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2014 DRAWS TO AN END

Inside:

Four months into the role as MS Wanganui
Office Manager and I can happily say I’m
enjoying my work. There has been much to do
but it has been rewarding. I would like to thank
both Boards I have worked with for their support
and guidance. We can look forward with
confidence to 2015 and beyond because of all
the hard work these volunteers have so
generously provided. A Big Thank You to you all.

Pictured above the board of 2013-14. From left
Jane Young, Jo Foley, Audrey Fowler, Barbara
Clarke, James Hodgson and Jim Payne
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CLOSED FOR THE HOLIDAYS
From 19th December, 2014
To 12th January, 2015

President’s Message
It is with trepidation that I have taken on this role as even though I have
served on a board before I have never chaired. So bear with me all as it is a
whole new learning curve for me. Luckily I have my own Chair with Volunteer
Whanganui to advise and support as well as picking the brains of other
Presidents of other centres.
On that note I have always been up for a challenge and with our new Office
Manager as well as an exciting new board I think we can get MS Wanganui
on track and making waves in our community.
The Office Manager and I will be taking some time to visit MS Hawkes Bay and MS Central
Districts Offices to look at the systems that they have in place to see what we can adapt
and enforce to make the office as professional and smooth running as possible.
That’s all from me for the moment. HAPPY HOLIDAYS and I look forward to seeing you all
next year !!

Sandra Rickey
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WARNING!!!
Things NOT to say to someone with
a disabling chronic condition:

...but you don’t look sick
...everybody gets tired
...you’re just having a bad day
...it must be nice not having to go to work
...I wish I had time to take a nap
...if you got out more
...you’re just getting older
...if you’d get more exercise
...it can’t be that bad
...it’s all in your head
...you’re just depressed
...there are people worse off than you
...you’ll just have to tough it out
...you just need a more positive attitude
...this, too, shall pass

(I wouldn’t wish MS on anyone, but unless you get it, you just don’t get it)

New Board Elected

Donations
Please help us to assist those living
with
Multiple
Sclerosis.
Your
contributions are greatly appreciated.
Direct Credit payments can be made to:
Wanganui Multiple Sclerosis Society Inc
Westpac Account: 03-0791-0410267-00
(Please make sure you put your NAME
as the reference)
MS Wanganui is a registered Charity
and all donations over $5.00 are tax
deductible. We can provide a written
receipt on request.
Donations to MS Wanganui can also be
made at anytime through Spark
Foundations “give a little” website, there
are no fees with the site so we receive
100% of the donation you make. Just
go to :www.givealittle.co.nz/org/mswanganui
and make an online donation.

For MS Wanganui
On 9th October at our Annual General Meeting a
new board was elected for the Wanganui Multiple
Sclerosis Society (Inc).
Our new President is Sandra Rickey. Sandra is the
Manager of Volunteer Whanganui and has had
previous experience on the board of The Cancer
Society.
Our Vice President is Hamish Harding. Hamish is an
engineer with a wealth of governance experience on
other committees.
Our Secretary/Treasurer is Veronica Kapaiwai.
Veronica also has a wealth of governance
experience.
Our other board members are Barbara Clarke, Jim
Payne (both carrying on from the last board), Craig
Cawley and Jason Granville. Craig has been a
member of the society for some time and runs the
successful music shop “Gatshack”. Jason is a former
DJ with More FM who now runs his own adventure
tourism business “Take it Easy Tours” and is a
Wanganui District Councillor.
Our new Officers are young and enthusiastic and we
can look forward to an exciting year ahead.
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Dairy Free Ice Cream
Having peeled and chopped frozen bananas on hand
in the freezer means that these beautiful ice -creams
take just minutes to throw together.

Field Officer’s
Report
Hello everyone—Well another year has
gone by and it’s nearly Xmas again. I
guess one would say where has the
year gone and what have we done? For
myself I try not to think too much about
that and I start to make plans for the
next year. If I get through half of those I
am happy.
Any what has happened in MS
Wanganui?
We
have
a
new
enthusiastic committee and they have
some great ideas for fundraising next
year. That’s exciting and I’m sure some
of you will want to get involved. Just
watch Gary’s space, he’ll let you all
know.

Ingredients
• 2 ripe bananas sliced and frozen (for at least 8 hours)
• 2 tablespoons of liquid honey
• 2 tablespoons of cocoa
Method
Place banana, honey and cocoa and into a food
processor (not a blender) and blend. The mixture will
initially become flaky and you will need to scrape down
the sides of the food processor. Continue blending
until the desired consistency is reached. Serve
immediately.
 For Vanilla flavour replace cocoa with 1 tsp of
Vanilla Essence.
 For a nutty flavour replace cocoa with 2 tbsp. of
peanut butter.

We have a lady, Molly, a friend of our
society who would like to introduce art
classes for our members. If any of you
are interested please let me know.
We have some new members and have
lost a member this year. Aileen Forbes
who had been a member for many
years has passed on.
Don’t forget our library of MS books.
These are available for loan. Just call in
during office hours to have a look at
what we have.
Please remember our Xmas get
together at Devon Road Gardens on
the 18th December at 10:30am. Please
bring a Secret Santa gift to the value of
$5 for the present basket we share. I
look forward to seeing you all there.

Carol Hammond
Field Officer

Officers and Staff
Office Hours

President

Sandra Rickey

Vice President

Hamish Harding

Secretary/Treasurer

Veronica Kapaiwai

Board Members

Barbara Clarke
Jim Payne
Jason Granville
Craig Cawley

Office Manager

Gary Buckley

Field Worker

Carol Hammond
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Monday 9-12
Tuesday 9-4
Wednesday 9-12
Thursday 9-12
Friday Closed

Christmas Word Puzzle
Find and circle all of the Christmas words that are hidden in
the grid. The remaining letters spell a secret message.

ANGEL
BELLS
BETHLEHEM
CANDLES
CANDY CANE
CAROLS
DECORATIONS
EGGNOG
FAMILY
FRANKINCENSE

FRUITCAKE
GABRIEL
GIFTS
GOLD
GREETING CARDS
HOLLY
ICICLES
JESUS
JOSEPH
LIGHTS

MANGER
MARY
MISTLETOE
MYRRH
ORNAMENTS
POINSETTIA
SANTA
SHEPHERDS
SKATES
SLEIGH
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SNOWFLAKES
SNOWMAN
STABLE
STAR
STOCKING
THREE WISE MEN
TOBOGGAN
TOYS
TREE
WREATH

Reducing Inflammation and Improving Quality of Life
WHAT IS INFLAMMATION?
Inflammation is a normal and beneficial process that occurs when your body’s white blood cells
and chemicals protect you from foreign invaders like bacteria and viruses.

Chronic vs Acute Inflammation
If you have an injury or infection, inflammation is necessary to help protect and heal your body.
This is termed acute inflammation. Most people don’t realize that you need some level of
inflammation in your body to stay healthy, however it’s also possible, and increasingly common for
the inflammatory response to get out of hand and become chronic. In such cases there are often
no symptoms until a loss of function occurs. This is because chronic inflammation is low -grade and
systemic, often silently damaging your tissues. This process can go on for years without you
noticing, until a disease such as heart disease, cancer or autoimmune diseases like Multiple
Sclerosis, Ulcerative Colitis, Crohn’s disease or Rheumatoid Arthritis develop.

WHAT CAUSES CHRONIC INFLAMMATION?
Chronic inflammation can be the result of a malfunctioning, over reactive immune system, or it may
be due to an underlying problem that your body is attempting to fight off. Many of these “problems”
are actually due to an unhealthy lifestyle such as eating a poor diet, smoking, a sedentary lifestyle,
stress etc.

NATURAL WAYS TO REDUCE INFLAMMATION?
• Focus on eating a healthy diet. This includes avoiding proinflammatory foods like trans -fats, fried
foods, sugar and grains, foods cooked at high temperatures and oxidized cholesterol
• Get plenty of animal-based omega-3 fats by taking a high quality fish oil that are chock full of
beneficial omega-3 fatty acids. Omega-3 fat are precursors to mediators of inflammation called
prostaglandins. (In fact, that is how anti-inflammatory painkillers work, they manipulate
prostaglandins.)
• Increase Vitamin D levels by getting regular, appropriate sun exposure, or supplement with
Vitamin D3. Most people are not aware that vitamin D can have a profoundly dramatic impact on
inflammation as well as our overall health.
• Reduce grain and sugar intake from your diet. Elevated insulin levels are one of the most
important reasons why inflammatory prostaglandins are produced.
• Exercise regularly. Exercise is a great way to lower inflammation without any of the side effects
associated with medications.
• Have healthy outlets for stress and other negative emotions. High levels of stress hormones can
lead to the release of excess inflammatory chemicals, so be sure you use tools such as meditation
to help deal with your current stress and resolve past emotional challenges as well.
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Searching For A Cure For Multiple Sclerosis
There is currently no cure for MS, an autoimmune disease that causes
nerve degeneration leading to impaired vision and coordination and,
eventually, paralysis.
“The goal of our work is to find a cure for multiple sclerosis,” says
immunologist Dr Anne La Flamme.
“And if it is not possible to find a cure for all MS sufferers then we aim
for a treatment that will benefit the subset of patients with MS who do
not respond to existing treatments.”
Dr La Flamme, an Associate Professor in the School of Biological
Sciences, heads the MS research programme at the Malaghan Institute
of Medical Research, which is based at Victoria University. One branch
of her research is trying to understand the role of one immune cell, the
macrophage, in MS.
Macrophages, says Dr La Flamme, are multifunctional immune cells that are found throughout the
body and play a key role in mediating immune response. Her research suggests that altering the
‘mood’ or activation state of macrophages can alter the body’s immune response. This finding
could lead to new therapies that, rather than turning off the immune response —which is vital for all
sorts of functions in the body—redirects or rebalances it.
Another focus of Dr La Flamme’s work is on new drug therapies for MS. In one of several
collaborations, she is working with New Zealand biotech company Innate Immunotherapeutics,
which has developed a new drug that can be used to induce the human immune system to turn off
certain immune mechanisms that contribute to autoimmune diseases such as MS.
The drug, which has been approved for compassionate use—where an experimental drug is made
available to patients with no other treatment options—has already shown promise in the treatment
of secondary progressive MS, an advanced and aggressive form of the disease that does not
usually respond to treatment.
Innate Immunotherapeutics has completed a Phase 2 clinical trial to find the safest and most
effective dose of the drug. The interim results are encouraging —the drug was safe and well
tolerated by patients, many of whom showed improvement in MS -related symptoms. The company
is now planning a fixed dose randomised controlled trial in patients with secondary progressive
multiple sclerosis.
In a parallel project, Dr La Flamme is working with Innate Immunotherapeutics to figure out how the
drug works. “We know what the drug targets, but how that target then leads to a reduction in
disease severity is not clear,” she says.
“Once we know its pathway we can determine what might synergise with it. Is there another drug
that we could use to maximise the effect or is there a particular dosing regime that is more likely to
be effective?”

St John Health Shuttle operates between Wanganui and Palmerston North
Health Shuttle bookings should be made at least 24hrs before your appointment.
Please phone Citizens Advice Bureau (06) 345-0844 between 9.30am and 2.30pm,
Monday to Friday to book for health-related appointments.
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HEAT AND MS — SURVIVING THE SUMMER
Sensitivity to heat is a recognised symptom of
Multiple Sclerosis (MS).External and internal
increases in body temperature alike can cause
either a block or the slowing down of messages
moving along a nerve. This can temporarily cause
the symptoms of MS to become worse. Elevating
body temperature, even by ½°C, is enough to
have a dramatic effect.
Symptoms usually settle again when the nerve
returns to its normal temperature by resting or
cooling. Internal causes of increased body
temperature include fever and infection, having a
very hot drink, and menstruation.
External causes include hot weather and hot
showers or baths. Heat sensitivity is also closely
related to fatigue.
This article presents several tips to survive the
summer by avoiding increases in body
temperature.








Light colours are best, they reflect the sunlight
and stop you from heating up.
Wear cotton underwear, especially if you sit a
lot and if possible wear knee highs rather than
pantyhose.
Men should avoid nylon socks; cotton is much
cooler.
Choose light, open shoes or sandals.
Wear cotton nightwear. Lots of nightwear come
in synthetics which will make you feel even
hotter in bed.

Miscellaneous

Woman could replace their usual body
moisturiser with a cooling aloe vera after-sun
product. This will help lower your skin
temperature
 Many people report positively on the benefits
of wearing a cooling collar. They are available
from Koolnek Products Ltd (03 327-9909).
Food and Fluid Intake
 Keep up liquid intake to help the body cool.  Sleep on a feather or down pillow with a cotton
pillowcase. Synthetic pillows will retain the
Carry a water bottle whenever you leave
heat.
home.

Try using a chillow. This is a thin, soft, thermo Aim for at least an extra couple of large
regulating leather device that pops into your
glasses of cool fluid a day. This helps restore
pillow to cool it down. The Fishpond website
body fluids lost by sweating and will help the
often have them for sale.
fatigue that comes from heat. If you have
problems with your bladder, just take sips of Planning Your Day
water at a time, say 2-3 mouthfuls. Even  Use the cool of the morning and the evening to
sucking on an ice cube can help.
do essential chores such as meal preparation,
 Drinks with caffeine such as coffee and colas
household chores, and gardening.
increase the metabolic heat in the body and  Be aware of your particular reaction to
therefore should be avoided.
activities and heat; recording this information in
 Eat small meals and more often. The larger the
a diary can help you to discern patterns and
meal, the more metabolic heat your body
hence to plan your daily routine to avoid
creates breaking down the food. Avoid foods
overheating.
high in protein as they also increase metabolic  A cooling shower in the mid/late afternoon with
heat.
a short sit down period after works wonders.
 Try chrysanthemum tea, which is reputed to be  Cool down after exercise.
a cooling herb which clears the head.

Clothing








Wear a hat with a wide brim when out in the
sun.
Carry a small handheld portable fan when on
outings.
Wear a wet bandana around the neck.
Keep a face flannel in a plastic bag in the
fridge or freezer and place between your back
and the car seat; this is a great way of staying
cool while on the move.
Use cotton wherever possible for trousers,
skirts, shirts, tops, etc.
T-shirts are cool, easy to put on and off if you
buy a slightly bigger size; they also absorb
sweat, thereby keeping you cool.



Your Environment

Install air-conditioning in the home and car.
 Keep your bathroom cool.
 It is possible for you to control aspects of the
environment. Planning and making choices in
regard to heat management will help you to
stay as independent as possible and allow you
to make the best use of your energy


There are many websites that provide cooling
clothing or products. You can locate them easily
by simply Googling the phrase: cooling clothing/
products for people with MS.
All information is for the reader’s interest only and
does not constitute medical advice.
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A POSITIVE STEP FOR THE MS COMMUNITY

PHARMAC’s announcement that it will fund two
new treatments for Multiple Sclerosis has been
described as “a momentous day for thousands of
people” living with the condition by MSNZ Vice
President Neil Woodhams.

treatments more accessible and not restricted,
Mr Woodhams said.

PHARMAC is the New Zealand Crown entity that
decides which medicines and pharmaceutical
products are subsidised for use in the community
and public hospitals.

calm down the inflammation that causes
relapses, affecting both the rate and the severity
of the relapse.

It is essential, however, that people considering
these drugs have accurate information about
them and understand that extensive screening
After years of funding submissions, culminating needs to take place before commencing
in a campaign this year led by MSNZ, PHARMAC treatment.
has approved funding for two new treatments It is important to note that disease modifying
and increased access to those currently funded drugs do not cure MS but are designed to modify
for New Zealanders diagnosed with relapsing the course of the disease. They interact with
remitting forms of Multiple Sclerosis.
different parts of the immune system and help to

Currently, there are three drugs that are funded
“This is a big step forward for people with for use by PHARMAC in NZ. Some have shown
Multiple Sclerosis in New Zealand,” said Mr positive results in slowing the disability
Woodhams.
progression and lengthening the time before
“It means that many of those living with MS will secondary progressive MS develops. The
no longer be subjected to a level of disability remainder of the article will explore in detail the
before their treatment is approved… The majority two new drugs Fingolimod (trading as Gilenya)
of these people are young women, many of and Natalizumab (trading as Tysabri).
whom are mothers. Earlier access to treatments People who wish to switch from injectable
has shown to greatly reduce relapse rates and treatments to the new treatments must be
halt disease progression.”
assessed under the new criteria set out by
Biogen Idec’s Natalizumab (trading as Tysabri) PHARMAC as being 4 or less on the Expanded
and Novartis Fingolimod (Gilenya) will be funded Disability Status Scale (EDSS) by a Neurologist.
from 1 November 2014. PHARMAC has also
approved increased access to currently funded
treatments in today’s announcement and people
will be able to switch between drugs if one or
other drug doesn’t suit them.

People who are on injectable treatments before
November 1, 2014 and do not require switching
treatments will continue to be assessed at 5-5.5
on the EDSS.

As is the case with all medications, it is important
By also allowing general physicians to apply for to weigh the risks and benefits carefully. Talk to
MS treatments, PHARMAC have taken a your Neurologist/Doctor to determine if either of
moreperson-centred
approach
making these treatments is right for you.
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GILENYA

TYSABRI

How does it work?
A specialised type of immune cell, called a Tcell, is thought to be responsible for much of
the damage caused in Relapsing Remitting
MS. Gilenya, which is an oral tablet, acts by
trapping these T-cells from the bloodstream
into organs in the body called lymph nodes.
This prevents the T-cells from getting into the
brain and causing damage to the protective
myelin sheath, which causes the symptoms in
MS.
How effective is it?
A two-year study comparing Gilenya to a
placebo showed that it reduced relapse rates
by 54 to 60 per cent, and reduced disability
progression.
What are the side effects?
Gilenya is generally well-tolerated, although
some people may experience side effects,
some of them potentially quite serious.
Common side effects of Gilenya include
headache, diarrhoea, back pain, cough and
dizziness. These milder side effects affect
around one in ten people taking Gilenya.
When you first take Gilenya it can cause your
heart rate to slow down or become irregular.
This may make you feel dizzy or tired.
Because of the risk of cardiac toxicity,
international requirements are that the
administration of the first dose of this drug
requires careful in-hospital cardiac monitoring
for six hours.
Because this drug is in tablet form the drug
can be administered by you at home once it is
safe to do so.
Gilenya lowers the numbers of white blood
cells in your blood. As white blood cells fight
infection, you may find that you pick up
illnesses and infections more easily while
taking Gilenya.
Very rarely, Gilenya can cause a problem with
your vision, known as macular oedema.
People taking this medication will routinely
require a number of other screening tests,
including a specialised eye test known as
Ocular Coherence Tomography or OCT.
It is too soon to know about other possible
long-term side effects from Gilenya, but
people taking the drug are being monitored,
which should give a better picture for the
future.

How does it work?
Tysabri is administered by IV infusion four
weekly in either a hospital or a specially
designated clinic in outlying areas of NZ.
A monoclonal antibody that works in a
different way to injectable therapies, Tysabri is
an ‘antibody’, just like those found naturally in
the immune system (where antibodies help
fight infection). By attaching itself to receptors
on the outside of certain immune cells, Tysabri
prevents these cells from leaving the blood
stream and entering the brain and spinal cord
where, in MS, they can cause inflammation
and damage.
How effective is it?
According to Michael J Olek, Associate
Professor of Neurology at Loma Linda
University Medical Centre, Tysabri is twice as
effective as Copaxone, Avonex and Betaferon
in reducing relapses. Some experts believe
that Tysabri is more effective than any other
available MS disease modifying treatment and
therefore routinely use it early in the course of
RRMS, rather than reserving only it for people
who have a high level of early disease activity
or for those who are unresponsive to other
agents.
What are the side effects?
Most people taking Tysabri tolerate it well, but
there can be side effects, including a very rare
but potentially fatal infection called PML
(progressive multifocal leukoencephalopathy)
which is caused by a viral infection in the
brain. PML can cause severe neurological
symptoms, which may at first be mistaken for
MS relapses. Meticulous monitoring for this
rare infection will limit the incidents of it
occurring.
Monitoring also includes specialised blood
tests and regular MRI scans. All nurses will be
trained in administration of the drug and
infusions occur under the supervision of a
Neurologist or in regional centres by General
Physicians.
Common side effects include joint pain, fever,
fatigue, a runny or blocked nose, sore throat,
feeling or being sick, headache or dizziness.
During the infusion of Tysabri, and up to an
hour afterwards, some people shiver, or feel
sick or dizzy.
Around one in 25 people who take Tysabri
may have an allergic reaction to taking it.
People on Tysabri may be more susceptible to
infections, and should take measures to avoid
them, including applying good hand washing
habits and avoiding people who are sick,
when possible.
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The Top 10 Best-Selling
Multiple Sclerosis Drugs
Want a sure fire way to shake up a drug market? Introduce new medication options that make it
easier for patients to manage their disease. MS drug makers would know; their market is all of a
sudden full of them.
For one, a game-changing trio of pills is providing an alternative to injections. Novartis' Gilenya hit
first in September 2010, followed by Sanofi's Aubagio and Biogen Idec's Tecfidera. Two of those
three, Gilenya and Tecfidera, nabbed spots on our list of Top 15 drug launch superstars after
hitting the ground running. They're primed to keep moving up the food chain, too.
Then, there are new, long-acting meds like the 40-mg version of best-seller Copaxone, which hit
the market just in time for maker Teva to start converting patients ahead of a bumped -up May
patent expiration. With a Supreme Court appeal in its patent case set to begin soon, Teva's seeing
patients switch over to the new formula--injected
--injected thrice weekly, as opposed to daily - at a rate that
has so far both surprised and impressed analysts. Biogen Idec, too, recently snagged the FDA's
favour for its own long-lasting med, a follow-up to Avonex - dubbed Plegridy - that requires
injection only once every two weeks.
Drug makers are looking for more subtle yet significant ways to make their MS meds more
attractive to patients, too. Take Biogen's Avonex Pen, for instance, green -lighted by the FDA the
year before last. The Massachusetts biotech billed it as the first "intramuscular auto injector"
approved for MS and one it hoped would reduce "injection anxiety" and "pain."
1. Copaxone
2. Avonex
3. Rebif
4. Gilenya
5. Tysabri
6. Betaseron/Betaferon
7. Tecfidera
8. Ampyra
9. H.P. Acthar Gel
10. Aubagio

Printing of this newsletter was kindly donated by
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