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About Us
Freedom beyond limits
researchers to improve pathways to diagnosis
and care standards for our members. Through our
research trust, we offer hope for the future by funding
research and facilitating access to clinical trials and
potential new treatments.

The Muscular Dystrophy Association of New Zealand
(MDANZ) is a member-led organisation established by
New Zealanders with lived experience of neuromuscular
conditions and those who support them. We began in
the late 1950’s as a support group for families affected by
muscular dystrophy. Since then we have broadened our
scope to include many other neuromuscular conditions
and have become a leading source of information and
support to our community.
Our logo is a person shown in the form of DNA. The
double helix represents the genetic component to many
of our conditions and acknowledges the whakapapa or
family histories, which are woven through the stories of
our members.

Vision

Neuromuscular conditions
We provide support for people with all types of
muscular dystrophy, spinal muscular atrophies, myotonic
dystrophy, inherited ataxias and spastic parapareses,
metabolic muscle disorders including mitochondrial
disorders, Charcot-Marie-Tooth disease and all types of
hereditary motor and sensory neuropathies as well as
neurocutaneous conditions such as neurofibromatosis.

Freedom beyond limits

Mission

Our members are of all ages and backgrounds,
as symptoms can appear at birth, or for others, not
until much later in life. Neuromuscular conditions are
unpredictable, with limited treatment options.

Promoting freedom of choice
and a responsive society

Values

What we offer
We have four regional branches that are supported by the
national office based in Auckland. Together, we support
individuals, families and whānau by providing information,
practical resources, a fieldwork service, advocacy and peer
to peer networks.
We campaign to improve public awareness of rare
neuromuscular conditions and work with clinicians and

Sustainable Toitūtanga
Empowering Whakamanatanga
Proactive Kōkiritanga
Connected Tūhonotanga
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Chairperson’s Report 2016
Tēnā koutou katoa!

As the second and last year of my term as Chairperson
draws to a close, I have a great sense of pride in what the
Muscular Dystrophy Association (MDANZ) has achieved
over the past year.
It has been a time of transition and growth for the
organisation. At the 2016 AGM we welcomed re-elected
member Andrea McMillan to the National Council, and
Ken Green and Olivia Shivas as newly elected members at
large. Olivia has since developed in the role of Rangatahi
representative and Ken has brought his depth of financial
experience to the role of Chairperson of the Finance
Committee.
This time last year, Ronelle was newly appointed to the
permanent role of Chief Executive. I wrote that we were
looking forward to her putting her stamp on MDANZ and
I think it’s fair to say she has done just that by bringing
insightful leadership to the role, focussing on the issues
that are most important and relevant for our members
and challenging MDANZ to become an even stronger,
member-centric organisation.
The organisation has been led through a full review
of our strategic direction with opportunity for feedback
and member contribution. We now have a clearer vision
– Freedom beyond limits – supported by a powerful
mission – Promoting freedom of choice and a responsive
society. A very thorough process to revitalise our logo and
refresh our brand accompanied this strategic renewal.
The results speak for themselves in every issue of In Touch
magazine, all our communications, and on social media.
Our inaugural Freedom campaign was a huge success
with events around the country and the launch of the
book Beyond DNA – Stories of Challenge and Triumph.

Educational forums and panel discussions were wellattended in Auckland and Christchurch.
Another new initiative this year, was the launch of the
members’ discretionary fund. This has been a resounding
success and supported 38 applications to the total
value of $21,865. The work behind the scenes ensuring
applications were managed fairly, and funds distributed
in an equitable manner, has been considerable. I wish
to acknowledge and thank the team of people who
teleconferenced into the night to facilitate this process.

Finances
As in previous years, sustainability of the organisation is an
ongoing issue as we work within funding constraints and
ensure we live within our means. However, the financial
reserves built up over the years continue to provide a
stable foundation for our organisation.
The Chief Executive, Ronelle Baker, and Accountant and
Business Manager, Brian Hadley, have been diligent in
their review and management of administrative costs and
are doing an excellent job driving savings across a range
of administrative functions. This allows even more funds
to be directed towards members’ services.
This year was the first we were required to report as a
‘group’ under the new Public Benefit Entity Accounting
Standards ‘PBE IPSAS 6 (Not For Profit)’.
Going forward, MDANZ is required to consolidate the
financial performance and financial position of the
branches and the Neuromuscular Research Foundation
Trust (NRFT) into the Muscular Dystrophy Association
annual financial statements for reporting purposes.
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This change significantly impacted the way we
prepared for this year’s financial audit and I appreciate the
additional work undertaken by Brian Hadley and other
team members, as we work through this transition.
While each branch, the NRFT, and the national office
are responsible for their own financial management and
preparing their own audited accounts, the consolidation
demands a format that better reports the outcomes being
delivered to members for the money spent. The reporting
is not only in fiscal terms, but also quantifiable outcomes.
At a branch level, some are performing better than others
and this is reflected in the consolidated reporting. Like
any team in an organisation or collective, each should be
striving to live within its means. The same principle applies
nationally, in terms of financial viability, and this is the first
year we are seeing the impact of being a collective entity.
While national office has achieved a small surplus, the
‘group’ has made a loss. However, the accounts also reflect
a strong balance sheet as noted in the accounts and
narrative. The lesson to take into the future, is to continue
to build our relationships and work even more cohesively
and sustainably at branch level and nationally, to continue
to provide/improve services for our members.

Neuromuscular Research
Foundation Trust (NRFT)
The NRFT is an important research entity administered
under the umbrella of MDANZ by a separate board of
trustees that have accountability back to National Council.
The Chief Executive of MDANZ also assumes responsibility
as the Chief Executive of the NRFT.
Information on the NRFT activities for the 2016 financial
year is presented elsewhere in this consolidated annual
report. However, I would like to thank the trustees for their
leadership and contributions. Specifically Arthur Young
(Chairperson), Richard Roxburgh, Graeme Hammond-Tooke,
Leigh Hale, Alexa Kidd, Gemma Poke and Sophie Tamati, for
their expertise in supporting the trust’s research activities.

many hours to reviewing reports, providing feedback and
delivering strategic and policy guidance to the executive
of MDANZ. It is no mean feat to fit these tasks into busy
lives. Thank you all for your generosity, compassion, and
wisdom. I wish you all well going forward and I know I am
leaving the governance in very responsible hands.
I also particularly acknowledge those standing down
at this time. Derek Woodward has also decided not to
stand for re-election. Derek is a true gem who has been
a dedicated supporter of the Canterbury Branch for over
a decade, serving on National Council since 2011. I thank
Derek for his calmness and wisdom, and wish him well for
the journey he is now on.
Sophie Tamati is stepping down from the role of Vice
Chairperson and from National Council following four
years of service. Sophie brought particular expertise
and knowledge to support the integration of Māori
principles into our core values and facilitated the gift of
an organisational waiata (song) that will have an enduring
presence for many years to come. I wish Sophie all the best
as she reaches even greater heights in her academic career.
I also want to thank Raewyn Hodgson who is stepping
down from the Southern Branch Chairperson role and
moving away from National Council after many years
of service. It seems we have lost count, although it is
estimated Raewyn has spent more than 20 years involved
in governance at a local or national level, and I have been
privileged to know Raewyn for almost 30 years. Raewyn’s
warmth, knowledge, wisdom, and tireless commitment
to members has been a credit to MDANZ over the years
and she will be missed.
Thank you to everyone involved with MDANZ and to
Ronelle Baker and her team for their commitment, energy,
and dedicated support to members on a daily basis.
I am very proud to have served on National Council
since 2009 and privileged to have chaired the group for
the last two years.
I will now watch you go from strength to strength!

Conclusion
As my term of service draws to a close, I wish to extend
huge gratitude to all members of the National Council.
Each year we call on you to give your time, and dedicate

Heather Browning
MDANZ Chairperson
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Chief Executive Report 2016
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.
Strategic planning is a vital organisational activity that
enables thoughtful decisions to be made about the
direction of the organisation and priorities for resource
allocation. As we reflect on the past year, we have many
reasons to celebrate, including the significant milestone
of creating a new vision and strategic framework for our
organisation.
The Muscular Dystrophy Association of New Zealand
Incorporated (MDANZ) will celebrate its 60th milestone in
the year 2019, and I am confident that our new strategic
vision will ensure that the organisation continues to be
relevant and sustainable for our community of members
and supporters both now and in the future.
The national entity of MDANZ has ended the year in a
strong financial position, however the consolidated group
result has highlighted that other parts of the organisation
are not as robust. It is clear that as a group of entities
with shared interests that centre on our membership,
we will need to consider more tangible strategies for a
sustainable future.

Meeting Scott Green from MDA New South Wales

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,
which included refreshment of our brand, annual
appeal, publications and operating policies, as well as
infrastructure improvements such as a transition to a new
member database. We also undertook a range of lobbying
activities, with a particular focus this year on medicines
access for members with Duchenne muscular dystrophy
and Pompe disease.

“We have challenged stereotypes,
raised awareness and been out
and about meeting people.”
Our team continues to be a trusted source of
information, keeping up to date with the latest research
and informing our community through multi-media
channels. Three of our team members will soon be
embarking on research based post-graduate study
programmes that will benefit our members in the longer
term. Along with this, recognition of our contribution to
neuromuscular research in New Zealand is growing, and
through our research arm (NRFT) we awarded funding for
three key research projects in 2016, one of which was the
New Zealand Neuromuscular Research Registry, which
reached a milestone of more than 900 enrolments in

Our year
in numbers
A snapshot of the year 2016

17

people received
34 hours of
counselling

16,800
In Touch
magazines sent
to our members,
GPs, specialists,
and our supporters

2016. You can read more about the work of the NRFT
on page 12.
We have seen stronger engagement from our members
throughout the year. The launch of our new Freedom
appeal, as well as the establishment of a members’
discretionary fund, have been key platforms for this. I
want to thank all of the members who have shown their
support, shared ideas, given feedback, volunteered,
or engaged with us in some way. Your involvement is
essential for our organisation and we simply can’t thrive
without your input.
In amidst the hard work, there have been some creative
and spontaneous opportunities as well. A true example
of this was our team hosting a young man from MDA New
South Wales, which in turn, inspired us to start our very
own Duke of Edinburgh programme for Rangatahi across
the country.
We have sung our organisational waiata with pride
and celebrated the stories of our members at a book
launch. We have challenged stereotypes, raised awareness
and been out and about meeting people, making a
contribution and showcasing our strengths. We have such
talent in our community and it is a privilege for me to
serve, to lead and to be inspired by my fellow members.

ONE

book published
telling the stories
of people living
with neuromuscular
conditions

48

Number of visits
by a fieldworker

1575

Average
engagement with
National office
Facebook page

conferences or
seminars attended

23,812

21,164

175

Ngā mihi mahana, warm greetings.

Nā Ronelle Baker
Chief Executive

visits to our website
for information

new members
supported
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Our People
Patrons

Judy Bailey

Dame Susan Devoy

National Council

Heather Browning
Chairperson

Heather has managed several
disability support services, including
the physiotherapy services at Rocky
Bay Village in West Australia, the New
Zealand MDA and Enable New Zealand.
She has been a member of National
Council since 2009 and was elected
Chairperson in April 2015.

Andrea McMillan

Andrea lives in Gore where she is an
Occupational Health and Safety
Nurse with an interest in disability
in the workplace. She has three
children and believes in grassroots
support for families living with a
neuromuscular condition.

Kerry Stephenson

Kerry is the mother of three boys who
have special needs. She has proactively
advocated for them throughout their
lives and sees being on National
Council as a way of supporting others
in a similar position. She is interested in
research and medicines access.
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Sophie Tauwehe Tamati
Vice Chairperson

Tauwehe is a Senior Lecturer at The
University of Auckland, Faculty of
Education in the School of Te Puna
Wānanga where she lectures in the
Māori Medium programme. Tauwehe
has been on council since 2013, the
past two years as Vice Chairperson.

Jan Daly

Timaru-based Jan is a qualified Early
Childhood Educator and has several
years of experience working with
special needs children in primary
schools. Jan credits the Muscular
Dystrophy Association with helping her
better understand her own condition.

Derek Woodward

Derek has a strong business background
and has been on the Canterbury
Committee of the Muscular Dystrophy
Association for 10 years, serving on
Council since 2011. He has also served
on the Waimakariri Access Group. He is
proud to represent an organisation that
has served him well personally.

Trevor Jenkin

Raewyn Hodgson

Trevor is a longtime member and
supporter of MDANZ and is also
chairperson of the Northern Branch
of the Muscular Dystrophy Association.
He is self-employed and in his spare
time enjoys working with other
community organisations.

Raewyn has more than 37 years of
experience as a registered nurse
and currently works part-time in the
cardiology department at Dunedin
Hospital. She has been involved
with the MDANZ for over 20 years
and has been the Southern Branch
representative on National Council
since 2009.

Ken Green

Olivia Shivas
Youth/Rangitahi
representative

Olivia Shivas is the rangatahi
representative on the MDANZ National
Council. She has a passion for seeing
young people reach their full potential.
Olivia has completed a Bachelor of
Communication Studies with honours.
She currently works at a TV production
company which makes documentaries
about people living with disabilities.

Warren is a watchmaker from
Christchurch and an active Canterbury
Branch Committee Member. He is the
Canterbury Branch representative on
the council.

Peter is Chairperson of the
Wellington branch of the Muscular
Dystrophy Association and is the
branch representative on Council. He
works for the Wellington City Council.
Peter Tegg

Ken has significant experience
as a chartered accountant and
has volunteered for a number of
community organisations including
MDANZ. Elected as a Council member
in 2013, Ken is also the MDANZ
representative on the Ministry of
Health Disability Services Consumer
Consortium.

Warren Hall

Contact Us
MDANZ National Office

0800 800 337

PO Box 12063, Penrose

info@mda.org.nz

Auckland, 1642
419 Church Street East,
Penrose, Auckland

facebook.com/MDANationaloffice
www.mda.org.nz
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Our branches

positive note, with a $31083 surplus.
This is the largest surplus the branch
has ever had, and the first surplus for
the past six years.
I would like to thank all of the
donors and supporters who have
made this year such a success.
I also thank the branch committee
members for all their hard work
throughout the year; Joy Jenkin
Secretary, Andrea Clive Treasurer,
Michael Schneider, Rebecca Poad,
Lew Pulman and Raymond Mok. I
have also enjoyed working with our
branch staff and thank them for their
contribution.

Northern
We have had a great year with some
wonderful events, including two
family camps in Ngaruawahia, which
were well attended and funded
through grants, donations and
fundraising.
Our North Shore and Hamilton
coffee groups are continuing to
grow and these are now sustained
by members themselves. A big thank
you for all their hard work and for
driving these social connections at
a local level. Other events facilitated
by the branch in 2016 include,
Wheels on Ice (ice skating), a trip to
Armageddon, and a mid-winter lunch
in Hamilton.
We are grateful for the ongoing
support of two bike clubs, the
Auckland chapter of the Harleys
Owners Group (HOG) and BROCAAB.
The annual poker run which is
completely organised by HOG was a
great success and as always, plenty
of fun.
Financially, we ended the year on a

We look forward to continuing to
support our members in the future.
Trevor Jenkin, Chairperson

Wellington
The highlight of the year was
undoubtedly the Fashion Show
held in September 2016 as part of
the MDANZ annual appeal week
and Freedom campaign. I would
like to acknowledge the support of
our sponsors Petone Workingmen’s
Club, Croft Funeral Home and
in particular Anna Kingsford of
Anastasia’s Boutique whose designs
were featured in the show. Thanks
must also go to our office manager,
Rachael Carpenter whose hard work
contributed to the success of this
event. Rachael has since resigned her
position and we recently welcomed
Elizabeth McCallum as our new
branch office manager.
Our two fieldworkers, Dympna
Mulroy and Penny Piper, continue
to be the face of MDANZ providing
outreach support for our members.
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With Dympna reducing her role
this year to focus some time on
her studies, Penny’s hours and area
of responsibility have increased
to ensure our members are still
supported. Both Dympna and Penny
have supported members in Taranaki
and Hawkes Bay with organising
Christmas functions and other social
events in those areas.
The local services provided to
Wellington branch members would
not have been possible without
funded support. I would like to
acknowledge the ongoing support
of the Ulysses Motorcycle Club who
have had an association with MDAW
for a number of years, and also our
grant funders, and those who are
regular donors to the branch.
Despite increasing our revenue
from grants and other funding over
the past year our equity position
has worsened. This is naturally of
concern and will necessarily require
a review of the extent of the service
we currently fund if we are to remain
financially viable.
I wish to thank the committee for
their commitment over the past year,
in particular our secretary Barbara
McAdam, who did not stand for reelection at the 2017 AGM. I have also
stood down from the committee

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

Our branches

and Annelize Steyn has stepped
into the chairperson’s role. I wish
the incoming committee well for
the future.
Peter Tegg, Chairperson

Canterbury
2016 saw a year of change and
transition for the Canterbury branch
and its committee.

treasurer has stepped down from the
committee, and Paul Freeman, our
former secretary has also stepped
down. Thank you both for your
outstanding contribution to the
branch committee and our members.
Thanks also to Earl and Yvonne
Mason for their ongoing and valued
contribution to our committee and
all of my colleagues who have served
in 2016.
Andrew Munro, Branch Chairperson

The past year posed a number of
challenges. Firstly, the ability to attract
and retain reliable volunteers and
committee members with a range of
skills to support good governance.
Secondly, our branch finances were
a major concern. Both will be a key
focus for 2017 and beyond.
The branch membership in the
region continues to grow, with close
to 500 members now registered.
This is fantastic, as our people and
members are our greatest asset
and our desire is to see individuals
and families with lived experience
of neuromuscular conditions have
greater freedom in their lives.
However, the increased demand for
service and support does impact
our resourcing needs, and financial
sustainability will be an ongoing
challenge.
Sadly, we lost Sue Robinson, one
of our true champions, a wonderful
woman, and a close friend to the
association. Sue’s contribution to
MDANZ over nearly three decades
is unsurpassed and unquestionable.
Also, office manager Eris Le Compte,
has decided to retire following 11
years of service to the Canterbury
branch and broader MDANZ team.
Phil Austin our longstanding

Members of the Canterbury Branch enjoying
the end of year BBQ held at The Groynes in
December 2016. Those who attended had a
great time with superb food and lovely weather.

Southern
2016 has been an eventful and
exciting year. Following the 2016
AGM, the Chairperson position rolled
over due to no nominations being
received. I continued as Chairperson
and we welcomed re-elected and
new committee members.
The Southern region branch
committee agreed to start a part-time
fieldwork position, and with support
from National Office, successfully
recruited and established this service.
We welcomed Jo Smith to the team
in September and since that time,
Jo has contacted and visited many
members in Otago and Southland,
as well as contributing to raising

local awareness of neuromuscular
conditions, coordinating social events
and bringing ideas forward for the
members in our region.
I would like to thank the committee
members, Mary Burn, Leslie Facoory,
Andrea McMillan, Olivia Samson,
Robbie Verhoef, Barb Kitto and
Rebecca Croxen for their contribution
and support in 2016.
We acknowledge the following
financial support: COGS Coastal
Otago $575; The Dunedin City
Council, $2950; BRONZ Otago $4,000;
the stall holders at the Vincent
Motorcycle rally $250.
The Southern Branch is in a
good position to continue to
provide support to all people
with a neuromuscular condition
going forward. However financial
sustainability will be an ongoing
challenge.
Having resigned my position as
Chairperson following many years
of service, we welcomed Robbie
Verhoef as Chairperson and some
new and re-elected committee
members at the 2017 AGM. We look
forward to a pilot of the Seasons for
Growth programme being offered to
our members in the coming year.
Raewyn Hodgson, Branch Chairperson

Southern Branch committee members
volunteered at the Vincent motorcycle rally.
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Our stories

Our vision to the year 2020
Revising our strategic plan was
a key milestone for 2016

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
three years.

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
and Social Work. This faculty includes
National Council Vice Chairperson,
Sophie Tauwehe Tamati.

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 magazine. We thank all of the
members who contributed during
this consultation process, as it helped
to confirm overall support for the
proposal.

A waiata (song), was developed for
the organisation with reference to
a Māori 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.

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

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 were 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.

Resources for
a better life
The Members’ Discretionary Fund
was launched in April 2016 to give
our members access to funds for
opportunities and resources that
weren’t covered by government
funding.
Seventy members applied
throughout the year and we were able
to make a contribution to 35 people.
They were from members of all ages
and from all over the country.
From a combined fund of $21, 865,
contributions were given towards
education, gym memberships,
mobility equipment and scooters,
travel, and power generators.
Members were invited to apply for
funding rounds in May, July and October.
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Week of Freedom
Our annual appeal week to raise
money and awareness ran from
September 1 – 5 and included a
national television campaign, launch
at Auckland’s Sky Tower and events
around the country held by both
National Office and branches.

of people living with a neuromuscular
condition in New Zealand.

Our aim was to start a conversation
about Freedom. Freedom beyond
limits is part of our vision and as
an organisation we believe people
living with neuromuscular conditions
should have freedom of choice and
everything they need to live life to
the fullest.

Jump for Freedom:

These are just some of the events.

Panel presentation:
Dr Lance O’Sullivan shared his
moving personal journey following
his young son’s diagnosis with
Duchenne muscular dystrophy, in
front of a packed house at Waipuna
Hotel and Conference Centre.

The authors of the book all have
lived experience of neuromuscular
conditions. The book is available for
purchase from MDANZ for $25.

My Freedom:
We asked members and friends of
MDANZ to download our freedom
poster, write down what freedom
means to them, photograph
themselves with it and share on
social media.

The view from the top of Auckland’s
Sky Tower was incredible but there
wasn’t much time to enjoy it as CE
Ronelle Baker, Dr Lance O’Sullivan
and MDANZ member Craig Pollok
took the plunge off New Zealand’s
tallest building to launch our Week
of Freedom. None of the participants
were particularly happy with heights,
put all wanted to put the spotlight
on New Zealanders living with
neuromuscular conditions.
Nick’s Freedom

Other speakers included Miriam
Rodrigues from MDANZ, Dr Rakesh
Patel, Paediatric Neurologist, Starship
Children’s Heath, and Dr Richard
Roxburgh, Neurologist, Auckland
City Hospital.

Telling our stories:
Our appeal
saw the launch
of Beyond
DNA: Stories of
Challenge and
Triumph, a book
that shares the
real-life stories

Samantha-Rose’s Freedom

From top: Lance gives a thumbs up;
Craig gets ready.

Muscular Dystrophy Association of New Zealand Inc | Annual Report 2016 | 11

Our Research Trust

Neuromuscular
Research
New Zealand
Funding local research for the
benefit of New Zealanders with
neuromuscular conditions.
Neuromuscular Research New Zealand
(formally known as the Neuromuscular
Research Foundation Trust or NRFT),
is the principle sponsor of the New
Zealand Neuromuscular Disease
Registry and distributes funding for
projects which address MDANZ’s
four current research priorities:
Standards of care; Habilitation
and rehabilitation; Prevalence
and incidence of neuromuscular
conditions; Treatments and cures.
Grants distributed by
Neuromuscular Research New
Zealand are made possible through
the generous contributions of the
Richdale Charitable Trust.
Our Trustees
Arthur Young (Chairperson), Dr Richard
Roxburgh, Associate Professor Graeme
Hammond-Tooke, Professor Leigh
Hale, Dr Alexa Kidd, Dr Gemma Poke,
Dr Sophie Tauwehe Tamati.
Our Year
During 2016 Neuromuscular Research
New Zealand refreshed its logo and
brand, in keeping with MDANZ. The
Trust was the principle sponsor of the
New Zealand Neuromuscular Disease
Registry, which achieved a milestone
of more than 900 enrolments and
responded to multiple enquiries
from research entities.

It was also the principle funder of
Impact CMT, a study identifying the
prevalence and impact of living with
Charcot-Marie-Tooth disease (CMT)
in the greater Auckland Region. The
Trust awarded one postgraduate
scholarship for a Masters student at
Auckland’s University of Technology
(AUT) examining employment
outcomes for people living with
myotonic dystrophy. Our funding
round was held in the final quarter
of the year, and seven applications
were received. The Trustees awarded
three research grants, which will be
expended in 2017.

NZ NMD
Registry Update
The New Zealand Neuromuscular
Disease Registry (NZ NMD Registry)
is a nationwide voluntary registry for
people with any disorder supported
by MDANZ. Its primary aim is
enabling people with neuromuscular
conditions to participate in research
and clinical trials.
A developing aim is to obtain
genetic diagnoses for those who
have a genetic neuromuscular
disorder but only a clinical diagnosis.
The Registry achieved over 900
enrolments in 2016 with MDANZ
fieldworkers providing information to
nearly half of all Registry participants,
most of whom have been involved
in natural history studies and some
in clinical trials. As a result the
Registry is now facilitating almost all
neuromuscular research currently
taking place in New Zealand.
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Graeme Hammond-Tooke

Introducing…
Associate Professor
Graeme Hammond-Tooke.
Graeme is a neurologist with a
particular interest in neuromuscular
disorders. He is based in the
Dunedin School of Medicine and
Dunedin Hospital and is a trustee of
Neuromuscular Research New Zealand.
He became interested in
neuromuscular disorders
when training in Neurology in
Johannesburg, South Africa.
After immigrating to New Zealand,
he became involved with the
Muscular Dystrophy Association of
New Zealand, and contributed for
many years as Medical Advisor and
then as a Patron. He has continued
to be involved with the organisation
and was a founding Trustee of
Neuromuscular Research New
Zealand. He is also a current member
of the NZ NMD Registry Oversight
Committee, steering group member
for the MD-Prev Study and sits on
the Henry Kelsey Research
Scholarship Committee.

Neuromuscular Research New Zealand

2016 Income
8%

92%

Grant Income

Interest Received

2016 Expense
11%

40%

NZ NMD Patient Registry Grant

49%

Other Research Grants Given

Administration Costs
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Muscular Dystrophy Association Group

2016 Income
6%

4%

19%

31%
29%
8%

Donations

3%

Telemarketing

Government Contracts

Bequests

Grants

Interest

Other Revenue

2016 Expense
7%

2%

15%

25%

50%

Awareness & Marketing

Member Services

Administration & Infrastructure

Research

Governance

Note: Actual costs incurred for Telemarketing have been offset against income.
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Our Future
This annual report has shown the achievements and milestones of 2016,
we look forward to continuing to grow and serve our community.
Significant achievements were made during 2016, and
while we celebrate those, we also look to the future with
the realisation there is much more we want to achieve.
We have some work to do in defining how outputs and
success will be measured under our new strategic plan.
This will be achieved in the coming 12 months, using a
Results Based Accountability (RBA) methodology.
Projects begun in 2016 will continue to develop in the
coming year. This includes the members’ discretionary
fund, which offers members the chance to access
resources not covered by government funding.

Consolidated financial reporting will require greater
collaboration across the group of entities, with National
Office working more closely with the branches to deliver
high quality services to our members and better manage
the shared operational risks that are inherent in the
current model of service delivery.
Above all, we look forward to living our vision, mission
and values and continuing to be a leading source of
information and support for our community.

We look forward to helping our young people
make new friends and learn new skills and challenge
themselves, as they experience the Duke of Edinburgh’s
Hillary Award, which MDANZ is now able to facilitate as a
licensed award unit.
There will be a strong focus on education, as we work to
create more effective learning opportunities for General
Practitioners to assist them to identify symptoms, refer
for specialist input and better manage neuromuscular
conditions in primary care. We also plan to review and
republish our resources for schools and teaching staff.
Research remains an important part of what we do
and three of our team members will be involved in
postgraduate research projects that will ultimately benefit
our members. A key study funded by NRFT is anticipated
to shed light on non-invasive ventilation provision for our
community members, and highlight unmet need. This
will assist with formulating recommendations for system
improvement.
Our annual appeal week will take place in September,
and this year’s Freedom campaign will build on 2016’s
success as we strive to raise both funds and awareness
for the work of MDANZ.
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Our Supporters
The Muscular Dystrophy Association is grateful for the support received
from individuals, sponsors, trusts and foundations, and government this year.

Grants

Jack Jeffs Charitable Trust

Bluesky Community Trust

Eastern & Central Charitable Trust

Jubilee Trust

The Infinity Foundation

Biogen Australia

The Lion Foundation

Lawrence Z. & Jacqueline A. Stern Foundation

Pub Charity

Nick Lingard Foundation

Pelorus Trust

Four Winds Foundation

ET Tombleson Charitable Trust

ARA Lodge 348

Trust House

NZ Lottery Grants Board

Hutt Mana Charitable Trust

Community Organisation Grants Scheme

Estate Gordon Lindsey

Margaret and Huia Clarke

Mr & Mrs George Denton

Bay Trust

Dunedin City Council

Southern Trust

The Community Trust of Mid &
South Canterbury

Foundation North
L.W. Nelson Trust
Trust Waikato
James Searle Say Trust
The Trusts Community Foundation (TTCF)
Moko Foundation
Oxford Sports Trust Northland
North Shore Presbyterian Hospital Trust
Bodmin Charitable Trust
Charles Rupert Stead Trust
Procare Charitable Trust
Waikato Lyceum Charitable Trust
Thomas McCarthy Trust

The Community Trust – West Coast
Industrial Tube Manufacture
Environment Canterbury
Christchurch City Council

Bequests

Supporters

Estate Margaret Jane
Edmondson

Chapman Tripp

Estate A B Cochrane

Hyundai

Estate K D Doake

Vega

Estate Carol Lee Parsonage
Estate F J Mott

Horizon Pacific

