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From the desk of the Chairperson

Catching up with Heather
Kia ora koutou, greetings to you all.
The Muscular Dystrophy Association of New Zealand
(MDANZ) has burst into Summer with a real sense of
renewal and revitalisation.
As part of the Freedom awareness campaign, I was lucky
enough to attend the launch of Beyond DNA in Auckland,
a fantastic book that many members have contributed to
and worked on. The public lecture the following day was
equally engaging and very informative.
The overall campaign has given MDANZ a fresh profile
and got us thinking about how we can move forward
with our annual appeal. Thank you to all who got involved
and to our wonderful Patron Judy Bailey, for fronting
another great television commercial and contributing
the foreword for Beyond DNA.
The first results from the Prevalence and Impact of
Genetic Muscle Disorders in New Zealand – (MD PREV)
study are now being shared, following study completion in
June. This research is both exciting and significant. We thank
AUT and the research team for working with us to achieve
this world class research for the benefit of our members.

Another significant achievement, has been the finalisation
of a new Strategic Plan, which sets a new compass for
the future. My deepest gratitude goes to all who have
contributed to this work and given to MDANZ this year.
To our wonderful patrons, generous donors, volunteers,
committee members and the team working across the
organisation, thank you for making 2016 a great year. We
cannot move forward without collaboration between
stakeholders or without the commitment of a skilled team
to deliver on the goals and aspirations of our organisation.
It has been a real pleasure to see the revitalisation of our
organisation this year.
I wish you all a very merry Christmas and the very
best for the year ahead.

Heather Browning
MDA Chairperson

It might be you ...
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.
2 | InTouch magazine Summer 2016

You can help by:
• Telling family
members affected
by a neuromuscular
condition about us.
• Supporting our
fundraising efforts.
Muscular Dystrophy
Association Patron, Judy Bailey.

From the desk of the Chief Executive

In touch with Ronelle
Tēnā koutou katoa, greetings to you all.
Iti rearea teitei kahikatea, Ka taea!
Even the smallest bellbird, the rearea can ascend
the great heights of the kahikatea tree.
This whakataukī (proverb) from Tūhoe, has inspired
an organisational waiata (song) and is referenced in the
illustrations chosen to present the organisation’s new
strategic plan, which you can read about on page 20.
As the year draws to a close, we have many reasons to
celebrate, including this significant milestone.
The systems of governance and operations have been
working well together to provide strong and authentic
leadership for our organisation, and I feel proud and
confident about a sustainable future, with members at
the heart of everything we do.
We began 2016 with an ambitious set of objectives
mapped out in our Annual Operating Plan. Much of this
work has been achieved through the commitment and
targeted efforts of our team and supporters. Thank you
to all who have contributed to these successful outcomes.
In this issue of In Touch, the team have compiled some
ideas for you to explore during the summer months. If
you are planning to take a holiday this summer, you can
support MDA by booking your holiday accommodation
through New Zealand owned website Kiwi Karma. By
selecting our charity at the checkout, five per cent of
your booking fee will be donated to MDA at no extra cost
to you. We appreciate you supporting us in this way, as
every dollar helps us to continue our work for the benefit

of members and their families. More details about this
website can be found at the bottom of the page.
Looking ahead to 2017, we will be consolidating and
improving some of the new initiatives introduced this
year, such as the Freedom appeal. We also have some
important priorities such as improving respiratory
care pathways and medicines access for people with
neuromuscular conditions.
One exciting new initiative we are hoping to achieve,
is establishing a Duke of Edinburgh Award programme for
our Rangatahi (young people). We were inspired earlier
this year by award recipient Scott Green, who travelled
to New Zealand from New South Wales to undertake
his adventurous journey.
We can’t wait to offer fun and
developmental opportunities
for our own young people and
look forward to updating you
in the New Year on how we
are getting on with this.
Ngā mihi o te Kirihimete me te
Tau Hou, Season’s greetings for
Christmas and the New Year.

Ronelle Baker
Chief Executive

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

MDA
news
A cup of tea and a catch up
with … Miriam Hanna
Each issue we introduce a MDA staff member:

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

Freedom. Simply to enjoy
every day without any
barriers, and have
access to the best
possible medical care,
treatments and devices,
to achieve the best
possible outcomes and
live life to the fullest.

I joined the fantastic
team at MDA’s National
Office at the end of August.
I am the new Information and
Resource Coordinator.

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

What qualifies as a great day
at work for you?

Bagels!

When I know I’ve made a difference
to someone’s life or even simply
made someone’s day. It is always
such a rewarding feeling.
If resources and funds weren’t an
issue, what would you like to see
our members enjoying?

What are you passionate about?
Travel, discovering new cultures,
languages, cuisines and traditions.
Meeting people from all walks of life
and hearing their stories, and being
touched and inspired. N

is a moving and inspiring collection of
personal stories which reflect on life
lessons learned by those with lived
experience of a neuromuscular condition.
Yours for only

$25

Your purchase will support us
to cover the costs of publishing.
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AUT students

Thanks for
helping
A big thank you to a group of
AUT students who contributed
to our online campaign during
our Freedom appeal.
AUT runs a pro-bono PR Agency that
gives students the opportunity to
take on projects with clients in the
non-profit sector.
This year we had Sophie McDonald,
Alberllie Samson, Sarah Abdeen, Anita
DenBoer, Amelia Hooper (pictured
above) helping out. They created a
challenge that encouraged people to
give up something for a week – such
as using stairs instead of the elevator
– and get their friends to sponsor
them by donating to our campaign.
The students also ran an online
competition which many of you took
part in. Thanks to those who voted
for your favourite Freedom poster
image. N

MDA
news
Outcome of Deflazacort funding
application to PHARMAC
Earlier this year we wrote to the Pharmacology and Therapeutics Advisory
Committee (PTAC) at PHARMAC to provide support to the application made
by paediatric neurologist, Dr Gina O’Grady to have deflazacort considered for
placement on the pharmaceutical schedule.
Deflazacort is a corticosteroid, like
prednisone, that can be used to
slow the physical decline caused by
Duchenne muscular dystrophy (DMD).
Since 1996 it has not been registered
with MedSafe and nor has it ever been
funded by PHARMAC for treating DMD.
The MDA represents the interests of
around 100 families with Duchenne
muscular dystrophy throughout New
Zealand and has been advocating for
funded access to deflazacort as an
alternative corticosteroid to prednisone.
PHARMAC’s Pharmacology and
Therapeutics Advisory Committee
(PTAC) met in August to discuss
the application for deflazacort to
be placed on the pharmaceutical
schedule and funded as a treatment
for DMD. PTAC conducted a very
comprehensive literature review, and
did not find any solid evidence that
deflazacort has a better side effect
profile than prednisone or provides
a better treatment outcome, noting
that the risk of some complications
is increased. Unfortunately, on this
basis they declined to recommend
deflazacort be placed on the schedule.
This is very disappointing news for
children, young people and families
living with DMD as well as for the
MDA and clinicians working with
these families.

Currently, a randomised controlled
trial is being conducted to compare
the two treatments head to head
and while the results and outcomes
are not likely to be available for quite
some time PHARMAC has asked to be
kept informed of this study and any
other new relevant evidence.
MDA will continue to advocate for
members and families and strongly
believes that deflazacort is an
important option that must be made
available to boys with DMD if they are
unable to tolerate prednisone.
In the meantime MDA is discussing
with pharmaceutical companies and
suppliers the potential re-registration
of the drug with MedSafe, and the
ongoing supply and pricing of

Pompe
advocacy
MDA is collaborating with
Lysosomal Diseases NZ, the
NZ Pompe Network, and
others, to petition the House of
Representatives for improved
access to funding for treatments
for rare disorders. This collaboration
is also seeking favourable
consideration by PHARMAC of an

deflazacort, in attempt to ease access
to the drug and alleviate some of
the challenges families currently face
in self-funding and managing their
supply. Deflazacort is not currently
registered for use in the United States,
although Marathon Pharmaceuticals
has made a new drug application to
the Food and Drug Administration
(FDA). We await with interest, the
outcome of this review which is
expected to be announced in early
2017, and hope it may facilitate
interest by PHARMAC in marketing
deflazacort in New Zealand.
The minutes of PHARMAC’s PTAC
August meeting are publically
available on its website. N

application from pharmaceutical
company Genzyme Sanofi to have
myozyme approved as a funded
treatment for treatment for adults
with Pompe disease. Myozyme
was approved by the FDA 10
years ago and by contrast, the
New Zealand community has
been significantly disadvantaged
through lack of access, despite
evidence that it improves
outcomes.
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MDA
news
Stocking fillers
Our Freedom merchandise would
make excellent Christmas presents,
or are a great way to treat yourself
this summer.
We’ve got T-shirts, caps and
sunscreen carabiners. Buy separately
or as a summer pack for a discount:
T-shirt – $20 (S, M, L, 2XL, 3 XL)
and children sizes 4-6 and 8-10
Cap – $10
Sunscreen (50ml) – $7
Summer pack – $35
(T-shirt, sunscreen and hat)
Send your order request (including
size for T-shirts) to info@mda.org.nz
or telephone 0800 800 337 and we
will be in touch with payment
details. N

NRFT

news
Impact CMT
Research
Update
Thanks to all MDA members who
have helped us with this study.
This study on Charcot-MarieTooth disease is being carried out in
two phases. For the first part of the
study we have already ascertained
172 cases through MDA, NZ
Neuromuscular Disease Registry,
ADHB, and Ministry of Health.
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Christmas
Hours
National Office and the branches
will close for the holidays on Friday
December 23rd at 2pm and reopen
on Monday January 9th. Check
mda.org.nz for emergency contacts
during this time. N

The second phase of the study
involves participants answering a
questionnaire with an Impact CMT
researcher who will come and see
you in your own home, or in a public
place if you prefer, like a café, library
or anywhere that suits you. Or if
you would prefer, there is also the
option to complete the questionnaire
yourself, either online or on paper. We
have completed 61 assessments so far.
We are still recruiting participants
to answer the questionnaire, so if you
haven’t heard from us please get
in touch with the study manager:
Moneeta Pal
Study Manager
Impact CMT Study
Freephone: 0800 637738
Text or call: 021952312
Email: moneeta.pal@aut.ac.nz
cmt@aut.ac.nz

Moneeta Pal

A small koha will be given to you as
thanks for your time and trouble.
Finally thank you from the Impact
CMT research team to all those who
have participated! Your contribution
is greatly appreciated. N

“It’s forever inspiring how
even in the simplest of
moments, an embrace
with my wife changes
everything.”

Mark “Wheelchair
Junkie” Smith

more hugs.
T. Gross I love mine as
well. I’ve been truly blessed
with this wheelchair!

M. Henson I’m just
weeks away from getting this
chair and I can’t wait. I’ve had
an opportunity to use a demo
for a week and this chair is a
game changer.

D. Heilman Flipping
fantastic! Everyone deserves
to look at another eye-to-eye…
not up or down.

L. Boccuti This is so
great. My husband felt claustrophobic in his chair in a crowd
because he was so far down.
This would have helped that
so much.

BRANCH

news

Catching up with news
from around the country

Northern
Congratulations to Tana Heke for
completing his very first school
cross-country at Te Awamutu Primary
school. Tana’s teacher Maree had
organised for some students from
the college to help Tana during the
race by running with him or giving
him a piggy back, but Tana turned
down any help and managed to run
the whole thing. Thanks also to the
school for organising a coin trail to
raise money for our Freedom appeal.

Anastasia (front centre) from Anastasia’s Design Style, surrounded by fabulous models.

Wellington

Our coffee groups continue to be a
success and we’d love to see you at
one of the following groups:
North Shore – meets on the last
Wednesday of each month at
various locations.
Hamilton – meets on the third
Wednesday of each month at Café
Impresso, Rototuna Shopping Centre.
South Auckland – has just started
up, meets once a month on a Friday.
Venue to be confirmed.
Muscular Dystrophy Northern
Family Camp – 25th-27th November,
at Ngaruawahia Christian Camp.
Christmas Party – Saturday 26th
November at Ngaruawahia
Christian Camp. N
support@mdn.org.nz

The MDA Freedom Fashion Show was
a wonderful evening with clothing
from local designer Anastasia, we
raised nearly $2,000. We had four
brave members from MDA who
modelled for the first time, they

Canterbury
On Saturday 10 September MDA
Chief Executive Ronelle Baker with
Programme and Service Advisor
Miriam Rodrigues, Dr Erik Andersen,
Neurologist from Wellington,
and Suzannah Bawden, Genetic
Counsellor from Christchurch, met
with Canterbury branch members
at the Commodore Airport Hotel
in Christchurch for an Information
Forum held in conjunction with
Freedom Appeal Week.
Miriam spoke on the recently
completed M.D. Prev study held
across New Zealand.
Dr Erik Andersen, a paediatric
Continued over ...
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had a fantastic time and found the
experience a very positive one, which
encompassed the theme of the
campaign and a desire to experience
‘Freedom Beyond Limits’. N
office.mdawgtn@xtra.co.nz

Speakers, Miriam Rodrigues, Dr Erik Andersen
and Suzannah Bawden.

BRANCH

news
Southern
The Southern Branch Committee
is pleased to announce the
commencement of a Fieldwork
service for all members in the
Otago Southland area.
Jo Smith writes: I am extremely
excited about this new role for me
and look forward to meeting you all
in due course.

Suzannah Bawden

Continued ...

neurologist from Wellington spoke
on symptomatic and disease specific
treatments. He spoke specifically
about Duchenne muscular dystrophy
and therapy, the drugs available, and
those coming onto the market, such
as Ataluran. He also spoke about
Spinal Muscular Atrophy, and drug
therapies, such as Nusinersen.
Suzannah Bawden spoke on the
difference between geneticists, and
genetic counsellors, as well as ways
of making referrals, (either self, or
through a GP or Fieldworker etc.),
and what results could be expected,
and how to apply the knowledge.
The afternoon was a great success,
with members commenting about
what an interesting event it was.
New Fieldworker from Otago/
Southland, Joanne Smith, also
attended the event. N
mdacanty@xtra.co.nz

I am an experienced, forwardthinking, client-focused professional.
My attributes include having a
proactive, solution-focused approach
to my work, along with a good sense
of humor.
My communication skills are well
developed and I have a genuine love
of people.
My role is to support people living
with muscular dystrophy and other
neuromuscular conditions, including
family members, friends or carers of a
person living with a condition. I also
provide advocacy and support to
promote equality of opportunities.
I am originally from Southampton
in the South of England and I have
been living in New Zealand for 17
years. I have spent the last four years
employed by the MS Society as the
Community Field Worker. Previous
to this role I was studying at Otago
Polytechnic and graduated in 2012

Jo Smith

with my Bachelor in Social Services
endorsed in counselling. I am
married to Aaron and have two
boys, Joshua who is 10 and Oliver
who is 8.
I love to be outdoors and enjoy
spending time with my friends and
family. One of my passions is getting
into the ring. I find boxing to be a
great way of releasing stress and
apparently I have a mean right hook!
I work Tuesday to Friday 9.30am –
2.30pm, contact me on 027 509 8775.
Branch Christmas Lunch –
Saturday 19 November. Cabbage
Tree Restaurant.
BRONZ Toy Run – 10th December
at 3pm in the Octagon.
Vincent Motor Cycle Rally – Saturday
4 February 2017. We will be on the
gate, contact us if you are interested
in volunteering. N
joanne@mda.org.nz

InTouch magazine Summer 2016 | 9

Week of Freedom September 1–5

My Freedom
Thanks to everyone who shared their
Freedom as part of our campaign.
Here are just a few of the examples
people shared. N

Nick’s Freedom

Jump for Freedom
The view from the top of Auckland’s Sky Tower was
incredible but there was hardly the time to enjoy it as CE
Ronelle Baker, Dr Lance O’Sullivan and MDANZ member
Craig Pollok took the plunge and jumped off New Zealand’s
tallest building to launch our Week of Freedom.
They rushed through the air at
around 85 kilometres an hour, falling
for around 11 seconds.

himself off the Sky Tower was the
least he could do to kick off the
awareness campaign.

Ronelle says while she didn’t
exactly enjoy the experience she was
proud to step outside her comfort
zone to put the spotlight on the
thousands of New Zealanders living
with neuromuscular conditions.

A special thank you to the people
at Sky Jump (www.skyjump.co.nz)
who gave us so much help on
the day. N

Kaitaia-based medical and
community leader Dr Lance O’Sullivan
felt the same way. In early 2015
Lance and his wife Tracy came face
to face with the reality of Duchenne
muscular dystrophy when their
youngest son, Lance Jnr, was
diagnosed with DMD. Being part
of the awareness campaign was
important for him and his entire
whanau and Lance figured throwing

Kim’s Freedom

Thanks to our supporters:

Clockwise from top: Ronelle and Leighton from Sky Jump; Craig gets ready; Lance gives a thumbs up.
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Week of Freedom September 1–5

Authors Latifa Daud, Darian Smith and Natalie Brunzel with Patron Judy Bailey.

Telling our stories
During our appeal a life-changing book was launched
at a very special evening event in Auckland.
Beyond DNA: Stories of Challenge and
Triumph shares the real-life stories of
people living with a neuromuscular
condition in New Zealand.

authors, along with Richard Kiriwera
Tamati, Natalie Brunzel and Latifa Daud,
all of whom experience life impacted
by neuromuscular conditions.

The idea for the book came from
Darian Smith, a fieldworker for the
Northern Branch of the MDA who
knew there were many stories within
the MDA worthy to be shared – they
just needed a platform.

MDA Patron Judy Bailey was at the
launch and commented; “To put your
life out there is so courageous and
helpful. It takes an enormous amount
to strength to share your story.”

Darian went on to become one
of the contributing interviewers and

Introducing
Hazel

Beyond DNA: Stories of Challenge and
Triumph is available to purchase for
$25 from www.mda.org.nz or email
info@mda.org.nz N
Gorgeous four-year-old Hazel was
the face of our campaign and one of
several members who took part in
our television commercial. Here’s a
little more about her:
Favourite colour: Pink
Favourite movie: My Little Pony
Favourite food: Roasted pumpkin,
and pink cupcakes
Favourite game: Minecraft N

Lance O’Sullivan shares his story.

Hearing from
the panel
A packed house at Waipuna
Hotel and Conference Centre
enjoyed an educational forum
and panel discussion.
Miriam Rodrigues, MDANZ Advisor
and Research Co-investigator,
presented the first public release
of results from MD-PREV: the
prevalence and impact of genetic
muscle disorders in New Zealand.
Dr Rakesh Patel, Paediatric
Neurologist, Starship Children’s
Health, and Dr Richard Roxburgh,
Neurologist, Auckland City Hospital,
discussed research developments
in the neuromuscular field with
Dr Lance O’Sullivan discussing
his moving personal journey with
Duchenne muscular dystrophy. N

InTouch magazine Summer 2016 | 11

Family reunion
An unlikely online encounter changes lives
A search online to find out more about her condition gathered
much more information than one woman ever dreamed.
When Melanie couldn’t sleep one night, she decided that
instead of tossing and turning until morning she would
use her time wisely. She logged on to Facebook hoping
she might be able to track down someone with the same
rare condition as her.
Melanie couldn’t believe her luck when she found a
glycogen storage disease group on Facebook and quickly
discovered another person living in Palmerston North with
the condition. Melanie and Simon started chatting online
and discovered they both had an inherited condition that
impairs the body’s ability to breakdown a complex sugar
called glycogen in the body’s cells. These conditions are
rare so the chances of meeting someone in the same
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New Zealand town were slim. But the coincidences
weren’t to end there.
“We added each other as friends on Facebook and I saw
one of his friends was my cousin on my birthmother’s side,”
says Melanie. “I told Simon this and mentioned who my
birthmother was, not thinking anything more about it.”
Melanie was adopted as a baby and met her birth
mother when she was 16. This led to her being put her in
touch with the man thought to be Melanie’s father and
following the meeting of the two people she believed to
be her birth parents, Melanie didn’t have any lingering
questions about her background.

Feature | Family reunion

Simon, on the other hand, began putting two and two
together. Melanie’s birthmother’s name was very familiar
to him as they had dated back when they were teenagers.
“Not long after meeting online, Simon and Melanie
met up in person and were instantly struck by their
physical similarities.
“When we met, my stepdaughter whispered to me that
she thought we looked alike,” recalls Simon. This was very
special for Melanie because she grew up feeling different
to the others in her family.
Simon and Melanie shared the same specialist so
when they shared the news they suspected they were
related, he offered to do some further tests for them.
These tests confirmed that they were related and the
pair were faced with the incredible reality that they were
father and daughter.

Melanie and Simon. Photos by Bryan Snaith.

This unlikely reunion has enhanced their lives and
expanded family gatherings.
“When I was nine years old my (adopted) dad took
his own life, so I didn’t have a dad for a long time,“ says
Melanie. “Then I thought I knew who my birthfather was,
so I wasn’t looking for a father when I found Simon, I just
wanted to find someone with this disease. But I’ve spent
Christmas with Simon’s family and he’s met my family and
been at my family’s gatherings.”
Living in Palmerston North all their lives means it is
likely the pair have crossed paths numerous times without
knowing. They share the same doctor, and at different
times over the years have even lived in neighbouring
streets. “There are a number of times we could have been
in the same waiting room sitting next to each other and
not have known we were related!” says Simon.
Simon and Melanie’s birthmother split up before she
knew she was pregnant, so he had no idea a baby had
been born. Melanie has spoken to her birthmother about
the discovery and she is happy that the pair have met.
Living with his condition means Simon has to manage
fatigue and his mobility carefully. He is creative at adapting
things to make life easier around the home. Melanie, who
was diagnosed as a child, manages her energy levels
through meal planning.
“We are both fussy eaters,” they say in unison when
asked what they have in common. Regular meals are
required to maintain energy levels, but they manage

“There are a number of times
we could have been sitting
next to each other and not
have known we were related!”

their needs differently. Melanie needs to eat lots of small
meals, whereas Simon can eat a full size meal but needs
to top that up every few hours with a couple of spoons
of custard. “I have a big bowl of custard in the fridge and
every so often I eat a little as I pass the fridge.”
As you watch them interact and finish each other’s
sentences, it is hard to believe that they have only known
each other for two years.
Melanie sums up her experience by remarking how
lucky she is to have a glycogen storage condition as
without it, she would never have found her biological
father. Simon feels equally lucky.
“It means I now get an extra two presents a year,
Father’s Day and on my birthday,” he jokes. This summer
the pair plan to enjoy each other’s company while
continuing their survey to find the best fish and
chip shop in their area.
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Hello Summer
It’s time to make plans now that the warmer weather’s here
Make the most of the warmer months with these
ideas for an accessible Kiwi holiday.

Bay of Islands
The Edgewater
Palms Apartments
(edgewaterapartments.co.nz/
paihia/) has undercover parking
and lift access to a great accessible
two bedroom unit. The apartment sleeps six, has two
ensuites (one wet area), a balcony and is dog friendly. The
pool is not accessible, but the beach is just across the road
and has good footpaths.
There is a wealth of historical knowledge to be gained
at the new museum at the Waitangi Treaty Grounds and
this would suit those with limited mobility. However, the

14 | InTouch magazine Summer 2016

full guided tour of the grounds is not accessible – there are
steps heading down to the waka and a steep gravelly path
to navigate, heading up to the flag-staff. Active manual
wheelchair users might find being carried up and down
the steps to get to the waka manageable, but a fit person
would be required to assist up the hill.
If you want to miss this part of the tour out, vehicle access
can be arranged at the top of the site, and portable ramps
can be arranged at the Wharenui, so that participation in
the cultural experience is possible.
Boat excursions are very possible and docking at Paihia
is relatively smooth. However disembarking at other docks
can be a challenge, as the weather conditions can create

Feature | Hello Summer

instability and prevent going ashore at Russell. Manual
wheelchair users may have more flexibility than power chair
users, due to lighter chairs and ability to be lifted.

Auckland
Silo park, Auckland’s waterfront
and Cornwall Park are great for
wheelchair users who want
to get out and about with
family and friends as there are
boardwalks, cycle paths and
plenty of flat terrain.
Auckland Zoo offers free admission to caregivers of
people who need assistance.
Approximately 90% of the zoo is accessible by
wheelchair, and 70% by mobility scooter. A map
explaining inaccessible areas is available free of charge.
Accessible car parking is available in the Motions
Road car park, closest to the main entrance to the zoo,
for vehicles displaying a current mobility parking permit.
Wheelchairs and mobility scooters are available from
the Information Centre. There is no charge, but booking
in advance is recommended (phone 09 360 3805).
When you pick up your wheelchair, you will need to
leave a bond item (car keys or driving licence).

Wellington photo credit: © globalphoto, 123RF Stock Photo

Taupo
Prawn fishing at the Huka Prawn
Park is a great day out for all
ages, although it is pricey.
The guided tour of the nursery
has even surfaces, but one steep
path to manage. Once on the flat,
it is a short walk around the different rooms and holding
tanks for spawning prawns.
Car parking is reasonably good and there is a short walk
and a steep incline to get to and from the fishing ponds.
There is an optional bush walk further afield beyond the
fishing ponds. Decking around the fishing ponds and
some seating, means that most people can participate
in the fishing experience, using a bamboo rod with a
hook attached at one end. There is no time limit, and

Visitors with wheelchairs,
mobility scooters, and other
mobility vehicles can easily
access most of Te Papa.

you can take a picnic and enjoy a few hours if wished. The
restaurant on site will cook your catch for a small charge,
or you can take them home and put them on the BBQ.

Whanganui
Virginia Lake in Wanganui is a
lovely spot for a summer picnic.
it is used by all age groups and
people of all mobility levels.
The paths around the lake are
accessible, although a bit bumpy.
There is a sweet aviary, and although wheelchair a can’t
go through it, you have a full view from outside. There’s
ducks and geese, a great children’s playground and an
accessible cafe. The Winter Gardens are partially accessible
too. The boardwalk along the lake is goes out to a
gorgeous pavilion. Find more information at
visitwhanganui.nz/virginia-lake-whanganui/

Wellington
The buses in Wellington are
fantastic and make it very
easy to get around.
Visitors with wheelchairs, mobility
scooters, and other mobility
vehicles can easily access most of Te
Papa. Accessible areas include all exhibitions, the cafes and
stores and most toilets. There are seats in most exhibitions
and along walkways throughout the museum. To hire a free
wheelchair or mobility scooter book ahead by phoning
04 381 7000, or enquire at Coat and Bag Check-In by the
main entrance (availability is not guaranteed).
There are two regular public tours of Parliament, and
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they are both accessible to visitors using a wheelchair. The
Introducing Parliament tour takes 60 minutes and is a great
way to learn about our parliamentary processes and New
Zealand’s history while looking through the iconic buildings.
The Highlights of Parliament tour takes 30 minutes and is
an insight into the heart of our democracy, the debating
chamber where the House of Representatives meet.

Liberty swings
A growing number of New Zealand playgrounds are
equipped with a Liberty Swing which allow children in
wheelchairs the chance to enjoy the fun of a swing.
This website shows you where to find them
www.libertyswing.com.au/index.php/home/
find-a-swing-near-you.html

Christchurch
Experience the wonder
and magic of Antarctica without
leaving Christchurch at the
International Antarctic Centre.
Brave the chill of the snow and ice,
survive an Antarctic Storm, learn about
life in modern day Antarctica and Scott Base, and hang
out with Little Blue Penguins!

stopped to allow easy access for all guests, assistance is
also available if required at the base and the top of the
Gondola. Standard sized wheelchairs fit in the Gondola
cabins and ride in a separate cabin to the guest; otherwise
two wheelchairs are available onsite.

Arrowtown
Try your luck panning for gold.
There is ramped access into
the library, where pans can be
hired and local information on
gold mining can be found. It is a
steep ramp and a little distance from
the riverside, so can be tiring without powered equipment.
If you can manage walking on an uneven surface (large
stones) and/or crouching down for a while, you can find a
spot on the river and pan for gold. Wheelchairs will find it
hard to get close to the water, but can get close enough to
watch family members panning.

Te Anau
For camping adventures, Te Anau Lakeview Holiday Park
(teanauholidaypark.co.nz) has accessible communal
facilities, including a wet area shower/toilet, flat access
communal kitchen, BBQ areas and lounge room with wifi.

All parts are accessible by wheelchair, and two
wheelchairs are available for use by the public.

Hanmer Springs
This little resort town is an attractive year-round holiday
destination for adventure, relaxation and indulgence. Its
best known for its natural hot pools which have good
wheelchair access, including a wheelchair ramp access
on one pool and aqua chair/lifts available on many of the
pools. Accessible changing rooms are available.

Queenstown
For the best views of the
area, head to the The Skyline
Queenstown. On request the
Gondola can be slowed or
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Dunedin
A great place to visit in Dunedin
is the Toitū Otago Settlers
Museum. This is a museum of
social history dedicated to telling
the story of the people of Dunedin
and the surrounding area, whose
character, culture, technology, art, fashion and transport
shaped the city. The museum is accessible and free.

Invercargill
Queens Park in Invercargill is an open, relatively flat space,
with good paths for a lovely family excursion with wildlife,
gardens and a great playground with water play feature.
Some seating is available for resting if you fatigue quickly.

Arrowtown photo credit: © rafaelbenari, 123RF Stock Photo
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PREFERRED EQUIPMENT SUPPLIER

LIGHT
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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!

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

Understanding genetic muscle
disorders in New Zealand
Kerry Walker from AUT keeps us up to date
with results from the MD-Prev study
The MD-Prev study was designed to find out more about
the people in New Zealand who are affected by a genetic
muscle disorder. Genetic muscle disorders include the
muscular dystrophies, myotonic dystrophy, myopathies
and Pompe Disease.
Previously there was no information available about
how many people are affected, where they live, how they
are affected, what help they need and whether they can
access this help or not. Without this information it is simply
impossible to make a plan for how to allocate funding and
deliver services to meet these needs. So the MDA and a
team of researchers, led by AUT’s Dr Alice Theadom, got
together to answer these questions. A study of this kind had
never been done anywhere in the world before.
The study was split into two parts; the first aimed to
identify every single living person in New Zealand who
had been diagnosed with a genetic muscle disorder on
1st April 2015, this was the prevalence part. Then every
person identified was invited to take part in an interview
to find out what living with a condition meant for them.
This was the impact part of the study.
People living with a genetic muscle disorder were
identified through the MDA member database, the NZ
Neuromuscular Disease Registry, the outpatient records
from district health boards with a neurology centre, the
Ministry of Health, the Genetic Health Service, healthcare
professionals such as GP’s and Physiotherapists, Needs
Assessment Services, as well as advertising in local papers
and on social media.

Prevalence findings
We found 964 people who had a confirmed diagnosis of
a genetic muscle disorder. Myotonic Dystrophy is by far
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Types of Genetic Muscle Disorder

Myotonic Dystrophy (35.54%)

Unclear Myopathy or MD (2.69%)

Facioscapulohumeral MD(12.64%)

Periodic Paralysis (1.55%)

Duchenne MD (10.67%)

Manifesting carrier (1.45%)

Limb-girdle MD (9.64%)

Emery-Dreifuss MD (1.04%)

Becker MD (7.36%)

Other Myopathies (1.04%)

Congenital Myopathy (6.32%)

Pompe Disease (1.04%)

Myotonia Congenita (4.56%)

Distal MD (0.93%)

Congenital MD (2.80%)

Other Ion Channel MD (0.73%)

the most common type of genetic muscle disorder. The
proportion of people with facioscapulohumeral, Duchenne
and limb-girdle are all similar and come in as the second
most common types.
Most people affected by genetic muscle disorders by
population are living in the Wairarapa, West Coast, South
Canterbury and Auckland City regions of New Zealand.
We looked at the proportion of males and females
who are affected. As expected, Duchenne MD and Becker
MD affects only males, whereas manifesting carriers of
these two disorders can only be females. The remaining
disorders are varied in their proportion of male to female
making the total ratio skewed slightly more towards males
than females.
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proportion of people diagnosed have had a genetic test. On
average, 55% of people with a genetic muscle disorder have
had a genetic diagnosis for their disorder.

Prevalence per 100,000
14.3 - 20.0

Impact Findings

20.0 - 23.1
23.1 - 27.3
27.3 - 36.5

Molecular Diagnoses (%)
31.0% - 46.8%
46.8 - 54.5%
54.5% - 59.3%
59.3% - 80.0%

We asked what ethnicity each affected person was, in
order to see if genetic muscle diseases were spread evenly
amongst the ethnicities found in New Zealand.
In general, the population of New Zealand is
approximately 15% Maori, 7% Pacifika and 12% Asian.
Our study did not find that these ethnic groups have the
numbers of people with genetic muscle disorders that we
would expect if they affect all ethnicities equally. This may
be because these disorders don’t affect these particular
ethnic groups or it may be that our study methods meant
we were not able to find these people or that they are
affected but not diagnosed and therefore we were unable
to find them or a combination of all of the above.
We also worked with Genetic Health Service New
Zealand to help us find people and to find out what

Ethnicity of people with a Genetic Muscle Disorder

Of all the people identified with a genetic muscle
disorder that we were able to contact 72.1% took part in the
impact assessment. The assessments involved a wide range
of questions in order to get the best picture possible of how
each person was individually affected by their condition. A
great wealth of data has been created by these assessments
and we are continuing to do analysis on it. What follows is
some of the preliminary results.
We asked what symptoms people experienced, and how
severe these symptoms were.
Muscle weakness and poor balance were the symptoms
most affecting the people who were assessed. Fatigue and
pain are also significant symptoms and so we asked about
them separately and in more detail.
We asked questions about access to healthcare and
also how satisfied people were with the healthcare they
received. We specifically asked whether people had
access to a neurologist who specialises in neuromuscular
conditions. 55% of participants said that they did and when
asked if they were satisfied with the healthcare they were
receiving, 85% answered that they were.
There is much more to be extracted from the data
gathered in the study. The study team continues to work on
this so keep an eye out for updates as they are released.
The MD-Prev study team would like to thank every person
who participated in the study. We truly appreciate the
time that you took to help with the study and we were so
overwhelmed with how generous of spirit and how willing
to be open and honest you all were. It was truly a privilege
to meet you and to have heard your stories and we plan
to use this information to make a positive difference in the
lives of people living with neuromuscular disorders now
and in the future.

European 77%
Other/Unknown 11%
Maori 6%
Asian 4%
Pacific Islander 2%

InTouch magazine Summer 2016 | 19

Strategic Plan
Our vision to the year 2020
Following the April 2016 Annual General Meeting, National
Council and the newly appointed Chief Executive began
a process of working together to review the strategic
framework of the organisation and set the future direction
for the next four years.
A proposal for a new vision, mission and set of core
values was circulated to members and branch committees
for feedback in the middle of the year, along with a
refreshed logo design. All feedback was considered and a
summary was presented back to the membership in the
Spring issue of In Touch. We thank all of the members who
contributed during this consultation process, as it helped
to confirm overall support for the proposal.
In line with some member feedback and at the request
of National Council, further exploration took place around
the integration of Māori principles into the proposed new
strategic framework. Expertise and knowledge to support
this work was gifted to the organisation by Māori leaders
based at the University of Auckland’s Faculty of Education
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and Social Work. This faculty includes National Council Vice
Chairperson, Sophie Tauwehe Tamati.
A waiata (song), was developed for the organisation
with reference to a Maori proverb (whakataukī) from
Tūhoe. This introduced the metaphor of a rearea bird
soaring to the great heights of the kahikatea tree, thereby
reflecting the proposed new vision of Freedom beyond
limits. The national awareness campaign was also
rebranded as a week of ‘Freedom’ to replace the former
bow tie appeal, which had been abandoned in 2015.
A final strategic planning session was held at the face to
face meeting of National Council on 15th October and the
vision for the organisation was consolidated and finalised.
Following this six month journey of discovery, we are
pleased to present the new strategic plan to our members,
communities of support and partners. We acknowledge
and thank all contributions to this important work.
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Vision
Freedom beyond limits

Mission

Values

Promoting freedom of choice
and a responsive society

Sustainable Toitūtanga
Empowering Whakamanatanga
Proactive Kōkiritanga
Connected Tūhonotanga

2020 Vision
The Muscular Dystrophy Association of New Zealand
(MDANZ), is a unique member-led organisation that
will deliver life changing impact to people living with
neuromuscular conditions and their communities of
support so that they may enjoy freedom beyond limits.
Strategic priorities will be developed in alignment with this
framework and all operational activities will be a manifest
of the vision, mission and values of the organisation.
We will ensure our activities and outcomes are:

Sustainable - Toitūtanga
We are committed to sustainable leadership, continuous
learning, innovation and collaboration.

Empowering - Whakamanatanga
We will work in partnership to create opportunities for
people living with neuromuscular conditions to enjoy
more freedom and participate successfully in life.

Proactive - Kōkiritanga
We will facilitate social change and research. We will
proactively identify priority populations and target our
resources to make an even bigger difference.

Connected - Tūhonotanga
We value the role of whānau and communities. We foster
collective awareness and strong relationships.
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1. Identifying the volume of service delivery

Sustainable
Toitūtanga

Proactive
Kōkiritanga

People living with
neuromuscular
conditions and
their communities
of support.

Connected
Tūhonotanga

2. Surveying our members and other service users to
evaluate level of satisfaction with services delivered
3. Developing questions and measures to evaluate
what benefit people have derived from our services
• Evaluation measures will be developed and refined on
a regular basis as part of the annual planning process,
to ensure we are a responsive and agile organisation.

Empowering
Whakamanatanga

We will create life-changing impact by:
• Engagement and connection with our members and
their communities of support
• Ensuring access to current and accurate information
on neuromuscular conditions and enablers for
independence
• Creating opportunities for our members to exercise
their full rights of citizenship
• Improving access to life enhancing resources, from
both government and non-government sources
• Advocating for best practice in approaches to care and
treatment for people with neuromuscular conditions

Priority populations
Neuromuscular conditions can affect people of all ages
and all ethnicities and the information and support offered
by MDANZ is available to all members. However, there
are certain groups of people who have been identified as
needing a priority focus due to specific needs or health
inequalities. These groups are outlined below.

• Working in partnership to provide individualised
support and advocacy
• Facilitating research and fostering communities
of practice

High
needs

Māori

• Committing to grow the resilience and capability
of our members, and their families and whānau

Pasifika

We will measure success by:
•

Developing an evaluation framework based on a
results based accountability (RBA) methodology;
this will include (but may not be limited to):

22 | InTouch magazine Summer 2016

Newly
diagnosed

Children
& young
people
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•

Members with high needs may require greater
assistance to achieve well-being, access resources and
participate. This group is prioritised in recognition of
the specific challenges of living with a progressive
condition.

• Māori are the Tangata Whenua of New Zealand
(indigenous people of the land), and experience
greater disparities than other New Zealanders. For this
reason, the New Zealand government recognises the
importance of culturally responsive health and disability
services as well as initiatives, to improve health gains
for Māori.
• Children and young people are vulnerable, particularly
at points of transition. By prioritising early support for
children, young people, their families and whānau, we
can help to build resilience, establish social resources
and links with appropriate services, in order to improve
outcomes and quality of life.
• People newly diagnosed have a high need for
information, practical support and facilitated
opportunities to link with others who may have a
shared experience. This is a known time of grief and
vulnerability for individuals, their families and whānau,
and is therefore a priority area for service.

Statement of intent
In adopting this strategic framework, the governing body
(National Council) and the Chief Executive of MDANZ
commit to its intent and are collectively responsible for
service delivery that aligns with our core values and takes
us ever closer to the stated vision.
This framework implies inclusive and collective
involvement in the revitalisation of our organisation for the
benefit of its members and their communities of support.

• Pasifika people also experience health disparities
when compared with other New Zealanders. Reducing
barriers for Tangata Pasifika to receive information and
support is therefore an important aim.
In identifying priority populations, we are providing
ourselves with a compass for decision making and an
important tool for fundraising initiatives. This becomes
most important when we have to prioritise - e.g. when
resources are constrained and/or for the targeting of
resources to achieve equity for a sub-group of our
broader membership whose needs are not well met by
mainstream approaches.

Growing together
We are proud to be a member led organisation.
You can get involved by:
• volunteering for your local Branch Committee
• standing for National Council
• volunteering skills or time to support
service delivery
• attending MDA events
• fundraising to support our work
• voting during the annual election process
• attending the next AGM, to be held
Friday 28th April 2017, in Hamilton
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Research

Advancements in
the treatment of Spinal
Muscular Atrophy
Positive results announced.

Website
to watch
New resource for
DMD families.

Summit Therapeutics has launched
an online resource for the Duchenne
muscular dystrophy community
www.utrophintrials.com. The website
is dedicated to providing up to date
information on utrophin and Summit’s
utrophin modulator clinical trials.
Utrophin modulation has the
potential to treat all patients with
DMD, regardless of their underlying
dystrophin gene mutation. Summit’s
most advanced candidate is called
ezutromid and is being tested in a
Phase 2 proof of concept clinical trial
called PhaseOut DMD in partnership
with Sarepta. R
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Spinal Muscular Atrophy (SMA) is
a chronic genetic neuromuscular
condition caused by the lack of
production of survival motor neuron
(SMN) protein due to a defect in
the SMN1 gene, which causes loss
of motor neurons in the spinal cord
and lower brain stem. This results in
progressive muscular atrophy and
weakness. There are different types
of SMA depending on the degree of
severity. Infants with the most severe
type of SMA (type 1) rapidly decline
and have difficulty performing the
basic functions of life, like breathing
and swallowing.
Currently, there are no approved
treatments for SMA of any type.
Nusinersen, produced by Biogen
and Ionis Pharmaceuticals, is a new
investigational, potentially diseasemodifying therapy for the treatment
of SMA that works by increasing
production of fully functional
SMN protein.
Biogen recently announced
positive results of an interim analysis
of a controlled phase 3 trial they
were running called “ENDEAR” in
infantile-onset SMA. Following this
announcement, Biogen and Ionis
Pharmaceuticals also announced
on the 26th September that an
application has been submitted to the
U.S. Food and Drug Administration
(FDA) for the approval and priority

review of Nusinersen.
The ENDEAR study was designed
as a 13-month study investigating
Nusinersen in 122 patients with
infantile-onset SMA; the onset of signs
and symptoms of SMA less than or
equal to six months of age and age
less than or equal to seven months at
screening. Results from the ENDEAR
interim analysis demonstrated
that infants receiving Nusinersen
experienced a statistically significant
improvement in the achievement of
motor milestones compared to those
who did not receive treatment. Based
on these results, the ENDEAR study
has been stopped; patients who elect
to are currently being transitioned to
the SHINE open-label study where
they will all receive Nusinersen. News
of these positive outcomes and
consequent application for approval
was very well received amongst
families affected by SMA.
Biogen also plans to submit a
Marketing Authorization Application
for Nusinersen to the European
Medicines Agency (EMA) where it has
already been granted Accelerated
Assessment. Biogen anticipates
hearing from regulatory authorities
regarding the acceptance and
validation of these submissions and
will also initiate regulatory filings in
other countries including Australia
and New Zealand. R

Research News

Psychosocial interventions
Do they improve quality of life and wellbeing in adults with neuromuscular disorders?

Psychosocial interventions are
interventions which target
psychological and/or social factors
as opposed to biological factors
that are targeted by physical or
pharmacological interventions.
Psychosocial interventions can be
delivered individually or in group
settings and research has shown they
can be greatly effective in improving
quality of life and well-being in adults
with long term conditions such as
cancer and diabetes.
Neuromuscular conditions are lifelong conditions that are associated
with a high symptom burden, and
consequently reduced self-reported
quality of life and well-being. Research
has also found that psychological
factors are better predictors of quality
of life than physical impairment and
deficits in functioning in individuals
with neuromuscular conditions
which indicates that psychosocial
interventions could have a role to play
in improving quality of life and wellbeing in people with these conditions.
A group of researchers from
the Health and Social Sciences
Department at the University of
West England and the Psychology
Department at the University of
Worcester in the UK have set out
to investigate whether or not there
is evidence for the effectiveness
of psychosocial interventions in
improving quality of life and wellbeing in individuals specifically with
neuromuscular conditions. As a
result they have recently published

a review of 10 qualitative studies
examining the effect of interventions
such as cognitive behavioral therapy,
dignity therapy, hypnosis, expressive
disclosure, gratitude lists, group
psychoeducation and psychologically
informed rehabilitation, on quality
of life and wellbeing of individuals
with neuromuscular conditions.
The conditions investigated in these
studies included ALS, post-polio
syndrome, muscular dystrophies
(eg: FSHD, Becker dystrophy and limb
girdle dystrophy), CMT, myasthenia
gravis and myotonic dystrophy and
all individuals were aged over 18.
The researchers found that in seven
of these studies there were some
reported short term benefits of
psychosocial interventions across
different neuromuscular conditions.
However they also found that there
was no consistency and robustness
in the design, implementation,
measurement tools and outcome
reporting of these studies, making

Researchers found
there were some
reported short
term benefits
of psychosocial
interventions ...
it difficult to derive conclusions and
recommendations on a wide scale.
They have therefore put out
an urgent call for more studies,
particularly multi-site, randomised
double-blinded active-controlled
trials with standardised outcome
measures and longer term follow
up to develop and evaluate
appropriately designed and patientcentered psychological interventions.
This is promising news and
definitely an area of development
to watch out for. R
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Research News

Easing CMT symtoms
New drug trial underway.

A trial is underway to test a drug
that could help ease some of the
limitations experienced by people
with Charcot-Marie-Tooth (CMT).
As a result of peripheral nerve
degradation, people with CMT1A
experience progressive muscle
atrophy in the legs and arms causing
walking, running, balance problems
and abnormal hand functioning.
The Phase III trial assessing the
drug known as PXT3003 has begun
in a number of sites in North America
and Europe. This double-blind
study will assess in parallel groups
two doses of PXT3003 compared
to placebo in CMT1A patients
treated for 15 months. The primary
outcome measure is the change in
disability measured by the Overall
Neuropathy Limitation Scale (ONLS)
score. Additional secondary outcome
measures assessed include functional

and electrophysiological endpoints.
PXT3003 is a novel synergistic
combination of baclofen, naltrexone
and sorbitol formulated as an oral
solution and given twice a day. It
appears that PXT3003 has multiple
main mechanisms of action: a
synergistic inhibition of PMP22 gene
overexpression associated with
myelination improvement, a direct
nerves protection and additional
positive effects on other cellular
types: muscle cells, neuromuscular
junctions and immune cells.
In a Phase 2 clinical trial in 80
adult patients with CMT1A, PXT3003
improved multiple efficacy endpoints,
particularly the ONLS score (Overall
Neuropathy Limitation Scale) which
measures disability. In addition,
PXT3003 was safe and well tolerated. R
Information for this article sources from
clinicaltrials.gov and pharnext.com

Multiple mechanism of action PXT3003 in CMT1A

Exondys 51
In September the U.S. Food and Drug
Administration (FDA) unexpectedly
provided conditional approval for
Exondys 51 (eteplirsen). Exondys 51
is a treatment for those boys with
Duchenne muscular dystrophy
whose alteration in the dystrophin
gene responsive to exon 51 skipping.
This is the case for about 13% of
boys with DMD.
Exondys 51 is only being made
available based on initial data,
predicted clinical benefit and lack
of alternative treatments. More data
will be collected to continue to learn
more about the efficacy and safety of
this drug. This means that patients in
the US will be able to access the drug
through a clinical trial conducted by
the company, Sarepta Therapeutics,
as a condition of approval by FDA.
It is expected that Exondys 51
will increase dystrophin in skeletal
muscle, which can potentially lead
to improved muscle strength and
function, however this is yet to be
established and will need to be
proven if the drug is to be kept on
the market and not withdrawn.
This comes as exciting news for
the DMD community. It is important
to understand that, at this stage,
the drug has only been granted
conditional approval and Sarepta
needs to provide further data on the
effectiveness and safety of the drug
from ongoing confirmatory studies
in DMD patients as well as further
pre-clinical studies.
Read more at www.fda.gov/
NewsEvents/Newsroom/Press
Announcements/ucm521263.htm
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Research

Money for muscles
Funding for research into muscle degeneration in the elderly.

countermeasures for the effects of
old age are increasingly important.
“Exercise is thought to preserve
neuromuscular connections in
old age, potentially by preventing
neuron death, so I will investigate
the relationship between exercise,
neuromuscular morphology, motor
neuron death, and nucleocytoplasmic
transporters in exercised versus
sedentary mice at a variety of ages,”
Ash explains.

Ash Gillon wanted to be a doctor,
but after discovering neuroscience
at university he was hooked on
sarcopenia, the age-related loss of
muscle mass, and muscle research.
While working on his Master
of Science, Ash together with his
supervisor, Associate Professor
Philip Sheard from the University of
Otago, discovered striking similarities
between the way muscle fibres die
in old age and the way they die in a
family of muscle wasting diseases.
“I believe we are the only lab in
the world that can currently identify
muscle fibres in the act of dying in
old age, and this gives us a unique
opportunity to study the factors that
cause fibre death,” says Sheard.
Ash became committed to the
research, so in 2014 he successfully
applied for the Henry Kelsey Research
Scholarship which provides funds
for individuals to undertake doctoral

study into muscular function and the
causes and treatment of muscular
dysfunction.
He was granted $6,000 a year for
up to three years to investigate the
unexplained causes of loss of motor
nerves and neurons and the impact
of exercise to prevent neuron death
as part of his PhD at the University
of Otago.
Degeneration of the motor nerve
terminal and the death of motor
neurons are typical features of
elderly skeletal muscles, leading to
progressive musculoskeletal weakness.
“This weakness contributes
significantly to reduced exercise
tolerance, increased risk of falls, and
increased morbidity. New Zealand’s
over-65 population is predicted to
double by 2061, so the individual
and societal consequences of ageing
will continue to grow and the
development of research-informed

Ash is dedicated to his cause. In
their spare time he and his partner
hand-knit beanies for Sarcobeania,
their beanie business, and for every
one sold they donate $2 towards
sarcopenia research.
“The money from the Henry Kelsey
scholarship is amazing. It means I can
focus my time on my PhD and not at
a part time job to pay for things like
accommodation and food.”
Once Ash has completed his PhD
he aims to work in an overseas lab as
a post-doctoral fellow, continuing his
work in the muscle field.
The Henry Kelsey Research
Scholarship is administered by
Universities New Zealand, and is
valued at $10,000 per year for up to
three years for doctoral study into
muscular function, including the
causes and treatment of muscular
dysfunction.
To find out more visit
www.universitiesnz.ac.nz/scholarships/
henrykelsey or email
scholarships@universitiesnz.ac.nz R
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Your condition

in review

Spinocerebellar ataxia (SCA)
A rare adult-onset inherited condition.

Spinocerebellar ataxia (SCA) is an
umbrella term for a group of genetic
disorders that result in slowly
progressive loss of coordination
of gait, causing clumsy and
unsteady motion, and often loss of
coordination of the hands, speech,
swallowing and eye movements .
Frequently, atrophy (wasting) of the
cerebellum in the brain occurs. The
cerebellum is where movement,
posture, and balance are coordinated.
The symptoms of the condition vary
with the specific type of SCA (there
are several), and with the individual
patient. Signs and symptoms of
the disorder typically begin in early
adulthood but can appear anytime
from childhood to late adulthood,
depending on the genetic mutation
that has caused this. Early onset forms
of the conditions generally tend to be
more severe and progress faster.
Over time, individuals with SCA
may develop a variety of other
symptoms such as cognitive
impairment or dementia, numbness,
tingling, or pain in the arms and legs
(sensory neuropathy); uncontrolled
muscle tensing (dystonia); muscle
wasting (atrophy), muscle twitches
(fasciculations), rigidity, tremors,
seizures, tinnitus, vertigo, and
involuntary jerking movements
(chorea). The condition may be
complicated by vision disorders
and eye movement paralysis,
or have association with heart
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The most precise
means of identifying
SCA, including the
specific type, is
through molecular
DNA analysis.

disease, breathing problems,
bone abnormalities and diabetes
depending on the type.

Diagnosis
SCA can be misdiagnosed as
another neurological condition,
such as multiple sclerosis (MS). To
obtain a diagnosis, physical and

neurological examination, review
of family history and exclusion of
non-genetic causes is carried out.
One means of identifying the disease
is with imaging such as an MRI to
view the brain. Once the disease
has progressed sufficiently, the
cerebellum (a part of the brain) can
be seen to have visibly shrunk. The
most precise means of identifying
SCA, including the specific type, is
through molecular DNA analysis.
Nomenclature and classifications
for this condition and its various
types has varied over the years and
can still cause confusion and debate
due to the overlap of symptoms with
other conditions.

Causes
Spinocerebellar Ataxia is genetic,
which means it is caused by a defect
in a certain gene that is present from
the start of a person’s life. All of us
have genes that have little alterations
or variations but most of these do not
cause disease, when they do they are
called mutations. There are various
genes that when mutated cause
ataxia (see table opposite). What they
all have in common is that they make
abnormal proteins that affect the
function of nerve cells, primarily in
the cerebellum and the spinal cord.
Some types also cause additional
symptoms.

Your condition in review | Spinocerebellar ataxia

Autosomal dominant
Affected
father

Unaffected
mother

Affected
Unaffected

Affected Unaffected Unaffected Affected
child
child
child
child
Most SCA is dominantly inherited

Ataxia gene
identified in 1993
The first ataxia gene was identified
in 1993 for a dominantly inherited
type. It was called “Spinocerebellar
Ataxia type1 (SCA1)”. Subsequently,
as additional dominant genes were
found they were called SCA2, SCA3,
etc. Generally the number behind
the SCA refers to the order in which
the gene was found. At this time,
36 different gene mutations have
been found. In other words, there
are dominant ataxia classifications
from SCA1 to SCA 36. Genes have
also been located for some of the
recessive ataxias, the most common
being Friedreich’s ataxia (FRDA). The
most common type of dominantly
inherited ataxia is SCA type 3 also
known as Machado-Joseph Disease.

Type of
Spinocerebellar Ataxia

Gene affected

Clinical features in addition to ataxia

SCA1
ATXN1
		

Tremors of the hands & numbness in
fingers and toes.

SCA2
ATXN2
		
		
		

Relatively common. Involuntary, irregular
eye movements that occur when 		
changing focus from one point to
another, numbness of fingers and toes.

SCA3
ATXN3
		
		
		
		
		

Also known as Machado Joseph Disease.
Relatively common. Hand tremors,
slowness of movement, involuntary eye
movement, drawn back eyelids, 		
numbness, muscle weakness and wasting
with muscle twitches.

SCA4
16q22.1
		

Progressive painless clumsiness, muscle
weakness and atrophy.

SCA5

Early onset but slow progression.

SPTBN2

SCA6
CACNA1A
		

Very slow course, usually adult onset.
Relatively common.

SCA7

ATXN7

Damage to the retina with vision loss.

SCA8

ATXN8 / ATXN80S

Decreased sense of vibrations.

SCA10
ATXN10
		

Occasional seizures. Inherited in
recessive pattern.

SCA11

TTBK2

Mild signs.

SCA12

PPP2R2B

Early tremor, late dementia.

SCA13

KCNC3

Short stature.

SCA14

PRKCG

Slow progression of disease.

SCA15

ITPR1

Very slow worsening of gait.

SCA16

SCA16

Head tremor.

SCA17

TBP

Mild mental deterioration.

SCA19
KCND3
		

Mild ataxia, muscle spasms, mental
deterioration and tremor.

SCA21

SCA21

Mild mental deterioration.

SCA22

KND3

Slow worsening of the walk or gait.

SCA25

SCA25

Associated sensory neuropathy.

SCA26

EEF2

Slurred speech.

SCA27

FGF14

Early onset tremor, cognitive deficits.

SCA28

AFG3L2

Nystagmus, ptosis.

SCA29

3p26

Childhood learning deficits.

SCA30

4q34.3-q35.1

Hyper reflexia, adult onset.

SCA31

BEAN1

Normal sensation, adult onset.

SCA32

7q32

Males infertile.

SCA34

6p12.3-q16.2

Skin lesions.

SCA36

NOP56

Tongue atrophy, adult onset.

SCA37

1p32

Abnormal vertical eye movements.

Sourced from https//rarediseases.org/rare-diseases/autosomal-dominant-hereditary-ataxia/
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Ataxia results
in the degeneration
of nerve cells
Eventually the affected nerve
cells begin to function poorly and
ultimately degenerate. As the disease
progresses, muscles become less and
less responsive to commands from the
brain, causing coordination problems
to become more pronounced. Those
affected by poor coordination will
notice poor balance when walking,
inability to run, clumsiness of the
hands, a change in speech, or
abnormal eye movements.

Treatment
and prognosis
There is no known cure for
spinocerebellar ataxia and treatments
are generally to manage symptoms.
SCA is progressive and a person
with one of these conditions may
eventually require the use of a
wheelchair, and need assistance to
perform daily tasks. Modification of
the home with things such as grab
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The most common
type of dominantly
inherited ataxia is
SCA type 3 also
known as MachadoJoseph Disease.

bars, raised toilet seats, and ramps
may be necessary. Speech therapy
and communication devices such as
writing pads and computer-based
devices may benefit those affected
with slurring speech. Weighted eating
utensils and dressing hooks can help
maintain independence. Weight
control is important because obesity
can exacerbate difficulties with
ambulation and mobility. Individuals
experiencing swallowing difficulties
(dysphagia) may suffer significant
weight loss and will benefit from
seeing a speech language therapist
and dietician.

Other symptoms in addition to the
ataxia could include tremor, stiffness,
pain, depression, spasticity, and sleep
disorders, among others and these
can often be treated with medication
and/or therapy. Substances that
have a neurotoxic effect, including
alcohol, are best avoided. People
with SCA should be followed by
a neurologist annually with visits
to physiotherapists, occupational
therapists and other specialists as
needed. Genetic counselling will be
of benefit for patients and families
affected by the hereditary ataxias
and can be accessed by contacting
Genetic Health Services NZ. R

References:
http://www.ataxia.org
OMIM: Online Mendelian Inheritance in Man®
http://www.omim.org/entry
/164400?search=Spinocerebellar%20Ataxia
&highlight=ataxia%20ataxy%20atactic%20
ataxic%20spinocerebellar
http://www.ninds.nih.gov/disorders/
ataxia/ataxia.htm
https://www.ncbi.nlm.nih.gov/
books/NBK1184/
https://rarediseases.org/rare-diseases/
autosomal-dominant-hereditary-ataxia/
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The path to acceptance
Josephine Coelho talks about life with spinocerebellar ataxia,
keeping positive and learning to accept life as it is.

I was born and brought up in
Malaysia, after marriage we travelled
quite a bit for work before settling
down in New Zealand 20 years ago.
I used to be a teacher before being
diagnosed with my condition, and
I used to be very active I used to
dance, I used to do crochet, knitting
and sewing, I used to cook a lot, and
clean and vacuum the house all
the time.
About 15 years ago I started
noticing that I was losing balance and
it was affecting the way I walked. I
was becoming clumsy, it was almost
like I was drunk. I remember a major
event was breaking my ankle and
then going to hospital, I thought it
was just that I’d become clumsy. I was
seen by a neurologist, Dr Barry Snow,
and lots of tests were done and I was
told I had spinocerebellar ataxia. I
was shocked and angry, I fought with
them as I found it hard to accept this.
No one else in my family had this
condition and I didn’t know much
about it. My family struggled with
accepting this diagnosis too.
I have to admit the level of care and
support I received was excellent and
I couldn’t have asked for any better.
I was supported with information,
medical and personal care. I was
sent to physio and Rehab Plus. I also
started doing hydrotherapy which I
absolutely enjoyed going to and it
made me feel so much happier and

healthier being in the water. If there
was one thing I’d recommend to
other people newly diagnosed with
this condition is to try hydrotherapy.
Over time my condition
progressed, I had to stop teaching
which I dearly miss, and as I also
started losing fine coordination in
my hands and fingers, I had to give
up knitting, sewing and crochet. The
greatest challenge I face is the fact
that I feel like I’ve become inactive,
which is a struggle for someone who
used to be very active, and out and
about every day.
I also broke my leg and that made
me stop my dancing as well. These
days I spend a lot of time at home,
watching TV and doing crosswords
even though I struggle with eyesight
and handwriting. I do feel my
condition has somewhat made me
anti-social, but I try and maintain
a positive attitude and outlook on
time, I try not to let my condition
get me down.
I enjoy going out to my favorite
restaurants with my family. My
mother was half Chinese so I
love Chinese food and Chinese
restaurants. I would also recommend
other people with my condition or
similar conditions go out and enjoy
their favorite meals and restaurants.

Josephine celebrates with her family.

their dreams. I encourage them to be
happy and healthy. I encourage them
to find something they are passionate
about and be the best at it, whether
it’s cooking or gardening or anything
else they want to do I don’t tend
to push them towards anything in
particular.
My family haven’t been genetically
tested for the condition and we
don’t feel it is necessary. If it happens,
it happens and we will deal with it
at the time and learn to accept it as
I have.

I have learnt to accept life as it is, I
take pride in seeing my two children
(26 and 19) happy and supporting
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GUEST

speakers
Going flatting and moving from
Auckland to Hamilton was a great
leap for me. Since pursuing my
dream of independence, I have
been introduced to new friends
who inspire me and demonstrate
that disability doesn’t stop anyone
living their life to the fullest.
The experience has built up my
confidence by proving that there
are many things I can do including
living independently, and going on
trips without my parents. I wouldn’t
know if I didn’t try. It has also led
me to being part of breaking the
world record for the longest line of
wheelchairs in the world.

Courage is
mastery, not
absence of fear
RAYMOND MOK
Summer is the time for getting
out there and doing things,
including activities that require
courage. So I’d like to share the
things that have helped me gain
courage throughout my life.
I have found courage helps
me pursue happiness.
I don’t think of myself as a
courageous person. It has taken me
a long time to reach my current level
of understanding of courage. I’m still
learning to manage risks, balancing
my confidence and fear. Courage is
a learned behaviour.
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The boost in my confidence has
also encouraged me to be myself.
It has enabled me to be honest to
myself, open up to friends, share
personal stories on my blog (http://
experimenteur.blogspot.com),
and speak publicly. I’ve joined
Toastmasters, a club where I learn
public speaking.

hard and I would be cured and get
my life back.
There were times when my lack
of risk assessment led to overconfidence then failure. I made many
unwise decisions when I started a
business. I thought I had to make a
lot of money to have a happy life.
I chased money and lost focus of the
meaning of life. Family, friends and
others have inspired me to take a
step back, widen my horizons and
think about what matters in my life.
Courage helps me follow my dreams
and see reality simultaneously.
I’ve learnt to find out what makes
me happy and what risks I can take
without regrets, regardless of the
outcome. Even if my dreams don’t
come true, I can find happiness in
the process of following my dreams.
That’s my freedom.

My move to Hamilton led me to
a friend who encouraged me to
conquer my fear of rejection and
express my feelings to a girl.
Although she didn’t feel the same,
I have no regrets. I was prepared to
accept any outcome. She appreciated
my courage and effort, and we are
still friends.
However, blind belief in something
and convincing oneself of something
that’s untrue shows a lack of courage.
In my first year at university I
convinced myself that my condition
was going to be cured in a few
years. I could not accept living with
my disability any longer, so I did
everything under my assumption
that I just needed to push myself very

Raymond was born in Hong Kong,
grew up in Auckland and lives in
Hamilton. He lives with Duchenne
muscular dystrophy. His hobbies
include blogging, songwriting and
Toastmasters. He has a degree in
Computer Science and a Postgraduate
Diploma in Business Administration.

GUEST

speakers

mainstream media, so I was excited
to see a whole book of real people
telling real stories.

The Redwoods were a great discovery

Salute to
Summer
OLIVIA SHIVAS
I’m looking forward to my
favourite time of year with
sun, sand and friends.
What an awesome appeal week we
had for the MDA this year! One of
my highlights was attending the
book launch of Beyond DNA: Stories of
Challenge and Triumph, a collection of
stories about MDA members. It takes
a lot of courage to put your life out
there, but it can be really helpful to
other people experiencing a similar
journey. These stories are raw and
honest, without the sugar-coating.
I think we see too many overlyinspirational disability stories in the

With the Rio 2016 Paralympic
Games making waves around the
world, I was glued to the screens
cheering our athletes on. Although
we saw a lot of ‘inspiring’ disabled
athlete stories, I noticed a difference
from previous coverage. Even
though there is always room for
improvement, our Paralympians are
being taken more seriously as high
performance athletes. Paralympians
train just as hard as any Olympic
athlete, so I’m glad they are getting
better recognition for being athletes
before being disabled.
And as we wrap up another exciting
season of the Paralympics, we head
into another – Summer! All through
the year, I look forward to the summer
– the beautiful weather, the longer
days and the relaxed atmosphere.

On the boardwalk at Mount Maunganui

Redwoods, Rotorua
I went to the Redwoods for the first
time this year and wished I had
discovered the area earlier. There are
walking, running, biking and even
horse riding tracks – so something for
everyone. There are two wheelchair
accessible tracks where you can
enjoy a diverse range of native
plants and birds.

One of New Zealand’s biggest
selling points to tourists are our
breathtaking beaches. Although most
aren’t easily accessible when you use
a wheelchair, that hasn’t stopped
me. I’ve been piggy-backed along
beaches before and had the freedom
to lap up a Kiwi summer, despite the
sunburn and finding sand in random
places many days later!
But if piggy-back rides aren’t your
thing, here are some of my favourite
wheelchair accessible places to visit:

Mt Maunganui, Bay of Plenty
Although Mt Maunganui is wellknown for its summit walk, it has a
great wooden boardwalk right along
the main beach. The boardwalk is
just under 1km and there are some
delicious gelato shops nearby.

Olivia is the 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.

InTouch magazine Summer 2016 | 33

Ask the

PANEL

Considering assistance dogs can
cost $25,000 to $50,000, it was a small
part of the overall cost. It was also an
indication of how committed I was.
I’ve had Finn for more than six years
and he is still going strong. Mobility
Dogs pay his fees as in essence they
still own Finn and I am fostering him.
I pay for all his vet costs, insurance,
food, bed and toys.

Me and my
best friend Finn
DR HUHANA HICKEY
Q: I am thinking of getting a
Mobility Dog. Do I still have
to pay dog registration costs
to my local council? Where
exactly can I take my dog? Will
I get kicked out of restaurants?
And what about traveling to
Aussie – will it be able to come
with me on holiday, or will it be
quarantined and cost too much?

A mobility dog is more than one who
can help to pick things up or pay
for you at the counter, he or she is a
companion, a friend and a whānau/
family member. When I decided to
get Finn, we applied to Mobility Dogs
and I was assessed. I had to raise
$4000 for my dog as a contribution
towards his training.
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Finn and I can go anywhere we
want apart from the burns unit, ICU
or an infections unit at a hospital.
But we have been into the general
wards at different hospitals over
the years. Legally, I can take Finn to
restaurants, the movies, to work, and
to my lectures. He comes almost
everywhere with me.
When it comes to private places,
including marae, it pays to ask
beforehand out of respect. Some
people aren’t comfortable with him
in their home and there are issues
with some marae. I and other Māori
are working to change some of these
attitudes, but until then, it is an issue
in some areas.
Occasionally Finn and I will go to
restaurants and people will question
allowing a dog inside. Always have
your dog tags and your Mobility
Dogs ID with you so if anyone does
question you, you can tell them your
rights and the laws. They cannot kick
you out of restaurants for having
a service dog. If they do, go to the
Human Rights Commission and take
a case to them. I have taken cases
against some business owners and
the HRC is great in helping them to
understand the law.
I haven’t taken Finn to Australia (he
would be allowed to, but it’s a long
journey for him and I prefer for him to

Legally, I can take Finn to
restaurants, the movies, to work,
and to my lectures. He comes
almost everywhere with me.

stay with friends), but he has flown all
over New Zealand. If you wish to fly
to Australia, make sure you have your
dog’s vet and vaccination records
with you. He won’t need to go into
quarantine. Dogs sit in the cabin with
you and you don’t need to pay for a
seat for them, they are usually placed
on an absorbent mat on the floor
beside you.
My advice is look after your dog
well, make sure they have the best
food and go the vet when needed.
Also, make sure your working dog is
also part of your whānau. I know Finn
is part of mine.

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.

TA Powerchairs 100% Safer*

You may not be aware but not all powerchairs are created equal when it comes to your safety.

*

Most powerchairs available in New Zealand are not safety crash tested. That is they are not certified and
proven for you to remain safely seated in your powerchair when being transported in a vehicle.
You may not be as safe as an able bodied person in a standard vehicle seat.
If you had a choice when buying a new car would you accept a vehicle without a 5 Star ANCAP rating ?
We don’t think that this is acceptable. All TA Powerchairs are crash tested for your safety and confidence.
The ISO standard 7176-19:2008 measures a powerchair with an occupant seated in their chair within a
vehicle in a simulated 50kph impact using a hybrid dummy of 77kg. With an average powerchair this equals a
stationary mass of 220kg, at impact this increases to 3500kg. The dummy and all powerchair components are
then measured for movement, stress and damage.
It is a pass or fail when it comes to your safety. No different to simulated crash tests for an occupant in a car
or van. To view crash test videos for TA powerchairs scan the QR code below or visit our website.
It is that simple, ISO crash test compliance for powerchairs is now the norm in European markets.
To be confident you are the safest you can be, there is only one question you need to ask:

Has your powerchair been tested and approved to ISO 7176-19:2008 ?

You do have a choice - TA the New Standard
Scan the QR codes for videos

Sit lower under
tables and desks.

Crash Test
FAIL

Crash Test
PASS - TA

0800 238-523

www.mortonperry.co.nz

Softer ride
TA iQ

Faster and further
12.5kph/40km.

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.

The Muscular Dystrophy Association of New Zealand,
commonly known as the MDA, began in the late 1950’s
as a support group for families affected by muscular
dystrophy. Since then the MDA has broadened its scope
to support many other neuromuscular conditions. We are
proud to have Judy Bailey and Dame Susan Devoy as our
longstanding patrons.
Our unique governance structure ensures leadership
of the organisation by individuals with lived experience
of a neuromuscular condition. We have four regional
branches that are supported by the National Office
based in Auckland.
The MDA is a trusted source of specialist information
and provides a range of free services to benefit individuals,
families and whānau affected by rare neuromuscular
conditions.
• Free information and advice, through our website, an
0800 info line and brochures

• A nationwide fieldworker service for personalised
support
• Free loan of resources, such as library books and
recreational beach chairs
• Funded support for counselling
• Discretionary funding for life enhancing resources
not covered by government
• Quarterly publication of In Touch magazine
• Facilitating research and supporting New Zealanders
to access clinical trials and new treatments
• Education workshops for members, health professionals,
schools and others
• Advocacy and lobbying at a community or national level
The MDA is a registered charity and relies almost entirely
on voluntary donations from the general public, trusts and
other businesses/organisations.

Our Team

Ronelle Baker
Chief Executive

Miriam Rodrigues
Programme and
Service Advisor
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Brian Hadley
Accountant and
Business Manager

Chris Light
Member
Resource Assistant

Miriam Hannah
Information and
Resource Coordinator

Amanda Lam
Accounts Assistant

Northern Branch

Canterbury Branch

Fieldworkers: Kristine Newsome and Darian Smith
Ofﬁce Manager: Denise Ganley
Ph: 09 415 5682 or 0800 636 787
Email: support@mdn.org.nz

Fieldworkers: Paul Graham and Marty Price
Ofﬁce Manager: Eris Le Compte
Ph: 03 377 8010 or 0800 463 222
Email: mdacanty@xtra.co.nz

Wellington Branch

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:

Northern Branch
Trevor Jenkin. Ph: 021 267 4380
Email: Trevor.jenkin@gmail.com

Southern Branch

Wellington Branch
Peter Tegg. Ph: 0272462145
Email: Peter.Tegg@wcc.govt.nz

Southern Branch
Fieldworkers: Dympna Mulroy and Penny Piper
Ofﬁce Manager: Rachael Carpenter
Ph: 04 5896626 or 0800 886626
Email: rachael@mda.org.nz

Fieldworker: Jo Smith
Ph: 03 486 2066
Ph: 0800 800 337
Email: joanne@mda.org.nz

Raewyn Hodgson. Ph: 03 486 2066
Email: raewyn.hodgson@xtra.co.nz

Canterbury Branch
Warren Hall. Ph: 03 329 4390
Email: warrnjh@xtra.co.nz

Conditions covered by MDA
Muscular Dystrophies:

Diseases of the
Peripheral Nerve:

Hyperthyroid Myopathy

Type 4 Adult Spinal
Muscular Atrophy

Charcot-Marie-Tooth Disease
(CMT) (Hereditary Motor and
Sensory Neuropathy) - all types

Myofibrillar myopathy

Hereditary Spastic
Paraplegias (HSP)

Dejerine-Sottas Disease
(CMT Type 3)

Myotubular Myopathy

- all types:

Hereditary Sensory Neuropathy

Facioscapulohumeral
Muscular Dystrophy

Also called Familial Spastic
Paraparesis

Limb-Girdle Muscular Dystrophy

Inflammatory
Myopathies:

Leucodystrophies

Dermatomyositis

- all types.

Inclusion Body Myositis

Becker Muscular Dystrophy
Congenital Muscular Dystrophies
and Congenital Myopathies
Distal Muscular Dystrophy
Duchenne Muscular Dystrophy
Emery-Dreifuss 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

Type 3 Juvenile Spinal
Muscular Atrophy (Kugelberg
Welander Disease)

Polymyositis
Metabolic Diseases
of muscle - all types including: Diseases of the
Acid Maltase Deficiency (also
Neuromuscular
known as Pompe’s Disease)
Junction:
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)

Congenital Myasthenic
Syndrome
Lambert-Eaton Syndrome
Myasthenia Gravis

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

Myopathies - all types:

Schwannamatosis

Andersen-Tawil syndrome

Tuberous Sclerosis

Central Core Disease

Von Hippel Lindau Syndrome

GNE Myopathy
Should you have a query regarding a condition not listed please
contact us on 0800 800 337 or email info@mda.org.nz

REGAIN YOUR INDEPENDANCE WITH LEVO

OFFERING THE LARGEST RANGE OF ANATOMICALLY CORRECT STANDING
WHEELCHAIRS!
Each wheelchair has been designed with over 40 years of experience, research, development and user
feedback. LEVO is proud to offer wheelchairs that combine seating and standing positions matched to
your unique biomechanical dynamics with superior maneuverability, size, weight, aesthetics and
adjustability. All models are reviewed and certified by internationally approved testing institutes.
Both full power and manual versions are available.
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