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A few words
from Ingrid
Our General Manager
I always enjoy reading autobiographical books of people
who have overcome challenges in their life, with the
Nelson Mandela story being one of my favourites. These
books I always found inspiring and positive telling the
reader to ‘never give up’. That’s probably why I love the
stories from our MS people, hearing what they are doing
and achieving. Check out Elaine’s amazing cycle journey
and Duncan’s Ocean of Hope experience.
I also love the World MS Day theme, ‘Connection’. MS
Auckland is all about connecting – whether it is through
events like the World MS Day, or through peer support,
support groups, hydrotherapy, yoga classes or with your
community advisor – connecting can play an important
role in healing.

The one thing I have never liked though is saying goodbye. I am deeply saddened to let you know that my time
at MS Auckland has come to an end. The decision was
not easy to make but my own health needs attention right
now, and as a strong advocate of good self-care I need to
walk the talk and take the time to look after myself.
It’s been a wonderful five and a half years and I thank
you all so very much for coming into my life and being
so supportive and kind. I’ll be finishing off mid-July,
but I won’t be far away. So, this isn’t really good-bye –
the German phrase ‘auf wiedersehen’ which translated
directly means ‘see you again’ is more appropriate. So Auf
Wiedersehen my lovely friends, may our paths cross again
soon. xxx

Thank you
to Nomad
Golf Club
Nomads Golf was first
established in South Africa
in 1960 and brought to
New Zealand in 1997.

Ingrid thanks Nomad Golf Members
tournament for their generous support.

One of the most important objectives with Nomads Gold
is the collective spirit displayed by all club members
towards raising funds for charitable purposes. Each
year a different charity is chosen, and MS Auckland was
thrilled to be the recipient of this year’s annual charity day
tournament event held earlier this year.

Location
MS Auckland office is located
at 5 The Strand, Takapuna
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Office Hours
Monday – Friday
9am to 5pm

after

their

MS Auckland will be receiving a brand-new Toyota Yaris
hybrid which will support the team in continuing their
valued work in the community.
MS Auckland is grateful to Nomad Golf Club and all their
members and supporters for their generous support.

Phone
09 845 5921

e-mail addresses
Ingrid@msakl.org.nz
Mark@msakl.org.nz

info@msakl.org.nz
Becky@msakl.org.nz

Events for
your calendar
Life Buoy for MS Fundraiser
Date:

Saturday 30th October

Gibbs Farm Sculpture Park
– Kaipara Harbour

Time:

1 pm start (doors open at 12:30)

Day:

Friday 24 September

Venue:

The Royal NZ Yacht Squadron,

Time:

10am to 2pm

181 Westhaven Marina
MC:
Special
Guest
Speaker:
Tickets:

Scotty Stevenson

Dr Siouxsie Wiles,
New Zealander of the Year 2021
$150/person
$1,500 for a table of 10

We are very excited to once again be holding our
annual fundraising dinner at the beautiful RNZ
Yacht Squadron.

Save the date. We will soon be able to start selling
tickets to join MS Auckland at the celebrated Gibbs
Farm Sculpture Park.
Gibbs Farm is a private property open by appointment
only. All proceeds raised are donated directly to MS
Auckland. Gibbs Farm does not charge an entry fee.
For more information on events and programmes
please visit our website – www.msakl.org.nz

Includes a delicious three course lunch, live and
silent auctions, a special guest speaker and a fabulous
time!
After the success of last year, the Life Buoy committee
is looking at making this event even better! We are
expecting another sell-out crowd.
Save the date: Tickets will be available soon.

Meet the MS Auckland
board members
MS Auckland’s annual general meeting was held on
the 25th of April. The new board is (from left to right):
Rupinder Singh, Jaci Stevenson, Maxine Pitch (vicepresident), Jan Hollway (president), Adam Bouman
(secretary), Donald Bowie (vice-president), Peter Wood
(treasurer), Maureen Wood and Peter Tutty. Absent from
the photo is Judith Herbert.
We welcome Rupinder and Jaci who are both new
members this year and Adam who joined us late last year
to fill the vacant secretarial role.
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From our
MS Community
Advisors

Written by CA Lesley Amosa and
Robyn Davis Kristensen

Managing the workplace environment
I met up with Robyn the other day and she told me how
wonderfully supportive her employer was when she was
diagnosed with MS in mid-July of 2020. Robyn is also
very lucky to have a supportive partner, Jamie.
She realises how important the support of others around
her can be, including that of her employer. She has been
working at Countdown in Pukekohe for almost four years
and knows how lucky she is that the business and the team
of people there have been so awesome.
I asked Robyn a number of questions and here is her story:

How does your employer support you in
managing your MS in your current role?
The senior team at my store have been super supportive
in their own different ways. I have a manager who
understands MS as he knows someone who was also
diagnosed. He will continually ask if I am ok and when
he sees me struggling, becoming fatigued or struggling to
walk he will immediately tell me to take a break.
Without saying a word, I have members of the team who
can see that I am struggling and will jump to my aid, even
driving me home if needed. I am very good at not telling
people I need help when I am struggling but that’s where
my managers and team members come in. Together they
make sure I have had my breaks and that I am looking
after myself. Also, if they need to, they will be my voice by
talking to management make them aware of any issues.
As a company they have been very accommodating to any
appointments that have been made at short notice. They
also take the time to find out how things are progressing
and if they need to help in any way.
However, I believe that the best way they support me
is that they don’t treat me any differently because of
my condition. I feel they are aware and they pay extra
attention but when it comes down to it, I am treated the
same as my other colleagues. By doing this they make me
feel in that moment like I don’t have MS.
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Robyn (centre) with her team of Countdown Pukekohe
supporters.

What helps you manage your stress/fatigue
levels in your job?
Like most MS people I have my good and bad days, and on
my bad days I just work at my own pace which is obviously
slower than my good days. I find that when I am starting
to over stress or get overwhelmed, I have a moment or two
in the chiller and for me that helps. I find that having a
management team that understands that I get fatigued and
that being stressed does not help with my MS is an added
bonus. So, they understand and accept, even reminding
me to go at my own pace and to take things as they come.

A number of people with MS are reluctant
to disclose their condition to their
employer. What made you decide to tell
your employer?
After I was diagnosed, my wife Jamie and I had a chat and
talked about telling work of my diagnosis. I was reluctant
to tell them as I didn’t want them to think I could no longer
perform my duties. However, together we thought it would
be for the best to tell at least my store managers and my
department manager so if it came to me not feeling 100%
they would have an understanding as to why. I am forever
grateful that I have an understanding team looking after
me.

Your Community Advisors

Tatjana
Ph 021 845 903

Luminita
Ph 021 959 187

Lesley
Ph 021 959 189

How did you disclose your diagnosis of MS
to them?
I had just spent almost a week in hospital so when I was
discharged, I asked to have a meeting with my store
managers and my department manager. I gave them a copy
of my discharge papers and explained what my diagnosis
was. Before much more was said my store manager asked
what they can do to help and what support they could give,
not only for myself but also for Jamie also. By having them
ask me that and by also showing a genuine concern for my
wellbeing, they made me feel more at ease, in turn making
it easier for me to disclose issues further with them.

What keeps you motivated in your role?
The people I work with. Knowing I work with a group of
people who treat me for the person that I am, not for my
disability, makes me want to work harder. Having a team
that respects me for who I am motivates me to prove to
them I am capable of continuing with the role I had before
I was diagnosed.

Neil Woodhams ONZM
Acknowledgment and gratitude

Jan Hollway.

Peter and Maureen Wood.

Doug Hains.

Erin Woodham and son Simon.

A special function was held on the 23rd of June to thank
Neil Woodhams for his many years working voluntarily to
better the lives of people impacted by multiple sclerosis
and to congratulate him on his recent Queen’s birthday
honour; the ONZM.

Speaking on behalf of MS Auckland, Jan also noted that
a thank you to Neil would highlight the broad brush of a
steadfast influence for good Neil provided, his determined
(some might say stubborn) commitment to get results and
his integrity and respect.

The 20 guests heard a few speeches which were followed
by a lovely and relaxing lunch.

Doug Hains, the chair of the Research Trust spoke next
describing Neil as a “no nonsense man that likes to get
things done”. He described how Neil first wrote the
blueprint for the Research Trust in 2004 and it was
established in 2015, eleven years later. He is certainly a
man of patience and determination!

Jan Hollway, president of MS Auckland spoke first. She
acknowledged Louise Reed, who had worked hard to
put together the submission and shared some of the
phrases that came through from letters of support for the
submission. These included:
“Never known a lay person so devoted and effective in
improving the suffering of people with neurological
conditions.”
“An award would be testament to recognition he
absolutely deserves.”

Neil also spoke and thanked everyone for their
contributions over the years. He made special mention of
a few people including Peter Wood, who has been the MS
Auckland treasurer for many years, Dr Ernie Willoughby
who recently retired after 45 years of practice and MS
Auckland ambassadors John and Lorraine Street.
He concluded by saying “there is still a huge amount of
work to do”.

“A more deserving candidate of recognition of
public service would be hard to find.”
“Unrivalled knowledge of MS and is able to use this
for the benefit of people with MS throughout NZ.”
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Your average Kiwi bloke

By Ingrid Minett

John Tooman remembers his mother
with a gift in his will to MS Auckland

John Tooman
(right) doing
what he loved:
helping others.

We were so very fortunate to get to know John because
of the regular donations he made to MS Auckland. He
was happy to be phoned and thanked for his generous
contributions and let us know that the donations were in
memory of his mother who passed away with MS in 1969,
at the young age of 52.
John also let us know that he had made a will which
provided firstly for his sister and then for three charities
of which MS Auckland was one.

She was the youngest person in a hospital for the elderly.
John appreciated the work of MS Auckland in providing
support for those affected by MS and through his will
wanted to support us in continuing our work into the
future, giving families the help and support that his family
unfortunately never received and so very much needed.

It was lovely for us to be able to connect with John while he
was still alive. He passed away suddenly last July, shortly
after his 71st birthday, from a tragic cycling accident early
one morning on his way to his volunteer job with Riding
for the Disabled.

John never married and was loved by all who met him. He
is described by everyone as being an incredibly kind man,
always with a kind word and ready to help anyone in need.
Since his retirement he volunteered every Tuesday at the
Hunua ranges doing pest control. It was very hard work,
but he loved it. John’s ashes, as per his specific request in
his will, were scattered at Hunua ranges. Rest in peace,
dear John.

I met with his older sister, Dianne, who let me know
that she was just 22 and John only 19 when their mother
passed away. John was very traumatised by his mother’s
illness, especially in the later stages of her life, and then
by her early death. In those days there was no support for
his mother or for the family. Their father also didn’t know
who to handle things emotionally and couldn’t cope with
his wife’s MS.

If you would like to talk to someone about leaving
a gift in your will or would like more information
on how to leave a gift in your will please contact
Mark in our office on 09 845 5921 or visit
our website - www.msakl.org.nz/leave-a-gift-inyour-will

When their mother became paralysed, Dianne was the one
that looked after her. It was very hard on their mother,
who was always a very independent woman, to be so very
dependent on others. Eventually she ended up at the age
of 50 at Cornwall hospital which was by Cornwall Park.
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By leaving just one percent of your estate to MS
Auckland you can make a big difference in the
lives of people affected by MS, while still ensuring
your loved ones are looked after.

From our
MS nurses
Vitamin D: are you
getting enough?
You may have heard about Vitamin D supplementation
in multiple sclerosis. Many of you in fact will be taking
Vitamin D, possibly daily or fortnightly or a combination
in between.
Vitamin D levels has been of considerable interest in
relation to MS for some years now and getting enough sun
and Vitamin D is one of the seven steps in George Jelinek's
Overcoming Multiple Sclerosis program. This is an area
of ongoing research and more is being learnt as time goes
by. The exact relationship between MS and Vitamin D is
not fully understood but lower Vitamin D levels have been
associated with a higher risk of developing MS and low
levels linked to MS relapses.
Vitamin D is a fat-soluble vitamin that we need in our
bodies for optimal calcium, magnesium and phosphate
absorption. We need calcium for our bone health and
strength and it helps the function of our brains, heart
teeth and lungs. Our bodies naturally convert UVB rays
through our skin into Vitamin D3. This is considered the
most effective way of boosting blood levels (normal range
is between 50-100nmol/l).
Sun exposure is the most effective way to boost Vitamin
D levels. Sunshine in NZ, especially over winter and
if you live South of Nelson/Marlborough is not strong
enough to generate enough Vitamin D through our skin
so supplementation is recommended. Dietary sources of

Fiona d’Young and Nazila Samadi
Multiple Sclerosis Nurse Specialists
Auckland City Hospital
Email – msnurse@adhb.govt.nz
Phone – 09307 4949 ext. 25885#

Vitamin D to consider are oily fish, dairy products and
eggs.  Some foods have Vitamin D added such as plantbased dairy substitutes for those on the OMS diet.
While Vitamin D can be gained through diet this pales
in comparison to the mighty 20,000iu that 20 minutes
in the sun can give. More skin exposure for less time is
the key as each unit of your skin has a capacity to make
Vitamin D and when that unit is 'charged' its full so the
larger the area of skin exposed gives the bigger nett of
Vitamin D. Being sun safe, especially with our harsh sun
is important. So, always remember to expose skin outside
of the advised burn time.
The NZ 2008/09 adult nutrition survey showed five
percent of adults in NZ have a Vitamin D deficiency and 27
percent of us have a lower than recommended blood level.
We have been so sun smart and understandably worried
about melanoma that this may well play a significant role
in lower levels.
If you see your GP you will be prescribed 1.25mg cholecalciferol fortnightly which is enough to put you in the
therapeutic range however there are options for daily
doses and you can buy Vitamin D at the supermarket or
online at places like www.iherb.com.
For a comprehensive overview of Vitamin D in multiple
sclerosis I would recommend you listening to an excellent
podcast with Dr Conor Kerley - Episode 9 https://
overcomingms.org/resource/podcast/episode-9.
He provides informative and practical advice on all things
Vitamin D related.
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Volunteer
Profile:
Ross Middleton
You may have noticed that Multiple News this year has got
a little sharper and cleaner. Well, that is thanks to Ross
Middleton who started volunteering for MS Auckland late
last year.
Ross has been semi-retired for a while now but finds that
knowledge and experience do count for something and he
often finds himself busier than ever!
Yet in saying that he has been looking for ways to use his
skills outside the parameters of paid employment and was
keen to give back to society. MS Auckland being one of the
smaller, local charities appealed to Ross as his help would
have a direct impact.
The timing was perfect and once we believed our luck, Ross
felt his way in our last issue for 2020 and then got stuck
into March’s Multiple News, bringing it into a sharper,
more professional publication that he hopes is eminently
readable and something MS Auckland can be proud of.
Ross has many skills, words being his forte along with a
wealth of experience in magazine publishing and editing,
and has taken the Multiple News under his wing; for this
we are very grateful.
Six snappy questions with Ross:

If you had to be shipwrecked on a deserted
island, but all your human needs such as
food and water were taken care of, what
two items would you want to have with
you?
Hmmm, I’m on an island, surrounded by water, so one
of my paddle boards; probably the fibreglass/bamboo
veneer one rather than the inflatable. Wouldn’t want to
get a puncture fishing on the reef!
I would need books so a suitcase full of them would be
great but I feel you want to pin me down to one so I would
have to go for a time-filling maximum bang which would
mean the massive compendium of the works of Billy
Shakespeare which I have had since my youth.

If you had to eat one meal every day for the
rest of your life, what would it be?
I spent the lockdowns with two chefs, one Italian, so I
am horribly conflicted here. They are going to diss me for
saying steak, chips and salad!
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Rosco heads out for what he euphemistically calls a
‘dawnie’ at Uretiti.

What is your favourite book?
I watch little television or other visual entertainment and
usually read at least two or three books a week, depending
on workload, so choosing one is next to impossible. My
comments previous notwithstanding, it would have to
be The Star Rover by Jack London. Ostensibly it is about
social justice and the iniquities of prison systems, but for
me it is about opening up the mind and letting it fly free.

If you could pick up a new skill in an instant,
what would it be?
I am fascinated by civil engineering and in particular the
complexities of highway design and construction.

What is your favourite place you have
visited?
Can’t do only one sorry. Uretiti which is where my heart
is, Noosa where the waves run forever and the cathedral
in Cologne, Germany. The latter is a place of magic and
awe but to sit inside and contemplate can change you in
unknown ways.

You could invite anybody for dinner, who
would it be?
My grandmother, Maude Middleton, nee Sherman. I lived
significant parts of my childhood and my youth with her.
She was tougher than old boots, had a tongue like a whip
but a heart of pure gold.

Mindfulness
meditation

By Jessica Mills
lens. Meditation may not feel easy to begin with, but as
with any new skill, the more you practice the easier it
becomes. There is a quote that I love by a Zen master
called Shunryu Suzuki who says:
“Our practice cannot be perfect but without being
discouraged by this, we should continue it. This is the
secret of practice”.
The beautiful thing about mindfulness is that it doesn’t
matter where you are or what level of experience you have,
anyone can start practicing at any moment. Even just five
minutes a day can start to have an impact! There is also a
growing list of scientifically proven health benefits, some
of which include:
Reduced anxiety
Reduced depression
Reduced pain
Reduced blood pressure
Better concentration
Improved self-awareness and self esteem

Jess practicing meditation.

Hello! It is so wonderful to be given the opportunity to
introduce myself and to write a little bit about the concept
of mindfulness and the practice of meditation.
My name is Jess and I am a Health Outcomes Researcher
and a new volunteer with MS Auckland. My research
involves speaking to people who live with various heath
conditions to better understand how this impacts their
lives, and then developing new ways of measuring these
things. I spent almost four years in the UK working
primarily in MS research, developing new measures in
mobility, walking ability and upper limb function. I got to
meet some truly incredible people living with MS.
Outside of research another passion that has weaved its
way throughout my life has been mindfulness meditation
practice. I’m sure many of you have heard the term
‘mindfulness’. Some of you may even practice it already. It
is outlined in Step 4 of the OMS book by Professor Jelinek
and is frequently discussed in the mainstream these days.
So, what is mindfulness? Mindfulness is being fully
present and engaged in the moment, aware of our thoughts
and feelings without distraction or judgment. Meditation
is a practice we can use to help us live more mindfully.
Becoming aware of our thoughts and how they impact
our feelings and behaviour is not as easy as it sounds. Our
minds are usually very busy! One thing I hear from many
people when mindfulness comes up is “I can’t meditate!
I’ve tried but my mind wanders off and my thoughts won’t
stop”. This is a common misconception, that meditation is
about trying to stop our thoughts, when in fact it is about
learning to observe them through a gentle and nurturing

I thought I would offer a short practice that you can try
at home. This practice helps focus your awareness by
counting the breath. We can do this by counting each
inhalation and exhalation, beginning with one and
counting up to ten. Read this through and then have a go!
Sit or lie down in a position that is comfortable but
allows you to be alert (we don’t want to drift off
before finishing reading the magazine!)
Gently close your eyes and focus your attention
on your breath, just observing it as it flows in and
out.
Inhale and at the end of inhalation count “one” in
your mind.
Exhale and at the of the exhalation count “two”
Continue counting the breath in this way until you
get to “ten” then return to one and begin again.
Your mind may start to wander off and that’s
okay. When you notice it has wandered gently
bring your focus back to your breath and begin
counting again at “one”.
Do this for as long as you feel comfortable - five
minutes is a great place to start.
This is a great practice to use as we begin to explore
mindfulness. Sitting and breathing in this way when
we are feeling stressed or overwhelmed, can really help
centre us and come back to the present moment. I hope
you find it useful.
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A life changing five days
on the Steinlager 2

By Duncan Grant

The spinnaker draws the yacht
to the Barrier.

Duncan takes the helm.

In July 2020 I was diagnosed with Multiple Sclerosis
after always being a fit, healthy and active person with a
senior management role in school sports. To say this was
a shock is an understatement. Now nearly 12 months into
what will be a lifetime journey with MS, and following
a rollercoaster ride of MRIs, neurological and medical
appointments, I am doing all that I can to live a positive
and healthy lifestyle.  
In this first year of my diagnosis, I was given the
opportunity to sail on Steinlager 2 for five days after
Easter, with the Oceans of Hope Challenge NZ 2021.
This incredible journey gave me a chance to meet and
sail alongside other like-minded people with MS who
enjoy the outdoors and taking on new challenges. Before I
departed, I said that I believed it would further strengthen
my resolve to live positively with MS – post-voyage.
I can confirm this was an under-statement! My journey
on Steinlager 2 completely turned my approach to MS on
its head. It was a revelation, an incredible privilege and
a truly life-changing five days. Here’s a little more about
those days away.
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Day One  
I arrived at Steinlager 2 at the Viaduct Harbour at 9am
with the 20 others who would be on board for the next
five days. There were five able bodied sailors plus 20 with
various stages of MS.
I had met up with the others on Sunday night for a preadventure dinner, discovering that my fellow sailors come
from all over New Zealand, a few from Christchurch,
Tauranga, Taupo and a few Aucklanders. Normally we
would have been joined by people from Aus as well - but
not with the current border closures. A few had been
on Steinlager 2 for a similar adventure previously.
By midday we were rigged up and off – heading out to
Waiheke for our first overnight.

Day Two  
On the evening of day one I discovered we were headed
for Great Barrier/Aotea – I was over the moon. I’d been
secretly hoping that was our destination, having not
been there before. A full day of sailing, accompanied by

dolphins, learning more about each other as we progressed.
For me, the sailing days reinforced how much I can do
even though I have MS and reminded me regularly how
mild my symptoms are compared to others. It was so good
to share stories of treatment, diagnosis and management,
we all learnt so much over these days.

little. Our last evening together meant a deeper level of
story and experience sharing: a chance to say what we
had discovered about each other and, more importantly,
ourselves, over the days.
Our final day we journeyed ‘back to reality’. We had a great
breeze for the homebound stretch, and so many mixed
emotions. For me, the break away from reality, and the
chance to just be with people who understand MS, who
I don’t need to explain myself to, was unparalleled. I was
pleased to be home and see family, but reluctant to give up
the connections and time away.
Thank you  

I am so grateful to the Oceans of Hope Trust
for making these voyages possible, to the crew
of Steinlager 2 and the NZ Sailing Trust, who are
simply excellent, and to all my fellow sailors: to
Ingrid who is the force behind coordinating the NZ
journey; thank you.
This was a true game-changer for me. If you are
given the opportunity to join the Oceans of Hope
Challenge: don’t hesitate. You will never regret it.  

Day Three  
We had a day around Great Barrier – what an incredible
place. Like a scene out of Jurassic Park in some places,
in others we spied baches and locals living a very remote
lifestyle. Each day I swam off the boat and was delighted
as more joined me to share the early morning and late
evening dips.  
We shared a meal on the island one night – quite the
experience during which we were visited by a wild pig and
lots of native birds. There are a few BBQ sites accessible
from the water – a great alternative to the galley kitchen.
Having said that -the food on the boat was delicious. A
huge range, and all our specialist needs catered for.  

Day Four  
We moved across to Kawau Island on an incredible
calm windless day. Not even a breath of wind,
the Waitematā looking absolutely beautiful, passing
Little Barrier/Te Hauturu-o-Toi which was even more
Jurassic Park like! Kawau was a great place to land, we
were able to visit Mansion House, and explore around a

Steinlager 2 rests at anchor.
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Connecting, learning and
sharing on World MS Day
Over 80 people gathered
together at the Remuera Club
on May 29 to connect, learn
and share in celebration of
World MS Day.
Connecting
Connections were made early as people arrived and saw
old friends and people they may not have seen for months.
At 10am MS specialist neurologist Dr Jennifer Pereira
presented an hour’s talk updating the group on available
MS treatments, MS treatment strategies, matching of
drug efficacy and disease activity, future medications,
plus where aHSCT (stem cell treatment) fits in. After her
talk the participants shared a lovely big morning tea, with
opportunities to talk to Dr Pereira further and once again
connect with each other.

Then the second course is taken 12 months later, repeating
the same regime as the first course.
In clinical trials it showed that people did not need further
treatment with Mavenclad in years three or four and
ongoing studies are monitoring if there will be a need for
further treatment in later years.
Dr Pereira then talked about where aHSCT (autologous
haematopoietic stem cell transplantation), a powerful
immune therapy, fit into things in New Zealand.

Learning
Those attending learnt from Dr Pereira that we currently
only have funded treatments for people with active RRMS
with two clinical events. There is no funded therapy
for PPMS or SPMS. All treatments work on reducing
the damage to the central nervous system. There is no
treatment currently for remyelination or healing.
The drugs with the higher efficacy and the higher risk are:
•
•

Ocrelizumab (Ocrevus), and
Natalizumab (Tysabri)

Those with a moderate efficacy and lower risk include:
•
•
•

Dimethyl fumarate (Tecfidera)
Fingolimod (Gilenya), and
Teriflunomide (Aubagio)

For future medications in NZ, Dr Pereira was particularly
excited about Cladribine (Mavenclad) which will hopefully
be funded in New Zealand in the near future.
Mavenclad is a disease modifying drug for very active
RRMS. You take it as a pill in two treatment courses,
twelve months apart.
In the first course you take Mavenclad pills for up to five
consecutive days in week one and then again for five
consecutive days in week five.

14 / ms. multiple news

There have been no aHSCT treatments for MS in New
Zealand, and Dr Pereira stated that she has not met anyone
yet who has met the strict criteria which is as follows:
•
•
•

Age 18-50 with EDSS between 0 and 6
Disease duration of less than 15 years
Disease activity on highly effective DMT, or,
contraindications to those available.

Anne, Jennifer and Maria.

•

Relapse criteria
- Two in 12 months of one-week duration
- One in 12 months of one month duration with
significant disability

And:
•

Anne with mother Joan and friend.

All in all, it was a wonderful day. MS Auckland is extremely
grateful to Dr Pereira, Maria and Anne for making it the
demonstrable success that it was. MS Auckland hopes to
have more events such as this one, covering a range of
topics in the future.

MRI criteria – 2 new T2 lesions, GAD enhancement
in past 12 months

In conclusion Dr Pereira stated the following:
•

•
•
•
•

All available therapies, including aHSCT, work to
prevent new immune mediated central nervous
system damage
Identify those with aggressive disease early and treat
early with high efficacy agents
Start moderate efficacy treatments as soon as possible
in those with mild to moderate disease activity
Monitor closely and switch to a higher efficacy
treatment if ongoing activity
For those failing high efficacy agents, refer to aHSCT,
if clinically indicated

Jennifer with Else.

Sharing
We were very fortunate to have two people with MS share
their experiences with having aHSCT overseas.
Maria Sunde went to Moscow in February 2018 for
treatment. She was diagnosed with primary progressive
MS three years earlier and had no drug treatments. Since
coming back form Moscow she has had an MRI every year
and everything has been stable for her.
Anne Besley went to India just under two years ago. She
has RRMS and tried a number of DMT’s which weren’t
stabilising her MS before researching into aHSCT and
choosing to go to India at the age of 49. Since returning
she has also had no new disease activity and has been
doing extremely well.
Anne’s mother, Joan Perry, also attended the event.
Together with Anne they have a petition going to ‘Provide
Stem Cell Replacement Therapy for MS Patients in NZ’.
More about Joan and Anne and the petition can be
found here https://www.msnz.org.nz/call-for-stemcell-treatment-for-ms/. Copies of the petition are also
available in the MS Auckland office for signing.

Our guests connecting.

Enjoying the food at World MS Day.
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Cycling the
Tour Aotearoa
Pedalling the entire length of
NZ wouldn’t be everyone’s idea
of fun, but it’s what I was looking
forward to doing in February
2020.
By Elaine Donaldson
The Tour Aotearoa (TA) is a cycling route running from
Cape Reinga in the North to Bluff in the South, following
a mixture of back country roads and single track trails, as
far as possible. I had always cycled, both as a means of
transport, and simply to enjoy the sense of freedom that
comes with exploring on a bike.
But, in July 2019 I became unwell, and was eventually
diagnosed with relapsing remitting MS. In hindsight,
other symptoms over the years would suggest I had the
disease for some time. Would I be able to ride such a
distance now? I needed to make some positive changes.
A few sessions with a neuro physio gave me lots of practical
advice, encouragement, and a personal plan. With the
help of the OMS cookbook I was soon radically changing
my diet as well.  
A year on, I was starting to feel more like my old self. Keen
to do something to support small communities affected by
Covid 19 lockdowns, I decided I would tackle the North
Island part of the TA the following year. I was fortunate
that for the first half of the journey I would have friends
and family join me, but after that I would be riding solo.

Beautiful scenery along the Whanganui River.

On 8 Feb 2021 I set off from Cape Reinga. On day one
we cycled along 90 Mile Beach – a surreal experience
pedalling along an endless strip of sand with dunes on one
side and the mighty ocean crashing on the other. Northland
was pretty tough cycling, with lots of hills, but fabulous
riding through the majestic Waipoua Forest. And then
there was the rain. A constant deluge which left us soaked
through, with evenings devoted to drying out clothing for
the next day!
Riding on a gnarly gravel road to Pouto Point, now
in searing heat, it was a relief to relax on the boat
to Parakai, and then we were Auckland bound. Arriving in
Mt Eden just as they announced a Covid lockdown, I was
glad of the three day’s rest after a tough first week.  
Off again, across open farmland along the Hauraki
Rail Trail, and then a blissful afternoon enjoying the
hot pools at Te Aroha. The day ended with a glorious
sunset. Onto the Waikato River Trail, quite steep and
winding in places but stunningly beautiful in spite of
some difficult terrain. Then two days following old
tram routes through native bush and across swing
bridges on the Timber Trail. Aches and pains were
starting to show now, and I made time for a massage
in Taumaranui.

Elaine takes a well-earned break at the centre of the
North Island
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Following a country lane along the Whanganui River, I
passed through Jerusalem, London, and Athens in the
space of an hour or two, with stunning views all the
way. At Whanganui I enjoyed a rest day of art galleries and
the museum. The small country towns I passed through
were a delight, and the country hotels were great value.

At Makoura, the lodge owners took me to the local tavern
for dinner, and we did yoga together on the deck in the
morning before I set off.
I battled my way through a strong headwind to
Martinborough, the end of my journey in sight. The final
day, up the Remutaka incline; at the bottom was a trail
angel offering all sorts of tasty treats and drinks to riders.
And then downhill all the way to Wellington.

Contemplating the road ahead on the Timber Trail swing
bridge.

I finished the 1600km ride from Cape Reinga
to Wellington in 24 days. At the end of it all I felt better
than I had for months… or even years… and I feel so
privileged to have had the opportunity to experience
such an amazing slice of Aotearoa. I’m now planning
to finish what I started, so the South Island next
year…

Lisa finds freedom
in her Freedom Chair
Lisa was diagnosed with primary progressive MS in
2013, when she was 42 years of age. Her MS progression
she describes as fast, moving from a stick to a walker
within a couple of years. A trip to Moscow in 2016
for HSCT she feels stopped the progression, but she
continued to have difficulty with her mobility. In 2020
she purchased a Freedom chair which improved her
ability to participate more fully in life. Here is her story:
“I didn’t want a wheelchair. I thought using a wheelchair
would show that the MS was winning. I was wrong. I
was isolating myself and my life was passing me by. I
wasn’t living life. I was existing.

Lisa (right) takes full advantage of her new found
freedom.

“My Freedom Chair has changed my life. I am now able
to join in and enjoy a life outside of my home. I hadn’t
been to the supermarket for four years. The last time I
went the sliding doors had knocked me over. I moved too
slowly with my walker. I now go to the supermarket every
week. I can go shopping. I can go out for a meal. I saw my
daughter graduate. I am now able to go to the park and
move on grass. I am now social and enjoying life.
“The Freedom Chair is user friendly. It is easy to
manoeuvre and can fit into areas a manual wheelchair
can’t. I can not only keep up with my friends, but can
move faster and for longer! It folds compactly, is easy
to flick open to use and is comfortable. I feel safe,
secure and in control.
“I live in Taranaki. Paul brought the chair to me and
showed me how to use it. My life changed that day.
People smile at me as I zoom along in my chair. It is a
conversation starter and I love it.”
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TECFIDERA GIVES WOMEN
WITH RRMS FLEXIBILITY
IN FAMILY PLANNING
(dimethyl fumarate)

1–3

1,4
5

HOW DOES TECFIDERA EMPOWER FAMILY PLANNING?

TECFIDERA is the ONLY oral
treatment for RRMS with an
Australian Pregnancy Category
B11,6–9*†

No adverse pregnancy outcomes
have emerged in over 9 years
of clinical trial and real-world
experience2,3

TECFIDERA gives patients
the freedom to choose their
preferred contraceptive method,
or to not use contraception at all1

SPEAK WITH YOUR NEUROLOGIST ABOUT FAMILY PLANNING
TO SEE IF TECFIDERA IS RIGHT FOR YOU
*TECFIDERA should be used during pregnancy only if clearly needed and if the potential benefit justifies the potential
risk to the foetus. No washout period required before conception. TECFIDERA is not contraindicated in pregnancy.1
†
If you become pregnant while taking TECFIDERA tell your doctor immediately.
RRMS=relapsing-remitting multiple sclerosis.
Reference: 1. TECFIDERA (dimethyl fumarate) Data Sheet, 5 March 2020. 2. Gold R et al. Neurol Ther 2015;4:93–104. 3. Hellwig K et al. Poster presented at ACTRIMS–ECTRIMS: September 11–13 2020. Virtual conference. 4. Gold R et al.
Ther Adv Neurol Disord 2020;13:1–17. 5. Desai A et al. Eur J Pharm Med Res 2016;3(5):197–205. 6. Gilenya (fingolimod) Data Sheet, 20 July 2020. 7. Aubagio (teriflunomide) Data Sheet, 18 August 2020 / Aubagio (teriflunomide) Product Information,
17 September 2020. 8. Fampyra (fampridine) Data Sheet, 31 January 2020. 9. Mavenclad (cladribine) Data Sheet, 11 May 2020 / Mavenclad (cladribine) Product Information, 15 January 2021.
TECFIDERA (dimethyl fumarate) 120mg and 240mg capsules are a Prescription Medicine for patients with relapsing remitting multiple sclerosis. TECFIDERA® has risks and benefits. For product information check
Consumer Medicine Information on www.medsafe.govt.nz. Ask your doctor is TECFIDERA is right for you. Take strictly as directed. If symptoms persist or you have side
effects see your doctor. TECFIDERA is a funded medicine – a pharmacy charge and Special Authority criteria will apply. Normal doctors charges apply. Biogen, Auckland.
®
Biogen and Tecfidera are registered trademarks of Biogen MA Inc. Biogen Australia, Macquarie Park, NSW. Biogen
NZ Biopharma Ltd, 188 Quay Street, Auckland. ©2021 Biogen-100602. TAPS No. BG1034. TEC0160. Date of preparation: March 2021.

Recipe
Tofu in spinach curry
(palak tofu)

From Ingrid Minett

Tofu Spinach Curry
Tofu ingredients
2 teaspoons safflower or other neutral oil
About 400 grams fir tofu, drained, pressed and cut into ¾
inch diced pieces
½ teaspoon salt
¾ teaspoon cumin
1 teaspoon garam masala
1 teaspoon garlic powder
¾ teaspoon cayenne, or to taste

Spinach curry ingredients

If you love Indian food as much
as I do, then you will love this
recipe. It comes from the book
‘Vegan Richa’s Indian Kitchen’
which I managed to find in
the library. I now follow her on
Instagram too for more great
recipes.
It looks like a lot of ingredients, but this recipe is fairly
quick and easy to put together. You just crisp up the
tofu with spices, blend all the sauce ingredients, give it a
good boil and serve. I served it with rice and added a few
steamed vegetables on the side for a delicious meal.

4 cups packed fresh spinach (chopped if large)
¾ cup water
¾ cup almond milk or coconut milk
¼ cup cashews, soaked for 15 minutes (or ¼ cup ground
raw cashews)
6 cloves garlic
1 ½ inch knob of ginger
1 green chilli (remove seeds to adjust heat if necessary)
2 large tomatoes chopped (2 cups)
¾ teaspoon salt, or to taste
1½ teaspoons raw sugar (I omitted this and it still tasted
great)
1 teaspoon garam masala
¼ to ½ teaspoon ground cinnamon

Tofu directions

Heat oil in a large skillet over medium heat. Add the cubed
tofu. Stir to coat and cook for one to three minutes. Reduce
heat and add all the spices. Cook for nine to 10 minutes,
partially covered, to crisp some edges. Set aside.

Spinach curry directions

This recipe is said to serve four people, but for me it only
served three.

Put the washed spinach and all the other ingredients in
a blender and blend to a smooth paste. Add this puree
to the tofu in the skillet and mix well. Cook covered over
medium-low heat for about 12 to 15 minutes. Taste and
adjust the salt and spices if needed.

Do you have a favourite Jelinek friendly, or
plant based recipe you would like to share
for the next magazine?

You may wish to garnish with some red pepper flakes.
Serve with rice and, if you have it, some naan bread.

Please send it to Ingrid@msakl.org.nz.
If you can, please also include why it’s
your favourite and a photo.

Enjoy!
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Connecting with peer support
Peer support service at MS Auckland evolved last year aiming at
providing support, empowering individuals and sharing information
in a friendly and confidential manner.
This initiative is about understanding and supporting
newly diagnosed members navigating MS symptoms
similar to what they have been through. This service allows
people to feel connected and supported by someone who
is living with MS.
Our peer support team are MS Auckland members who,
in a last two or more years, have been diagnosed with MS
and are happy to share what they have learned along the
way (from diagnosis, through decision making around
DMT’s [disease modifying therapies] and all the lifestyle
changes and impacts on their family/work life).
This team is skilled at listening and empowering others
so they can develop their own personal strengths and
achieve their own goals. Our peer support volunteer
team understands all the challenges, and the impact
of MS on their lives (all the good, bad and ugly times).
They understand the importance of being connected with
others who know about MS and all the hardships that
come with such a diagnosis.
You can access our peer support team if you are newly
diagnosed and/or have new symptoms, by contacting
Tatjana at tatjana@msakl.org.nz
Currently we have five active peer support volunteers.
Anu and Debbie were the original two and they were
followed by Rochelle, Sarah and Simon. You can meet
them all here:

Anu
Hi, I'm Anu! I'm 23 years old
and I have had MS for nearly
six years. I was diagnosed a
month before my 18th birthday
and have since navigated my
studies, work and lifestyle while
having MS.

Debbie
I am 52 years old and married
with two daughters. We live
in West Harbour, and we have
our own business based in
Albany where I work part time.
I have been diagnosed with MS
for eight years (Feb 2013). My first
symptoms were sensitive skin in my torso, losing my
taste, not being able to walk straight and numbness in my
legs. I was diagnosed within three days (after an MRI). In
August 2013.
I attended the OMS Retreat in Melbourne which was one
of the best weeks of my life and I have continued to make
healthy life choices based on the OMS (overcoming MS)
lifestyle. I have had a few relapses with multiple different
symptoms, and I have had experience with a range of
medications. I started on Ocrelizumab in November
2019 which I have tolerated very well with no further MS
progression or relapses.
I have been working with the MS Society as a peer support
volunteer for about two years and enjoy talking to people
who are newly diagnosed. When I was newly diagnosed it
was scary as I didn’t know what the future would look like
for me. I didn’t feel like I had support from people who
understood what I was going through. I hope by talking to
people I can help them understand they are not alone and
they have support and can talk to someone who ‘gets it’.

Rochelle

It's easy to feel isolated when you're first diagnosed,
and I really wish I had someone to talk to earlier on in
my diagnosis so I enjoy listening and assisting other
people with MS to make more informed decisions, or
explore their options.

Hi, my name is Rochelle Cave and
I was diagnosed at 3:30pm on
the 14 October 2015. I have
relapsing remitting MS and am
unmedicated. Given I do not
qualify for DMT I successfully
manage my MS through diet and
exercise. For almost six years now
these lifestyle changes have supported
my wellness both physically and mentally while enabling
me to continue living a full and busy life as a wife, mum of
three amazing humans, part-time worker and community
volunteer.

As a younger person when I was first diagnosed, I
was apprehensive about getting involved however, I've
learned so much, and met wonderful people who I can
relate to on a level my family and medical professionals
simply can't.

I even ran a half marathon in 2019!  I am passionate about
supporting, sharing and celebrating successes with others
who are navigating all the ‘stuff’ that hits you when you
receive a diagnosis of this magnitude so that is why I feel
privileged to be a peer support worker for MS Auckland.
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Sarah

Simon

Hi my name is Sarah and I was
diagnosed on 27 July 2014.
I have been on a variety of
medications including Cladribine (Mavenclad), Gilenya and
Ocrevus.

Hi MS family, I am Simon. I
was diagnosed with RRMS in
January 2020, after waking up
on my 31st birthday with the
optical neuritis I detected a few
months prior.

I live with my two cats Motley Crüe
and Axl Rose who have personalities larger than life. I’m
extremely determined and have never been one to slow
down, even with MS. I used to be a retail manager but due
to my MS, I changed careers and am currently completing
a Bachelor of Social Work. I was fortunate enough to be
the recipient of the Dorothy L Newman scholarship in
2020, which helps people retrain to other careers if MS
has affected the role they are currently in.

I am currently on Tecfidera treatment
as well as trying to combat my own disease with
exercise, diet and a positive mindset.

Please don’t hesitate to reach out if you want to talk or
connect. My aim is to be the person I wish I had when
I was first diagnosed, and to be someone who can help
you navigate this crazy journey - even if I’m still learning
myself sometimes!

I was attracted to the peer support role to not only
be able to provide support to others and meet new
people living with multiple sclerosis, but to help me
better understand the MS disease.
I look forward to meeting some of you in the future
and providing you support.

Innovative nerve stimulator
helps foot drop
Electrical stimulation can combat the condition
known as foot drop, commonly linked to MS and
strokes. Pierluigi Mantovani's father was diagnosed
with multiple sclerosis more than a decade ago,
and like many people with MS, he developed the
condition.

Electrical stimulation devices are another option.
These devices are typically worn around a person's
calf, and they send electrical pulses to the leg
muscles. Those pulses cause the muscles to contract
in a way that lifts the foot toward the knee when the
person is taking a step forward.

People with foot drop have difficulty lifting their feet
or keeping their toes upward while walking. That
causes them to involuntarily drag their toes, which
can increase their risk of tripping or falling.

Several electrical stimulation devices are already on
the market, but can be costly. EvoWalk is designed
to be a smarter and more affordable alternative.

Inspired by his father, Mantovani used his
background in neuroscience to develop EvoWalk, a
wearable device that combats foot drop by delivering
electrical stimulation to the muscles in the leg — and
while it's not the first device of its kind, it may be the
smartest and most affordable.
While foot drop is common with MS, it can also
be caused by other conditions. Depending on the
cause, foot drop can be permanent or temporary,
and traditional treatments for the condition include
surgery, leg braces, and physical therapy.
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Support groups
Support groups are fun! It's all about people coming
together to connect, share stories, laugh or shed a few
tears, build each other up and making new friends.
Support groups are for people living with MS as well as their
spouses, partners, friends, siblings, children – basically
anyone who is affected by MS. They come together over
a cup of coffee or tea, or juice, or, in the evening groups,
perhaps a glass of wine or a beer, and maybe also a bite to
eat. The community advisor might have some hot news to
share, or there might be a certain topic that people want to
discuss. Mostly though the discussion is free flowing and
moves easily from topic to topic.
There really isn't anything quite as satisfying as sitting
with a group of people who you don't have to explain your
MS to. They just 'get it'.
There are MS support groups running throughout
Auckland. No matter where you live, we hope you can find
one, or perhaps two that suit you.

Saturday morning support group.

Please see the list below. If you are not yet part of a group
and would like to join, please contact your MS community
advisor as they can suggest the best group for you to join,
matching your interests with the interests of the groups.
They will also make sure they are there for your first visit
to welcome you to the group.

Location		

Date/ Time

South / East Auckland
Pukekohe Café Group - Different Venues
Botany Café Group - Robert Harris Café (Botany Town Centre)
Manukau Café Group - Friendship House (Manukau)
Men’s Group - Robert Harris Café (Botany Town Centre)

First Thursday / Month - 11.30am
Third Thursday / Month - 11.30am
Last Tuesday / Month - 10.30am
Last Saturday of each Month - 10.30am

Central
Mt Wellington Café Group - Coffee Club on Lunn Avenue
Stonefields Café Group - Stonebake Café
(Lunn Avenue, Mt Wellington)
Onehunga Group - Urban Verge Cafe (653 Manukau Rd, Royal Oak)

Second Saturday / Month - 11.00am
Third Wednesday / Month - Evenings
Third Tuesday / Month - 10.30am

West Auckland & Rodney
Kumeu Café Group - Different Venues
Henderson Garden Café Group - Columbus Coffee Café
(inside Mitre 10 Mega, 186 Lincoln Rd)
New Lynn Café Group - Columbus Coffee Café
(inside Mitre 10 Mega, New Lynn)
Silverdale Café Group - Kings Plant Barn (Silverdale)

First Tuesday / Month - 10.30am
First Thursday / Month - 11.00am
Second Tuesday / Month - 10.30am
Third Wednesday / Month - 10.30am

North Auckland
Mayfield Coffee Morning - Kings Plant Barn
(1 Forrest Hill Road, Milford)
Shore Lunch Group - Palmers Planet Café
(cnr Hugh Green Drive/Greville Rd, Albany)
North Shore Café Group - Palmers Garden Café
(65 Greville Road, Pinehill)

First Thursday / Month - 10.30am

Newly Diagnosed Zoom Meetings

Dates and time vary

Last Wednesday / Bimonthly - 12.00 noon
First Saturday / Month - Mornings

Newly Diagnosed Café Groups
Central Auckland		
North Shore		

Wednesday / Month - Evenings
Saturday / Month - Mornings

For more information on venues and times of the newly diagnosed groups
please contact Tatjana on tatjana@msakl.org.nz or on 021 845 903
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MS Auckland hydrotherapy;
Connecting with friends and fitness
It can be a bit more difficult to motivate yourself to go
to a pool in the midst of winter. However, if you manage
to make a hydrotherapy class it is all worthwhile. As one
regular participant said; “When I make the effort to go it
gives me such a lift and it lasts”.
Classes are being offered in around Auckland - Manurewa,
Pakuranga, and central Auckland. We hope to also offer
classes in West Auckland and the North Shore, should
there be enough interest.
The importance of keeping active cannot be stressed
enough, and water-based exercise is such a rewarding way
of exercising. There is less stress on your joints when your
body is submerged in water. The hydrotherapy classes
have also been shown to improve endurance, flexibility,
strength and balance, while also improving MS fatigue.
As social creatures, we also enjoy the social aspect of
weekly classes. Hydrotherapy is a great way to make new
connections as many new friendships are made over cups
of tea after classes.

Manurewa Pool: volunteers needed!

We are in urgent need of volunteers for the Manurewa
hydro class. Volunteers play an important role in making
the class run smoothly and that is enjoyable for everyone.
Volunteers may have a variety of duties including
supporting participants in and out of the water if needed,
making tea and coffee for the after-swim social, assisting
with putting on swim belts, or any other duties that
the course leader requires.
If you are interested in helping or learning more,
or if you know of someone that might, please
contact Becky at becky@msakl.org.nz or call
09 845 5921.

Manurewa Pool Closures

Manurewa pool is closed on 30th June and 7th July for
maintenance, then we go into the school holidays for 2
weeks, so there will be a 4-week break! Classes will restart
in term three on 28 July.

We have our exercise classes
with Laura Audley and Gilly
Davy on our website to help
you want to keep the exercise regime up during the
closure - these can be found
at www.msakl.org.nz/ourresources/exercise-classes/

Cost of Classes

The hydrotherapy classes are heavily subsidised, however
there is still a small fee for attendance. If you pay for a
term and then find that you are unable to attend due to
pool closures, or your own circumstances then we will
either refund you, or let you carry over to the next term
with no further payments. If the fees are preventing you
from attending hydrotherapy sessions, please talk to your
MS Community Advisor who will be able to assist you in
ensuring that you don’t miss out.
The cost allows you to attend as many of the sessions you
wish each week.
Yearly pass - $120.00/person
Quarterly pass - $30.00/person
You can pay directly through our website: https://www.
msakl.org.nz/about-ms/what-we-do/our-services/
hydrotherapy/
Alternatively, you can call the office on 09 845 5921 to
make your payment.

First time to a class

If you are new to hydrotherapy, then you can have your
first two classes free. It is important however to let your MS
Community Advisor know that you wish to attend. Then
she will be able to let the instructor know to expect you and
also meet you there to answer any questions you may have.
For more information on the pool groups please
contact a Community Advisor or contact the
office on info@msakl.org.nz or 09 845 5921.

2021 Weekly Sessions
Tuesday

Wednesday

Thursday

Saturday

Lloyd Elsmore Pool
Sir Lloyd Drive
Pakuranga

Manurewa Leisure
Sykes Road
Manurewa

Epsom Girls
Silver Road
Epsom

Diocesan Girls
Clyde Street
Epsom

11:00am - 12:00 noon

11:00am - 12:00 noon

10:30am - 11:30am

10:00am - 11:00am
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Yoga is a way to
feel alive in your
body, not an attempt
to turn yourself
into a pretzel!
Yoga is for every ‘body’ and can help manage your MS. It
is common to feel intimidated by ‘yoga’. it has sadly been
portrayed as a demanding, primarily physical practise for
young, able-bodied people.

a pathway toward improved health, and well-being along
with lots of smiles, warmth, caring, community and peace.
Jen’s classes are approved for ACC’s ‘Strength and Balance
- Live Longer for Stronger’ government programme.

Jen, The Adaptive Yogi is passionate about dispelling this
stereotype.

Jen’s yoga offerings:

Research has shown that yoga can improve flexibility,
balance, strength, focus, sleep. And it calms your nervous
system, improves your state of mind and helps you deal
with the challenges of your MS journey with acceptance
and peace.
Yoga is so much more than the physical and its possible to
practise no matter what’s going on in your body.
Yoga is union of mind and body. The more we develop
this, we start to open up to our capabilities rather than
our disabilities and limitations – seeing new possibilities.
Jen’s Yoga includes mindful movement and learning to
breathe well and divine relaxation.
Living with MS, you too can gain the incredible benefits of
this beautiful ancient practise.
Jen is excited to prove to you the absolute truth of this
statement –
"If you can breathe...you can do Yoga"
She offers inclusive and adaptive Yoga: group classes and
private one-on-one sessions. The classes are in person
as well as available via Zoom and are designed for those
living with limited mobility, neurological and other issues.
With lived experiences and challenges, including arthritis,
an ankle disability and wearing a prosthesis device to
walk, the practise of yoga has been a life changer for Jen.
These experiences have given her empathy, inspiration
and creativity to provide adaptive yoga for everyone.
All Jen’s sessions are more than just ‘a yoga class’ Jen
is warm and friendly and loves to build community and
support. She feels honoured and excited to share the
beauty of yoga with people living with MS and is inspired
by her MS adaptive students on a daily basis. When you go
on your yoga journey with Jen, you will be embarking on
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Group classes:
Adaptive yoga class with AUT Integrated Health,
North Shore
Mondays 12.15-1.15pm | $150 10-week term
This class is something special where physiotherapy
clinical educators and fourth year physio students help
to facilitate yoga your way. An inclusive and welcoming
class for people with a range of mobility and neurological
issues, including MS. You can also join on Zoom!
More info: https://www.theadaptiveyogi.co.nz/
classes/#adapted-yoga
Adaptive Community Yoga Class Glenfield, North
Shore
Fridays 10-11.30am | $120 10 class concession
This class is more dynamic and active, but Jen caters to
you with the adaptions you need. With a focus on breath
awareness, Jen guides you through gentle movement,
balancing, stretching, opening and strengthening; always
finishing with a deeply rejuvenating guided relaxation for
calm, peace and restoration.
More info: https://www.theadaptiveyogi.co.nz/
classes/#yoga-for-all

Private one-on-one sessions:
Time/day by arrangement (home sessions possible)
More info: www.theadaptiveyogi.co.nz/private-11-oneon-one

More info:
Website:
Email:
Phone:

www.theadaptiveyogi.co.nz
jen@theadaptiveyogi.co.nz
021 0262 0259

MS Atlas: a tool for change
In the lead-up to MS day on May
30 new data about the state of
multiple sclerosis worldwide
and the people living with
it was published by the MS
International Federation.
The third edition of the Atlas of MS gives far more
information than just how many people have the disease
in the world (estimated to be 2.8 million), country by
country. The Atlas of MS describes itself as “the most
extensive worldwide study of the epidemiology of MS and
the global availability and accessibility of resources for
people with multiple sclerosis.”
The MS community can use the data in the Atlas of MS
in a number of ways to raise awareness, get noticed or to
support your advocacy work and engagement with the
government, policy makers or healthcare providers.

How the MS Atlas is compiled
To find the most recent data, the MSIF reached out to
each country in the world — specifically, to their health
ministries or departments of health, as well as to patient
advocacy organisations — in addition to reviewing current
open-source data. In all, 115 countries responded to the
request for epidemiology data.
While that figure represents just under 60 percent of the
world’s countries, those who did respond represent 87
percent of the world’s total population.

115 countries provided epidemiological data on MS for
the Atlas.

Responses to the request for clinical management data
was slightly lower (107 countries), but the responding
countries still represented 82 percent of the population.

A few of the takeaways in these areas include:
•

Over 80 percent of countries worldwide have barriers
that prevent early diagnosis of MS.

Updated data on the prevalence and

•

The most commonly reported barrier is a lack of
awareness of MS symptoms among both the public
and healthcare professionals.

•

There is high unmet need for rehabilitation and
symptom management.

incidence
One of the big takeaways from the reports available on
the Atlas website is that between 2013 and 2020, the
estimated number of people living with MS has increased
from 2.3 million to 2.8 million.
However, beyond just epidemiology and numbers, there is
a deep dive into categories of information like how people
are diagnosed, the use of disease modifying drugs (DMT),
symptom management, healthcare provision, and many
others.

The quality of data varies from country to country, and
there are still big gaps in what is known about MS around
the globe. If you want more information the best place to
start is here: https://www.atlasofms.org/tool-for-change
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Being a part of the
MS community has
never been easier
We welcome everyone to be part
of the MS Auckland community
and reap the benefits of receiving
news, information, support and
friendship.
To be a part of our community you simply need to provide
us with your information so you can join our database.
You decide what you want to receive and how often.

About MS Auckland
MS Auckland is an incorporated society. This means we
need to have ‘members’. Our role is to serve our members.
You automatically become a member as soon as you join
our database. No membership payment is required.
Every year we will ask people if they would like to be
financial members. This means contributing a bit to help
us meet our operating costs.
We receive only 16 percent of our funding from the
government. This means that the rest needs to be raised by
us. We do this by a variety of means including putting in
many applications for grants, holding fundraising events
and fundraising campaigns and writing mail appeals. We
are also blessed to be receiving lovely donations from our
kind supporters through the year.
We are also fortunate to have people leave us gifts in their
will. See the story of John Tooman on page eight and his
gift in memory of his mother.
MS Auckland has also set up a Trust with the goal of
becoming self-sufficient over time. With the growing
number of charities all seeking grants, it is important to
have less reliance on external income streams. Currently
the Society draws some money from the Trust each year,
with the rest invested for the future.

Being a financial member
People contribute as ‘financial members’ in any way
they can. Some people do this by giving back to us with
the volunteer work they do for us – as peer supporters,
fundraisers, or contributing to our events.
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Thank you to all our wonderful
volunteers and helpers!
Other people donate or pay us an amount each year.
In March of this year we teamed up with an organisation
called Telefund and asked them to help us in calling some
of our members to see if they were interested in becoming
monthly donors or regular givers. This is an easy way to
give a certain amount that you decide automatically to MS
Auckland. You could donate a set amount, say $5, $20 or
$50 a month: or anything at all. It happens automatically
from your bank account or credit card to our bank account
and you are always deemed a financial member. Every
year you will receive a receipt for your donations over the
month.

Regular giving is a great way to give.
Thank you to all our members who have
chosen to give this way.
The MS Auckland Board has set a membership ‘fee’ of
$20, however they also encourage that this be paid as a
donation rather than a ‘fee’. We need to pay GST on fees
but not on donations, giving us that little bit more in our
coffers from your $20.

Why join?
You may feel that you don’t need MS Auckland right now.
Things are going well for you and you have all the support
you need. Which is great! Feedback we receive from
people though is usually that they wish they had been with
us from the start. Even if you don’t use us for a few years,
when you do it will be like calling up an old friend who will
always be there for you.

Our community is growing and we
welcome you to join us.

Our Supporters
MS Auckland is grateful to all organisations, families and individuals who support our work.
AJ Scott Fund
Allied Medical Ltd
Auckland Airport – 12 Days of Christmas
Auckland Council
Biogen
Blue Sky Community Trust
Blue Waters Community Trust
Care on Call
Chenery Memorial Trust
COGS
Constellation Communities Trust
Dragon Community Trust
Electric Bikes NZ/Smartmotion
Foundation North
Four Winds Foundation
Furley Digital
Harcourts Cooper & Co
Hugo Foundation
ILS
IT Performance
John Ilott Charitable Trust
Lion Foundation

Lions Club of Remuera
Lottery Grants Board
Louisa and Patrick Emmett Murphy Foundation
Lynch & Associates
Mt Wellington Foundation
Nomad’s Golf Club
North and South Trust
North Shore Presbyterian Hospital Trust
Novartis Pharmaceuticals
Perpetual Guardian
Pub Charity Limited
Rehabilitation Welfare Trust
Rob Webber & Associates
Roche
Rod Milner Motors
Rotary Club of Newmarket
Sanofi
Southern Trust
St. John’s Rotary Club
Stevenson Village Trust
Sweep
The Trusts Community Foundation

Special thanks also to our wonderful volunteers
who give us their time, expertise and support.

Remember us
with a gift in
your Will
Most gifts are made by ordinary hardworking people
who would like to give lasting support to causes that are
important in their lives. A gift to MS Auckland in your Will
can be as much or as little as you want.

Help
our work
live on….
If you would like further information on writing a Will
or leaving a gift to Multiple Sclerosis Auckland, or for a
confidential no-obligation chat about how your gift can
make a difference, please contact Mark in the office on
09 845 5921.

For more information visit www.msakl.org.nz
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Life doesn’t wait

TYSABRI works fast
®

1,2

TYSABRI may reduce new lesions by >85% within 1 month1 and
reduce relapses by 87% within 3 months.2 Why wait any longer?
Talk to your doctor to see if TYSABRI is right for you.
TYSABRI® is a Prescription Medicine containing natalizumab 300mg/15mL in a sterile single use vial for IV infusion. Approved Use: TYSABRI is used for the treatment of patients with relapsing remitting multiple
sclerosis (MS) to delay the progression of physical disability and reduce the frequency of relapse. Before Use: Do not use Tysabri at the same time as medicines that modify the activity of the immune system e.g. an
interferon or glatiramer acetate. Your doctor should test your blood to check if you have antibodies to the John Cunningham (JC) virus before treatment and periodically during treatment. Like all medicines, TYSABRI
has risks and benefits. Ask your doctor if TYSABRI is right for you. If your symptoms continue or you have side effects, see your doctor, MS nurse or other health professional. During Use: There have been reports of a
rare viral brain infection called progressive multifocal leukoencephalopathy (PML) in patients who have been given TYSABRI. PML is a serious condition and can cause severe disability or even death. The risk of getting
PML increases: 1) if you have been exposed to the JC virus; 2) the length of time on Tysabri, especially beyond 2 years; or 3) if you have taken a medicine to suppress your immune system (an immunosuppressant) in
the past. The risk of getting PML is greatest if you have all 3 risk factors. If you have not previously been treated with an immunosuppressant and you have received TYSABRI for two years or longer, the level of your
anti-JC virus antibody test results may help your doctor assess your risk of getting PML. For those with a lower risk of PML (if you do not have antibodies to the JC virus in your blood OR if you have been treated for more
than 2 years and you have a lower level of JC virus antibodies in your blood) your doctor may repeat the test regularly to check if anything has changed. Some of the symptoms of PML are similar to MS. If you or your
partner/caregiver thinks your MS is getting worse or notice new symptoms talk to your doctor as soon as possible. If your doctor suspects PML, they will want you to stop treatment with TYSABRI either permanently or
until they can confirm it is not PML. Management of patients with PML may require removal of TYSABRI from the blood, usually by plasma exchange. This may lead to further serious complications, including worsening
of brain (neurological) function. Common side effects include: pain or stinging when passing urine, sore throat, runny or blocked up nose, shivering, itchy rash (hives), headache, dizziness, nausea, vomiting, joint pain,
fever, tiredness. Serious side effects include: signs of an infection, changes in your personality, thinking abilities or behaviour, yellowing of the skin or eyes, signs of a severe allergic reaction, difficulty breathing or
chest pain, easy bruising, spots on your skin, heavier than usual menstrual periods, bleeding from gums or nose, bleeding hard to stop. Serious side effects are rare. Further Information: For further information see
the TYSABRI Consumer Medicine Information available at www.medsafe.govt.nz or by calling 0800 852 289. Biogen NZ Biopharma Limited, 188 Quay Street, Auckland. TYSABRI is a funded medicine – a pharmacy
charge and Special Authority criteria will apply. Normal doctors’ charges will apply. Revision Date: Jan 2021.
References: 1. Rudick R et al. JAMA Neurology 2013; 70(2): 172-182. 2. Kappos L et al. J Neurol 2013; 260: 1388-1395. ©2021. Biogen® and TYSABRI® are registered trademarks
of Biogen MA Inc. Biogen-92749. TAPS No: BG1050. Date of preparation: March 2021. BIOG0894/EMBC.

