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Welcome to the
Committee Members for the MSCD
Society elected at
the AGM in
March...
President: Ian
Chadburn
Secretary: Monica
Huisman
Vice President: Helen
Sutherland
Treasurer: James Boon
Committee members:
Maree Mander
Janice Avery
Peri Leader

Dates to remember:
 World MS Day - 30th
May, 2018
 MFML - 6 week course
begins Wednesday, 23
May, 2018
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Inside this issue there
is the AGM report from
our President on Page
2. If anybody would
like a copy of the
Financial Report , or
staff reports please let
Carolyn know in the
office.
A Big thank you to all
the members who
have paid their annual
subs for this year.
However, it was voted
at the AGM that the
annual membership

fees have now been
abolished. We are
now in the process of
re-wording our constitution to reflect these
changes. A second
motion in regards to
membership is being
discussed at the upcoming committee meeting.

We are accepting any
donations large or
small as this is what
keeps the society
going! If you haven't
already, check out our
website

WORLD MS DAY 2018
Come and join us for an afternoon tea
Where - at the EASIE Living Centre, 585 Main Street,
Palmerston North
When - Wednesday, 30th May at 1.00pm
This year’s theme is focussed on RESEARCH...come along and find out what
research is currently going on in the world…

Disclaimer: The views and opinions expressed in this newsletter
are those of the authors and not necessarily those of MS Central
Districts. MS Central Districts accepts no responsibility for the
accuracy of information contained in this newsletter.
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Presidents Report
PRESIDENTS REPORT AGM 24 MARCH 2018.
The past year has been one that has seen changes
to drugs for PwMS. These changes in part reflect the
lobbying to all parties concerned, by the Multiple
Sclerosis of New Zealand (MSNZ) Board, of which I
am pleased to be a member.
For the first time we now have access to a drug –
OCRELIZUMAB – for Primary Progressive Multiple
Sclerosis (PPMS). This is the first drug available for
PPMS and it reduces relapses and disability. The
drug has been approved by Medsafe and we now
await the application submitted to PHARMAC by
MSNZ for funding.
I am also quite excited by scientific research of MS
related issues that are advancing at an amazing
rate. Some of the topics at the moment are – the
role of cholesterol in myelin repair, resistance exercise therapy to slow progression and managing the
mental and emotional impacts of MS.
Recent advocacy work by MSNZ has realised that a
large proportion of people with MS in New Zealand
are not receiving a service that in many ways matches international recommendations of a good service,
nor do they know what a good service should look
like. As such MSNZ has developed a Project Plan
where the aim is to be able to demonstrate from
international recommendations:



What a good service is that people with MS
should be receiving





How New Zealand currently compares

Where improvements need to take place, and
What New Zealanders with MS should be demanding and entitled to.
Ria, our Field Worker has been seconded as a member of the steering group for this project, which in my
view is a recognition of the expertise and commitment to helping PwMS. Well done Ria.
MSNZ also responded to the Medicinal Cannabis
issue in the Parliamentary vote on the Greens Bill.
Following an MS board meeting MSNZ current position is:
MSNZ supports regulated cannabis-based products
for medicinal purposes being made available, free
and legally, to people with MS for the management
of pain and spasticity, on prescription from their GP
or neurologist. The Society recommends people with
MS educate themselves about the benefits and potential risks of any treatment option and make decisions in consultation with their families and primary
health care providers.
I believe use of cannabis in varying forms is an emotive and personal issue, I feel the statement by
MSNZ is a fair and reasonable one on cannabis use.
Following the very hot days over the last few months
the issue around keeping oneself cool arose. There
are many and different methods one can use to
keep cool.

The team here at MSCD sourced an item that
can be purchased at a good $2 shop called an
Ice Towel. One wets the towel, wrings it out,
shake it and hey presto! a very cold towel.
When it loses its coolness just shake again
and it becomes cold once more. We found the
cost is around $9.99.
Our fund raising is as always an issue for the
Society, as it is for other non-profit organisations. Carolyn is always seeking ways to secure funding for the Society. Attending two
recent seminars Carolyn found some different
and exciting ways to look at funding options.
We will hold a Committee meeting very soon
to discuss outcomes from these seminars and
the best way to move forward. Our thanks
must go to Carolyn for all her work around our
fund raising throughout the year which sometimes must be quite heart breaking not securing funds for the full amount requested or
even getting the request declined.
Next year is MSCD’s 50th year. We would obviously wish to celebrate this and perhaps the
annual appeal week would be an opportune
time to do this. We are open to suggestions
and will have a small subcommittee to look at
all options. From sausage sizzles to whatever
but we need to get out to the Community to
celebrate. Philippa has made a suggestion
that she will cycle around the whole region
drumming up support for the Society! I
thought she was joking but she’s not, so perhaps others may wish to join her. So let us all
please get involved in this and send any suggestion you may have through to Carolyn so
the sub Committee can evaluate them.
My very sincere thanks to our Committee for
their help and support throughout the year
and of course may thanks to Ria for all her
support and help she passes to our clients
within the Region. Philippa too has been a
great help in supporting Ria and assisting with
the new data base nearly fully developed and
my thanks to her should be recorded. James
our treasurer is of course not forgotten in our
thanks his views and comments in relation to
our budgets are invaluable to us.
I must also thank our Secretary, Monica for all
the work she does for the Society. I know Monica works with a number of organisations
where she is kept profoundly busy throughout
the year.
Thank you for listening to me, I do wish you
well for this year and beyond.
Take care out there
Fond regards to all,
Ian Chadburn

“Next year is
MSCD’s 50th year.
We would obviously
wish to celebrate
this and perhaps
the annual appeal
week would be an
opportune time to
do this. ”
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From the Field Work Office...
Hi Everyone
Well, a third of the way through 2018 where did the last 4 months go?!
I continue to support Carolyn and Ria
“from the back room” doing the odd jobs
no-one wants to do or perhaps has no
time for! Hence me standing in for Ria!
The start of the year has been especially
busy for her with lots of new referrals and
case work.
All Maintenance Therapy programmes are
now underway. The first Minimise Fatigue
Maximize Life course begins Wed 23rd
May, fully subscribed. There may be the
opportunity for a second course later in
the year, we’ll let you know.
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What can you do?
I am looking at doing my bit on my ebike to
raise some funds plans are still in their
infancy! I would love
others to come on
board and brainstorm
about how this might
work e.g. a cycle
event around the region, or smaller local
events which could
involve
everybody via different means of transport walking/ running/ wheelchairs... as well as
bikes. Lots of possibilities!!
So if you have any bright spark ideas or lightbulb moments about how to turn dreams into
reality, do get in touch!

Philippa
F W Support

How about this?!!

Next year MS Central Districts turns 50!! I
think we have the perfect occasion to
show we are serious about “helping ourselves” to remain financially viable but it
will require effort and positivity from everyone, not just one or two, to make things
happen.
MS Central Districts has been here for 50
years supporting people with MS; let’s
make sure the Society is a viable
organisation for another 50 years.

MS CENTRAL DISTRICTS
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Members stories….
I never expected to be diagnosed with an incurable condition.
In 2001, after what was, to me, an incredibly tragic separation event, I remember going to sleep and
noticing a strange feeling in my feet. They were cold; something that never happened when I lay down
to sleep. Over the next few years the unusual feelings in my feet began to increase to the degree that
the ability to do certain things was becoming less and less. This became increasingly noticeable so
that by 2004, after some prodding from family, I went to the doctor who sent me for a series of blood
tests. They came back with a very good report;
‘Great I thought; just showing signs of a bit of old age or builder’s back problems.’
The doctor wasn't satisfied though and sent me off to a neurologist to get a different series of tests.
This exposed a branch of medicine I had never given any thought to. Some very odd tests with electrodes et cetera, a couple of sessions in an MRI scan, and finally an attempt by a junior doctor to do a
lumbar puncture. After four or five unsuccessful try’s she sent me home and said come back tomorrow for another shot! Thankfully someone with a bit more experience was able to get the required fluid after only one go. At the end of all this I sat down with the neurologist who outlined their diagnosis
and the outlook…. Multiple sclerosis. Incurable and with your variety, primary progressive, untreatable! He then went on to say you had better think of a new career, (I was building at the time), because
the outlook is that you will most likely be in a wheelchair in five years time. “Really we can do nothing
more for you. Contact the local MS support group and learn about how people cope with multiple sclerosis” Phew. Head-spinning stuff…
‘I never expected to be diagnosed with an incurable condition.’
Life-changing…
So, began this interesting journey. I did stop building and after asking guidance from God, went into
selling real estate. Something I never dreamt I would do, but discovered I really enjoyed the whole
process. It is a people job and a service job, and it is satisfying to serve and help people with such a
major decision of their lives. By 2010 I had a walking-stick and was regularly falling over. Back in
2005 when learning from the neurologist of the outlook I had no concept of what it would be like to
be in a wheelchair and certainly, absolutely no desire to be in one, but by 2010 I was falling over every day and 25 yards was an insurmountable distance to think of trying to negotiate, I was grateful to
be given a motorised wheelchair through my occupational therapy team. It opened a whole new world.
With incredibly supportive people including, of course, my lovely wife, friends, work colleagues, occupational therapists and company support I was able to continue selling real estate until early 2018
when I made my last sale prior to retiring from selling.
The journey continues. One of the things that was beneficial right back at the stage of early diagnosis
was getting a hold of a book by George Jelinek called “Taking Control of Multiple Sclerosis.” While it
didn't relate to a lot of what I was experiencing and subsequently did experience it did give some
great things to do to maintain a healthier body and mind.
Better eating and better thinking. People regularly say to me how well I look. This intrigues me in
some ways. I'm sure I do keep excellent health but in general, probably have the abilities of many of
the more disabled people I see when visiting a relative at an elderly rest home!
One of the things George promoted in his book was some form of meditation to maintain a positive
outlook; essential when you have a debilitating condition such as multiple sclerosis. In fact, the battle
with depression is one of the major hurdles you could expect to face.
As a Bible believing Christian, it seemed like a good opportunity to try a more intense form of meditating. So early in the diagnosis I began to practice meditating on a passage of the Bible at least twice a
day for 10 minutes. The Multiple Sclerosis journey has been worth it for just that little gem! I feel so
enriched by those verses from God's word that it has dramatically lifted my thinking so that I can say
in these words…

MS CENTRAL DISTRICTS
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Members stories continued….
“16 Therefore we do not lose heart. Even though our outward man is perishing, yet the inward man is
being renewed day by day. 17 For our light affliction, which is but for a moment, is working for us a far
more exceeding and eternal weight of glory, 18 while we do not look at the things which are seen, but
at the things which are not seen. For the things which are seen are temporary, but the things which
are not seen are eternal.”
Not the journey envisaged because of a visit to the doctor for a blood test!.... But it is certainly helped
by many kind people and by looking beyond the immediate circumstances of a body not so slowly perishing, towards a brighter future.
Paul Clayton

Like most of you I have been suffering from extreme fatigue, pain, sleeping problem's and over
the last year liver function problems probably caused from drugs trying to relieve the above symptoms. For many months working with my Dr we tried to repair the liver function to no avail. A couple
of months ago I saw a ad for a free months trial of PXP Royalty purple rice, what did I have to lose, it
is natural, said to help with a few of my symptoms, sign me up!!!
The first week came with
a few 'detox' symptoms, little headache etc but I was starting to sleep better, awake more alert, my
every day little aches and pains were becoming less and less, the days of being so fatigued that I
couldn't get off the couch were becoming less and less. Six weeks later I was due to have a scan of
my liver to see how things were going, much to my surprise and the surprise of the lady doing the
scan a perfectly functioning liver, coincidence?
Well I now take PXP every morning and sometimes again at lunch, I haven't slept so good, I awake
ready for the day, I now take NO pain killers at all, my brain seems to have kicked into gear and my
fatigue levels have been greatly reduced. I do still have days of fatigue but nothing like before and
not for days at a time.
I asked my supplier of PXP if I could share my experience with you all and she told me that there
are other's taking PXP for many reasons from sleeping issues, depression, shift workers for extra
energy, people like you and me the list goes on.
If you have any interest or questions Cindy (supplier) would be more than happy to help you begin
your journey. Cindy Shaw pH 0274721867 or email her at missybee.cindy@gmail.com
Stewart Watson

If you liked reading these stories
please get in touch if you would like
to share your own story, it would be
much appreciated!

MS CENTRAL DISTRICTS
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PH 0800 779 778
Text 0274 192 742
FIND US ON FACEBOOK!
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Wanted...sub-committee members!
We need your help to keep MS Central
Districts financially afloat!
We want to form a sub-committee to help us with the fundraising for MSCD, especially as with our 50th anniversary
coming up in 2019.
So if you have an interest in the direction MSCD is going
and don’t want to be tied down to a monthly Committee
meeting every month then please get in contact with either our President - Ian Chadburn Ph
0223 083 053 or you can ring Carolyn in the office. We don’t only want people to come along
and give us their thoughts and ideas but to ACTION and HELP with their thoughts and ideas! So
if you are keen please get in touch now!
A bit of background… MS Central Districts has been going since 1969, beginning with a group
of families who were desperately seeking support for their family member with MS. The volunteers worked very hard to build the Society up to the point where it was able to meet the needs
of anybody needing support living with MS.

MINIMISE FATIGUE, MAXIMISE LIFE COURSE
The first 2018 course is about to begin at MS Central Districts,
51 Waldegrave St, PN
Dates - 9.15 am, Wed 23 May - 30 May - 6 June - 13 June - 20 June - 27 June
MFML is designed specifically for people with MS-related fatigue, facilitated by
Clinical Psychologist, Robyn Salisbury.
For enquiries about future courses, call the Office on 06 357 3188, 022 687 2033, or email
mmss@inspire.net.nz, or talk to our Field Worker.
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Notice Board
Knitting Wool Wanted!

YOGALATES
Held here at the society lounge room, in Palmerston North, weekly on Tuesdays, 10 -11am.
Instructor Leanne can modify for
those who wish to be seated
rather than on the floor.
Only $5.00 for members!
Phone office for details.

One of our members is knitting little
woollen beanies for the Neonatal Unit nd Birthing
Unit.
She has used all her donated pure wool
supplies up and is needing more wool!
If you have any knitting yarn tucked away in a cupboard, any donations of surplus DK or 4 ply pure
wool would be greatly appreciated.
Colour immaterial!
Any supplies can be left at MS Central
Districts, Waldegrave Street,

or call 06 356 6278

COSYCAR aims to provide a friendly, safe and secure
driving solution for people who are unable to drive but
need to go out and about.
Fortunately COSYCAR is here to help!

we’ll drive you there.

PH 027 664 2846 or
0800 40 10 20
Available to HIRE from MS Central Districts




We have available :
Wobble boards, Walkers, Elbow crutches, Manual Wheel Chair, Shower Stools, Light weight
foldable wheelchair (not self propelling), Power Chair, Adjustable walking stick, Please talk
to either Carolyn or your FW if you would like to hire any of the above…
Ph 06 357 3188 or email us at mmss@inspire.net.nz

Manawatu Multiple Sclerosis Charitable Trust
The object of the Manawatu Multiple Sclerosis Charitable Trust is to provide funding to members of MS Central Districts who require additional financial support for their endeavours.
The Trust endeavours to support all applications for assistance from people with MS and their
families.
For further information, contact your Field Worker or Office on any of the following: Ph. 06 357 3188
• 022 687 2033 • 021 800 643 or mmss@inspire.net.nz
The Secretary/Treasurer, MS Trust, PO Box 194, Palmerston North 4440; jillybroom@xtra.co.nz

MS CENTRAL DISTRICTS

Useful Information
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Websites of interest












www.msnz.org.nz – National website for Multiple
Sclerosis – also check out the MSSNZ on Facebook
www.facebook.com/mssnz
www.msif.org - World MS Federation with up-todate research news.
www.overcomingms.org
www.mssociety.org.uk
www.masteringmountains.org - Nick Allen's website
www.msfatigue.org.nz
http://carers.net.nz/
www.activemsers.org - designed to help motivate,
and inspire those with MS to stay as active as possible
Lumosity – www.lumosity.com — Web-base application that uses games to improve cognitive function
Happify.com—overcome stress and Negative thoughts.
Bulid resilience.

Condolences
Our Sympathy to anyone who may
have lost loved ones during the
last few months.
Some families have requested
that donations be made to the
society in lieu of flowers. We offer
our thanks to all those who have
made such contributions as a
symbol of their friendship and
support.

MS CENTRAL DISTRICTS
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Pics
A huge congratulations to
member Jessica Stalker
who won Gold Medals at
the NZ Special Olympics
Nationals in Wellington,
Nov 2017. These are
held every four years for
everyone in NZ. Jessica
won...
 Gold for the 15 Metre
freestyle & relay race
 4th in the 25m freestyle race
 5th in the 25m
kickboard
race
Well done
JESSICA!!
And...
Congratulations also on
turning 21!!

Pic below is the MSCD Yogalates group which
meets weekly on Tuesdays, at 10.00am...here at
the Society lounge room. Please ring the office if
you are keen to join as the class is very full at the
moment! If you are interested in joining this
group, please phone us ...PH 06 357 3188.
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Recipe
FEIJOA, CARDAMOM & APRICOT CHUTNEY
Makes approx. 11 375g jars
2kg feijoas, chopped (skin on)
1.3kg sugar
1kg apples, cored, chopped
1.3 litres malt vinegar
2 teaspoons cinnamon
2 teaspoons ground black pepper
15 cardamom pods, bruised OR 2 teaspoons Cardamom seeds
150g raisins
1 tablespoon salt
1 teaspoon ground cloves
500g dried apricots, roughly chopped (I used Pams baking apricots, which I think really make this chutney)
METHOD
Put all the ingredients in a large heavy-bottomed saucepan and bring to the boil. Reduce the heat and simmer for
approximately 2 hours or until the chutney has thickened to the desired consistency.
In the last 30 minutes of cooking, wash and dry the jars and lids and put them into a 100˚C oven for 30 minutes
to sterilize them. Once the chutney is ready, fill the hot jars with hot chutney and seal well with the sterilized lids.
The chutney will improve with time, though is also delicious eaten immediately.
Recipe supplied by the Chadburns
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Research News
Just a quick one from me this Newsletter. I have been keeping up with the research and I have
to say there are lots out there. I have also been asked by so many of you about different treatments that I hadn’t heard of and I access the official sites weekly, so I thought I would include
this paragraph from the MS Trust UK which is a reliable updating and education site for us
guys that work with PwMS. It just helps you to know what you’re looking for with new therapies
etc. I still subscribe to the adage that if you find something cheap and cheerful that makes you
feel better then go for it! But just be sure before you embark on expensive so called miraculous treatments.
Ria Fieldworker

How can I tell good research from hype?
The most important thing is to use reliable sources of information like the MS Trust UK. Other
sources may sound very convincing but may just be opinion, or someone’s personal experience, presented as if they were facts that will apply to everyone.
Watch out for anyone who says that they can cure MS. At present, there is no cure. Also, be
careful of people selling treatments or supplements and don’t buy anything which doesn’t
come from a trusted supplier as the alternative treatments market is poorly regulated.
It can be tempting to try an experimental or controversial treatment but the risks of harm, significant side effects and high costs should be considered. Try not to be pressured into something by well-meaning friends or family. If in doubt, have a chat with your MS nurse or GP.

Do your own research
If you find a topic of interest, do further research on the websites of the main MS charities. If
there’s been a breakthrough, they will be reporting it too. If they’ve not reported it, or have a
different take on the research, then consider what is being said very carefully. Look to see if
the research is at an early stage as it may be a while before it becomes available to everyone
and it may not get to that stage at all.
These questions can help you find out if there is any good evidence behind the claims:
 Have the results been independently researched and repeated by another group of scientists?
 Has the study been published in a peer-reviewed scientific journal?
 What do other experts in the field say?
 Has there been a clinical trial?
Is the treatment licensed? What is it licensed for?
MS Trust UK
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MSCD MAINTENANCE THERAPY SUPPORT GROUPS
Field Worker attends groups bi–monthly. Please ring MS Office for further details, 06 357 3188 OR 022 or the Contact provided.

LOCATION

CONTACT

DATE/TIME

Palmerston North
……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………...

Yogalates
MS Society

MS Office
357 3188

Weekly Tuesdays 10.00am

Art Group
MS Society

Therese Cox
06 323 8455

Weekly Thursdays 10.30am

The Gathering
MS Society

Delysse Kennard
06 359 0666
MSCD 356 3188

Monthly Thursdays 5.30pm
(Bi-monthly dinner alternates with a
speaker)

Feilding
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Feilding Lunch
Murray’s Irish Public House
78 Fergusson St

MS Office
06 357 3188

Third Wednesday monthly
12 noon

Levin
……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

Levin Coffee Group
HHC, Liverpool Street

Lance Broad
06 363 6101

Fourth Wednesday monthly
10.30am

Otaki
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Otaki Lunch Group
Riverstone Café, SH1

Sherryl Gray
06 364 6267

Second Tuesday monthly
12.30pm

Pahiatua
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

MS Office
06 357 3188

In recess

Dannevirke

.

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

Dannevirke Café Group
Red Sun Café

MS Office
06 357 3188

Occasional meetings
11.00am

Foxton
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Periodic Pop-up
180 Motuiti Rd, Foxton

Lance Broad
06 363 6101

Second Tuesday, bi-monthly
1.00pm

Rangitikei
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Rangitikei Lunch Group
Sugar Plum Café , SH1

Anne Lusher
06 327 6076

First Monday monthly
12 noon

Taihape
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………...

MS Office
06 357 3188

In recess

MS CENTRAL DISTRICTS
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MSCD Contacts

Field Worker - Ria Sapsford

Field Work Support- Philippa Russell

Ph. 06 357 3188 Cell 021 800 643
Email: riasapsfordmmss@inspire.net.nz
Ria is available 3 days per week

Cell 027 655 8573
Email: philippammss@inspire.net.nz
Philippa is available 1 day a week

MS Central Districts, P O Box 194, Palmerston North 4440 • Phone 022 687 2033 • 06 357 3188
• Fax 06 357 3072 • Email: mmss@inspire.net.nz • Website: www.mscentral.org.nz

The MSCD office is not attended at all times.
If your call is not answered, please leave your name, contact number & a brief message and we will
get back to you as soon as we can...
MSCD Committee members
President: Ian Chadburn
Vice President: Helen Sutherland
Secretary: Monica Huisman
Treasurer: James Boon
Committee Members: Maree Mander. Janice Avery, Peri Leader
Patron: Hon Iain Lees-Galloway MP
Office Manager / Newsletter: Carolyn Soane

Together we’re #strongerthanMS

