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Vision, Values, and  
Strategic Plan

Our Vision
Together we provide the best quality support for those living with MND.

Our Values
n People first

n Supportive

n Professional

n Honesty

n Partnership

Strategic Plan 2019-2022
The Strategic Plan 2019–2022 details our commitment to successfully delivering six strategic priorities, 
continuing to work towards achieving our vision, and maintaining our values. People living with MND will 
always remain at the centre of everything we do.

The plan is designed to support not only those living with MND today, but also those who have yet to be 
diagnosed, and their carers and families. It shows how we will maintain our commitment to ensuring that 
people living with MND, as well as their carers and families, receive the best quality support, and how we will 
continue to champion their right to access the best healthcare and social assistance throughout New Zealand.

Strategic Goals
1. Enhancing our support services

2. Improving our information and engagement

3. Strengthening our organisation’s capacity and sustainability.

Strategic Priorities
1. To strive to provide the best quality support to people living with MND

2. To help guide health professionals so they can provide the best support and care for people living with 
MND

3. To raise awareness of MND and strengthen our presence and capacity as the leading authority on MND in 
New Zealand

4. To develop effective strategic partnerships and collaboration, working together to achieve more for people 
living with MND

5. To develop a globally connected, comprehensive, national MND research programme

6. To continue to improve the way we run MND New Zealand with a focus on effectiveness and sustainability, 
and ensuring our staff have the right tools to do the job.
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Chairperson’s Report

Well, what a year for all 
of us! For those of us with 
MND, our carers, whānau, 
and support networks, 
and for our team at MND 
New Zealand, a whole 
new set of challenges 
presented themselves.  

Against the backdrop of a global pandemic, I want to 
firstly give credit to our amazing support team and 
the staff at national office, who adapted remarkably 
quickly to new ways of working to ensure our vital 
services carried on. These services became even 
more important for many in light of the challenges 
presented by the “new world order”.

Of course, out of challenge comes opportunity, and 
the pandemic has allowed our dedicated CEO Carl 
and Support Team Leader Toni to evaluate new ways 
of working and enhancing our services through 
the use of technology. This is a topic that we have 
discussed for some time, and COVID-19 forced it 
upon us quickly. We learnt a great deal, and those 
learnings will be put into practice on an ongoing 
basis.

We are highly conscious that there is always much 
more that we can and would like to do. As a charity, 
we are constrained by our funding sources as to 
what we can provide. In addition, we receive only a 
modest amount of support from Government – now 
approximately five per cent of our annual costs. 
Kate at national office does an impressive job on 
fundraising, and Patricia likewise on grants, and 
both are wonderfully supported by Hayley. And then 
there are our cheerleaders in the community, who 
tirelessly fundraise and volunteer. A huge thank you 
to all. 

Our Council has a great team, and we are fortunate 
to have a group of dedicated volunteers who help 
steer MND New Zealand. Anna Chalmers retired 
during the year, and her energy, intellect, and 
passion will be greatly missed. Our new Council 
members, Caron, Michael, Nick, and Wayne, have 
made a significant contribution since joining Council 
in October.

The year ahead will have many challenges, but we 
have a great team in place to meet them.

Kia kaha.

Greg Horton 
Chair
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CEO’s Report

This year has been one to 
remember. There have been 
numerous highlights, some 
fantastic achievements, 
and then of course a global 
pandemic to deal with. We 
have certainly been very 
busy and kept on our toes. 

At the start of the year we 
launched our three-year Strategic Plan after considerable 
consultation with the MND community via our 2018 
survey and team strategy planning day. Our focus 
for 2019–2022 is on improvement, development, and 
sustainability through the goals and priorities listed in the 
plan. 

Even though COVID-19 has turned the world upside 
down, our goals and priorities have not changed. As an 
organisation we can’t just hibernate and ride out the 
storm. Through the various alert levels in New Zealand 
we have had to adapt, be creative, and reimagine to 
ensure our vital services remain operational for our 
community, and the income we rely on to provide these 
services continues to flow in. We remain committed 
to ensure that “We are still here. MND doesn’t stop, so 
neither will we”.

We also recognise that “It takes a team”, and we can’t do 
this on our own. I would like to take this opportunity to 
thank you, the MND community, for all your support and 
encouragement that made 2019/20 a success.

In this report I will highlight some of the achievements, 
reviews, and projects that are underway in order to meet 
our three strategic goals.

1.  Enhancing our support services
Over the last few years, we have witnessed a significant 
rise in the number of MND families we support 
nationwide. Monthly client numbers grew from 351 to 
406 in just the last 12 months. There is no single reason 
for this increase in referrals, however it is testament to 
the dedication, professionalism, and hard work of our 
support team that more families are calling on them 
for assistance to navigate this difficult journey together. 
This growth has an obvious effect on our resources. To 
say our home-based support team are stretched is an 
understatement, with large geographical regions and 
multiple DHB areas to cover. Over the last year, we have 
undertaken a review of the support service to address 
this issue and feedback raised in the 2018 survey, to 

ensure our community’s informational, practical, social, 
and psychological needs are met.

We were extremely proud to launch The MND New 
Zealand Fulton Hogan Support Fund in August to help 
improve the quality of life for MND families. As well as 
providing grants for equipment, transport, and home 
maintenance or modifications for people with MND, the 
fund has paid for respite care, counselling, and a variety 
of therapies. A huge thank you to Fulton Hogan for their 
ongoing support.

The review also includes investigating how better we can 
support our “outreach” families – those who live more 
than two hours from the support team member’s home 
base. With less opportunity for frequent in-person home 
visits, we have increased our use of technology providing 
support via phone, text, email, and video calls. Not being 
able to visit our vulnerable community during alert levels 
three and four enabled us to have a “trial run” of these 
virtual support options, which were received well by 
many of our community. 

Over the last 12 months, we have also been moving our 
support service recording and reporting onto our cloud-
based database. This will reduce administration time for 
the team and increase our ability to analyse and utilise 
data more efficiently.

2. Improving our information and engagement
Solving the issue of unmet information needs, raised in 
the survey by MND families, was a major priority for us 
this year. As part of an over-arching communications 
strategy, we want to ensure that all families have 
easy and immediate access to relevant information, at 
the right time, and in the right way. In order to better 
understand these needs, we conducted a deeper analysis 
of the 2018 survey responses and reviewed our current 
information, including the information pack, our website, 
newsletters, and social media, as well as how information 
is communicated directly via our support team and 
presentations. With the help of a consumer reference 
group of clients and carers, the information review will be 
completed in late 2020.

The communications strategy considers all of our 
channels, from digital to in-person. We’ll also be 
reviewing the MND New Zealand story, our brand 
personality, and increasing our awareness and advocacy 
work by building and developing relationships with key 
stakeholders and decision makers, including media.
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It is with great pride that we continue to build our 
relationships with our Foundation Corporate Sponsor 
Fulton Hogan, and with Emirates Team New Zealand 
as their Official Charity Partner. We are excited to be 
involved in the 36th America’s Cup in March 2021 and aim 
to use the event as a platform to raise awareness of MND 
and increase our profile while the world is watching.

This year has also created some new opportunities 
to engage with our community. The Hui in September 
created an exciting forum for discussion about MND 
healthcare in New Zealand and the creation of a clinical 
working group (see page 13). The Research Conference in 
December (see page 14) was a huge success with world-
class researchers presenting their latest developments 
and sharing their knowledge. These events demonstrate 
what a long way our organisation has come over the last 
few years. 

The Hui also acted as a springboard for dialogue with 
the Ministry of Health on a variety of issues affecting our 
community. These were going well until the lockdown 
put a pause on any discussion. We were also pleased 
with the $833 million allocated in this year’s Budget 
to Disability Support Services. We have contacted the 
Minister regarding this funding and hope to resume these 
conversations after this year’s election.

3. Strengthening our organisational capacity and 
sustainability

As the only organisation in New Zealand focused on 
MND support, advocacy, and research, we have a huge 
responsibility to cover all bases, and cover them well. 

Since 2017 our involvement in MND research has grown 
significantly, and this year we have continued to support 
and fund the NZ MND Registry and the NZ MND Research 
Network. As well as hosting our inaugural MND Research 
Conference, we are also proud to have helped fund the 
exciting genetics study at the University of Auckland 
and the ongoing development of a neck brace at the 
University of Canterbury. 

With very little government funding, we rely almost 
entirely on the generosity of the community to keep 
providing our services year after year. Fundraising 
plays a huge part in our day-to-day existence. We were 
fortunate to be the beneficiary of the 2019 Grocery 
Charity Ball, which raised a whopping $245,000. 
However, our fundraising strategy concentrates on 
being sustainable, supporter-focused, and future-proof. 

We are in this for the long game, so we are working on 
developing secure, beneficial relationships, a strong 
supporter base, and providing year-long, inclusive 
fundraising opportunities for our growing community.

The restrictions on gatherings and economic uncertainty 
resulting from the pandemic have had a significant 
impact on our funding already. Events have been 
cancelled, campaigns have been reduced or adapted to 
involve “virtual” options, and overall fundraising activities 
are down nationwide. However, we all need to truck on, 
put in the hard work, and get creative.

Although we had to completely reinvent June’s MND 
Awareness Month, “It takes a team” was a great success 
with inspirational stories shared, Cuppa Tea events and 
virtual street appeals happening nationwide, and even a 
few videos from our key supporters thrown in. 

The Walk 2 D’Feet MND events are still planned for this 
summer and we hope many of you will participate and 
help fundraise. We have moved to a Walk “season”, which 
allows our community to hold a Walk, big or small, at any 
time and even virtually. We are looking forward to a great 
summer.

Of course, we couldn’t do all that we do without all the 
amazing people involved. It really does take a team to 
keep us strong. A huge thank you to our volunteers and 
fundraisers who give up their precious time and make 
things happen, our staff who go over and above the call of 
duty every day, and our National Council who ensure we 
stay on track to meet our goals and priorities. We have 
been through some tough times, the road ahead may be 
uncertain, but we will get through this if we keep working 
together. 

He waka eke noa – We’re in this together.

Carl Sunderland 
CEO
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Website visits

43,193

Deaths
146

New Facebook 
page followers

767

42%
Female

58%
Male

Over 
65 years

Under 65 
years

57%
43%

New clients
169

Awareness & 
education talks

72

Newsletters
emailed

5,500+
Hard copy 
newsletters

650

Average number of clients supported386
Face-to-Face Contacts

Health 
professionals

2,010
Clients and 

families

1,639

6,714
No. of contacts
(email, phone, text)

4,906
No. of contacts
(email, phone, text)

MND
Community

eDMs
sent

22
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Our Impact: Support

Our support service team had a busy year supporting people with MND, their families/whānau and carers, 
and health professionals throughout the country, with client numbers increasing from 351 to 406.

In August, the support team spent two days together in Auckland. Guest speakers presented on a range of 
topics including how to respond when people express suicidal thoughts, individualised funding and options 
for support with this, self-care and resilience for the team, and an update on MND in New Zealand. The team 
compiled a list of equipment commonly used by people with MND, which will be added to our information 
resources. A list of support groups currently being held was also created and is now available on our website.

Relationships and networks with District Health Board staff continued to grow, with support team members 
invited to present to groups, including the Tairāwhiti allied health team, Taikura needs assessors, and 
various residential care facilities. Jane presented at an MND study day at Cranford Hospice, and Kate and 
Toni did a pre-recorded video lecture for third year Speech and Language Therapy students at the University 
of Canterbury. Increasing the awareness of MND and 
knowledge about managing the symptoms will hopefully 
result in better care for our community.

On 29th August we launched The Fulton Hogan MND 
New Zealand Support Fund, which provides additional 
support grants to people living with MND, their carers, 
and immediate families/whānau to maximise their quality 
of life. Almost $50,000 in grants was approved, helping 
46 families across New Zealand with additional support 
to cover transport costs, home improvements and 
maintenance, respite care, counselling, specialised care, 
medical equipment, and other practical needs. Clients, caregivers, and health professionals have expressed 
gratitude for this fund and the support team members are all grateful to be able to offer this to people. For 
more information on the fund, visit www.mnd.org.nz/support-fund-and-grants.

❝	I’m quite blown away by this generosity from the support fund. Please pass 
on my sincere thanks to everyone involved in making things like this happen 
as it is so needed during the caring of a loved one with MND. It is a cruel 
disease, but the kindness of strangers certainly helps get through another 
day. The money will help me get through a week for my own care and rest 
and a good break away. ❞ 

 Patrick, carer for a loved one living with MND, and recipient of a support fund grant

In December, Jane and Kate attended the International Symposium in Perth, while the rest of the team 
attended the MND Research Conference in Auckland along with clients and healthcare professionals. The 
team found the events very interesting and beneficial and were able to share valuable learnings with one 
another. 

The COVID-19 pandemic and nationwide lockdown meant the support team could not meet with clients face 
to face. Instead, they provided support by video call, email, text, and phone calls. Clients and their families 
commented that they were surprised and pleased that we continued to provide support during this time. The 
team was also able to attend some multidisciplinary team meetings via videoconference and have continued 
to do this post lockdown, enhancing their ability to attend these meetings.

❝	You are doing amazing work Carol. Fabulous. So good to hear how very well 
you know your people. They so deserve the very best of everything. We are 
so fortunate to have you out there. ❞  

 Feedback from health professional to support team member

$50,000 in support 
fund grants 
approved, helping 
46 families
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❝	Every one of you kind people in the MND 
support team made Janice’s troubles just 
a little easier for her. And without that 
care there is no way that we would have 
been able to keep her at home right to the 
end, when she died with her whole family 
at her side. After much chopping and 
changing, we finally had a funeral service 
here at home where her seven sisters and 
brothers were able to attend along with 
the rest of our family. Without exception, 
starting with Heather Brunton, every 
MND person seemed so much more than 
just a professional, but a very kind and 
compassionate person. ❞

 Message from Tony Hockley, family member of 

person with MND, to support team member

Thanks to The Fulton Hogan MND New Zealand Support Fund, our client Reinette’s trip to the South Island earlier 
this year was made a little bit easier. Reinette and her sister, who was visiting from South Africa, enjoyed spending 
precious quality time together while taking in some of the breathtaking sights the South Island has to offer. The fund 
helped provide mobility transport for Reinette during the trip.



Mary’s Story

My name is Mary and I am 26 years old. Five years ago 
when I was 21, life as I knew it changed dramatically. The 
same week that I found out I was pregnant, my Mum was 
diagnosed with MND.

Mum was a high school teacher who absolutely loved life, 
and at just 52 years of age, it didn’t seem fair that she 
was facing such a debilitating disease that came with a 
life sentence. For the next five months my sister, Aunt and 
I cared for Mum. We had lots of support from friends and 
family, and as a team, did our best to meet her needs.

Although this was the most painful chapter of my life, I 
cherish that special time with her.

Having a team around to support you is crucial. Mum and 
I had no idea what MND was. Our support team member 
helped us through the journey, making us feel ok with 
great, well-timed advice. As a carer, making sure you 
are getting self-care is vital. It’s natural to focus on the 
person who has been diagnosed with MND, but to be 
able to support their needs, we also need to look after 
ourselves.

My message to other families going through this difficult 
experience is to spend as much time together as you can. 
Say everything you need to say and reach out for support 
– it’s there if you need it!

Jo’s Story

After my father and numerous other family members 
died of MND, I took the test last year and I have the 
mutation C9orf72. I am the last in my whānau to have 
this. I am asymptomatic, but it scares me that I will most 
likely be struggling with MND sooner rather than never.

MND’s support team became part of our family when my 
dad was diagnosed and then died 17 years ago. Support 
team member Elise is there for us now. If we hadn’t been 
able to access MND New Zealand’s support service we 
would have felt really isolated and lonely.

My advice to anyone newly diagnosed and their family 
would be to talk and connect with as many people as 
you can for support and advice. We can look after one 
another.

I hope that the support, research, and aroha can 
constantly surround MND whānau in our life’s journey.

ANNUAL REPORT 2019/20  MND associatioN of New zealaND • 9
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Our Impact: Fundraising and Awareness

Grocery Charity Ball 2019 
700 attendees
$245,000 raised

60 supporters held events or  
fundraised online
$100,000+ raised

MND New Zealand was selected as the beneficiary of the Grocery 
Charity Ball 2019, held at the SkyCity Convention Centre on 14th 
September. Fourteen-year-old Jackson Horton spoke movingly 
to nearly 700 attendees about his experience supporting his dad 
Greg, who was diagnosed with MND in 2015. $245,000 was raised 
– one of the largest amounts raised by the event in recent years. 
More than 100 businesses donated auction items to raise funds, 
and 17 supporters volunteered their time to help behind the 
scenes on the evening.

On 10th November, our community came together for our fifth 
annual Walk 2 D’Feet MND event series. Despite uncertain 
weather conditions in multiple locations, 12 walks went 
ahead. Over $105,000 was raised through registrations, online 
sponsorship, and event activities. 

On the same day, MND New Zealand and Angel Street held 
the first ever Corporate Ice Bucket Challenge; a new initiative 
encouraging Kiwi businesses to raise awareness of MND. As 
part of the challenge, nominees Calum Haslop (Go Bus Director), 
Murray Schnuriger (PwC Managing Partner), and Andrew 
Carpenter (TR Group Managing Director) fundraised in aid of 
MND New Zealand before attending the Walk 2 D’Feet MND 
event in Auckland at Mt Roskill Memorial Park, where they were 

MND New Zealand ambassador  
Bernadine Oliver-Kerby
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each publicly drenched with a bucket of iced water. Angel Street 
generously initiated the challenge by donating $5,000 to MND New 
Zealand to nominate each of the participants, kick-starting the trio’s 
fundraising efforts, which have raised over $50,000 to date.

In response to the COVID-19 Level 4 nationwide lockdown, and the 
forced cancellation of several of our events, we launched our “MND 
doesn’t stop, and neither will we’’ appeal. A “call to help” email was 
sent to 5,915 people, and we also published posts on Facebook. 
More than 200 supporters raised and donated over $15,500.

Our Awareness Month took place in June with the theme “It takes 
a team”, recognising the drastic impact an MND diagnosis has not 
only on the person living with MND, but also on their family/whānau 
and friends. Throughout June, members of the MND team shared 
their personal stories and experiences, raising awareness of MND 
and its impact. Fundraising events included the “Cuppa Tea for MND” 
campaign and an online Virtual Street Appeal collection, which 
raised $13,000. More than 200 new allies joined the team of MND 
New Zealand supporters during Awareness Month.

Throughout the year 60 supporters held events or fundraised online in support of MND New Zealand, raising 
over $100,000. 

❝	We had such a fantastic Reunion Ball gathering all our nearest and dearest 
to celebrate good health and friendship, but the cherry on the top was doing 
it for a worthy cause. We hope after our event there are 220 young people 
now aware and willing to support MND initiatives. ❞

 Kitty, supporter of MND New Zealand, who organised a reunion ball for her university 

friends in Christchurch in August, raising $6,100 for MND New Zealand

12 Walk 2 D’Feet 
events
$105,000+ raised

The Corporate Ice 
Bucket Challenge
$50,000+ raised

‘Cuppa Tea for 
MND’
$13,000 raised

Reunion Ball organisers Kitty and 
Georgie

Murray Schnuriger, PwC Managing 
Partner

Calum Haslop, Go Bus Director Andrew Carpenter, TR Group 
Managing Director



Our Impact: Information and 
Communication

To help us reach our strategic goal of “improving our information 
and engagement” we took a more in-depth look at feedback 
around information needs from our 2018 Community Survey. Using 
insights from the research we partnered with Point Research and 
a strategic communications agency to create an information and 
communications strategy. We will be refining the strategy with 
feedback from a consumer research group before implementing it 
in 2020–2021.

Our support team members led 72 education presentations to 
health professionals, community groups, and service providers. 
We distributed 250 information packs, 500 About MND pamphlets, 
and 80 A problem-solving approach for GPs and health professionals 
booklets.

Our website had 43,193 visits. The top three most-read pages on 
our website were the Homepage, About MND, and the MND New 
Zealand research conference.

We posted 322 times on Facebook. The number of people who Like 
our Facebook page grew by 767 to 5,874. Each of our posts was 
seen by an average of 2,714 people. Over the year, all our Facebook 
posts were seen a total of 873,749 times and received 78,523 
comments, likes, shares, and clicks.

We posted the Spring issue of MND News to 650 people and 
emailed it to 5,794 people. We did not print the Autumn issue due to 
COVID-19 and the nationwide Level 4 lockdown, but it was emailed 
to 5,856 people. We also sent two MND e-news to almost 6,000 
people.

Throughout the year we sent a total of 22 direct marketing emails 
(excluding our e-newsletters). 

mndnews
N E W S L E T T E R  O F  T H E  M O T O R  N E U R O N E  D I S E A S E  A S S O C I AT I O N  O F  N E W  Z E A L A N D  I N C

w w w. m n d . o r g . n z

 ISSN 1178-9522 WINTER 2020

It takes a team
Motor neurone disease touches numerous lives, yet many Kiwis are unaware of the 
disease and its impacts. That’s why we dedicated the entire month of June to raising 
awareness.

The theme for Awareness Month 2020 
was “It takes a team”, recognising 
the impact on and involvement of 
family and whānau, friends, health 
professionals, researchers, fundraisers, 
volunteers, and supporters. It takes a 
team to live with MND.

Throughout June members of the 
team shared their personal stories, 
and each week we focused on a 
different aspect of the “team”. 

We heard from people living with 
motor neurone disease like Kylie, a 
mum and grandmother from Feilding, 
who is not only living with MND 
herself but has also lost her Dad, 
Aunty, and Uncle to the disease.

We shared stories of those 
supporting a family member with 
motor neurone disease. We learnt 

about Mary’s experience hearing 
about her pregnancy and her mum’s 
MND diagnosis simultaneously. David 
Seymour, who is living with MND, 
reminded us that family members also 
live with the impacts of the disease 
and need support too.

Health professionals who work 
tirelessly to improve the quality of 
life for people living with MND were 
also showcased. These included 
the team at Canterbury DHB, and 
Dr Janet Turnbull from Kapiti, who 
was awarded a Member of the New 
Zealand Order of Merit (MNZM) in the 
Queen’s Birthday Honours list.

During National Volunteer Week 
which also fell in June, we celebrated 
those who support MND New 
Zealand’s work – volunteers,  

Sarah’s Cuppa Tea

 43,193 website visits

 322 Facebook posts

 +767 Facebook page likes

 22 direct marketing emails distributed

 4 MND News distributed (1 hard copy) to over
 5,000 people

 72 education presentations

 250 information packs distributed

 500 About MND pamphlets distributed

 80 A problem-solving approach for GPs and health professionals booklets 
distributed
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Our Impact: Research and Advocacy
It was a big year for MND New Zealand research, which saw us start to implement our research strategy 
developed in June 2019. The strategy is underpinned by four key components: cure, care, communication, and 
collaboration, and aims to develop a comprehensive, globally connected, national MND research programme.

We continue to fund two key foundations of our research programme – the NZ MND Registry and the NZ MND 
Research Network. As of February 2020, 219 participants were enrolled with the Registry, which recruits for 
both the genetics and MRI studies run by the Scotter Lab. The first year of the genetics study, co-funded by 
MND New Zealand, was completed, and as of July 2020, 102 of the 330 participants required for the study had 
been recruited. Visit www.mnd.org.nz/research for more information on these studies. 

On 18th September we hosted the MND New Zealand Hui at The Great Hall in Parliament. The event brought 
together 55 healthcare professionals from all over New Zealand, and representatives from the Ministry of 
Health, to discuss opportunities to improve healthcare for people with MND. A key outcome of the day was 
the establishment of a clinical working group to work on an “Improving Care, Improving Lives” project. The 
purpose of the project is to “guide the development of a strategic framework for care for MND”, including the 
development of clinical guidelines. The working group, chaired by Dr Claire Reilly, consists of 15 members 
from multiple disciplines: specialists, nurses, and allied health professionals. The first face-to-face meeting 
took place at the Ministry of Health on 17th February and the group meets via video conference every 4–6 
weeks. Our advocacy work with the Ministry of Health is ongoing and we are continuing our communications 
on a variety of issues.

NZ MND Registry  

219 
participants 
enrolled

102 out of 330 
participants required 
for the genetics study 
recruited

MND New Zealand Hui at The Great Hall in Parliament
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In December, the inaugural MND New Zealand Research 
Conference took place in conjunction with the MND 
Research Network. World-class MND researchers 
presented their research at the event. Almost 150 
people attended the conference, which created a forum 
for knowledge exchange and the opportunity to build 
international alliances to connect New Zealanders to 
global research initiatives. It also promoted increased 
awareness of the need for local research and a clinical 
update from international experts on international 
research currently taking place. Feedback from 
attendees was positive, with 80 per cent rating it 
“excellent”, and 96 per cent “very likely”, or “somewhat 
likely”, to attend a future event. More information and 
videos from the conference are available on our website.

Last year, support team member Kate Moulson worked 
with engineering students from the University of 
Canterbury and a physiotherapist from Canterbury 
DHB to design a neck brace that meets the needs of 
people with MND. The protoype has been trialed by a 
few clients, with more trials taking place and feedback 
being gathered from clients and health professionals. 
During 2020 and 2021 we will continue to work with 
the university to see whether the neck brace is a viable 
product. 

We also provided attendance grants for two early-
career researchers to attend local and international 
conferences: Paige Thomas, a PHD student at the School 
of Psychology, Speech and Hearing at the University of 
Canterbury, and Serey Naidoo, a researcher at the MND 
Research Lab at the Centre for Brain Research within the 
University of Auckland.

MND New Zealand Hui

55 
health care professionals 
attended

150 
attendees at the  
MND Research  
Conference

80 per cent 
rated the research 
conference “excellent”

MND New Zealand 
Research Conference
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Partnerships

Emirates Team New Zealand
In June 2019, MND New Zealand was announced as the Official Charity 
Partner of Emirates Team New Zealand (ETNZ) for the 36th America’s 
Cup. ETNZ have first-hand experience witnessing the devastation of 
MND through their teammate and former Director, and current Director 
of America’s Cup Event Ltd (ACE), our Chair Greg Horton.

On 6th September, MND New Zealand representatives attended the 
official launch of the first ETNZ boat, “Te Aihe” (dolphin) at Auckland’s 
Viaduct Harbour. Marcus Gerbich, who is living with MND, helped with a special and vitally important tradition, 
christening the boat. It was the first AC75 to touch the water.

ETNZ donated a signed shirt, a day with the 36th America’s Cup, and an immersion day with the team at the 
base and out on the water onboard Te Aihe, all to be used as auction items at The Grocery Charity Ball on 14th 
September. These items alone raised $12,000 at the event.

On 28th January, ETNZ launched their test boat, Te Kāhu, with MND New Zealand’s logo prominently displayed 
on the mainsail. Exposure like this is invaluable in raising awareness.

❝	MND New Zealand is very dear to us as an organisation and having the 
ability to raise awareness of the vital work they do in supporting people 
and families dealing with MND is something we are really honoured to do by 
having their logo on the mainsail of Te Kāhu. ❞ 

 ETNZ CEO Grant Dalton

Glenn, Greg, and Grant Te Kāhu
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Fulton Hogan
On 29th August we partnered with our 
Foundation Corporate Sponsor, Fulton Hogan, 
to launch The Fulton Hogan MND New Zealand 
Support Fund. 

The fund provides additional support grants to people living with MND, their immediate families/whānau, and 
carers to maximise their quality of life.

Almost $50,000 in grants has been approved so far, helping 46 families across New Zealand with additional 
support to cover transport costs, home improvements and maintenance, respite care, counselling, 
specialised care, medical equipment, and other practical needs. 
 
The team at Fulton Hogan have extended their support in many other ways, helping to raise awareness about 
MND through their networks and activities. They’ve held awareness talks and “Cuppa Tea for MND’’ events, 
created videos to share with their extensive followers, and some team members also volunteered at Walk 2 
D’Feet MND events.

❝	This sort of practical teamwork in the community is something we do every 
day, and we’re pleased to help a charity that’s doing something similar in a 
critically important area of health. ❞ 

 Fulton Hogan Managing Director Cos Bruyn

From left to right: Fulton Hogan Managing Director Cos Bruyn, MND New Zealand CEO Carl 
Sunderland, former Fulton Hogan Chairman David Faulkner, Fulton Hogan Executive General 
Manager – Culture, Jules Fulton
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Treasurer’s Report

Total revenue for the year topped $1.4M, with much of this being grants, 
donations, and fundraising ($1.3M).  We are heavily reliant on this source of 
income to ensure our financial sustainability.  MND New Zealand was very 
fortunate this year to be supported by the Grocery Charity Ball, Fulton Hogan, 
and Emirates Team New Zealand. The Government’s contribution was $74K 
(basic funding) and $105K (COVID 19-related funding).  We appreciate the many 
contributions we receive from fundraisers around the country.

As well as providing support and advocacy to people with MND and their 
families, we aim to contribute to the growing body of research. We can only do 

this through raising awareness and that involves stakeholder engagement and participation in the health 
sector.

The team manages costs very carefully in meeting these goals.  Core people costs are $749K, fundraising 
costs are $69K and research costs are $61K.  Overall surplus for the year was $247K.  Underlying 
administrative costs were 21% of total revenue.

The balance sheet remains strong with net assets of $1.2M.  Funds invested with Craigs have increased to 
$657K and short-term funds ended the year at $612K.  MND New Zealand holds minimal fixed assets at $53K.

Overall this is a pleasing result for the year.

Lucy Haberfield



Team MND 2019/2020 
(as of 30 June 2020)

Patron – Hon Ruth Dyson MP

Medical Patron – Sir Richard Faull KNZM FRSNZ

Honorary Medical Advisor – Dr James Cleland FRACP

Honorary Solicitor – Scott Moran, Partner, Duncan 
Cotterill

Chairperson – Greg Horton

Deputy Chairperson – Jodie O’Doherty

Secretary/Treasurer – Lucy Haberfield

Council – Caron Palmer, Chris Drennan, Fiona Hewerdine, 
Michael Fuyala, Nick Molcsan, Steve Green, Wayne Philip

CEO – Carl Sunderland  
carl.sunderland@mnd.org.nz

Office and Accounts Administrator – Hayley Watkinson 
admin@mnda.org.nz

Fundraising Manager – Kate Dalders

Communications Manager – Sarah Tora

Grants Administrator – Patricia Bell

Support Team Leader – Toni Foster

Community and Research Advisor – Claire Reilly

Support Team – Kate Moulson, Moira Young, Linda Oliver, 
Jane Kay, Sally King, Elise Doyer

Life Members – Reima Casey, Andrew Chancellor, Robina 
Davies, Graham East, Dennis Hall, Edith McCarthy, Helen 
Palmer, Mary Parker, John Roxburgh, Nedra Shand, Geoff 
Thompson, Beth Watson

Thank you to the following trusts and 
foundations for their highly valued 
support over the past year:
Bay Trust

Bendigo Valley Sports and Charity Foundation

BlueSky Community Trust 

Community Organisation Grants Scheme

Community Trust South 

Frimley Foundation  

Foundation North  

Four Winds Foundation 

Higgins Bequest Trust 

Iris & Eric Wilfred Nankivell Charitable Trust

John Beresford Swan Dudding Trust

Lion Foundation   

Lottery Community  

Lottery Minister’s Discretionary Fund

Louisa and Patrick Emmett Murphy Foundation

Mount Wellington Foundation 

Neurological Foundation 

Oxford Sports Trust  

Pub Charity  

Rata Foundation  

Southern Trust  

The Trusts Community Foundation

Thomas George Macarthy Trust

Trust Waikato  

W. Duncan Bickley Trust Fund 

Eastern and Central Community Trust
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