
 

The annual MDN Family 

Camp (Ngaruawahia) was a 

great success and was our 

biggest ever. There were 

plenty of activities to keep 

everyone amused including 

the bumper boats, kayaks, 

heated pool, craft activities, 

model boats and more. Many 

thanks to Joy & Trevor for 

their input and for 

organizing beautiful 

Mother’s Day gifts 

for all the mothers. 

Thanks to PUB 

Charity and the 

Matakana Wine 

auction for funding 

this event. Photos 

by Nigel Shivas. 

MDN Family Camp 
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Contact Details: 

PO Box 300-429  

Albany, Auckland 0752 

Lion Foundation House, 

3 William Laurie Place, 

Albany, Auckland 

(09) 415-5682 

0800 636 787  

(0800 MDN Support) 

support@mdn.org.nz 

CC29049 

Join us on Facebook! 

http://

www.facebook.com/#!/

profile.php?

id=100000800815656 

Other MDN Events 
Wheels on Ice and 

North Shore coffee 

group. 

http://www.facebook.com/#!/profile.php?id=100000800815656
http://www.facebook.com/#!/profile.php?id=100000800815656
http://www.facebook.com/#!/profile.php?id=100000800815656
http://www.facebook.com/#!/profile.php?id=100000800815656
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“Before beginning 

this job I completed 

research into 

Duchenne Muscular 

Dystrophy that 

looked at the lived 

experience of 

families” 

New Fieldworker 

A Word from the Chair  
On the weekend 12th—
14th of May we had our 
first family camp for the 
year in Ngaruawahia and 
what a weekend it was; 
great networking for the 
adults and heaps of fun for 
the kids.  

Our camps are now getting 
bigger and bigger (we were 
full this time) so if you are 
interested in attending the 
next camp usually in No-
vember then get your name 
into Denise asap.   

We have our annual aware-
ness Freedom Appeal in 
September so please watch 
the Facebook page and 
website for upcoming 
events. Any help you could 
provide in terms of taking a 

box or any fundraising 
would be most appreciat-
ed. 

Our AGM went well with 
Paediatric Neurologist Gina 
O'Grady giving an extreme-
ly informative talk. Those of 
you who have seen our 
audited annual financials 
will have seen we did very 
well last year with a sur-
plus, thanks to Denise for 
all her hard work in sourc-
ing funding for our branch.   

I attended the National 
AGM in Hamilton which 
was also a great event with 
more great speakers and 
for those who don't already 
know I was elected unop-
posed as the Vice-
chairperson of MDANZ Na-
tional Council.  

This does not affect any 
other positions I hold, how-
ever as I am now an elected 
member on the national 
council it only seemed ap-
propriate to appoint a 
branch committee member 
as Northern rep on Nation-
al Council.  

I will still be the branch 
chairperson and Mike 
Schneider will join me on 
National Council.   

As usual if you have any-
thing that is concerning you 
or something you feel we 
should know don't hesitate 
to get in touch with us we 
are here for you and would 
love to be able to help. 

Trevor Jenkin 

mon to many people with 
neuromuscular conditions. I 
was very happy to be ap-
pointed as the fieldworker 
and I hope to be able to 
make a positive difference 
for our members.  

I had a lovely time at the 
recent camp. It was a great 
opportunity for me to meet 
some members and also to 
have fun joining in with the 
activities on offer. It was a 
wonderful weekend and I 
would encourage those 
who have not yet attended 
to give it go. I felt warmly 
welcomed into the organi-
sation. 

I have also found Denise  

Hi Everyone,  

I have been asked to intro-
duce myself to you all as 
the new Northern Branch 
fieldworker. Before begin-
ning this job I completed 
research into Duchenne 
Muscular dystrophy that 
looked at the lived experi-
ence of families. The re-
search has given me some 
background into the prob-
lems that families face as 
they battle bureaucratic 
systems to get equipment 
and services. It also showed 
how much people want to 
participate in their commu-
nities and be involved in 
everyday activities. These 
concerns seem to be com-

and Darian to be generous 
sources of knowledge and 
expertise who have patient-
ly helped orientate me into 
my new role. I know I still 
have a lot to learn but I am 
looking forward to finding 
out what assistance mem-
bers want and working out 
how best to offer this sup-
port. You might see me at 
Richard Roxburgh’s neuro-
muscular clinic at Auckland 
Hospital or at the Wilson 
Centre otherwise feel free 
to call me on 027 704 227. I 
cover central and east 
Auckland and the northern 
areas. 

Kate Longmuir 

M U S C U L A R  D Y S T R O P H Y  N O R T H E R N  

New committee for 

2017: Trevor Jenkin, 

Andrea Clive, Joy 

Jenkin, Lew Pulman, 

Michael Schneider, 

Rebecca Poad, 

Corinne King. 
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JST is a globally unique, UN-
accredited charity which utilises 
the adventure of tall ship sailing 
to unlock human potential and 

break down barriers between 
people of different circumstanc-
es - especially between people 
living with disability and the 
non-disabled.  

Our vessel, Tenacious, has voy-
aged over 18,000 nautical miles 
from Southampton UK to deliv-
er a programme of voyages in 
New Zealand. She has been 

built from the ground up to 
accommodate a crew where 
half can have a disability or im-
pairment of some kind and the 
other half is made up of people 
who are non-disabled.  

The aim of the JST is to encour-
age those living with disability 
to challenge themselves while 
having an adventure that is for 
people of all abilities and all 
ages from 16 upwards, and 

through this experience build 
their self-esteem and confi-
dence.  

This benefits all on 

board,  as the able-

bodied experience real 
inclusion and see be-
yond the disability to 
the person, 
challenging 
their precon-
ceptions and 
focussing on 
ability rather 

than dis-ability. 

A voyage with the JST 
is about joining in and 
getting involved in all 
aspects of sailing the 
ship, regardless of 
your physical ability. Whether 
you are a tall ship enthusiast, 
fair-weather sailor or complete 
beginner - we welcome every-

one.  

Don’t worry if 
you haven’t 
sailed before - 
most people 
step on board 
Tenacious with 
no experience of 
sailing a tall 
ship, so you 
won’t be alone. 

Tenacious' permanent crew will 
support you through all the 
tasks involved with sailing the 
ship. 

On board Tenacious, JST New 
Zealand are trying to create a 
microcosm of what we all think 
the world should be, an envi-
ronment where everyone is 
included, diversity is celebrated 
and one where everyone is a 
valued member of the commu-

nity.  

This is not an activity for those 
living with disability, it is an 
activity for everyone including 
those with disability. For every-
one on board, regardless of 
ability, it’s about the realisation 
of what’s possible. 

Check out our website for more 
details – www.jst.org.nz  
Our programme in New Zealand 
is open to all ages but will only 
be running between May and 
August this year so book now 
for the adventure of a lifetime 
with a crew like no other! To 
check out our voyages go to 
www.JST.org.nz/voyages. Con-
tact us now on info@jst.org.nz 

“A voyage with 

the JST is 

about joining 

in and getting 

involved with 

all aspects of 

sailing the 

ship, regardless 

of your 

physical 

ability” 

http://www.jst.org.nz
http://www.JST.org.nz/voyages
mailto:info@jst.org.nz


pendently in their own home, 

making a cup of tea, cooking a 

meal, to broader concepts like 

having a career and relation-

ships, or parenthood.  

There are many ways you can 

get behind MDANZ during the 

month of Freedom;  

Volunteer to fundraise for your 

local branch.  

Display one of our donation 

boxes in your workplace.  

Like us on Facebook.  

Share a picture or video talking 

about what freedom means to 

you. 

Challenge your friends and 

family to go without some-

thing they can’t live easily 

without – like electrical appli-

ances, their car, or mobile 

phone for a day – if they can’t 

they need to make a donation 

to your local branch or 

MDANZ.  

Hold a freedom party 

Buy a unique gift from MDANZ 

– we have limited edition Free-

dom merchandise for sale  

Who is the Muscular Dystrophy 

Association?  

Freedom beyond limits  

Support Kiwis living with neu-

romuscular conditions  

Freedom Campaign  

Celebrate Freedom with the 

Muscular Dystrophy Associa-

tion of New Zealand (MDANZ) 

this September, and help us to 

raise awareness and vital funds 

for local services.  

We will be launching our cam-

paign on Thursday 7th Sep-

tember, to coincide with Du-

chenne Awareness Day. We will 

conclude our campaign with a 

nationwide street appeal on 

Friday 29th September.  

Campaign Objectives:  

Raise awareness, Raise funds, 

Engage our members.  

We want to start a conversa-

tion amongst our members, 

and all New Zealanders, asking, 

“What does Freedom mean to 

you?”  

For our members these may 

well centre on everyday free-

doms that can easily be taken 

for granted, like driving their 

own vehicle, living inde-

MDANZ is a member-led New 

Zealand not for profit organi-

sation that provides infor-

mation and practical support 

to individuals and families af-

fected by rare, muscle wasting 

neuromuscular conditions.  

We are almost fully reliant on 

fundraising and donations to 

continue our work in the com-

munity.  

What are Neuromuscular Con-

ditions?  

Neuromuscular condition is a 

broad umbrella term that de-

scribes a variety of progressive 

muscle disorders, many of 

which are genetic and there-

fore impact families and wha-

nau. Symptoms can appear at 

birth or later in life. They can 

be unpredictable and there are 

very few treatments available.  

To find out more about neuro-

muscular conditions or 

MDANZ, visit www.mda.org.nz. 

September 7th—Duchenne 

Awareness Day. 

September 30th—LGMD 

Awareness Day. 
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