If you caught Seven Sharp on 17th Greg Horton is living with the condition. vitally important tradition: christening

June, during MND Awareness Greg is also a member of the MND Newthe new yacht “Te Aihe” (the M ori word
Week, you would have seen a Zealand National Council. for dolphin). It is the rst AC75 to touch
. I MND N Grant Dalton says: “Through Greg the water.

big announcement! . ew . you can see the amazing work MND Marcus had this to say about his key
Zealand became the o cial charity New zealand does for the 300 plus Newole on the day: “Our family have been
partner of Emirates Team New Zealanders who are living with MND,  fans of Emirates Team New Zealand for
Zealand. We're delighted and so we are really proud to be supporting many years, and it was a great honour to
deeply honoured to have begun thisthem and everything they do.” be able to represent MND New Zealand

MND New Zealand representatives in the launch of our latest America’'s Cup
were able to attend the o cial launch yacht. And doesn’t she look fast!”
Emirates Team New Zealand have of the rst Emirates Team New Zealand We look forward to cheering on
witnessed the devastation of MND rst- boat on September 6th at Auckland’s Emirates Team New Zealand when they
hand: teammate and former Emirates Viaduct Harbour. defend the America’s Cup in 2021 and
Team New Zealand Director and current Marcus Gerbich, pictured, who is livirtgank them for supporting MND New
Director of America’s Cup Event Ltd (AQ@&h MND, helped with a special and  Zealand.

signi cant relationship.



2019 has certainly
shaped up to
be a big year
for MND
New Zealand
and our
community!
A ter our
whole team met
in March for strategy

day, we took the ideas generated alonglooking forward to working with the

with feedback received through our

MND Community Survey to develop ouraise awareness of this devastating

much-needed practical assistance,
and we thank Fulton Hogan for their
dedication and generosity.

MND Awareness Week 2019 in June  Although
(p. 13) was packed full of a variety of the end of the
activities and announcements. We wereyear is fast
honoured to be named as the O cial approaching,
Charity of Emirates Team New Zealandwe're still
for the 36th America’'s Cup — quite a  looking forward
feat for our small organisation. We are to some signi cant
upcoming events. Our major annual
team on some exciting projects to help community event and fundraiser, Walk
2 D'Feet MND, is just a few days away

experience to
their respective
roles.

Strategic Plan 2019-2022 (p. 14) whichdisease, and hopefully much-needed as this issue goes to print. We're looking

launched in July.

It was important to collaborate
with our community to shape the
organisation’s future direction and
growth. The focus of the next three

years is on improvement, development,

and sustainability. We're con dent that

funds. forward to sharing more about this in the
MND New Zealand is committed next issue, and hope you and your family

to encouraging and supporting MND  were able to attend.

research, and during Awareness Week weThe MND New Zealand Research

launched our Research Strategy 2019-22onference on 9th December is shaping
At the launch event in Auckland we up to be an exciting day with a star-

proudly hosted guest speakers Professstudded line up of local and international

through this plan we can keep working Chris Shaw, Dr Emma Scotter, and Kerrgpeakers. This is the rst event of its type
hard to maximise the positive di ferenceNalker, who presented “An Update on in New Zealand, and we're expecting
we make in the lives of those living withMND Research — Homegrown & Abroad full house, so please get in quick to

MND.

Recently we released the MND
Community Survey results and our
response (pp. 8—-9). We apologise for

the delay in releasing these results, butand includes the upcoming inaugural

it was important to have a clear idea

(p. 6). The well-attended event was a secure your seat.

great start to our busy research calendar, We couldn’t have had such a big year
which featured the MND New Zealand without the continued support from

Hui at Parliament in September (p. 10—38u, the MND community. A huge thank
you to all our volunteers, supporters,
MND New Zealand Research Conferenéendraisers, and team for your valuable

about the actions we would take beforein December (p. 6). We are con dent thatontributions in making 2019 such a

doing so. Through the strategy we havethese signi cant events will increase
committed to addressing the needs andinterest in, and awareness of, MND
issues identi ed in the survey. Thank yovesearch in New Zealand.

to everyone who took part in the survey We were very fortunate to be

and shared their experiences with us.
Unmet practical support needs

for many people living with MND,

their families, and carers was a key

feedback theme. In May, we were

proud to announce Fulton Hogan as

our Foundation Corporate Sponsor (p.

4) and their commitment to a three-

year partnership, providing additional

assistance to people living with MND.

successful year so far.

We rely almost completely on
the generosity of the New Zealand
community through donations and
selected as this year’s charity recipient itndraising to continue doing the vital
September’s Grocery Charity Ball (p. 5)work we do, providing a free personalised
The event raised a whopping $245,000,service to people living with MND and
and a huge thank you goes to everyonetheir families.
who helped make the event such a huge It is essential that we keep working

success by donating auction items or
helping out on the night.

While lots has been happening in
the community, there have also been
a couple of changes at National O ce.

The “Fulton Hogan MND New Zealand/e welcomed Patricia Bell as Grants

Support Fund” is available to all clients Administrator in July, and Sarah Tora a

N

and their families via our support team. Communications Manager in August.

We hope the fund will help provide

io .

S Te-
to :
% € oot %o%o ,

g ”. . (-’ -
eo(Foo- o07 °
. e £-
sotete...

9
o —oo-
n ”

They both bring vast amounts of

_€o,o .f

oo o oo
1

=S f

o0 o€o" ° ...

together to continue providing high
quality support, making a positive
di ference in the lives of those living with

MND.
4

Thank you!

Lucy & Carl
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A ter learning about motor neurone disease, Kitty and Geo
were keen to get involved with supporting MND New Zeala

Kitty said, “We were shocked to hear that MND New Zea
only receives 8 per cent of its funds through government
funding!”

The two friends put their heads together to brainstorm id
on how they could help people with MND. Soon, the fantast
idea of holding a Reunion Ball for their university friends wa
born, with proceeds going to MND New Zealand. }

On Saturday 31st August, 220 people dressed in their n ‘1‘\
out ts gathered at Christchurch’s Show Gate Room at Ricca="
Park to catch up for a night of fun and entertainment in supjiis
of MND New Zealand.

The event was a resounding success, raising a whoppindiil
$6,100! Kitty had this to say about the Reunion Ball: “We had . t ot
such a fantastic Reunion Ball gathering all our nearest and
dearest to celebrate good health and friendship — but the cher®yhuge heartfelt thanks to Kitty and Georgie, all their helpers
on the top was doing it for a worthy cause. We hope a ter oand everyone who attended the Reunion Ball for choosing to
event there are 220 young people now aware and willing to support MND New Zealand — we appreciate it! Fundraising is
support MND initiatives, starting with the Walk to D'Feet MNItal to helping us continue to provide free personalised support
on the 10th of November!” to people with MND.

[ 3 I J
"
Sarah Toratarted with us as
Communications Manager in August,
working 32 hours a week.
Sarah holds a Bachelor of
Communication Studies and has worked

Patricia Beljoined MND New Zealand
as Grants Administrator in July this year.
working two days per week.

A ter working in the non-pro t sector
for teen years, Patricia has built up a
wealth of experience, holding roles in in the corporate world for 22 years,
fundraising and communications as well most recently in communications roles
as grant writing, which she has been at KiwiRail, Progressive Enterprises
doing for the past nine years. (Countdown) and Westpac.

Coming to us most recently from RNZSPCA, Patricia has “I am really enjoying the change of pace and learning more
also worked with The New Zealand Breast Cancer Foundataimut the non-pro t sector. It’s great being able to use my skills
Asthma NZ, Ako M t tupu: Teach First NZ, YWCA, and the in a meaningful way to help people living with MND and their
Auckland City Mission. families,” says Sarah.

Patricia has her own writing, editing, and proofreading An avid reader, Sarah also enjoys cooking, yoga, writing
business and in her spare time enjoys performing in theatrigadetry, travelling, and making memaories with her family.
productions, keeping t, and spending time with her daughter.

-l.€' o
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We're always looking for ways to increa
the practical support available to peopl
living with MND.
With this in mind, we're delighted to
let you know that in conjunction with
corporate sponsor Fulton Hogan we've
recently launched the Fulton Hogan
MND New Zealand Support Fund.
The fund has been set up to provide
nancial assistance to help with practica
home-based help, like modi cations to
a house, in-home support, or specialise
equipment.
MND New Zealand General Manage
Carl Sunderland said the challenges
of living with MND made the practical
nature of the fund “incredibly valuable”.
“We wanted Fulton Hogan's
commitment to be focused on an area
with a particular and measurable need,
and we're delighted with this result,” Ca
said.
Fulton Hogan Managing Director Cos
Bruyn said MND New Zealand’s focus on™
improving people’s quality of life means® * =~ £°* % A o
the organisation has lots in common with
Fulton Hogan.
“This sort of practical teamwork in the To nd out more about the Fulton grant, get in touch with your support
community is something we do every Hogan MND New Zealand Support Funteam member, who can discuss your
day, and we're pleased to help a charityvisit our website: https://mnd.org.nz/  needs and help with the application

that's doing something similar in a support-fund-and-grants/. process.

critically important area of health.” If you're interested in applying for a
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The Grocery Charity Ball Trust was
established in 2004, running the premie
event on the grocery industry social
calendar each year, with pro ts going to
charities all over New Zealand.

Over the past teen years, the trust
has directed more than $3 million to
charities, with support from sponsor
organisations including Foodstu fs,
Countdown, and the New Zealand Fooc
and Grocery Council.

We're delighted that MND New
Zealand was selected as the bene ciar
of the Grocery Charity Ball 2019!

The ball was held at the Sky City
Convention Centre on Saturday 14th
September, and as you can see from
these fabulous images captured on the
night by Quikpix, it was an amazing .
event! The undeniable star of the evening . .. s rf  fof .
was 14-year-old Jackson Horton, who
spoke movingly about his experience supporting his dad Gr,
who was diagnosed with MND in 2015.

We're thrilled to announce that through the generosity of
sponsors, attendees at the ball, and everyone who placed &
on silent auction items, $245,000 was raised in aid of MND i
Zealand — one of the largest amounts raised by the event i '
recent years.

MND New Zealand relies almost entirely on the generosi
of the New Zealand community to meet our nancial needs.
We're humbled and grateful to receive this contribution, whi
will help us continue to provide our free, personalised servig
New Zealanders living with MND.

A massive thanks to the Grocery Charity Ball Trustees,
Events, everyone who donated auction items or their time t
help out behind the scene, and those who attended on the night

|

in support of MND New Zealand. Ty . .
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Earlier this year, MND New Zealand
Council member Jodie O’'Doherty
travelled to Sydney to spend Mother’'s | | =
Day with her mum Rose, who is living f\' ~
with MND. o

While there, Jodie attended “A Day
of Hope And Remembrance”, an event
hosted by MND NSW at the Soka Gakk
International Centre in Sydney Olympic
Park, along with her mum and other
family members.

Guest speakers included Dr lan Blair
from Macquarie University, who over 2
years ago travelled to the USA to help
lead the way in research that uncovere
the second gene related to MND.

Jodie had this to say of the day’s
events: “This event is held annually as i
way to remember those who have died
MND, but also to show hope and suppo
to those living with it. It is a great way tc
acknowledge current research projects .-
and celebrate recent breakthroughs. |
learned a lot about MND NSW and about ~
motor neurone disease from this event.® _ ¢
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We are excited to share a new

Reward way for people to support
MND New Zealand that costs

nothing and can even save you money!

Rewardhub is a new platform that turns online
shoppers into everyday heroes. Simply visit our page and
sign up (it's free and takes about 30 seconds), then shop
online from over 100 brands and retailers. Each time you
make a purchase we receive a donation!

More and more retailers are getting onboard with
Rewardhub, which features exclusive o fers that will save
you money on everything from broadband, power, mobile,
banking, KiwiSaver, fashion, travel, entertainment, beauty,
food, drink, and much more. With more than 60 brands on
board and the list growing each week, it’s an easy place to
shop.

So what are you waiting for? Head on over to
Rewardhub, sign up, and share our page www.Rewardhub
co.nz/mnd-new-zealand with your friends and family.
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At the age of 14, my heart broke as | sahair and tying his
on the couch being told that my father shoes; things that
and hero, Stephen Douglas Butcher, hadiere impossible
MND at age 54, with a life expectancy dbr Dad to do for

2 to 5 years.

We had noticed my dad’s speech
starting to deteriorate, but initially
doctors thought it was because of a

himself due to his
rapidly progressing
MND.

Having to help

minor stroke. A friend of the family who Dad, especially
is an ENT doctor suspected it was MNQalking through
and a neurologist soon con rmed it. a whiteboard
Being so young, | was clueless as to and iPad, really
what was going to happen and the realityoke me up to the
that my father was going to leave soon.fealisation that he
was in denial. Winyydad? was deteriorating
As time went on my mum, sister, andbefore me. Instead
| spent numerous days and nights in  of the usual “Love
the hospital — a place | now fear — with you to the moon
our hero as he dealt with breathing and back” at night,
di culties and stomach peg insertion. there was just
Through family and friends, we heardsilence, and it really
about stem cell treatment at the Dr Hinchit me.
clinic in Mexico. Although there were no  Since my father’s
guarantees it would work, we gave it a gliagnosis we have
As a family we wanted to make participated in the
memories, and we sure did! A highlight Walk 2 D’Feet MND
was a trip to America, where we visitedto raise awareness
Disneyland. | will always cherish the tim#or this cruel
we had, going on rides with Dad and disease and give

exploring. money towards the research to one daythere for important moments: teaching

By now, my life was very di ferent  nd a cure.

me to drive, being at my 21st, and

from the average teen-year-old girl's.  As a family we had t-shirts made in eventually walking me down the aisle.
| spent as much time as | could helping honour of my dad. Our rst walk was
with things like feeding my father completed whilst Mum and Dad were

MND took my dad, hero, and the man |
looked up to.

through his stomach peg, brushing his

in Mexico for his rst treatment. It was
special for him to know that from the
other side of the world, we were walking
for him.

One year and 24 days a ter he was
diagnosed, my father passed on the 25th
of September 2017. | was 15 when my
capable father was taken away from me,
a ter being trapped inside a body that no
longer worked.

My father was a strong, hard-working
man who loved all those around him
dearly. I'll always remember him as an
active man with a love for quad bikes,
and most importantly as the world’s best
dad who put his two girls rst, giving us
everything we could want including our
own playground at home and my rst
quad bike at the age of two.

MND changed our lives, making us
aware of something we never knew
existed: a disease | would never wish
upon anyone. | now go forth in life
knowing | will never have my fathertobe o>+, ~

-.0€,



%o, t-Z , T E..., f,
T P
ET€  Fe- T E,-
T o%tt, o f, ]
€, F % ¢, ...
€ ... * f, o €%
Y60,°@E, Z f*%of fE...
G, *.. I, €Fe
f, &t~, , %
€e €0 €F... €,- o7
A Z f'%of-i%o’e: T,’€
€t "€,eS

¢ €% ET

€ % 1%, f,..TE-

T «f€t, f,..1E- €.
.. «t, € o,

Sete”, "1, Z e %otte 77T,
of Z fe %E,..2€

CEe . %€, ... T o f
ZfETF™ o, .« €1..7€
f, .7 e €T, ...
€. 1€ .. €
e €L G, -

fefe€ ... f..f

. E- , "€ 0% € >
,\, AT’ 'f TMi.£§Z f'-
WEote .. € %€, ... 0 ™+£S€

FETf™ peeis €1 ™MSES |

€ %€, f, ¢, € .,
E, «-,E -, f ..f€,
foo GEe, ... of%t...

food &, %ot..., ...oof-
€ €.

£ et e f
v h

Yo * ‘f ,
ET€ o™ 7f, o f

T €e...¢ ¥ %€ € ...




%o -

WOt e f TMUES € f -

f€ €t |, €€ €

€ e of E, fET, ™M SES ¢
t e feo fte

) Eete . € %€, ... ..E f-
f€ €% |, €1€

€ o€ ..o ™SLZE €£-

«.% E,, , E£T€ E-£ f,

€e. €' ..o, Meef]

&, €12 f, ,..31 ... ... f f€! , €€ te-...€" € t,+° Eee %E,€ .17 7t of
€ fo Eote,...€ %o€,..8§™ ¢ | €%fZ t5 E Z f,.  fE-€t... o, — €%t ., ., ET", » ..
€£.7 1%f€..0, €0 " Ee...o Zo%0 £..., " €%o %o€T ..T7Z€ t t..., , %ot , Ybof T -

% o, %o e " &, f,..t" .2, % v oo f € fe EeteZ
%o oFe ,%t€,€ .17 .., E€%fZ ‘o of fET [%o€ L Ee, ... EE%E,, [, T of
Z€ %o €. f<E €€, ,...... Eeoo. T €. ™ foe..

-.o€'



o o (- o0

1 N ] ] ]
e ©o ([ J o0
€ ” ( L I I ] ’
, ET€ f€.. f. ff.... " €,, + f,
t2€ fE€'...E-€tE..""T, EF of fo... €1t-
S i ‘...,€...,Z‘...€%o%o ....... f, ’f %o€,€
L] y €l
e Tt o f , €%%o, ..... f %€, f.-

L. E, -2~ € F..2€ ), €€,f€ fT.ET..
€ . %€ , EEE€TET, 7, 7T, TeEe of o,
“%o€t..., , ETE€ o f, T- € €F £+..€-
- T MY A A Eote 7 e
€f Tt e I, € f,EE € %o,...* %ok, €
-

B € e Z fEife €. <o E -,
cf€e . L f e TE%o, e Oof.....e....%,...
€ ", €t...tte ..LZE f, o€, f 1,
‘...,€...,f¢' €.«

foftee.. f, <€ %ofet , , Et€ Te-
€ ..., €%f Ee... 1€, o112 f fE...<, TeE-
of , [LE. fe, €. TE€, . €.

e f

f.

' EE.

€ €EE €,

€%0%o, ... ...
fo oo

ET€ fETf ..., 2 [EE,

f'%of ciay CE'%o,...
foio. [, %€
Se o .



E€E€ f,fETf .-, %€ ¢, €1« , ", 7T,
of ¥ [€E€F T % te-f€E T ... € f,-
€ €< €t..EE ... ,%E,, T, of Z €

€, o €t,, (E -, €. flee. . €—.. .. ;o€
€%ofeE+ f€ €18

ce et Z e %ot fETFT e €12
f., €€ €7€ ¢ .., E1€, 7o

fo..€,  T€%o, € f,..€, ¢, €..€T o... %€t %ofETT, .Z
f€ <« , "t€%, ., fE€ ¢ [, %€ €t %o -0 €
Ete€, Z < €% ©
, v---€'.¢f ,A,(,Z”“A,AT, , € f, ,€
€tt, f.—.. .G, g, e fEeZ, %ot...,

, ETEZfEtf
Y e €17
£t€ € f,
tf-.. Zeo..,
. ETF f,
€E. €' Z€... 1t
€. ..., £E,...,
o... %o fETf<E ..
€%o ...... , ET€

f. Tt €. %1t Z
€.€..f, 7 fo-
.f€, T %ofETT, ,...
€ o.of . of f,
e, ., ETf f,
€ L efLLE e
fi
¥ o fe f, 5
€, , S

- t% , . f, € €. ... Etef, LE o
tZ€,% ,fEtf%E," ......o €F..., €EE>, -,
o %o te, . Z f oFt...€ ETFTe ...€E€ e, Feote,...
” %o€, ,,A, AT, 'f
€€...E €€+ 7
"€, eZf...f f€ Z€t.. €€,
o ETe T, fof, of fo €« F€€
E, €1 f, ff* €... €, ...1%%o,...... © €.,
1%f .1 € %o o, , o Ee f,TE,... ,
St ef Z€E ) %, fE .. f.
Cfe ETT fe e

€€ T E fo.

-0.€,



%ot €, fr., @, € €Fe, €. -€
feo €€ €. € .., of 7€ f-€,

o fr fF e f€EE €%, T,
€ fo,.., et [ €%o-€ 7 € € Te,

fL€ .t . f t.o feo. €,

f, € E.oETEZf fo t €f1
7€t cf€% Tt . fuo.e ...

€0 fLTET -, f%oe t.., 408 f %%, ... of

fo€ €t .02 .76 .. jea . tet-
€% <€+ €Tt [, € fE € €1e,

L Et, Ee G, | ET€ O fEE
€ri v L [ -1€,..1, .. €..0

FE .. 7, Yo ace
e %o ., otE T

JE, <, %ol .-, T o

fo)o€y %o . ET €

FL%f€ vooc f.7 ... %0 oo
e Yoo .. otf T, ™ €, € 1ot ‘85

E€te, fo..-€7 , €., %o %o, ... E<T f, . .

oTi T’ (,A'”,%o o<, T- (-€...A,%O'€T’... . f.,€’
t %o %o, .2 ,..€," " .., €€, , €'
et S Sow, TR o) Yo o ks

o €,€,, %o tTEC € T o %o ..ITE€Ee of
fooi%o€ ... [ %o€,, € .. of F,

€2 Ft e € "ETTeE «@E, %o€ , f-...9%0°€ ...
f.% .3t €+ " %o,...... € €%, ¢..tce......o ZETT,

fe%of .7 , f,° " ..., %f€ ,... |, TE...,
t,-F° f€ €if %o 2 f,",.. %0
yaen %o ... ‘Ti T,%of€ , >

§ 8 " s,

f no »

frorf f f

- f .

S E, - €e— of fe. T %o Z<%oEL..., e o" E,...

€%0%o,...... 'Ti ,‘ ” A, AT, T’CE' M f

Se f
T - Yotee- e

We've been busy this year providing
support for those with MND and
their families, whanau and health
professionals, attending events,
running awareness talks in the
community, and collating client
feedback for the recent hui.
During Awareness Week, Carol
and Jane were pleased to attend
“Cuppa Tea” events in their areas. Elise was
invited to speak on the Breakfast Radio show on Fresh FM. The
interview is available online by visiting https://www.freshfm.
net/Programmes, searching for “Fresh start Tuesday with
Wendy Andrews” and selecting the episode for June 18th. Elise’s
interview is about an hour into the programme.

Team members have also been running education sessions
for sta f at rest homes and private hospitals. The feedback we’ve
received is that by raising awareness of the needs of those with
MND, sta f in these facilities feel more con dent caring for
people with MND. Our clients also say they receive improved
care and understanding.

In August the team gathered in Auckland for two days,
focused on professional development. We spent time discussing
our service, what’s working, what we can improve, and the
di ferences between health services around New Zealand.

We also heard from a variety of speakers who provided us
with information and gave us a point of contact for concerns
that may arise. Getting the team together provides the
opportunity not only for professional development, but also for
peer support for team members, who are all based remotely.

On September 18th, Moira and | represented the support
team at the MND New Zealand hui at Parliament. | presented on
behalf of MND New Zealand and Moira and | both participated
in the a ternoon group sessions.

It was fantastic to see the enthusiasm of everyone who
attended, and we are excited to see the process of developing
national guidelines for the management of MND in New
Zealand unfold.
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Although New Zealand has a very high
rate of MND, public awareness about this
debilitating disease is low, with many
Kiwis completely unaware that it exists.
We're aiming to change that through
our annual MND Awareness Week, a
chance to come together as a community
and educate and inform the general
public about MND, helping them to
understand and support our mission to
improve the lives of people living with
MND and their families.
Held from the 17th to the 23rd of June,
this year’'s MND Awareness Week was
packed with lots of di ferent events held
in communities all over New Zealand.
The week started with the
exciting announcement of MND New
Zealand’s selection as Emirates Team
New Zealand'’s charity partner. The
announcement was screened on Seven
Sharp on Monday 17th June, and featured o
MND New Zealand Council member Gregd even one in Parliament! Whatan ° . ° %, So®
Horton. We're delighted to embark on  amazing show of support from allover * , + "'a 0. & -
this new partnership, which you can reathe country.
more about on the cover of this issue. It was wonderful to hear about so
A great way for people to get involve@nany people coming together over a cup
during MND Awareness Week is by  of tea, raising awareness about MND —
holding a “Cuppa Tea for MND” event, and raising funds to go towards our work.
which gets local people together to talk During Awareness Week the “Cuppa Tea”
about MND and how it a fects the lives efvents alone raised over $24,000!
so many New Zealanders. We really appreciate the e fort of
This year, over 30 “Cuppa Tea for MNIweéryone involved with organising and
events were held in communities acrossupporting these events all around New
New Zealand, from the top of the North Zealand. Your support is vital to helping
Island down to the tip of the South Islands continue to provide free, personalised
support to people living with MND and
their families.
In Auckland, we hosted “An Update
on MND Research — Homegrown and
Abroad”, featuring Dr Claire Reilly
presenting our 2019-2022 Research
Strategy, as well as guest speakers
Professor Chris Shaw, Dr Emma Scotter,
and Kerry Walker. If you're interested in
learning more about this, turn to page six.
If you visited our Facebook page
during MND Awareness Week, you
would also have seen an inspiring video
featuring David Seymour courageously appreciate the support and can't wait for
discussing his journey with MND and Awareness Week 2020!
his advice to people who have recently It's never too early to start planning.
received a diagnosis. Get in touch if you are interested in
Once again, a massive thank you to showing your support during MND
everyone who got out and about in theirAwareness Week 2020 (15-21 June 2020).
e % 8 local communities hosting events and Email: kate.dalders@mnd.org.nz.
f ., raising awareness of MND. We really
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This year we developed a new strategid
plan designed to set the direction for our
organisation for the next three years.

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 d

In order to develop the strategic plan
it was important to consider feedback
from our community, so we analysed
the ndings of the MND New Zealand
community survey and used this to help
shape the strategy (more on this on page
8).

The very high response rate to the

O

survey “means that the survey results can

be taken as a reliable indication of the

support needs of MND New Zealand’s commitment to ensuring that people
living with MND, as well as their carers
and families, receive the best quality
received though the community survey,support, as well as championing their
right to access the best healthcare
national o ce in Auckland in March to and social assistance throughout New
collaborate and formulate ideas, which Zealand.
Outlined are our strategic goals
The plan is designed to support not and priorities for 2019-2022. If you'd
only those living with MND today, but  like to know more, a copy of the full
also those who have yet to be diagnose8i{rategic Plan 2019-2022 is available on
our website:
https://mnd.org.nz/our-organisation/

clients.” (Point Research, 2018).
As well as considering feedback

the whole team got together at our

also contributed to the strategy.

as well as their carers and families.
It shows how we will maintain our
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Dave Waugh has been living with MND
for nine years and runs the Hawkes Bay
MND Co fee Support Group.

Diagnosing MND is a challenge, even
for the experts! | found the process
exhausting, and passed through various

support groups for MS, Parkinson’s, CIDP,

sharing local knowledge (e.g. DHB
parking, transport and hospital
appointments) to empower people
with MND to help themselves.

Being diagnosed with MND can be
daunting but keeping as active as
possible and remaining positive improves
the quality of life for people with MND
and everyone around them.

I have found being involved with the

and Guillain-Barre, until eventually | wastarted our MND Co fee Support GroupHawke'’s Bay Co fee Support Group a

given a de nite diagnosis and, of coursein Hawke's Bay as a way of getting
connected with MND New Zealand by together to look at:

attending a Walk 2 D’Feet MND event.

It was hard to meet others going
through the same things as me, and
nding useful information was also
di cult.

The MND Support Team, or as | like
to say, our personal angels, are busy
providing support to people with MND
and their families, so their time is limited,
and they can't be everywhere at once.

This is where MND support groups
are a great option, bringing into contact
those who would like to meet other
people with MND, present and past
carers, and any other interested patrties.

It's been almost two years since we

:t (1 1]

€T, €T ¢
1%t€ 2 f,, € 1%, ...

great way to meet others going through
the same experience as me.
encouraging Hawke’s Bay medical ~ Getting together over a cup of
practitioners to have a better co fee regularly to engage and support
understanding of MND and its variou§ach other, sharing local knowledge,
forms and to o fer integrated service§omplements the wonderful work of the
that MND su ferers need (speech ~ MND New Zealand Support Team.
therapy, physiotherapy, occupational It's also a great bonus to have ex-
therapy, personal care, respite care Carers regularly attending the co fee
etc.) group, as their knowledge and experience
providing a way for people living IS invaluable.

with MND to access relevant, useful  If you're located in Hawke’s Bay, why
information not come along to our co fee group? We

awareness and understanding of MNI§Ve to have you join us. To nd out more,

increase comfort
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RESEARCH UPDATE

The key to one day discovering a cure f@ealand’s MND researchers, current  Research Network since May this year.
MND is research. The NZ MND Researchsearch resources, and opportunities Lydia has a bachelor’s degree in chemical
Network was created in 2017 by Jayne of interest for students and researchersengineering and a master’s in biomedical
McLean and Dr Emma Scotter of the (grants, scholarships, jobs, conferencestngineering.

Centre for Brain Research at Auckland research events). Lydia’s research experience spans
University. It's designed to facilitate the  But who is the face behind the MND several elds, including testing clinical
interaction between MND biomedical Research Network? Meet Lydia EverhaiRI technology for cancer and cardiac
and clinical researchers, allied health  Originally from the United States, diagnostics, and developing therapies to
professionals, and other researchers whagdia moved to New Zealand late last treat blood loss a ter traumatic injury.
have an impact on MND in New Zealangear and has been managing the MND  In addition to being involved in

Still in its growth phase, the network, research, Lydia has previously worked
which is funded with help from MND in Operations Management for three
New Zealand, aims to stay connected years, and it is this unique combination of
with current members by providing skills and experience that has her ideally
more opportunities for face-to-face placed to lead the NZ MND Research
interactions, such as participation in Network on its exciting growth journey.
the recent MND hui and the upcoming There’s more to Lydia than just
inaugural MND NZ Research Conference. work, though! She enjoys a wide
Another key objective is establishing range of hobbies, including travelling,

a social media presence. Check out NZ powerli ting, dancing, and cross-
MND Research Network on Facebook and stitching.
Twitter! Welcome to Aotearoa and the New

On the network’s website, https:// Zealand MND community, Lydia. It’s
www.mndresearch.auckland.ac.nz, great to have you here!
you can nd a wealth of information,
including pro les of many of New i
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RESEARCH UPDATE

Grace Chen is a researcher based at the As the title eludes to, the paper
Centre for Public Health Research at examines the relationship between the
Massey University, where she has workeccurrence of MND and the occupation
since completing her Postgraduate of the person with MND. Grace said this

Diploma in Public Health (with about her research: “We have previously

Distinction) in 2013. reported the results on a New Zealand
At the moment, Grace is looking population-based case-control study

at occupational and environmental evaluating occupations as risk factors

risk factors for MND in New Zealand. for MND. The aim of this study was to

Her current PhD thesis will identify investigate the associations between 11

occupations, and speci ¢ occupational di ferent occupational exposure groups
and environmental exposures, that are and the risk of MND by using self-
associated with increased risk of MND. reported job-related exposures.”

Earlier this year, the rst paper 321 participants were selected for thstandardised questionnaire was used
and ndings, “Occupation and Motor  study, with the assistance of MND New to gather information on personal and
Neurone Disease: a New Zealand Zealand and hospital discharge recordsgemographic details, lifestyle factors

case-control study”, was published in and 605 population controls from the and a full occupational history with

Occupational and Environmental Medicielectoral roll between 2013 and 2016. Adetailed workplaces exposures. Analyses
were adjusted for age, gender, ethnicity,
socioeconomic status, education, and
smoking.

The results of the study indicate that
signi cantly elevated risks for MND
were observed for self- reported job-
related exposures to bres, fumigants,
animals and animal products, as well
as some chemicals such as fungicides,
insecticides, herbicides, and timber

preservatives
o While caution needs to be taken when
S f < ° - interpreting the study results, given
the lack of direct exposure measures,
o CE ndings are consistent with previous
results on agriculture occupations and
JoEfe €1 o f, T.TEe & . fE, fe MND risk. In the future, Grace plans to
Ot E W e, of f..o, £t€O© focus her research on exposures specic
o Vi%oe f [, %l [ fie€Ed et forceranjob tasks and doseresponse
i%oiém o€l Ko o e [E e If you'd like to nd out more about this
. research, a copy of the full report can be
f Tiew € f, €0 €770 e -, fZ found on our website under “Research
LS L2 f €0, €0 ETT-€%o%0TEs, ofT €, fio T €, News”, and Grace will also be speaking
coof € Ee at the upcoming MND New Zealand
CE e %otE, L. € 17 fETEGZET efeee €7 Research Conference on December 9th at
fe. fE€Z<f, o ... Tt,e Z ,..... €%, , the Cordis Hotel in Auckland.
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This year, several supporters have takeaf friends to raise even more awareness
on incredible challenges to raise both by taking on the Taupo Half-Marathon in

funds for and awareness of MND.
In May 2019, MND New Zealand
was a charity partner for the Rotorua

August.
A group of amazing young people
from Knox College participated in

Marathon. Over a dozen supporters toothe Dunedin Marathon on Sunday 1st
on the marathon challenge and raised September, raising $2,327 for MND New
over $1,500, while raising awareness byZealand!

displaying the MND New Zealand logo
around the course.

Taylah West caught the bug from theraised $4,662.25. Ben had this to say:

Ben, Matt, and Logan cycled the
French Alps during September and

Rotorua Marathon and recruited a groupiThe challenge went very well — great

™ .

times, great weather and amazing
mountains.”

Noel Child, Joe Whitelaw, and
a group of friends also recently
participated in the 5km challenge
at Auckland Marathon in October,
raising over $3000!

Thank you to everyone who has
taken on challenges in aid of MND
New Zealand this year. As well as
raising funds, increasing public
awareness of MND is incredibly
important. A lot of people are still
unaware of MND, and increased

3

awareness means an opportunity for
increased support of the work we do.
Get in touch if you, a friend, or
family member would like to take on a
challenge next year in aid of MND New
Zealand. Sign up to a run, walk, cycle or
even skydive as a New Year’s resolution.
We can provide support and resources
to help you make the most of your
experience. Email: kate.dalders@mnd.
org.nz.

In 2015 the ALS Ice Bucket
Challenge swept the globe,
signi cantly raising awareness
of motor neurone disease (also
known in America as ALS)
among the general public and
resulting in $115 million being
donated to the ALS Association
in the America. Pete Frates, a
former Boston College captain
who is living with MND,
initiated the challenge, which
involves dumping a bucket of
ice-cold water over your head.
MND New Zealand, in conjunction

The Corporate Ice Bucket Challenge.

to support people living with motor
neurone disease.
In the lead up to their drenching,

E

nominees and their companies have be@&irector), Murray Schnuriger (PwC

with Angel Street, have now launched fundraising in aid of MND New Zealand Managing Partner) and Andrew

and have so far raised the equivalent caSarpenter (TR Group Managing Director)
Director of Angel Street Marcus Gerbiclof supporting 15 families with MND for awill attend Walk 2 D'Feet MND in

came up with the idea, encouraging Kiwjear. Angel Street generously kicked o AAuckland at Mt Roskill Memorial Park on
businesses to raise awareness and fun@isndraising by donating $5,000 to MND 10th November to be publicly drenched

New Zealand and nominating the rst
three participants.
Nominees Calum Haslop (Go Bus

by a bucket of iced water!
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