things that stood out was the overall positive 

attitude of the event. It was very inclusive, with people 

of all levels of ability having their message heard. The 

take-home message was everyone has right to accepted 

for who they are, so don’t be afraid to speak out and have 

your voice heard. This fits in nicely with The Gathering’s 

theme karanga maha/many voices.

Sometimes you can feel quite isolated and alone with 

your struggles with MOH, equipment funding and the 

general bureaucracy involved with having a disability. It is 

good to know that you are not alone and that things can 

get dealt with if addressed in the right way, through the 

right people.

It was great to have some time to be able to explore the 

museum whilst attending the conference, What a fantastic 

location and a very accessible city. Overall it was a great 

trip, so hopefully The Gathering will be happening again 

in the future. If you have the opportunity, I would strongly 

recommend attending.

I would like to thank CCS Disability Action for organising 

The Gathering and assisting with my travel to Wellington. 

I would also like to thank the MDA who have been a great 

help with this trip and in general a fantastic organisation, 

always willing to help its members. 

And finally I would like to personally like to thank the 

MDA Chief Executive, Ronelle Baker for her genuine 

interest in the wellbeing of members. It is nice to see 

someone with a disability in a prominent position within 

the organisation.

Find out more about the van Oli used at 

accessiblemotorhomes.co.nz   

Ph: 07 572 2739

Feature | Report from The Gathering

Oli explores the capital with friends.
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Why is it that so many people find it difficult to discuss 

sex? Why is it still such a taboo subject, especially within 

the community of people with disabilities? These are some 

of the questions that were part of the discussion at the Sex 

and Intimacy workshop hosted by CCS Disability Action.

Sex is one of the fundamental elements of our existence 

as a species, but it is also far more than that. Physically 

connecting with someone in such an intimate way sets 

off a number of physical, mental and emotional chain 

reactions. There are so many positive things that can 

come from the experience of being sexual in a safe and 

consensual situation, but it is something that a lot of 

people with disabilities miss out on. 

Many of the difficulties come because there are still 

a lot of misunderstandings or assumptions about what 

sex could mean for a person with disabilities. The lack of 

information and open discussion around matters relating to 

sex and intimacy means that often those who most need to 

discuss such topics don’t necessarily have the confidence 

or know-how, to do so. Even now, sex education in schools 

has a reputation for not doing a very thorough job, even for 

the heterosexual and non-disabled mainstream students. 

When you add in other ways of experiencing our own 

bodies such as being disabled, it can make it even tougher.

The first part of the workshop involved introducing 

ourselves and getting comfortable with discussing our 

perspectives on the issues of sex and relationships. This led 

into a discussion of the distinctions between sexuality and 

gender expression. In the last several years the ability for 

people to choose how they identify themselves outside of 

the classic male/female, gay/straight categories has given 

many people more freedom to find something that suits 

them. During the discussion it was interesting to hear from 

people who actually represented or identified themselves 

as fitting other categories.

Amongst the group attending this workshop, it seemed 

that everyone recognised and had experienced the 

barriers present in exploring sexuality and opportunities 

to date, or form relationships. Largely the group agreed on 

the barriers coming from the assumptions of others, but 

also the impact of self-esteem and confidence was raised.

A documentary called Scarlett Road was introduced. 

It deals with the organisation Touching Base in Australia, 

which helps facilitate people with disabilities accessing sex 

work services. This was part of a conversation around how 

people with disabilities choose ways of experiencing their 

sexuality. As part of this discussion, it was acknowledged 

clearly that there is a big difference between sex and 

intimacy, just like there is a difference between having 

support and being cared for.

This is a controversial topic for many people, just as 

the topic of sex is in general. For a lot of people with 

disabilities, meeting with a sex worker can sometimes 

be the first and maybe only experience they have of 

sexual touch. Having said this it is not the only option 

and it is not assumed that we as disabled people aren’t 

capable of finding and building our own positive intimate 

relationships. The services of sex workers is just one of the 

options or opportunities that people can consider if they 

are wanting to have a sexual experience that is on their 

terms. It is up to us as disabled people and those who 

support us to be open to the possibility of doing things 

differently and having the courage to work through these 

sensitive topics with the bravery and determination we all 

use with the rest of our lives. 

Talking about sex
Tegan Morris also attended The Gathering in Wellington.  

She shares her thoughts on a workshop that discussed sex and intimacy.

Feature | Report from The Gathering

Tegan Morris
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Get shopping delivered: Carrying groceries home 

isn’t easy if you have reduced mobility, so make the most 

of supermarkets that provide a delivery service. It’s good 

for the household budget too and you’re less likely to 

impulse buy.

Order a complete meal: Pre-made meals have 

come a long way since the old-fashioned TV dinners 

where everything tended to merge together. A variety 

of companies will deliver meals to your home, and some 

cater specifically for those who have a specialist diet or 

have difficulty swallowing. Prices vary, so that may be a 

factor with who you choose.

Plan ahead: Make the most of family and friends  

who are good cooks and happy to help out. Get them to 

make double batches of soups and casseroles and fill up 

your freezer. 

Keep your pantry and fridge well-stocked: 
Making an effort to buy long-life healthy ingredients will 

make sure you cook interesting meals that are good for 

your body. Add the following to your shopping list.

•  Dried pasta and rice, noodles, lentils and couscous

•  Frozen vegetables and fruits, low salt varieties of tinned 

vegetables, low sugar varieties of tinned fruits, dried 

fruit, legumes, mushrooms and tomatoes

•  Low salt varieties of tinned fish

•  Long lasting fresh vegetables (potatoes, carrots and 

onions) and fruit (apples, pears)

Spend less time in the kitchen: Meal preparation 

will be quicker, easier and less stressful if you buy meat, 

vegetables and salad ingredients that are already cut up. 

Find some recipes for one-pot dinners such as risottos, 

stews, curries and stir-fries.

Labour savers: Using appliances like a crockpot can 

make all the difference when it comes to making sure 

there is something delicious and nutritious to eat at the 

end of a long day. Either get all the ingredients together 

and turn it on in the morning while your energy levels 

are higher, or get a carer or family member to prepare 

everything for you.

Healthy eating made simpler
A helping hand in the kitchen can make a world of difference

We all know that a healthy, balanced diet with the right amount of nutrition is a vital 

part of maintaining good health, but sometimes that is easier than said than done 

when you’re living - or caring for someone - with a condition that makes shopping for 

ingredients or cooking difficult. Here are some ideas to make mealtimes simpler.
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Feature | Healthy eating made simpler

Try this recipe provided by New Zealand Beef and  

Lamb. There are more recipes on their website  

www.beeflambnz.co.nz

This ragout is easy to prepare with a slow-cooker. Just 

prepare all the ingredients the night before, cook the pasta 

when you get home and bon appetit!

 Prep: 30 mins. Cook: 2 hours 30 mins. Serves 4. Low Fat

Excellent source of iron.

Ingredients

650g Quality Mark skirt steak

3 tablespoons seasoned flour

3 medium carrots, finely chopped

1 onion, finely chopped

1 leek, white part only, finely sliced

2 cloves garlic, crushed

3 anchovy fillets, drained

2 bay leaves

1 - 1½ cups Campbell’s Real Stock - Beef

400g can chopped tomatoes in juice

Check out these companies who will either deliver meals 

that are ready to eat, or all the ingredients you need to 

prepare a healthy dinner.

Beef ragout

Dinner’s ready!

To serve 

Cooked pasta

Parmesan cheese.

Method

Preheat oven to 170°C.

Beef: Cut beef skirt steak into approximately 1cm pieces 

and roll in the seasoned flour. Place in a medium-sized 

casserole dish with the carrots, onion, leek, garlic, anchovy 

fillets and bay leaves. Pour in the beef stock and tomatoes, 

cover and place in the oven. Cook for 2-2½ hours until the 

meat is tender. Remove from the oven after an hour, stir 

and season as required. Return to the oven. 

Serve ragout hot with cooked pasta and freshly grated 

Parmesan cheese.

Slow cooker option: Preheat slow cooker for 20 minutes. 

Place beef and other ingredients into the slow cooker and 

cook on low for 6-8 hours.

My Food Bag 

www.myfoodbag.co.nz 

0800 4693 6642

Farro Fresh (Auckland) 
www.farrofoodkits.co.nz 

0800 6683 3663

Eat 

www.eat.co.nz 

0800 328 333

Farmhouse Foods 

www.farmhousefood.co.nz 

0800 335 662

Homecater 

www.homecater.co.nz 

0800 303 232

The Pure Food Co 

www.thepurefoodco.co.nz 

0800 178 733

The Real Foodie  
(Bay of Plenty) 

www.realfoodie.co.nz 

022 040 8899
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Research

My name is Rebecca Cozens and I am 

a Clinical Trial Coordinator currently 

running New Zealand’s first Enzyme 

Replacement drug trial for people 

with late onset Pompe Disease 

(Acid Maltase Deficiency, glycogen 

storage disease type II). Pompe is a 

rare inherited disorder that can affect 

babies (infantile Pompe disease) 

or adults (late onset). It is caused 

by genetic faults or mutations in a 

gene called GAA which leads to the 

deficiency in an enzyme in the body 

called alpha glucosidase. This critical 

enzyme helps a complex chemical 

called glycogen, that is present in 

a compartment of the cell called 

the lysosome, be broken down into 

glucose. When this is not working, 

glycogen accumulates in the lysosome 

and the rest of the cell and damages 

it. The result is progressive skeletal 

muscle weakness, respiratory failure, 

and in babies, severe thickening of the 

heart muscle resulting in premature 

death. The only treatment that 

currently exists for Pompe worldwide 

is enzyme replacement therapy (ERT). 

While there is a product currently on 

the market for this, it is not funded or 

approved for use in New Zealand at 

this time. 

Currently 11 adults in New Zealand 

have Pompe disease (1 in every 

400,000 live births worldwide) 

and 4 of these people have been 

able to participate in my enzyme 

replacement trial. 

 There is huge benefit to 

participating in clinical drug trials 

as patients with rare diseases who 

would otherwise have no access 

to treatment are now offered 

hope and given treatment options 

where there would otherwise be 

none. This hope extends beyond 

the current generation of patients, 

as with each research study run, 

pharmaceutical companies can move 

towards developing a cure for future 

generations of patients with rare and 

debilitating conditions. 

Clinical trial research is conducted 

according to a plan known as the 

Protocol which is carefully designed 

to safeguard participant’s health and 

answer specific research questions 

about a medications efficacy, it 

describes the following:

1. Who can participate in a  

clinical trial.

2. Details about tests, procedures, 

medications and dosages.

3. The length of the study 

Coordinating a neuromuscular trial
“Biopharmaceutical innovation delivers far-reaching benefit to patients  

and their families dealing with rare disease” pharma.org 

4. What information will be gathered 

while it is being run

All clinical trials are run under the 

direction of a Principal Investigator 

who is a doctor designated to oversee 

the study and ensure the wellbeing 

and safety of all the patients 

participating in the drug trial and 

assess the trial drug’s effectiveness. 

In my own role as Study 

Coordinator I am responsible for 

the day to day running of the trial; 

I conduct the patient infusions and 

associated clinical tasks, coordinate 

the pharmacy, laboratory and 

respiratory testing teams and liaise 

with the patients about their needs 

between infusions. I am also the link 

between the participants and the 

Sponsor (the company whose drug 

we are testing). It is a rewarding job 

and I love spending time with my 

patients and learning about their 

interesting lives and their experiences 

with Pompe Disease.

I hope that in time more 

pharmaceuticals companies will want 

to bring their investigational drugs 

to New Zealand so our population 

dealing with rare diseases can have 

the opportunity to participate in a 

trial and have hope and treatment. 

Through research we are providing 

a brighter future for people affected 

by rare conditions. Enrol on the NZ 

Neuromuscular Disease Registry 

and speak to your specialist about 

possible trials. R
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Research

Clinically, oculopharyngeal muscular 

dystrophy is often considered as a 

disease with a relatively mild initial 

disease course with no or only mild 

functional disabilities. However the 

Understanding fatigue  
and pain in OPMD

Study 
supports early 
treatment

CALLISTO – Omigapil for  
treatment of Congenital  

Muscular Dystrophies (CMD)

Research on oculopharyngeal 

muscular dystrophy focuses 

mainly on genetic and 

pathophysiological aspects but 

a recent Dutch study published 

in the Journal of Neuromuscular 

Disorders focused instead on 

assessing the prevalence of 

fatigue, pain, and functional 

limitations, and the social 

participation and psychological 

well-being of oculopharyngeal 

muscular dystrophy patients.

GNE Myopathy (GNEM) is 

a progressive adult-onset 

myopathy likely caused by 

deficiency of sialic acid (SA) 

biosynthesis.

Santhera Pharmaceuticals is currently 

running a phase 1 study of a drug 

called Omigapil in patients with 

congenital muscular dystrophy in 

partnership with the US National 

Institute of Neurological Disorders 

and Stroke (NINDS). The CALLISTO 

trial will evaluate the pharmacokinetic 

profile, safety and tolerability of oral 

omigapil in young CMD patients 

and establish the feasibility of 

occurrence of fatigue, pain and 

functional impairments other than 

difficulties in swallowing had never 

before been studied systematically. 

The Dutch researchers performed 

a questionnaire study on fatigue, 

pain, functional impairments, social 

participation and psychological 

distress in 35 genetically confirmed 

oculopharyngeal muscular 

dystrophy patients. They showed 

that fatigue and pain are present 

among approximately half of the 

patients, and almost all patients 

are impaired in daily life activities, 

social participation and ambulation. 

The researchers recommend that 

this information should be taken 

into account in symptomatic 

management of oculopharyngeal 

muscular dystrophy.

conducting disease-relevant clinical 

assessments for the design of future 

efficacy trials. The Phase I study has 

completed recruitment and includes 

20 ambulatory and non-ambulatory 

patients aged between 5 and 16 

years with either Ullrich or MDC1A 

subtypes of CMD who will be treated 

for 12 weeks. 

Previously known as hereditary 

inclusion body myopathy, this 

disorder has been the focus of a 

phase two study evaluating the 

safety and efficacy of SA delivered 

by aceneuramic acid extended-

release [Ace-ER]) . The results of 

the study, reported in the Journal 

of Neuromuscular Disease, is the 

first evidence in humans that SA 

supplementation may affect the 

progression of muscle weakness 

in GNE Myopathy. The authors 

concluded that this is the first clinical 

study to provide evidence that 

supplementation with SA delivered 

by Ace-ER may stabilise muscle 

strength in individuals with GNE 

Myopathy and they suggest that 

initiating treatment earlier in the 

disease course may lead to better 

outcomes. To verify these results, an 

international randomised, double-

blind, placebo-controlled Phase 3 

study in people with GNE Myopathy 

is underway.

R

R

R
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MELAS syndrome affects boys and 

girls equally and all ethnic groups 

equally. Onset of the condition 

generally occurs at a young age, with 

approximately 75 percent of cases 

beginning before the age of 20 years 

and most before age 40. 

Stroke-like episodes and 

mitochondrial myopathy characterise 

MELAS syndrome. Mitochondrial 

myopathies cause muscular and 

neurological problems. Most people 

with MELAS also have a buildup of 

lactic acid in their bodies (a condition 

called lactic acidosis). This increased 

level of acidity in the blood can lead 

to vomiting, abdominal pain, extreme 

tiredness (fatigue), muscle weakness, 

and difficulty breathing. 

Features of MELAS
The typical features of MELAS 

syndrome are ones that make 

up the name of the disorder i.e. 

mitochondrial encephalomyopathy 

(muscle problems), lactic acidosis, 

and stroke-like episodes, with the 

main symptoms being headaches 

and seizures. Early symptoms of 

MELAS may include muscle weakness 

and pain, recurring headaches, loss 

of appetite, difficulty breathing, 

exercise intolerance and seizures. 

Less commonly, people with 

MELAS may experience involuntary 

muscle spasms, impaired muscle 

coordination, hearing loss, heart 

and kidney problems, diabetes, and 

hormonal imbalances.

The distinguishing feature in 

MELAS syndrome is the recurrence of 

stroke-like episodes. Migraines occur 

in the majority of affected individuals 

and are often severe during the acute 

stage of a stroke. Individuals with 

MELAS may also have psychiatric 

conditions such as depressive 

disorders, cognitive impairments, 

anxiety disorder or personality 

change. People with MELAS may 

also have episodes of confusion and 

hallucinations often due to a fever 

and/or headache. 

Stroke-like episodes involve 

temporary muscle weakness 

on one side of the body, altered 

consciousness, vision abnormalities, 

seizures, and severe headaches 

resembling migraines. Repeated 

stroke-like episodes can progressively 

damage the brain, leading to vision 

loss, problems with movement, 

and a loss of intellectual function 

(e.g. dementia). If there is a history 

of developmental delays, learning 

disabilities or attention deficit 

disorder then this is typically 

discovered before the first stroke  

has been experienced.

Genetics of MELAS
MELAS is caused by a defect in one 

of several mitochondrial genes. 

Mitochondrial (mt) genes are found in 

the DNA of cellular structures called 

mitochondria, which convert the 

energy from food into a form that 

cells can use. The genes that are not 

working correctly can be in any of 

these mitochondrial genes called MT-

ND1, MT-ND5, MT-TH, MT-TL1, and MT-

TV. Both normal and mutated mtDNA 

can exist in the same cell, which is a 

situation known as heteroplasmy. 

Symptoms may not appear until 

the mutation affects a significant 

proportion of mtDNA. The uneven 

distribution of normal and mutant 

mtDNA in different tissues can affect 

different organs in members of 

the same family. This can result in 

a variety of symptoms in affected 

family members.

Your condition
in review

What is MELAS?
Mitochondrial Encephalomyopathy, Lactic Acidosis, and Stroke-like  

Episodes (more commonly known as MELAS syndrome), is a rare disorder  

that affects many of the body’s systems, particularly the brain and  

nervous system (encephalo-) and muscles (myopathy). 

Symptoms may  
not appear until the 
mutation affects a 

significant proportion 
of mtDNA. 
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Mutations in the mtDNA gene MT-

TL1 cause more than 80 percent of 

all cases of MELAS. These mutations 

impair the ability of mitochondria 

to make proteins, use oxygen, and 

produce energy. Researchers have 

not determined how changes in 

mtDNA lead to the specific signs and 

symptoms of MELAS. They continue to 

investigate the effects of mitochondrial 

gene mutations in different tissues, 

particularly in the brain. 

Children can only inherit this 

disorder from their mother. This is 

because egg cells contribute the 

mitochondria to the developing 

embryo, and sperm do not. The 

condition can appear in every 

generation of a family and can affect 

both males and females, but fathers 

do not pass traits associated with 

changes in mtDNA to their children. 

In most cases, people with MELAS 

inherit an altered mitochondrial gene 

from their mother. Less commonly, 

the disorder results from a new 

mutation in a mitochondrial gene 

and occurs in people with no family 

history of MELAS which is now able 

to be passed on.

Diagnosis of MELAS

The diagnosis of MELAS is usually 

determined by clinical examination. 

However, confirmation of the 

diagnosis usually requires molecular, 

genetic testing and a muscle or brain 

biopsy. The muscle biopsy shows 

characteristic ragged fibers for MELAS 

syndrome and a brain biopsy shows 

the stroke-like changes.

The clinical diagnosis of MELAS is 

based on the following features:

• Stroke-like symptoms, typically 

before the age of 40 

• Encephalopathy with seizures  

and/or dementia 

• Mitochondrial myopathy, 

evidenced by lactic acidosis  

and/or ragged red fibers on 

muscle biopsy. 

To confirm the diagnosis, two of 

the following are also required: 

• Normal early psychomotor 

development 

• Recurrent headache 

• Recurrent vomiting 

Management
There is no known treatment for 

MELAS syndrome, however, patients 

are managed according to what 

areas of the body are affected at a 

particular time. Sensorineural hearing 

loss has been treated with cochlear 

implantations; Anti-convulsant drugs 

are used to help prevent and control 

seizures associated with MELAS 

syndrome (it is important to note that 

Valproic acid should not be used as 

an anticonvulsant); 

Mitochondria are tiny structures located within nearly all cells of the body. They are the parts 

of the cell that are primarily responsible for creating energy. They do this by generating 

adenosine triphosphate (ATP), which is the essential “fuel” that drives all of the body’s 

functions. For this reason, mitochondria are often described as the “powerhouse” of the cell.

The above diagram is sourced from: http://www.gohmd.org/mitochondrial-function.html

Confirmation of  
the diagnosis usually 

requires molecular, 
genetic testing and 

a muscle or brain 
biopsy. 
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Diabetes mellitus is managed 

by dietary modification, oral 

hypoglycemic agents or insulin 

therapy, Migraine headaches and 

cardiac manifestations are treated 

in the usual manner with pain 

relief medication or preventive 

medications. The use of L-arginine,  

a dietry supplement, has been 

reported to improve the symptoms  

of disease during the acute stroke-

like episode. 

Antioxidants and vitamins have 

Therapies are 
sometimes used 

to increase energy 
production by 

mitochondria and 
slow down the effects 

of the condition.

Your condition in review | MELAS

also been used, however, consistent 

success hasn’t been reported. 

Therapies are sometimes used to 

increase energy production by the 

mitochondria and slow down the 

effects of the condition. Coenzyme 

q10 and L-carnitine have been 

beneficial in some patients. 

Individuals with MELAS should 

also receive standard childhood 

vaccinations such as the flu vaccine 

and pneumococcal vaccine. This is 

because feverish illnesses may make 

the condition worse. In general, 

for patients with mitochondrial 

myopathies, moderate treadmill 

training may be beneficial for 

maintaining muscles strength  

and endurance. 

Genetic counselling is available 

to families who have had a 

diagnosis of MELAS. This service 

provides information, helps families 

understand inheritance patterns 

and what this means in their family, 

as well as enabling people to make 

more informed family-planning 

decisions.

Agents to avoid: Mitochondrial 

toxins including: aminoglycoside 

antibiotics, linezolid, cigarettes and 

alcohol; Valproic acid for seizure 

treatment; dichloroacetate (DCA) 

due to increased risk for peripheral 

neuropathy. 

Pregnancy management: Affected 

or at-risk pregnant women should  

be monitored for diabetes mellitus 

and respiratory insufficiency. This may 

require therapeutic interventions.

FOR
THEBUILDING FUTURE

n e u r o m u s c u l a r  c o n f e r e n c e

Bringing together people living with a neuromuscular 
condition, world leading researchers and clinicians, 

allied health professionals, service providers, 
representatives of the NDIS and industry to this 

unique two day conference.

Date
Fri 17 - Sat 18 June 2O16

Venue
Novotel, Sydney Olympic Park

Registration and Programme information
www.nmconference.org.au

e   conference@mdnsw.org.au  |  p  +612 98O9 2111 ext. 3

International Neuromuscular Conference
Sydney
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Going through change
Craig Pollok talks about MELAS, studying for a degree, and his transformation from  

living in comparative isolation to discovering a new zest for community.

My condition is called MELAS 

which stands for - Mitochondrial 

Encephalopathy Lactic Acidosis with 

Stroke-like episodes and causes me to 

have strokes over a long period time. 

I had my first when I was 4 and this 

caused me to have a “tired leg” on my 

left side which I dragged across the 

ground behind me. My mum took 

me to the doctor shortly afterwards 

and he recognised it as a stroke. I was 

diagnosed finally with a second stroke 

on my right leg when I was 7 and this 

caused further issues with walking and 

affected my ability to balance. I was 

11 with my third stroke. The fourth 

and final stroke at 15 years old was on 

my right side and affected my facial 

muscles, making it harder to speak and 

formulate words. I have been getting 

physiotherapy and doing stretches 

throughout the last 5 years in order 

to strengthen the muscles that I have, 

working and keeping them in optimal 

shape. I have had Botox in my legs 

eight times in the last five years in 

order to help my muscles relax and to 

enable the chance for them to stretch 

more to make them easier to use. 

However last time I saw the 

physiotherapist, she commented 

on the dramatic improvement I had 

made and decided to discharge me 

from the intensive programme I was 

doing. She said she could see no 

need for future Botox if I kept going 

this way and improving myself.

This time last year, I was the epitome 

of the rat race runner. I had finished a 

degree in Graphic Design and started 

one in Computer Science because of 

better job opportunities than there are 

in the creative arts. I had no community 

involvement and did nothing that 

didn’t directly benefit myself.

Then I got involved in a community 

towards the end of last year after 

attending a function where people 

have extravagant dreams of helping 

people and building communities 

through positive growth. It sounded 

like a fairy tale to me at the time, but 

as I got involved in the community, 

I began to understand and embrace 

the concept of giving of yourself 

to others creates contentment and 

happiness within yourself. 

The peak of this change for me 

was at a festival called the Earth Beat 

Festival. As part of my developing 

independence, I decided to attend 

the festival on my own. I had no 

idea what to expect and was tenting 

by myself for the first time in my 

life. It was a massive weekend of 

independence and personal growth 

for me as a person, never having been 

to a camp without a helper before. 

At the camp I went to a mediation 

session on the Saturday where we did 

five10 minute meditation sessions and 

had a discussion at the end of each 

session. During the first session, I was 

stressed, I had feelings of jealousy, guilt 

and anger inside of me. Through the 

duration of the rest of the workshop,  

I was able to embrace the feelings and 

let them go and realise who I am in 

this current moment is enough. I don’t 

need to change for anyone. On the 

Sunday, my cousin arrived and we did 

a dancing workshop together where 

I was able to be completely free and 

just move how I wanted. It was in this 

utterly blissful state of mind that I truly 

came to terms with who I am. Now 

Earth Beat is finished, but my passion 

and zest for life is still here. I still get 

up every morning, do my meditation 

and am on fire for what each day has 

to offer. I now perform poetry, am a 

sound technician for my church, and 

take an active role in the disabled 

community. I am beginning to 

understand how it feels to reach out to 

someone else for no personal benefit. I 

am beginning to understand love. 

Captain Craig masters the waves.  

Colour dancing at Holi festival, Kumeu.



28  |  InTouch magazine Winter 2016

But when graduation started 

approaching, I found myself excited 

by the opportunity to change my life. I 

was a Christchurch girl who had never 

so much as moved out of her bedroom 

in 18 years – and I realised I wanted to. 

My friend mentioned Otago 

University one day in class, just 

in passing, and slowly I started to 

form ideas of where I wanted to go. 

Dunedin seemed accessible – student-

oriented, a five-hour drive, a world-

renowned university and a logical 

direction to take. After applying, it was 

astounding how quickly the months 

slipped away – looking back, it’s ironic 

to say that the last summer was one 

of the best I’ve ever had, as my friends 

and I tried to spend as much time 

together as possible before we all 

went our separate ways. Since  

we have, it is clear that most of us  

will never lose touch, regardless  

of distance.

Simultaneously ready and 

completely underprepared, February 

came around, and I moved into 

Otago’s largest hall of residence, 

University College. Leaving home 

wasn’t as difficult as arriving here and 

realising that I had to make a new 

one. Back home I could map out the 

city on the back of my hand – I could 

name the best coffee shops and reach 

three of them on my local bus route. 

On my first night here I wondered 

how I would get anywhere, knowing 

only the route from the hall entrance 

to my room and back. 

Dunedin was …a lot more than 

I expected. I knew of its antics – as 

does anyone who keeps up with 

local news – but not the extent of 

its energy and culture. Orientation 

Week was filled with the tradition 

of egg-throwing (it was a fortnight 

before the caretaker could scrape egg 

off my bedroom window, four stories 

up), loud concerts, and late nights. I 

went to a few events, which were a 

lot of fun, but it was so tempting to 

lock myself in my room - as only after 

my arrival did I realise how much my 

disability affected me when I wasn’t 

living at home.

North Dunedin is hugely accessible 

– everything a freshman could desire is 

within walking distance. Which sounds 

wonderful, aside from when walking 

is the problem. The hills and wide 

campus proved challenging from the 

first day. Not to mention being called 

lazy numerous times because, ‘the 

gym is free, so why aren’t you going?’

New home, 
new life

Until my last year of high 

school, I never considered my 

future seriously. Trapped in 

the midst of a 13-year school 

education, I remember feeling 

as though it would never end. 

Samantha-Rose Williams moved 

from Christchurch to Dunedin at the 

beginning of this year to start at Otago 

University. She is now studying towards 

a Bachelor of Arts majoring in English.

The university itself, however, has 

brilliant resources. The Disability 

Information and Support system is 

 well-equipped to help students 

through tertiary education; not to 

mention the classes themselves, 

which are engaging, fulfilling, and 

taught by lecturers passionate and 

knowledgeable in their subjects.  

I love the structure of lectures and 

self-directed study; I find Philosophy 

and English especially interesting 

paper choices. 

I’ve been here a month now, and 

have had more highlights, lowlights, 

and moments of self-discovery in that 

time than I have had over the course 

of my life. I have learned ways to deal 

with living alone and with a disability, 

and each time I find a new solution, I 

feel like I can conquer the world.

There is always a way around a 

problem, even if some days I can’t 

walk through campus to make my 

lecture on sonnets. Leaving home has 

given me the courage to do exactly 

what I want – and it’s so empowering 

to know that I can.

GUEST
speakers

SAMANTHA-ROSE 
WILLIAMS
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Times are 
changing
KEN GREEN

These meetings are an important 

opportunity for the disability 

community, represented by varying 

organisations, to engage with the 

Ministry of Health (MOH) on policy 

and strategy matters. We are at a 

crucial phase in the progression 

towards an inclusive society in which 

people with disabilities can fully 

participate and lead satisfying lives. 

Many of the policies and strategies 

are being reviewed and updated. 

At the time of their development 

in the 1990’s, the focus was on 

deinstitutionalisation and moving 

people with disabilities to live out  

in the community. This was a 

one-size-fits-all approach based 

on available services, 20 years on 

the focus is moving to putting life 

aspirations of the individual as the 

priority. Then decisions are made 

on the supports that are needed, 

whether MOH or Ministry of Social 

Development funded.

While the MOH continues 

consultation with the consortium 

as a collective group, they are 

also recognising the need to 

speak directly with people with 

disabilities. I urge any of you who 

might be requested via social media, 

service providers or a disability 

organisation to complete a survey 

or be interviewed. This is important 

to maximise the improvement 

and benefit to ourselves and our 

community.

Not forgetting we all have a voice 

in regards to our own wellbeing. If 

the services you are receiving are 

not appropriate, you have the right 

to make a complaint. If you are 

assessed for equipment or home 

improvement and you disagree with 

the assessment, you have the right 

to request a second independent 

assessment. Your speaking out is an 

important way for the MOH to learn 

Ken lives in Whangarei with his wife 

Jan, dog George and their daughter 

who lives close by. He is a chartered 

accountant and while this fills most 

of his time he is dedicated to serving 

his community in a number of 

voluntary organisations. Ken believes 

having muscular dystrophy (FSH) has 

strengthened his passion for life.

While the MOH continues 
consultation with the 

consortium as a collective 
group, they are also 

recognising the need to  
speak directly with people 

with disabilities. 

I attended the first Disability 

Support Services (DSS) 

Consumer Consortium meeting 

for 2016, held in Wellington. 

There are two meetings held 

each year and they are a very 

intensive three days. This last 

meeting had 17 sessions 

covering a wide range of issues 

affecting people with disabilities.

Feedback from the Consumer Consortium

what is happening on a day-to-day 

basis for people with disabilities. 

I am looking forward to the  

next meeting in October to hear  

progress and have another 

opportunity to represent the 

Muscular Dystrophy Association.

GUEST
speakers
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This is something I know about 

personally and am keen to ensure 

people know their rights and the facts. 

Let us begin with the fact you 

have just been diagnosed with a 

degenerative condition. It takes time 

to allow yourself to grieve the changes. 

You need to allow the whanau, friends 

to also grieve as they too are affected 

by this diagnosis. You do not have 

to tell your employers if you have a 

diagnosis of a disability or not. 

There are however exceptions. If 

you have developed issues such as 

epilepsy that could affect your job 

if you drive or handle machinery, 

then you do need to advise as your 

employer is responsible for the health 

and safety of all employees in their 

work place. If you do declare your 

condition, your employer cannot 

discriminate against you because of 

any health condition or disability. 

It depends on the job you have, 

but you may need to renegotiate 

your role to meet your needs. Give 

yourself time to explore the support 

and advocacy you and your whanau 

need to be able to remain in your 

employment. For some people it 

could be that the reality of staying  

in the job you know is not an option, 

but do not rush this decision, make 

sure you have support and get 

good advocacy to help you to deal 

with any employment decisions. 

Remember knowledge is power.

The second issue is if you are 

applying for another job, do you have 

to disclose details of your condition? 

The employer cannot discriminate… 

BUT, here is the reality, if your disability 

is visible, or is the reason you don’t 

have a license, then it is impossible 

not to disclose. It is also why those 

of us with visible disabilities who are 

always struggling to get work. 

While the employer cannot 

discriminate, it is often difficult to 

prove that you did not get the job 

because of your condition/disability. 

The law protects us, however we 

Telling your 
employer 
about your 
condition
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.

have to have proof. Unfortunately, 

until employers look purely at an 

applicant’s skill, discrimination will 

remain in the workplace. It is not 

something we can easily prevent 

or prove, and until there is law 

protecting us we are at risk of the 

discrimination from those who do 

not see our skills and potential, they 

only see our disabilities. 

The only way to protect yourself 

is to know the law, know your 

rights, ensure you know where your 

support is and find advocates who 

can help voice your rights when you 

cant. If you want to find out more 

specific details about your situation 

contact the local Community Law 

Centre, Citizen’s Advice Bureau or 

the Employment Relations Authority 

who can help you with your 

particular needs.

communitylaw.org.nz 

www.cab.org.nz 

era.govt.nz

I have been diagnosed with a 

degenerative condition, I am 

still getting my head around 

the diagnosis and there is  

much uncertainly about how 

quickly my condition will 

progress. Do I have to tell my 

employers? What are their 

responsibilities if I do tell them? 

If I were to apply for another 

job, would I have to disclose 

details of my condition?

PANEL
Ask the
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Ask the

People who have read my column 

over the years will know how much 

weight I put on getting a definitive 

genetic diagnosis. The reasons seem 

obvious to me – there may be a 

treatment, there may be a clinical 

trial, there may be a specific support 

group, it informs choices about having 

children, it gives closure to the patient 

and stops the wondering about 

what else could be the cause of the 

condition.  So what progress has there 

been toward having reliable testing 

available for people with neurogenetic 

conditions and what can be done if all 

the tests are negative?

I think it’s worthwhile having a look 

at how things have been done since 

finding genes first became possible 

in about 1993, to see how far we’ve 

come and where we’re going. In the 

mid to late 1990s a lot of genes like the 

Duchenne muscular dystrophy gene 

were found. However, testing for these 

genes was only possible if a doctor 

recognised the patient’s clinical picture 

and knew which gene to test for. 

In the late 1990s it became possible 

to do multiple tests in the same test 

tube, all at the same time, but still 

only for a few predefined genes. 

This technology was applied to the 

common spinocerebellar ataxias 

(SCAs 1,2,3,6,7 and 17). Because a 

considerable proportion of ataxias 

are caused by these six genes this 

remains a useful test. 

Ataxia though is a good example of 

what happened next. After the major 

genes were found it was clear that 

there were many families who had 

ataxia but didn’t have abnormalities of 

the common genes. This then resulted 

in searches for and discoveries of new 

ataxia genes, but, as time went by, the 

numbers of people affected by each 

of the new genes tended to be fewer 

and fewer; in some cases a particular 

genetic diseases appears only to 

affect one or two families in the world. 

The big change came with the 

development of new technology 

about five years ago. Instead of it 

costing about $2000 for one test, it 

now costs about the same amount to 

test for hundreds of gene tests which 

can all be done on the one sample at 

the same time – this almost miraculous 

breakthrough is called “Massively 

Parallel Sequencing” and also referred 

to as “Next Generation Sequencing”. 

So now, instead of testing for example, 

just the common six SCAs we can test 

for all the known ataxia genes at once. 

However, you will recall that many of 

the myriad genes that are now testable 

really only affect a very few families so 

although we have lots of genes to test 

there remains a considerable number 

of families for whom a gene test is still 

not available. 

This is what gave rise to this column. 

An MDA member asked, “I’ve had a 

negative test for 41 hereditary spastic 

paraparesis genes – what now?”

The answer is research. Through 

another application of Massive Parallel 

DR. RICHARD ROXBURGH

Dr. Richard Roxburgh FRACP PhD  

is a Consultant Neurologist  

at Auckland Hospital.

Sequencing: called Whole Exome 

Sequencing or Whole Genome 

Sequencing we can look, not only at 

a panel of genes known to cause the 

clinical condition, but also at the genes 

known to cause particular diseases 

they look, potentially at all the genes. 

This is where diagnostic testing 

ends and research begins – it’s a place 

that we need to be going in New 

Zealand, but it is expensive and very 

time consuming. We have started 

doing some work on this through the 

New Zealand Neuromuscular disease 

registry and other groups are working 

on other diseases. 

The process involves a number 

of tests including looking at large 

numbers of genes and looking for 

new variants, calculating the chance 

of any such variants could be disease 

causing e.g. by looking at how the 

variant would be predicted to affect 

the structure and function of the 

protein that the gene encodes. 

Looking at large databases to see 

how common the mutation is. 

Patients who have had negative 

gene panel testing are exactly the 

people who should be having this 

sort of research and we are interested 

in collecting this information as part 

of the registry so that we can apply 

for funding to do such research. 

What do I do 
if the gene 
screen is 
negative?

We asked for an expert opinion 

on a question from a member.
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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 
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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: Rachael Carpenter  

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



An active wheelchair made for you
The küschall represents an innovative wheelchair design, suitable for active people who demand  

aesthetic appeal, together with exceptional strength and performance. Trial It!  Love It!  Keep It!

LIGHT
STRONGand

VERSATILE

Request to trial a küschall, made to order visit 
invacare.co.nz or phone 0800 468 222

PREFERRED EQUIPMENT SUPPLIER


