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2019 Dates to remember:
 World MS Day - 30th May - # My
Invisible MS
 MSCD 50th Anniversary - Auction &
Walk - 7th September
 MS Awareness Week 15-21 September
 Annual Appeal Day - 20th & 21st
September
Disclaimer: The views and
opinions expressed in this
newsletter are those of the

Alexandre Demaria (from France) visited us recently
on his bike tour of NZ
raising funds for MS (AFSEP)…
(See more pics page 4) Please check out the rest of
his journey www.polarsteps.com
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MS CENTRAL DISTRICTS

Presidents Report...
This 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. Tracey Hall,
has made a suggestion that she will hold an Auction and 2km Walk around the square
in Palmerston North drumming up support for the Society! This is a great way to celebrate our 50th year, so perhaps others may wish to join her, or if you can help out with
donation of goods to auction? 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 to a new Committee Member elected this year, Lance Broad. 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.
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. 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. And of course many thanks to Ria for all
her support and help she passes to our clients within the Region.
Thank you for listening to me, I do wish you well for this year and beyond.
Take care out there

Ian Chadburn

World MS Day...coming up on the 30th May
Theme this year is... MY INVISIBLE MS….
Come and join us for
Afternoon tea!!
See page 4 for more details
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From the Field Work Office...
HI everyone,
So here we are in autumn and I have to be honest that I am very pleased, I
hate the hot weather! In April, we had a practical session on swallowing difficulty and we had a good turnout but I think we need to do sessions in other
parts of central districts. So if any of you in the Rangitikei and Horowhenua
areas know of some free accessible rooms we could have an education session please ring Carolyn.
I’m also preparing for our World MS day on Thursday 30th of May, the subject this year is “my invisible MS” so if any of you would like to come to the easy living centre from 12.30 pm and give a very
informal account of how your MS is affecting your life, work ,family relationships etc., that would be
great. People like to compare stories and coping strategies so please put your hands up! We provide a cup of tea and a bun, so well worth the time.
Recently I have had a few clients renewing their 4 Aminopyridine prescription. This is a drug to increase some PwMS’s walking speed, however it only works on some people and is therefore not
funded in NZ or the UK. Anyway when talking to these clients they all say that it not only helped
their mobility but also makes them feel more energetic and have less brain fog. I was sceptical, as
the drug was never intended for that purpose so I was surprised to find a paper written on the subject.

Positive effects of fampridine on cognition, fatigue and depression in
patients with multiple sclerosis over 2 years.
Firstly, to explain, 4 Aminopyridine is the active ingredient of the drug called fampridine and is in
the first instance prescribed by a Neurologist for a month’s trial to see if it helps mobility. People
with MS who have had a positive response to the drug have to fund it themselves, and as the drug
under the fampyra name is prohibitively expensive, they are directed to compounding Pharmacy in
Auckland who produce it under its chemical name 4 aminopiridine. It is sold for a fraction of the
price and is ultimately a bit more affordable for self-funding, though still not cheap.
The objective of the study was to assess the effects of PR-fampridine on cognitive functioning, fatigue and depression in patients with multiple sclerosis (PwMS).
Thirty-two PwMS were included in this trial. Their Cognitive performance was assessed in an openlabel (in which both the researchers and participants know which treatment is being administered)
and randomized double blind, placebo-controlled study (where participants are not aware of what
treatment they are receiving (researchers are also unaware in a double blind trial design) using a
comprehensive neuropsychological test battery as well as questionnaires examining depression
and fatigue.
RESULTS: They found significant improvements in cognitive measures assessing alertness, psychomotor speed as well as verbal fluency during open-label treatment with PR-fampridine. These effects of performance were paralleled by patients' perception of reduced fatigue. In addition, they
found positive effects of PR-fampridine on depressive symptoms. The researcher demonstrated
beneficial effects of PR-fampridine on fatigue in PwMS over a period of more than 2 years .The drug
responsiveness regarding cognitive performance and fatigue was not limited to walking responders.
….continued on next page...
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From the Field Work Office...
This would be difficult to assess here though as I am not sure that the current
prescribing guidelines would allow for a trial other than for mobility. Next
time I see a Neurologist I will ask the question!
There is another stumbling block in order to get access for trial of this drug.
As you & l are well aware people with Primary Progressive and Secondary progressive do not get to see the Neurologist and they are the groups that would probably benefit from
it.
In conclusion, I think this is exiting news but we have to be realistic in that it will not be funded any
time soon. You have to consider if the benefits outweigh the cost for you.
I will make thorough enquiries as to whether prescribing rules will now change.
I have included the link to the full research see page
https://www.google.co.nz/url?
sa=t&rct=j&q=&esrc=s&source=web&cd=2&cad=rja&uact=8&ved=2ahUKEwilw4TYofnhAhUaQH0K
HVlfDAoQFjABegQIChAF&url=https%3A%2F%2Fwww.ncbi.nlm.nih.gov%2Fpubmed%
2F29464379&usg=AOvVaw3xbwdh96nwQm47LmaWyFq1
That’s all from me for this time, let me know if you need a visit or help with anything...
Best wishes

Ria
Field Worker

Pics to the left
& right are of
Alexandre
Demarias visit
to MS Central
Districts on
17th April, with
Tracey Hall
plus CD staff.

MS CENTRAL DISTRICTS
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Events Page...


WORLD MS DAY — 30th May, 2019 and the theme will be # My Invisible MS.
Raising awareness of the invisible symptoms of MS and its unseen impact on
quality of life. Come and join us for a talk and some afternoon tea from
12.30pm at the Easie Living Centre , 585 Main Street, Palmerston North.



WINTER WORKSHOPS – with Ria, Field Worker
- Swallowing Brain Fog/ Continence & Pain Relief workshops
(Also coming to Levin, Rangitikei - watch in EOW Updates)
- Advanced Care Planning: Coming up in August.



MS CENTRAL DISTRICTS 50TH ANNIVERSARY — 2019!!
- Auction to be held at the fire station then a 2 km walk around town - $10.00
registration fee September 7th...more details in next newsletter...



2019 MS AWARENESS WEEK DATES - from 15 - 21 September with Annual Appeal over two
days this year being - 20th & 21st September.
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My MS Story...
In 1990 I began getting pain in my thighs while walking. I was doing a lot of walking
at the time so I decided to see my GP. He was not convinced that there was anything
wrong with my legs even after several visits. He was away for a while and had a locum who I told my story to. He immediately did a very thorough neurological examination and referred me to the hospital neurological clinic. I continued working full
time in a very busy job. A lumber puncture and MRI followed which confirmed the
diagnosis and this started my journey into M.S. At this time I began to visit the neurologist annually but was on no MS medication.
The next question was who else should I tell? As my symptoms were quite minor at
this time, I decided to tell my immediate boss, manager and the team I worked with,
along with my family.
I read everything I could find on MS. All the research said that MS symptoms were
individual and what one person had another may not.
I managed well in my fulltime job until I started to have falls. I fell right outside my
Managers office so was unable to hide my deterioration any longer. I was using a
walking stick at this time but continued to go for walks daily. After endless appointments with all sorts of professionals my Manager decided that I should leave work.
As I only had two years to go before I retired I was very upset and took a long time to
accept the fact that I wasn’t able to work. There were suicidal thoughts at this time
and rivers of tears.
I visited WINZ and was started on the dole. Despite my GP saying I was not able to
do any work their process was to go through the benefits. I found the process demoralising but finally I was put on the invalid’s benefit, as it was then. Fortunately I
had Kiwi saver, which I cashed in, and some financial help from my family, I paid off
my Mortgage. Yah. One stress off my mind.
I joined up with the MS society and attended the monthly meetings. If it was not for
the persistence of one of the members ringing me every month I may not have continued to attend these meetings. The field officer assisted me through the WINZ process and made this less harrowing.
….continued on next page...
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I was commenced of Fingalmoid medication which had to stop when I was 65. After
being on it for three years. These rules were Pharmacs rules. I am now no longer on
any MS medication.
Keeping as active as I can has been the key for me. I go to Aqua jogging three times
a week and frequent walks around my neighbourhood. My walking is slowing and I
use a stroller most of the time. I do passive exercises around my home every day. I
work twice a week with a volunteer group and continue with the crafts I have been
doing for many years.
As my journey progresses I use the M.S. group more and appreciate the support
they provide me with.
Tom….
MSCD member

A BIG CONGRATULATIONS
TO TRACEY HALL...
with her Stair Challenge on
30th March... Raising funds
for her Mastering Mountains
trip! Tracey is off to Machu
Picchu in May and we wish
her all the best for her trip!
Well Done Tracey!!

The Mastering Mountains Expedition’s Grant is open again for applications. In collaboration with Mastering Mountains and World Expeditions, MSNZ is proud to help people with MS to participate in an overseas outdoor expedition or adventure, achieving their dreams. Applications close 31st May.
Mastering Mountains and World Expeditions are working in partnership to make amazing and unique experiences possible for people with MS. World Expeditions has over 40 years of experience in providing responsible and exciting adventures for all skills and abilities, with a broad range of exciting and memorable adventures to choose from. For more detailed information, review our Grants page. (www.msnz.org.nz)

MS CENTRAL DISTRICTS
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Services Provided By MSCD...
Maintenance therapy programmes include:







Yogalates - Tuesdays, gentle workout with Leanne at MSCD, $5/session
Art and Craft Group - Thursdays at MS Society, with oversight from local artist, Rom
Massey Personal Training programme - weekly sessions at the School of Sport & Exercise
with final year Massey students during the academic year. Small charge.
Contact the MS Office or Field Worker for referral or for further information. Client assessments usually get underway in April-May each year.
Regional peer support groups, monthly or bi-monthly (Levin, Otaki, Feilding, Foxton, Rangitikei). Field Worker attends groups bi-monthly. Guest speakers can be organised.
The Gathering - regular social dinner at the PN Cossie Club plus speaker evenings at MSCD
from time to time.

You can also receive Weekly Email Updates from the MS Office about what classes and
events are occurring each week. If you wish to have your name added to the End
of Week Update contact list, please let the MS Office know.

Available to HIRE from MS Central Districts




We have available :
Wobble boards, Walkers, Elbow crutches, Manual Wheel Chairs, Shower Stools, Power
Chair, Adjustable walking stick, Alinker bike. 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.
This is a private fund available to all clients with MS who may require help meeting large costs such as heating and
power bills, private consultant fees, equipment, etc. It is a confidential service. For larger applications, additional
personal financial information may be required. A client may approach the Trust directly or seek the support of
the MS Field Worker.
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
Or:
The Secretary/Treasurer, MS Trust, c/o PO Box 194, Palmerston North 4440; jillybroom@xtra.co.nz
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Notice Board

Knitting Wool Wanted!

NEWSLETTER BY POST…

One of our members is knitting little woollen beanies for the
Neonatal Unit and Birthing Unit.

We now no longer meet the criteria set by
NZ Post to receive the Community Freepost envelopes. As a result, we will no
longer be able to post out the newsletter
and this will now be sent by email instead. A few exceptions will be made for
those living in rest homes and members
who don’t have a computer. If you currently receive your copy by mail and do
have an email address the newsletter will
be sent to the email we have on file... If
you have recently changed your email address please do let us know so you can
receive future issues our newsletter. The
newsletter is also available on our website www.mscentral.org.nz - under the
newsletter tab. We will also have hard
copies available for collection at the Office.

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.
Any supplies can be left at MS Central Districts,
Waldegrave Street, Palmerston North
or call 06 356 6278

Pics Page

Pics left & right
from the Social
BBQ in the
Esplanade on the
9th March 2019
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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 022 687 2033
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 with occasional
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
Masonic Café, 685 Queen St

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 & Dannevirke
…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Pop up Cafe

MS Office
06 357 3188

Occasional Meetings
11.00am, Fridays

.

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

Foxton Library - Te Awahou Nieuwe Stroom
22 Harbor Street, Foxton

Lance Broad
06 363 6101

Regular pop up meetings

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….

Rangitikei
Café, SH 1, Marton

Ann Lusher
06 327 6076

First Monday monthly
12 noon

……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………
……...
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DONATE...
Can You Help Us?
MSCD must annually raise over 80% of our income through donations, grants, bequests and business support. We are extremely
grateful for any donations received, as contributions to our society allows us to continue to provide much needed support, information and advocacy to improve the lives of
people and families affected by multiple sclerosis.

A Lasting Gift...
Many families have requested that donations be make to the Central Districts region of
the MS Society in lieu of flowers. We offer our thanks to all those who have made contributions as a symbol of friendship and support. Including a gift to MS Central Districts
in your Will can help those affected by MS and their families.
People leave bequests of all sizes and no gift is too small to make a positive difference.
Please seek advice from a solicitor and ask about a simple codicil rather than writing a
new Will. Please be assured that any Bequest will directly assist those living with MS
and the services that MSCD provides.

MS CENTRAL DISTRICTS

PAGE 12

MSCD Contacts
Field Worker - Ria Sapsford
Ph. 06 357 3188 Cell 021 8 00 643
Email: riasapsfordmmss@inspire.net.nz
Ria is available 3 days per week
(usually Mon, Wed, Fri) from 9.00am - 5.00pm
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, Tracey Hall,
Lance Broad.
Patron: Hon Iain Lees-Galloway MP
Office Manager / Newsletter: Carolyn
Soane

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-to-date 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. Build resilience.




