
This event is combined with 

MDA celebrating its 60th 

Jubilee. Tickets for the Jubilee 

dinner are $45 including GST 

for members and $86.25 in-

cluding GST for non-

members/health profession-

als. Dress code is formal/

cocktail. 

Registration for this is on the 

seminar website 

www.mda2019.org.nz.  

Saturday 3rd August 9am

-5pm at the Waipuna Hotel 

and Conference Centre, 58 

Waipuna Road, Mount Wel-

lington, Auckland. 

The 2019 Neuromuscular and 

Advocacy Seminar offers an 

exciting programme aimed to 

improve the health, well-

being and advocacy skills of 

individuals, families and wha-

nau living with Neuromuscu-

lar Conditions through re-

search, education and collab-

orative practice. 

The cost for the one day 

seminar including morning/

afternoon tea and lunch is 

$50 including GST for mem-

bers and $109.25 including 

GST for non-members/health 

professionals. 

For more information on the 

programme and to register 

go to www.mda2019.org.nz.   

As you can see MDA is cele-

brating its 60th Jubilee this 

year. I would encourage 

members and supporters to 

come to our seminar on the 

3rd August and the Jubilee 

dinner that night. MDA has 

heavily subsidised the cost so 

we hope to see plenty of 

members taking up this op-

portunity. 

The MDN AGM went well 

and our new committee are 

as follows: Chairperson—

Trevor Jenkin (2019-2021), 

Vice Chairperson—Mike 

Schneider (2019-2021), Sec-

retary—Joy Jenkin (2019-

2021), Treasurer—Andrea 

Clive (2018-2020). Commit-

tee members—Alex Heke 

(2019-2021), Lew Pulman 

(2018-2020), Chloe Hovell)

2018-2020, Melanie Hopley 

(2018-2020), Naomi Vailima 

(2018-2020), Yaz Dolbel-

Neville (2018-2020). Many 

thanks to our Pro Bono Ac-

countant Raema Inglis. 

Keep warm and well this win-

ter and please feel free to 

contact Trevor if needed. 

Chairperson@mdn.org.nz or 

021 267 4380. 
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From the chair... 

B U S I N E S S  N A M E  

Muscular Dystrophy Northern 
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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 

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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The next IBM support 

group meeting is on 

the 3rd September 

from 1-3pm at Rehab 

Plus, Point Chevalier.  

IBM Support Group 

Katie Noble Life Member 
Working alongside the 

MDA when we first started 

Allied Medical back in the 

early 2000’s, I was always 

impressed with the services 

that were delivered to the 

members around the coun-

try.  Whenever I was in the 

company of the team who 

worked there, I felt ener-

gised about what they were 

making happen.   

When the decision was 

made to centralise the or-

ganisation I put up my hand 

to join the Northern Re-

gion Committee and try 

and use my business skills 

to help them get up and 

running.    

We had a very able com-

mittee – Raema Inglis,  

Denise Ganley, Tim Demp-

sey to name a few and we 

set about renting an office 

and employing our first field 

worker – Joanna Bay-

lis.  We went from strength 

to strength and worked 

hard to ensure we had the 

funds need to support our 

organisation and ensure 

our services matched our 

member’s needs.   Some-

where along the journey I 

took on the role of Chair-

person for the Branch and 

stayed in that role for three 

terms. 

I made the call to leave 

when I knew that it was 

time for other people to 

bring their skills and experi-

ence to MDN to help it 

continue to grow.  Since 

then I have been a support-

er from the side-lines and 

am just delighted to see 

how the field worker ser-

vice has grown and events 

such as the family camp 

have grown to become 

established annual events. 

I was truly delighted when I 

learnt that I had been nomi-

nated to become a Life 

Member – an absolute hon-

our and I look forward to 

supporting MDA and its 

members in any way I can 

now and in the future. 

Katie Noble 

Katie is one of our new Life 

Members who will be induct-

ed at the Jubilee Dinner on 

the 3rd August. 

the benefits and challenges 

of hydrotherapy and sug-

gestions of things that could 

be of assistance in the fu-

ture such as “lift up” cush-

ions (rather than tilting 

cushions) and portable roll 

up ramps. 

Positive take home messag-

es were:- 

Think of the mental wellbe-

ing and care of carer too. 

Exercise- especially swim-

ming/hydrotherapy.  

Do what you want to do 

while it’s easy to do it. 

The benefit of stair-lifts or 

a one level home. 

The inaugural IBM gathering 

happened on 7th May 2019 at 

Rehab Plus in Point Cheva-

lier. 

5 members, at various stages 

of their IBM journey, and 3 

spouses gathered to share 

tips and experiences over a 

cuppa and cookie. High 

chairs were provided for 

members ease and the venue 

provided ample parking and 

easy access. 

Discussions ranged from 

members talking about the 

diagnosis and progression of 

their condition to aids and 

adaptions that have helped 

(or hindered) the journey: 

We are looking at this gath-

ering being every 4 months. 

Coffee, Tea and cookies will 

be provided; as will a table to 

rest your cups on (You are 

most welcome to bring your 

own drinking vessels if paper 

cups are a challenge).  

The next meeting is sched-

uled for 3rd September 

2019 from 1pm – 3pm at 

Rehab Plus, Point Cheva-

lier. You are most welcome 

to join us to share your posi-

tive tips and expand your 

social and supportive IBM 

network. 

Rachel Woodworth—

Fieldworker 

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  

Katie Noble—

Managing Director of 

Allied Medical and 

newly inducted Life 

Member of MDA. 

Freedom Appeal Month is 

September so look out for 

events, fundraising and 

more. 
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On May 23rd, I attended a first 

time event here in Auckland, the 

Assistive Technology Suppliers 

New Zealand Expo.  The expo 

had the tagline “Your choice, 

your control” and showcased a 

range of products designed to 

make life easier for people living 

with disabilities.   

There was a wide range of equip-

ment from small gadgets that add 

power to a manual wheelchair, to 

an alternative hoist that requires 

no electricity, to smart home 

technology that puts control 

back in your hand – or your 

voice, or your gaze-tracking switch 

system. 

There were also presentations on 

topics like the value of Bluetooth 

technology, types of seating, and 

power assist. 

The power of technology to im-

prove our lives is massive and in-

creasing all the time.  It’s wonderful 

to see the impact these advances 

can have on independence for our 

members with significant physical 

impairments.   

In particular the ability of artificial 

intelligence products like Amazon’s 

Alexa to allow someone with limited 

physical ability to fully control their 

environment by interfacing with 

home lights, doors, heating, TV, 

computer etc is very exciting to see.   

Technology is making all our lives 

easier and in the disability space 

there are huge advantages to making 

the most of it.  If you’re interested 

in learning more about some of 

these technological advances, be 

sure to come to the Freedom Be-

yond Limits: Neuromuscular Educa-

tion and Advocacy Seminar where 

we hope to have a session discussing 

some of these options. 

follow. Email Denise@mdn.org.nz 

to register your interest. 

Hamilton Coffee Group: 

This group is meeting again on the 

2nd Wednesday of the month at 

10.30am at Palmers Garden Centre 

in Rototuna. Next meeting 

Wednesday 12th June. New mem-

bers always welcome. 

 

MDN Family Camp: 

1st-3rd November at Ngaruawahia 

Christian Camp. More details to 

Complementary Therapies 

Day: 

We are looking at hosting a com-

plementary therapies day which 

would include treatments such as 

massage, vibration therapy, acu-

puncture and more. Please email 

Rachel@mdn.org.nz if you would 

be interested in either presenting 

or participating. 

LONGER required. Therefore, 

cards with an expiry date ap-

proaching DO NOT need re-

placing.  

All taxi operators have been 

informed and therefore drivers 

have been advised not to chal-

lenge any expiry dates on Total 

Mobility cards. 

If a customer would prefer a 

new card without an expiry 

date Total Mobility can issue a 

replacement. However, a replace-

ment fee of $10 will still apply and 

the customer will be without an 

active card for up to 30 days while 

a new Total Mobility card is pro-

cessed and created for them. 

MDN Fieldworkers can assist with 

any members needing a new card if 

Changes to Total Mobility in 

Auckland now mean that there 

is no expiry date for TM cards. 

As it stands there are cards 

with expiry dates showing 30th 

June, which is approaching fast. 

Although these TM cards will 

indicate an expiry date, the 

technology built into Total Mo-

bility cards has been amended 

and a replacement is NO 

Changes to Total Mobility 

News & Events 

“the power of 

technology to 

improve our 

lives is massive 

and increasing 

all the time” 



thies), or by a genetic mutation 

inside the cells (as in the muscular 

dystrophies). When routine tests 

measuring ALT or AST are per-

formed in people with neuromus-

cular disorders, these enzymes are 

often elevated in the blood, be-

cause the ALT and AST are leaking 

out of damaged muscles. But they 

can also leak out of other organs, 

particularly the liver. 

Liver or muscle? 

If a neuromuscular disorder hasn't 

yet been diagnosed, a doctor may 

be misled into thinking that a dam-

aged liver, not damaged muscles, is 

the source of the enzyme leak. In 

the general population, liver dam-

age is more common than muscle 

damage, so this assumption isn't 

too surprising. 

The careful physician will, however, 

investigate further. An enzyme 

called GGT or gamma-GT (gamma-

glutamyltransferase, also gamma-

glutamyltranspeptidase) is found in 

the liver but not in the muscles. If 

it's unclear whether the liver is 

damaged, a normal GGT level can 

help a doctor decide that it's not, 

while a high GGT level would sway 

him or her toward thinking it is. 

(That's far from the only test that 

can be done, but it's an easy and 

relatively inexpensive one.) 

CK (creatine kinase), also called 

CPK (creatine phosphokinase), is 

only found in the heart, skeletal 

muscles and brain. The MM form of 

CK is the type found in skeletal 

muscles, and it can be specifically 

measured when a doctor suspects 

a muscle problem. A normal CK 

level with elevated ALT and AST 

enzymes would sway a doctor to-

ward thinking there's a liver prob-

lem; a high CK with high ALT and 

AST levels suggests that some-

thing's going on in the muscle. 

So, doing additional enzyme tests 

after a general screen can help a 

doctor decide whether the high 

ALT and AST are more likely the 

result of liver or muscle damage. 

Of course, there could be a prob-

Elevated enzymes are a frequently 

encountered problem in general 

medical practice, but their meaning 

often isn't so simple to discern. 

When they're found with a neuro-

muscular disease, the situation can 

get complicated. 

What's an enzyme? 

There are thousands of enzymes in 

the cells in our bodies, where they 

act as catalysts for all the chemical 

reactions that take place in these 

cells. Without them, these reactions 

either wouldn't occur or would be 

too slow for the cells' needs. 

Many enzymes are normally present 

in the blood and can be measured 

there. When cells are damaged by 

disease or injury, large amounts of 

these leak out, causing blood tests to 

show that enzymes are elevated 

above normal. (You can roughly 

compare this situation to a car that's 

leaking oil. Leaks in many parts of the 

engine can have the same result: oil 

all over your driveway.) 

Where did it come from?

Measuring enzymes is only a clue to 

a possible diagnosis or problem, not 

a diagnosis in itself. An elevated en-

zyme level on a screening test should 

prompt a physician to look further 

into which areas of the body may be 

leaking enzymes into the blood, just 

as a good mechanic looks for the 

source of a car's oil leak. (In either 

case, finding the source is only the 

first step. The next steps are finding 

out why the leak has occurred and 

attempting to fix it.)Two enzymes 

often measured on routine tests are 

known as ALT (alanine transaminase) 

and AST (aspartate transaminase). 

ALT is found in the liver, heart, mus-

cles and kidneys. AST is in the liver, 

heart, muscles, kidneys, brain, pan-

creas, spleen and lungs. ALT is also 

known as SGPT (serum glutamic-

pyruvic transaminase), and AST is 

also called SGOT (serum glutamic-

oxaloacetic transaminase). 

In many neuromuscular disorders, 

muscle tissue is gradually damaged, 

either by an attack from the immune 

system (as in inflammatory myopa-

lem in both liver and muscle. (Your 

1982 Volvo could be leaking oil from 

both the oil pan and a gasket.) Some 

metabolic muscle disorders, such as 

acid maltase deficiency and de-

brancher enzyme deficiency, affect 

both tissues. And two diseases can 

occur in the same person. 

What damages the liver? 

A person at high risk for hepatitis or 

other liver damage, whether or not 

he or she has a neuromuscular dis-

ease, needs further attention fo-

cused on the liver, with the medical 

history and physical exam taken into 

account. Liver problems may occur 

in someone who's had blood trans-

fusions before 1990 (before modern 

hepatitis virus testing), taken drugs 

(prescription, over-the-counter or 

recreational) that are known to 

damage the liver, recently eaten po-

tentially contaminated shellfish, had a 

history of malignancy or recently 

been stabbed in the abdomen — 

whether there's a neuromuscular 

disease or not. 

The medications riluzole, used to 

treat amyotrophic lateral sclerosis, 

and methotrexate, used to treat 

inflammatory myopathies and myas-

thenia gravis, are among the many 

drugs that have liver-damaging po-

tential. 

Most of the time, elevated ALT and 

AST levels in people with degenerat-

ing muscles don't mean much, other 

than that these enzymes, along with 

CK, are leaking out of the muscles. 

(The high levels of enzymes do no 

harm in and of themselves.) But 

sometimes, depending on results of 

other tests and the person's history, 

they can mean there's trouble in the 

liver or even in another organ. 

That's where medical detective work 

is needed. 

"Simply Stated" is a Quest column de-

signed to explain some terms and basic 

facts about Neuromuscular Disease. 

Reprinted with permission from 

MDAUSA. 

Elevated Enzymes 


