
 

is Oliver Groom. Sue has set up a 

give-a-little page. Please support 

us. https://givealittle.co.nz/

fundraiser/support-for-people-

living-with-muscular-dystrophy ‘. 

Thanks very much to Sue and 

Andy for raising over $2,000 

towards our next Family Camp 

which will be held 23rd-25th 

November at Ngaruawahia. 

Tour Aotearoa is one of the 

world’s great bikepacking trips: 

stretching 3,000km from Cape 

Reinga to Bluff. It follows a combi-

nation of cycle trails, tracks, paths 

and lanes connected by the most 

enjoyable country roads available.  

600+ riders undertake this ride 

each year and this year Sue Field 

and Andy Dowdle decided they 

would take part while also rais-

ing money for the MDN Family 

Camps via our Givealittle page.  

‘The most important aspect of 

our trip is that we are wanting to 

raise funds to help those living 

with muscular dystrophy. Our 

partner in this venture 

Tour Aotearoa 
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Contact Details: 

PO Box 300-429  

Albany, Auckland 0752 

Lion Foundation 

House, 3 William Lau-

rie 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 

From the Chair... 
The year is moving along very fast 
with quarter of the year gone 
already.  We have had a very busy 
few months with financial year 
end and audits which I must say 
have gone very well.  The Whan-
garei picnic was great, good to 
see and catch up with some of 
our Northland members, also 
great to catch up with some Wai-
kato members at the Hamilton 
Coffee group.  The Northern AGM 
will be held on the 15th April 
2.00pm at the National Office 419 
Church Street Penrose and it 
would be fantastic to see as many 

of our members there. We  
are also trying to set up a con-
nection so we can stream live for 
those that can’t make it.  We 
have a few events coming up 
over the next few months so 
please keep an eye on our Face-
book page, we also email where 
we can advising 
of events. 
That is about it 
from me, lots of 
behind scene 
work happening 
at this time of 
year but as usual 

with much pleasure in doing so. 
As always please feel free to 
contact me if you have any 
questions or ideas. Remember 
we are here for you the mem-
bers. 
Trevor Jenkin 
MDN Chairperson.   

Hamilton coffee group 

If you receive this in 

hard copy please 

give us your email 

address to cut our 

postage costs. 
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Pneumococcal 
Vaccines: 

There are two 
recommended 
pneumococcal 
vaccinations (Prevenar 
13 which costs approx 
$200; and Pneumovax 
23 which costs approx 
$70-80) which protect 
against different strains 
of bacteria that can 
cause pneumococcal 
disease and 
pneumonia.  Because 
cost is a barrier to 
having the vaccine, 
MDANZ has a 
reimbursement 
programme available to 
registered members 
who have a 
neuromuscular 
condition.   

See www.mda.org.nz 
for further details.. 

Preventing Winter Ills 
Winter is a dangerous time.  

While most people think of 

colds and flu as being a 

seasonal inconvenience, 

the truth is they can be 

deadly - particularly for 

those with a weakened 

respiratory system.   Every 

year we lose members to 

what starts out as a fairly 

innocuous chest infection 

but turns to pneumonia. 

So what can we do about 

it?  As Fieldworkers we 

monitor ourselves very 

closely to ensure we avoid 

being a source of germs for 

members.  We get annual 

flu vaccinations, stay away 

if we’re ill, and use hand 

sanitiser between visits.   

MDN members with neuro-

muscular conditions  need 

to be aware of how to pro-

tect themselves, particular-

ly if their chest muscles are 

weakened.  You could lock 

yourself away behind a 

moat for half the year and 

refuse to see anyone… but 

that’s not terribly practical 

and makes life a bit less 

fun! 

Many of our members use 

a cough assist machine, an 

inflating bag, or breath-

stacking techniques to help 

clear the lungs if needed.  

Talk to your respiratory 

physio about these if you 

think they could help.  

Better yet, of course, is to 

prevent an infection in the 

first place. 

Most people know that an 

annual flu vaccine is a prov-

en way to combat seasonal 

influenza.  Each vaccine 

offers protection against 

the most common strains 

of flu for the coming year 

and this is an excellent way 

to head an infection off 

before it starts.  It may not 

provide 100% protection 

against all strains of flu, but 

it is substantially better 

than no protection at all.  

Your annual flu vaccine is 

free for most members 

with a neuromuscular con-

dition and your GP can usu-

ally send you a reminder 

each year to come and get 

it. 

What a lot of people don’t 

realise is that there are also 

vaccines that offer protec-

tion against common forms 

of pneumonia.  Prevenar 

and Pneumovax are less 

commonly funded but 

sometimes are, depending 

on your level of risk so ask 

your doctor about this.  If 

not funded, the cost is usu-

ally around $80 for Pneu-

movax and $200 for Pre-

venar.  However, these 

vaccines offers protection 

for 5 years, so the cost of 

Pneumovax is around $16 

per year.  Well worth it to 

avoid an unpleasant hospi-

tal stay! MDA can help if 

required (see left). 

While nobody really likes 

needles, flu and pneumonia 

vaccines are one of the best 

ways to protect yourself in 

Winter.  Stay safe, every-

one. 

Darian Smith 

 

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  

Tune in to watch Ste-

ve McDonald in Coro-

nation Street facing 

the possibility of hav-

ing Myotonic Dystro-

phy and the implica-

tions for his family. 

Next Hamilton coffee 

group meeting is 9th 

May. There is no 

meeting in April. 



Access Filters for Airbnb 
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Airbnb has added a new set of 
filters to help travelers find ac-
commodations that are suitable 
for those with accessibility 
needs. Hosts will now have to 
indicate whether their rentals 
include things like an elevator, 
wide entryways, or roll-in show-
ers, and travelers can select a 

number of amenities they re-
quire to find the right place to 
stay. For hosts, Airbnb will offer 
descriptions of what exactly it 
means when the service refers 
to particular accessibility fea-
tures. For example, a “wide 
doorway” is defined as one that 
is at least 32 inches wide. Previ-

ously, the only accessibility fea-
ture was “wheelchair-
accessible,” which Airbnb said 
was vague for customers. Now, 
customers can narrow their 
searches down by features 
within each room of the house.  

so why not. Any further and we will 

need a month! Which leads me on-

to… 

Issue 2 – How long? We could spend 

ages there, but I need to be wary of 

how long I can be away from the 

comforts of home (electric bed 

mainly), so 2½ weeks it shall be. 

Issue 3 – Who is going to go with 

me? Mum and Dad obviously for 

support, but I think we will surprise 

my little sister Lucy. It would have 

been nice to have Austin there as 

well, but it would have been too 

hard to take the two us. 

Issue 4 – How will I get there? Flying 

is the obvious choice. Sitting in a 

plane for 12 hours is going to be 

very difficult with my scoliosis. There 

is a cruise between Auckland and 

San Francisco but that takes about 3 

weeks just to get there. I would still 

need to fly home anyway. Flying it is. 

Dad took me up to Air New Zealand 

to check out what seating is availa-

ble in the planes (thanks Tony 

Howe). We determined that the Sky 

Couch ($9,000) or First Class 

($25,000) is my only option. Sky 

Couch it is then. To have the sky 

couch, you need to buy out the whole 

row. Air New Zealand were great. As 

there was four of us, we could buy 

two extra seats for two sky couches 

instead of Mum, Dad and Lucy in one 

row and me on a sky couch (still buy-

ing two extra seats). Thankfully, we 

did get a bit of assistance from the 

MDA discretionary fund. 

Issue 5 – Getting around. I have heard 

from Roger Loveless that San Francis-

co is easy with public transport, but 

we also want to drive to LA and Las 

Vegas, so a vehicle is what we need. 

Dad has a lot of trouble with this and 

this is one of the hardest things to 

organise. Customer Service is not 

great in USA. They don’t like respond-

ing to emails, so Dad made a lot of 

calls at 4am to San Francisco to get 

one we need. We ended up hiring  

from Mobility Works a 2016 Honda 

Odyssey with side entrance and just 

enough head room. Lucy is way in the 

back amongst the suitcases! 

Issue 6 – How long at each place? It’s 

going to be full on, but we decide on 

3 nights in San Francisco, 3 nights in 

LA, 3  nights in Las Vegas,  

 

My name is Hamish Taylor and I 

had a dream of going to the States. 

I have Duchenne Muscular Dystro-

phy, so as you can imagine, this is 

not as easy as it sounds! First part 

was the planning. Get this part 

right, and the rest will be easy. I 

broke the trip down into several 

issues: 

Issue 1 – What do I want to see? – 

Easy. California is the place to be (it 

is also the closest part to New Zea-

land)! There I wanted to see the 

Golden Gate Bridge. I like buildings 

and structures and you can’t get 

much more iconic than this bridge. 

It is a long way to go just to see a 

bridge, so there must be other 

things to do. Google Maps is handy, 

so I worked out that Los Angeles 

(LA) is about 380 miles away. It’s a 

one-hour flight but I would have 

had enough of flying so driving 

would be way better. 270 miles 

from LA is Las Vegas so that is a 

must do as well. Lastly, the Grand 

Canyon is another two hours east 

Working on My Bucket List... 

Spinal Muscular 

Atrophy Family 

Day: Saturday 

14th April, 

11am-4pm, The 

Link 

Community 

Centre, Te 

Aroha St, 

Hamilton 



the Visa, with big thanks to the Security 

Guard (a kiwi no less!). 

Issue 9 – What will happen in an emergen-

cy? Travel insurance would not cover my 

wheelchair while it was in the plane or 

being used, but insurance companies still 

tried to charge me extra anyway! Same 

with health. I could be covered for any 

health concerns not related to my muscu-

lar dystrophy. A polite way of saying we 

will charge you, but not cover you! Dad 

ended up finding some travel insurance 

from USA and thankfully we didn’t need to 

call on it. 

All sorted, now we can go. The trip was 

planned just after my 21st, so instead of 

gifts, I asked family and friends to assist 

with the trip. It ended up costing $25,000 

for the 2½ weeks. Always more than the 

original budget!! 

This also meant we went in their summer. 

Las Vegas was having record temperatures 

while we were 

there. The 

hottest was 47 

degrees and 

even hotter at 

the Grand Can-

yon! 

USA is well sort-

ed for access in 

general. We 

took a portable 

hoist with us and my power wheelchair. 

We decided that bed baths were the way 

to go for me, so we didn’t need a shower 

commode and I could hang in the hoist for 

toileting needs. This worked well except 

for the room that didn’t have space under 

the bed for the hoist! Luckily, I am light 

and Dad could lift me to the bed from the 

sofa bed. 

The Golden Gate Bridge was celebrating 

its 80th birthday while we were there. No 

issues getting around there and crossing 

the bridge. Didn’t take any earmuffs 

though – the traffic is constant, and you 

another 3 nights in LA, and finish with 2 

nights in San Francisco. 

Issue 7 - Where to stay? Next big prob-

lem. Dad started on Trivago to get some 

ideas of places in San Francisco, LA and 

Las Vegas. Trivago is no good for book-

ing accessible rooms (handicapped 

rooms in USA), so then looked at each 

website of the hotels. He ended up on 

the Hilton website which had a ‘Chat 

Now’ option. In the next three hours the 

accommodation was booked through 

Hilton Hotels. It took an hour for the 

person to get what we were finally 

needing, but after that, it worked well. 

The person he was talking to would 

send photos of what each room was 

like, so we had a good idea when we got 

there. The only thing we forgot to look 

at was the ability for a hoist to go under 

the bed! 

Issue 8 – Visa. This was the major head-

ache of the whole planning. I tried for a 

Visa waiver but the first question asked 

if I was physically disabled, had a drug 

abuse problem or was likely to harm 

someone in the US. It is pretty obvious 

looking at me that I am physically disa-

bled (maybe the wheelchair gives it 

away?) so I had to tick Yes. I was de-

clined a Visa Waiver. Next step, apply 

for a visa. Once again, US customer ser-

vice is not great, but we managed to get 

an interview three weeks before flying 

out. It normally takes about 10 working 

days so shouldn’t be a problem. One 

week out and my passport and visa had 

not arrived. Can’t ring the Consulate and 

talk to anyone – no phone calls allowed. 

On the Thursday before flying out (the 

following Monday) Dad and I go back up 

to Auckland to get my passport back – 

with or without the visa. The security 

guard advises us that I would not be 

able to fly without the Visa as it is now 

in the system. Dad literally grovels with 

him about it being my bucket list trip 

and it works! 4 hours later and we have 

can hear them going over the joints! 

We went to Disneyland and Universal 

Studios. They cater for access users very 

well, although I couldn’t go on most of 

the rides for obvious reasons. It was great 

just to be there and see Lucy have some 

fun. At the Grand Canyon, you are not 

allowed to drive to the lookout points. 

Instead a shuttle bus is used – and it is 

wheelchair accessible! No problems 

there. Hollywood was nuts – so many 

people! Quite difficult to navigate the 

footpath and kerb ramps. They are just 

like in New Zealand – not lined up and 

just as smooth! 

We squeezed in a Baseball game – the LA 

Dodgers. Great venue. Just like Eden Park 

in terms of viewing, but a lot bigger! You 

also need to get to the game a bit earlier 

than we did. All the mobility parking 

spaces were full by the time we got there. 

This was just a normal game – with a 

crowd of over 50,000! 

Our last adventure was to the Sonoma 

Raceway for Nascar. Have I mentioned 

that customer service is not the best? 

They provide shuttle buses because they 

cannot walk more than 500m and the 

driver doesn’t know where he is going! 

Back home and the 12 hour flight was 

hard. I had stiffened up while away so it 

was uncomfortable on the flight home. 

But well worth it the experience. Glad I 

went, and now to think about what to 

add to my bucket list! 

Hamish Taylor 


