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OCREVUS only needs to be given every six months after the 
first dose.1 If you’re one of the estimated 4000 New Zealanders 
affected by MS, ask your doctor if OCREVUS is right for you. 
getonwithlife.co.nz Living your life your way with MS

Ocrevus is a PHARMAC funded medicine from 1st December 2019 for patients with relapsing multiple sclerosis (RMS) who meet pre-defined criteria. Patients outside these criteria 
and with primary progressive multiple sclerosis (PPMS) will need to pay the full cost of this medicine. A prescription charge and normal doctor’s fees may apply.

FULLY 
FUNDED

for people with RMS who  
meet pre-defined criteria
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Location
MS Auckland office is located 
at 5 The Strand, Takapuna 

Office Hours 
Monday – Friday
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Phone
09 845 5921 info@msakl.org.nz

Becky@msakl.org.nz

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

Welcome
Nau mai, haere mai e te whānau 

Welcome to this 51st edition of Multiple News. In mid-
August, Auckland went into its longest ever COVID 
lockdown. Living under Alert Level three and four 
conditions has been challenging on many levels, impacting 
so many facets of our lives. 

In this context, this edition of Multiple News focusses 
on wellbeing; physical, mental, emotional, and 
social.  The MS nurses, Fiona and Nazila, have written a 
column on wellbeing (page 6).  During August, we added 
some practical videos on yoga, meditation and breathing 
to the library of resources on our website and highlight 
them on page 9.  Choose one of the ten videos and give 
it a go today!  Mindfulness is growing in popularity and 
on page 13 Jessica Mills offers some ideas as to how 
mindfulness can assist us in the COVID context. 

We were all inspired by Paula Cryer’s strategy for 
improving her wellbeing and resilience.  Following her MS 
diagnosis, she was the recipient of a negative comment 
which had an indelible impact on her at the time.  I’m sure 
that everyone can learn something from Paula’s nine step 
plan to overcoming negativity!   

During lockdown conditions, our support groups have 
been meeting virtually, many of them more regularly than 
usual.  It has been delightful and heartwarming to hear 
feedback from participants of one of these groups (page 
10-11).  

We welcome everyone to our groups, in-person or virtual.  
They offer a unique opportunity to share experiences and 
a laugh with others who ‘get it’!  For participants, it adds a 
ray of sunshine into their day.  You may like to try a virtual 
support group as part of your wellbeing strategy for 2022.   

Many of you will be aware of our fundraising events which 
were planned for 2021: LifeBuoy for MS, Comedy Night 
and the inaugural Gibbs Farm sculpture trail. Due to 
COVID restrictions we have regretfully had to postpone 
all of these events.  We look forward to reinstating them 
in 2022 as opportunities to raise much needed funds and 
connect in-person with many people in our community.  In 
the meantime, unfortunately these event postponements 
have had a significant financial impact on our revenue.  
Please consider joining Dominik (story page 14-15) and 
the whānau of regular givers to MS Auckland.  Even $5 
per month really helps us. 

As 2021 draws to a close, we reflect on the challenges 
we’ve all faced, together and individually.  On behalf of our 
team: Mark, Tatjana, Luminita, Lesley, Becky and myself, 
along with the MS Auckland board and support volunteer 
team, we wish you happiness and wellness during the 
summer season and look forward to supporting you and 
your whānau to live well with MS in 2022. 

Kia kaha, kia maia, kia manawanui (be strong, be brave, 
be steadfast). 

Nicola
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Overcoming harsh words! “Sticks 
and stones may break my bones 
but names will never hurt me”. 

We have all had things said to us over the course of our life 
time. Sometimes these words are helpful and sometimes 
the hurtful ones can also be used to motivate us into action 
therefore causing a positive response. Here is a story about 
a lovely lady Paula who was diagnosed with Secondary 
Progressive MS and has had this for 16 years. Paula has 
used the negativity of these spoken words to bring forth 
something beautiful in her life that is now flourishing and 
growing. I am Paula’s Community Advisor, Lesley, and 
was really inspired by Paula’s positivity and how open 
she was to sharing how something that hurt her deeply 
brought a change of good into her and her family’s lives. 

Here is Paula’s story…. 

I live out in Ramarama with my family and was told by 
someone that I "would never get any better than I am now’’. 
My first response was one of shock and anger, I then felt 
hurt and was this way for quite some time, at least three 
months. I cried over what was said to me and wrestled 
within myself finally coming to the conclusion that I was 
not going to make what that person said be true in my life 
and that I wanted to prove them wrong and fight back.  

Paula’s nine 
step path to 
positivity! 

Foreword by Lesley Amosa, 
Community Advisor, MS Auckland

I came to see that I had to stop relying on others to make 
me happy and that the only person that could make me 
happy was myself. I decided to put time into regaining my 
independence and I was going to give it all I had.  

I thought to myself how will I do this? So, over this 
lockdown period it has been a time of self-discovery for 
me and remembering moments in my past that brought 
me joy; things that I had not done in years and reapplying 
them back into my life and making the necessary 
adjustments to improve my health.   

My nine steps to overcoming negativity: 

A new mindset: focussing on what I can do rather 
than what I can’t do.  

I have stopped worrying and being stressed and 
started practicing meditation and mindfulness. This 
has helped me feel more relaxed. I also use a stress 
ball to help with my hand movements. 

I made my own exercise plan and began using 
strength building exercises to regain independence, 
working on my upper body and core exercises. It’s 
really important that I continue to do things for 
myself. I wasn’t able to do this a year ago, however 
now I am getting stronger and am noticing I can do a 
lot more for myself and this builds my confidence. I 
also enjoy the online Gilly Davies exercise classes and 
playing Wii Fit games like boxing or bowling. 

I manage fatigue by breaking up my exercise periods 
throughout the day and having a rest in the afternoon. 

I have become my own ‘Life Coach’ and reminding 
myself, “you can do this”. 

I engage in meaningful activities: rug work, being 
creative and using my hands more, listening to 
audiobooks for free from the library, listening to my 
favourite music, working on our family tree online 
and discovering the interesting history of our family. 

Staying connected to friends online and via Facebook. 

Taking time out and watching Netflix; movies and 
television programmes that my family and I enjoy. 

Talking with my GP about my health concerns and 
seeing what he can offer to help me manage my MS 
symptoms, this gives me back a sense of control and 
I feel proactive.  

Paula has overcome some major challenges in relation  
to her MS. She has worked hard to gain her independence 
back. Well done Paula! Which of Paula’s nine steps did 
you like best?
 

1.

2.

3.

4.

5.

6.

7..

8.

9.
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From our MS nurses
Health and wellness 
in challenging times 
How are you doing out there?  
We are living in strange times 
and, for so many of us, we are 
operating outside of our usual 
everyday routines. 

It’s challenging enough to get groceries and to home school 
our children, so to feel motivated about undertaking 
health-enhancing activities like exercise and clean living 
can feel like a bridge too far. If that sounds like you, you 
are not alone. 

There is an abundance of evidence linking lockdowns 
to reduced motivation; increased stress and something 
called ennui- a feeling of listlessness and dissatisfaction 
arising from a lack of occupation or excitement. 

We have spoken to many people recently about this; 
suddenly, a trip into the hospital for an infusion is an 
exciting trip away from home. For others, visiting the 
hospital may be a terrifying prospect. The very idea 
of entering a place where COVID patients are treated 
may seem nightmarish. There is a whole range of 
emotions being felt, and this affects our day-to- day life 
hugely. Maintaining our mental health while navigating 
the current situation Auckland finds itself in has never 
been more critical.  

This is the first article we have written since Ingrid 
Minett’s passing. How lucky we were to be able to come 
together and celebrate her exceptional life at her memorial 
service just before level four lockdown. To be grieving 
in lockdown restrictions is extremely tough. If you’ve 
experienced bereavement over lockdown please reach out 
to others and keep talking about your loss. Your GP can 
link you in with online counselling services. 

If ennui is affecting you, maybe you could use the weeks 
until Christmas as a physical and mental advent calendar 
that starts a little earlier? 

Speaking to many people with MS in Tāmaki Makaurau, 
we have heard some great ideas: turning off the 1PM 
briefing and substituting this for a 30-minute meditation 
session or a walk is my new favourite. 

Other people tell me they are setting a goal to work 
towards achieving. With no hydrotherapy, gyms and 
personal training available in level three, you may have 
found different ways to stay active. Training for a five-
kilometre run or walk, a virtual bike race, or you may have 
embraced track pants and increased screen time!  As we 
write, I'm wearing mine; they have PE Nation on the leg 
and, although very comfy,  as yet, they have not been worn 
for anything meeting the PE brief, and that's ok. 

I am currently making a list of new walks to try with and 
without my children. For some of you maybe it's a trying 
a new plant-based recipe, follow a blog: ‘MS Selfie’ with 
Gavin Giovannoni is wonderful, listening to a new podcast 
(try the OMS website) or joining a zoom coffee group with 
MS Auckland. How about doing some online yoga with 
Adrienne or researching an online pilates subscription? 
How great to walk out of lockdown with a super strong 
core!  

As for us at ADHB; we are facing unique healthcare 
provision challenges with our skilled infusion nurses 
suffering injuries and unable to work at full capacity. 
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This has meant rearranging and delaying infusions for 
some and delays to others while the less practiced nurse 
specialists' - step into these big shoes and become infusion 
nurses.  

To anyone who has experienced this first-hand, we thank 
you for your patience.  We cannot take on someone else's 
job and do it as quickly and expertly, so please allow for 
more extended visits and avoid scheduling appointments 
and meetings within three hours of your allotted infusion 
time. Safely spacing people for physical distancing has 
slowed down capacity and numbers through our unit but 
we’re still smiling and will be happy to see you! 

Anyone contacting us for advice via email and telephone 
will notice a slower turnaround than usual so please bear 
with us and don’t forget to utilise your GP for repeat 
prescriptions, letters for work and accessing third COVID 
vaccines if you are eligible. 

 
Take care out there.  

Ngā mihi 

Fiona and Nazila 

 

Fiona d'Young & Nazila Samadi 
Multiple Sclerosis Specialist Nurses  
Auckland Hospital 
(09) 307 4949 extn 25885

https://www.msnz.org.nz/3rd-primary-dose-covid-19-
vaccination-guidance-for-people-with-ms 

 Self-care advent calendar 

‘MS Selfie’ newsletter gavingiovannoni.substack.com   

headspace.com   

Auckland walks (try the Gruffalo walk on the Te Atatu 
Peninsula if you have primary school age kids) 

Join a Zoom coffee group 

Add a fitness tracker or talking book subscription to your 
Xmas wish list

24h
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Tēnā koutou katoa 

Joining MS Auckland during lockdown has certainly 
meant a different start to the role than I expected!  I’m 
grateful for the warm welcome and support that I’ve had 
from the MS Auckland team, our board, partners and 
community.  My sincere thanks to you all.   

In the current context, I would like to acknowledge 
the dedication and efforts of our team. Through trying 
lockdown conditions, everyone has quickly adapted and 
prioritised the wellbeing of our members.   

I come to MS Auckland from Fertility NZ, a national  
charity, where I was CEO. I’m proud of the impact I had  
in that space, serving New Zealanders struggling to  
become parents. Prior to the nine years I spent with 
Fertility NZ, my background was in market development, 
marketing management, and HR services; in New Zealand, 
the UK and Middle East.  I live in Takapuna with my 
husband and three boys.  I love food and cooking, playing 
the piano as time allows and I volunteer as Kaitautoko 
with Ngāi Tahu ki Tāmaki Makaurau – my Iwi’s local 
group. 

I’m driven by kaupapa and serving an important cause 
is my most important motivation.  I believe in providing 
the services, resources and advocacy that are the most 
valuable to you, our community, which we exist to serve.  
Please expect to receive more surveys and invitations to 
contribute, in order to direct our resources to helping you 
in the best way possible.  My door is open and I warmly 
welcome you to contact me with your thoughts.   

Further, I would love to hear any ideas you have for 
Multiple News.  Perhaps you have a story to share, or 
know about one; or maybe you’d like to see something 
different. I welcome all feedback and ideas!   

I look forward to doing all I can to support you and your 
whānau and raise awareness about Multiple Sclerosis.   

Ngā manaakitanga, 

Nicola 

nicola@msakl.org.nz 
09 8455921 x204 

Meet our
General Manager

Finding yourself in the grip of a serious health condition 
can be a traumatic time for anyone. MS Auckland and 
the MS team at the ADHB want people to begin their MS 
journey armed with information which is both reliable 
and practical.  

In the past, this information was available via an 
‘Information Day’ held in Ellerslie. Determined not to let 
COVID19 get in the way of this highly-valued event, and 
in true 2021 fashion, we looked to the electronic world for 
a solution.   

So we pivoted to online delivery and the ‘Information 
Series for people newly diagnosed with MS’ was born. Over 
three consecutive Saturday mornings, a series of speakers 
delivered a number of talks on MS, covering clinical, 
wellness and personal perspectives. All the sessions were 
‘live’ with presentations and great questions. 

Although we couldn’t enjoy a day together with shared 
kai, informal chats and new connections, we hope our 
newly diagnosed members feel armed with a mental kete 
of information and support to help them navigate their 
journeys.   

The team would like to offer a big thank you to all our 
speakers who volunteered their time and expertise, and 
also to our members who dedicated their weekend time 
to engaging and learning about MS.  Recordings from the 
Newly Diagnosed Information Series are available in the 
Resources section of our website. 

MS Information  
for the newly 
diagnosed 



During lockdown conditions, it 
can be incredibly challenging to 
find the motivation and means to 
stay active.  

Now is a great time to hit the ‘reset’ button and add some 
wellbeing habits into your daily routine for the new year.   

We are delighted to bring you a series of demonstrative 
videos of yoga poses, breathing, and guided relaxation 
techniques.  They can be accessed on our website and can 
be done from the comfort of your own home.  Best of all, 
they’re free!  

During August, we released 10 videos, which were kindly 
produced and donated by Jennie, The Adaptive Yogi.  All 
the yoga moves and meditation exercises can be performed 
seated. 

The word ‘yoga’ repels some people who may think it’s 
only for athletic, nimble, slim or young bodies.  Jennie, 
The Adaptive Yogi, is a strong advocate of the benefits 
of yoga for everyone.  The benefits are far and wide, 
including strength, endurance, fatigue management and 
management of anxiety and depression.   

Add a little 
movement 
in your day
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The videos are listed under three headings: yoga poses, 
breathing and guided relaxation.  They also list the time 
commitment, so you can mix and match the videos and 
techniques given the time you have available.  A sample 
of the videos: 

Six-minute mindful meditation 

30-minute burn along (seated) 

20-minute guided meditation for sleep 

Just go to www.msakl.org.nz and you will see yoga, 
meditation and mindfulness in our Resources section.  Try 
one today and reap the benefits to mind, body and soul.   
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By MS Community Advisor 
Luminita Apostol 

Your Community Advisors

Tatjana
Ph 021 845 903

Luminita
Ph 021 959 187. 

Lesley
Ph 021 959 189

From our 
MS Community 
Advisors
From in a room 
to on the Zoom
As the word Zoom moved from onomatopoeia to proper 
noun, so the face-to-face meetings and connections 
facilitated by our community advisors moved to the online 
service with the same name. 

The online meetings were instituted in March last year 
as the country locked down and began again in August 
this year; the health and wellness of our MS community 
paramount. 

Undeniably, our society’s members like to connect: that 
explains the need for the online bond and the frequent 
use of our new friend: Zoom. It has been great to see that 
‘computer shy’ people have befriended the machine to 
gain access to something way more important: human 
interaction. 

Based on our members' feedback, it seems Zoom is here 
to stay: it annihilates distances, it is time and cost efficient 
and if the legs don’t listen to us anymore, Zoom is kinder. 

I thought to start this narrative with a brief account of the 
worst year in history. 

Probably many of you are thinking 2020, or the year you 
have experienced the first relapse or the year you got 
diagnosed. 

Historians at Harvard University have reached a con-
sensus and decided that year 536AD was the worst year 
in history: it was the year of winter – “volcanic winter”, 
caused by the eruption of a volcano (nobody is completely 
certain which volcano was the culprit; hypotheses vary 
from an eruption in El Salvador to one in Greenland). It 
was the year of the ‘little ice age’ with snow in summer, 
crop failures and social unrests (that arguably brought 
down empires). 

That puts our own experiences into perspective. It makes 
us grateful for what we have today: we have the peace to 
focus on ourselves, the tools to better our journeys and we 
have Zoom. 

And years 2020 or 2021 or any other years we 
can think of… were not that bad after all! 

What keeps us going? 
To affirm that we are living in unprecedented times is an 
understatement. Almost everything we have been familiar 
with (some customs being as old as history) has changed. 
We’ve stopped celebrating in the ways we’ve been doing 
it for millennia. We’ve changed the way we communicate 
and our whole appearance is slowly becoming different. 
We are becoming accustomed to face masks, social 
distancing and online celebrations. 

As a resilient and creative species, we have come up with 
alternatives to help with keeping close to friends and 
families from far away, to have fun and acknowledge each 
other's journeys and milestones.  

Science, often blamed for pushing us away from our origins 
and connections with the primordial self, has brought 
us closer this time. We have become computer experts 
overnight and knowledgably discuss online forums and 
virtual platforms. And we are using Zoom. 

Where has this Zoom come from? 
Maybe it came out of panic: fear of being alone and 
continuously listening to our own thoughts. It definitely 
came out of longing for people that we love to hug, to 
see and to talk with. It came out of a need of still being 
in charge of our lives and connections in a moment when 
some of us have felt so disempowered.  

It has been working miracles: we are looking forward to 
the next Zoom catch up with our friends, we seek advice 
and guidance on Zoom and we unite via the blue link sent 
weekly by someone that cares. It’s like a thin blood vessel 
keeping us connected. Here are a few thoughts from some 
of our participants: 

Karen 
I love talking to my MS friends on Zoom. We always 
manage to have a good laugh about something. 
It was important to me while in lockdown in NZ 
last year and especially important this year to 
have that connection since we travelled to Sydney 
to visit our daughter and family in July and have 
been locked up over here ever since. 
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Margaret 
I miss meeting our group at the cafe each month, 
but enjoy the Zoom catch ups Luminita arranges 
each fortnight as it brings a bit of normality and 
sanity into a really unsettling pandemic time.  It’s 
good to see familiar faces rather than just the 
supermarket staff once a week.  Thank you. 

Colleen 
Luminita, it has been wonderful that you have 
organised, once a fortnight, the Zoom meetings 
for our coffee group, to help us stay connected. It 
was so special getting ready for the meetings, and 
then to see the smiling faces of the ladies in our 
group. It is very reassuring to see a familiar face 
chairing our meetings. 

The importance of staying connected is self-
evident, in that you were able to help me, get 
someone to come and assist me, during the 
current lockdown. I would not have achieved that 
without your guidance. That help was invaluable. 

B.Y. 
Since Luminita contacted me last year, I was alone 
in my diagnosis. She was my MS Guardian Angel, 
someone to talk to who understood. She suggested 
I come along to the Palmers group. I met such a 
lovely group of ladies who also understood. Now 
I do not feel so alone in my diagnosis! Being the 
‘new girl on the block’, everyone made me feel 
welcome. I am so appreciative of being part of 
this group where we can talk about our ups and 
downs. We can say ‘I feel like crap’ if that’s how 
we feel on the day.  

Judith 
I enjoy ‘touching base’ with my fellow MS Coffee 
Girls. For me it is a safe place where we can share 
the good or not so good stuff that is going on in 
our lives. Also to receive support and give support 
is so important, because we ‘get it’ when one of 
us is going through a rough time with ‘our friend 
MS’ and yes, Luminita, it is definitely friendship! 

Sandy 
I got lots from our meeting, especially talking 
about pain and what we are taking and how we 
are managing it.  Saturday is often my 'down 
day' of the week and having our meeting on a 
Saturday makes all the difference. 
 

Karen 
I don’t have family and it is nice to be able to open 
up freely about any worries.  I don’t normally 
do this but I feel privileged to know such a ‘cool’ 
bunch of ladies who I feel comfortable with 
enough to do this and know they are supportive 
and understanding.  We have been together for a 
while now and I think we will be for a long time.  
Thanks for your help. It’s always nice to see you. 

We will be continuing a regular  
virtual support group meeting after 

lockdown finishes.  

We always welcome new people so please 
contact our team info@msakl.org.nz if 
you’re interested in joining us for a hot 

drink, connection and friendship!   
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Volunteer 
Profile:
Jessica Mills
It is our pleasure to introduce you to Jessica Mills. Jessica 
has been such a blessing to MS Auckland this year and 
many may have met her virtually already through our 
meditation webinar.  If you didn’t get the chance to 
participate in Jessica’s mindfulness and meditation 
webinar, it is available on our website www.msakl.org.
nz (resources, then yoga, meditation & mindfulness).   
Thank you, Jessica, for all your inspiration. 

What motivates you to volunteer for MS 
Auckland?
I moved to the UK in 2014 after finishing University and 
was given the opportunity to become a research assistant 
for a clinical neurologist who was the head of the MS 
service for the south west of England and who specialised 
in health measurement research. I worked for four 
years to develop new ways of measuring things such as 
walking ability and upper limb function in order to better 
understand them from the perspective of someone living 
with MS and to provide more accurate tools for clinical 
trials and in practice.  

I got to meet many amazing people living with MS during 
this time however I often felt frustrated at the level of 
support I could offer our wonderful study participants 
due to professional limitations and boundaries. I decided 
when I moved home to NZ that I wanted to volunteer my 
time to an organisation that supports people living with 
MS, to be of service to others and the MS community 
and to be able to offer my support outside of a research 
capacity.  

If you could invite any famous person to 
dinner, who would it be? 
This person is no longer alive, but I would love to have 
dinner with Dr. Richard Alpert who was later know as 
Ram Dass. He was a psychologist from Harvard University 
turned spiritual guru following a trip to India. I am a huge 
fan of his work and teachings. He was also a vegetarian so 
I don’t think he would mind my vegan cooking ha-ha.  

What is your favourite book to read? 
I absolutely adore reading! So, it’s tough to pick just one, 
but a book that really shifted my perspective and moved 
me immensely would be Braiding Sweetgrass by Robin 
Wall Kimmerer which reframes the relationship between 
land and humans and explores the relationship between 
indigenous wisdom and science. It’s a truly beautiful read 
with many profound lessons.

  
What’s one thing about you that surprises 
people? 
I used to train as a powerlifter and I competed in regional 
competitions when I lived in the UK. 

Best vacation ever?     
I loved all my trips around the UK and Europe, but a 
couple of truly memorable ones would be when I travelled 
around France and Spain for seven weeks in an old 
station wagon with a tent and no solid plan which was an 
incredible experience until our passports and visas got 
stolen in Barcelona!  

My time as a workaway volunteer in Portugal at an 
incredible old Portuguese pilgrimage in a beautiful forest 
by the coast that had become a mediation and yoga retreat 
was really life changing for me. And also my trip to Iceland 
(see photo), what a surreal and eerily beautiful place! 

If you could choose a super power, what 
would it be and why? 
I would love to have extraordinary intelligence beyond 
typical human capacity. I would love to be able to 
comprehend and understand great mysteries and come 
up with solutions for some of the problems we face as 
humans.
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By Jessica Mills 

The current global pandemic 
and the subsequent lockdowns 
we are all experiencing as a result 
have caused stress and anxiety 
to skyrocket. 

This is not surprising in such uncertain times and when 
our usual lives have been so disrupted.  

There is a lot of fear around the virus and many of the 
things we usually find joy in have been restricted or taken 
away. It can also feel overwhelming and scary when we 
don’t feel like we have control over our lives and many 
people have been feeling the weight of this. 

Mindfulness can be an amazing tool in challenging times. 
It can allow us to come back to the present moment rather 
than worrying about what might occur in the future.  It 
can allow us to find some joy in simple things. It can help 
us manage our stress levels and the physiological impact 
that stress can have on us. And can help us greet whatever 
it is that is happening for us in the present with kindness.  

Two attitudes that mindfulness teaches us are ‘acceptance' 
and 'letting go’.  Adopting an attitude of acceptance means 
that we see things as they are in the present, rather than 

Mindfulness during COVID
expending energy trying to force things to be a different 
way or resisting what is, which only creates further 
tension. 

By remembering that now is the only time we have for 
anything and by welcoming acceptance we can live more 
fully in the moment. Acceptance doesn’t mean you have to 
like what is happening or sacrifice your beliefs, it’s simply 
a willingness to see things as they are and to be receptive 
to whatever it is that we are feeling in the moment.  

The second attitude of letting go allows us to release 
thoughts or feelings that are not serving us. By not holding 
on to things we open up space to see things from a different 
perspective.  

Sometimes we may not be ready to accept something 
and that’s ok too. We can practice acceptance through 
meditation by acknowledging the thoughts that arise 
without judgement, accepting them as they are and then 
letting them go. 

Perhaps if you notice a thought arise that isn’t serving you, 
try taking a deep breath in and then imagine it leaving with 
the exhalation. The breath is a wonderful way to ground 
back in the present when things feel overwhelming. 

If you would like to explore some more 
mindfulness techniques, check out the MS 
Auckland website.



When were you first diagnosed with MS? 

I was living in the UK when I first experienced symptoms. 
Initially, the tingling of the left chest ended up spreading 
more and more down the left side of the upper body down 
to the left-hand fingertips. The second relapse (before 
I knew it was a relapse) was when I developed optic 
neuritis of the right eye. I started to notice it at work. My 
vision became impaired as well as developing a dull pain 
sensation. My official date of diagnosis was June 2017. But 
I experienced my first symptoms in June 2016. 

So, you were diagnosed when living abroad 
then returned to Auckland.  Do you think 
that Auckland has any particular challenges 
for people with MS?  

When I returned, I learned that Auckland (AHDB) didn’t 
have the same extensive range of disease modifying 
therapy (DMT) options as the UK had, which I thought 
was a little bit surprising. However, this didn’t impact 
me in particular as Auckland still has the same DMT 
available (Tysabri-branded natalizumab), which allowed 
me to carry on with my treatment. Also, before I left, I 
learned from my UK MS nurses that they had met with the 
Auckland MS nurse at a global MS conference. Therefore, 
they were a big help with my process of transitioning from 
the UK.  

What I’ve learned over the years is that Auckland is short 
in neurologists; which I’m sure has been worsened by the 
pandemic. It’s something that we’ll just need to manage as 
we go along. I do think this provides a greater opportunity 
and need for other healthcare providers and community 
charities like MS Auckland to help with relieving some of 
that pressure.  

What have been your greatest challenges 
along the way, and how have you managed 
them? 

I think my greatest challenge was when I first experienced 
MS. Because at the time, I didn’t feel I got much support 
from my UK based GP and the NHS. I was essentially 
lost in the system until my second relapse happened 
(nine months later). During that time, I did a lot of my 
independent research to figure out what was wrong with 
me. I went down some strange rabbit holes. Now thinking 
back, some of these were crazy. Luckily, I didn’t travel too 
far! 

Also, when we decided to return from the UK to NZ and 
while we were following the process, we still weren’t sure 
if we would be treated the same or differently coming 
back. If we’d run into any roadblocks. If my treatment 
would be public funded or if I would have to pay privately.  
The fear of the unknown set in again. Luckily, we had 
nothing to worry about, and everything went well and 
smoothly. I was able to keep to my DMT infusion schedule 
and then focus on restarting our life again in NZ. 

You are part of our whānau of regular 
givers.  What made you decide to support 
MS Auckland on a regular basis? 

My wife and I also wanted to give back to our communities 
in some way. As we’re both working professionals, giving 
up our time was a challenge, so we decided to donate on a 
more regular basis. We also signed up with SuperGenerous 
so that we can re-donate our tax rebate: to help our 
donation go that little bit further.  

We’ve also been to a few of the events, bought a book and 
donated at those events as well.  

Donor notebook
Dominik Firsow, a regular giver 
to MS Auckland believes in 
adding value.

Dominik Firsow and wife Samantha
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Have you considered giving 
regularly to MS Auckland?  

Regular donations help ensure 
that MS Auckland can continue 
to support people with MS to  
live well.  

MS Auckland has relied financially on major events and 
grants from philanthropic trusts. Unfortunately these 
are compromised in a COVID environment. Regular 
donations, however small, help ensure continuity of in-
community support, resources and guidance for whānau 
living with MS.   

Regular givers donate as little as $5 per month and can 
choose the amount and frequency they donate to suit their 
needs.  They can adjust their contribution at any time. 

Best of all, they can sit back and feel great, knowing that 
91 percent of their donation goes directly to supporting 
people with MS! 

Become a regular  
giver, like Dominik! 

Sign up to be a regular giver through the ‘Join Us’ section 
of our website www.msakl.org.nz, or contact us for a 
confidential discussion 09 845 5921 or info@msakl.org.nz  

Nā tō rourou, nā taku rourou ka ora ai te iwi.  
With your food basket, and my food basket, the 
people will thrive. 

What are your hopes and dreams for the 
future? 

 It’s a good question and hard for me to answer, as my 
mind goes in all different directions.  

I guess personally, I hope to continue to learn and develop 
myself. So far I’ve done a pretty good job putting my MS 
on hold. I haven’t done it alone, the DMT and functional 
approach to healthcare has helped a great deal. 

So, I want to stay as healthy as possible for as long as 
possible. By doing so it means that I can then continue 
to add value to those around me, professionally and 
personally. 

When it comes to MS Auckland, I’d like to see that its 
services and resources are available to those newly 
diagnosed with MS. It’s a scary place, so I’d like them to 
avoid going down the rabbit holes I went down. Trusted, 
transparent and up-to-date information is vital, and so is 
the accessibility of that information. Therefore, I’d like to 
help get that information out to the right people through 
the communication channels that they are comfortable 
with. If I can leverage my previous background in IT and 
digital marketing to help, I thought why not.  

 As well as being a regular giver, Dominik is 
currently donating his skills and time to help 
develop our digital channels.  You're amazing, 
Dominik! 
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MS does not define me By Gaye Stratton 

On an ordinary day just before Christmas twenty years 
ago, I was diagnosed with remitting relapsing MS.  I had 
two young daughters, a six-week-old Dalmatian puppy 
(who did chew the ‘newly diagnosed with MS’ booklet) 
and ran my own HR company. MS was clearly not detailed 
in my strategic plan.

I knew nothing about MS, or anyone with MS. Mr Google 
gave a timeframe of how long before I would need to use 
a wheelchair. It was a shocking revelation and a time of 
quite a few “Oh s… and why me” moments.   
 
Despite the calming influence of Dr Ernie Willoughby who 
did a great job of explaining about the different types of 
MS, a short time later I had a major relapse. I had very 
limited movement in my right arm and leg. I went on a 
course of steroids and my main worry about that was that 
I would get a round, steroidal-looking face. 

It was a time of turmoil and many unknowns. I remember 
during this relapse my younger daughter asked me to 
drive to the video store for her. I tried to explain I couldn’t 
even try. She responded with “can you maybe just try a bit 
harder”.  That was when I did think that physically I might 
not to be able to try harder, but I could try harder with my 
attitude to life with MS.   

Over the next 15 years I did have some smaller relapses 
but nothing too major. I stopped worrying that every 
strange feeling in my body was MS related and I was going 
to have a relapse.   

Family life carried on along its busy track, my business 
grew, I focused on my fitness and ran a few half marathons. 
I didn’t forget about having MS but it wasn’t the first thing 
on my mind.   

Five years ago, the MS changed direction. I now have 
secondary progressive. Running isn’t on the agenda 
anymore and, like most women living with MS, I know 
where most of the toilets are in the surrounding area. 

The MS hydrotherapy classes have been a great way to 
exercise and meet others who just ‘get it’. Gilly Davy of 
Connect Neuro Physiotherapy has been so helpful and 
following her programme of exercises has certainly made 
me feel confident. This confidence enabled me to develop 
a new business, Speak Confidently. We support adults 
and senior school students develop and grow their public 
speaking skills. When working I wear ‘sensible shoes’, 
always check the venue for uneven floors, sticking-out 
furniture and loose floor mats!  

Life these days goes on without the crippling fear that I 
experienced earlier. Life is still busy and as unpredictable 
as always. However, I look forward to the birth of my first 
grandchild.  

Four years ago my husband Greg, joined a painting class 
and has never looked back. I am a little biased; I think his 
work is wonderful. The idea behind the calendar is to let 
others enjoy his artwork while giving something back to 
MS Auckland.  To purchase go to www.speakconfidently.
co.nz/ms-calendar 



 

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.
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risk to the foetus. No washout period required before conception. TECFIDERA is not contraindicated in pregnancy.1
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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. 
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Serves 8
Ingredients
1 kilo small carrots (about two bunches), peeled, cut into 
three-inch pieces 

2 large red onions, each cut through root end into eight 
wedges 

1 fennel bulb, cut into two cm wedges 

4 tablespoons olive oil, divided 

Quality salt, freshly ground pepper  

2 tablespoons raw sunflower seeds 

1 teaspoon coriander seeds, coarsely chopped 

1 pinch hot pepper flakes (optional) 

½ teaspoon hot paprika 

2 tablespoons apple cider vinegar 

1 tablespoon fresh lemon juice 

2 tablespoons torn mint leaves

Directions
Preheat oven to 180°C.  Place carrots, onions and fennel 
on a rimmed baking sheet (keeping carrots to one side of 
the tray for easy removal).  Ensure you give them plenty 
of room, the key to roasted veggies with nicely browned 
edges!   

Measure two tablespoons of the oil and drizzle vegetables; 
season with salt and pepper.  Roast, tossing occasionally, 
until golden brown and tender, 20-25 minutes for carrots 
and 35-45 minutes for onions and fennel.  Let cool.   

Meanwhile, cook sunflower seeds, coriander seeds, hot 
pepper flakes, paprika and remaining two tablespoons of 
oil in a small skillet over medium heat, stirring often, until 
oil is gently bubbling around seeds and spices are fragrant 
(be careful not to burn); about two minutes.  Let cool.  Stir 
in vinegar and lemon juice; season vinaigrette with salt 
and pepper. 

Combine roasted carrots, fennel and onions onto the 
same baking sheet, drizzle vinaigrette over and toss to 
coat well; transfer to a platter.  Just before serving, re-toss 
vegetables to pull up any dressing that may have settled at 
the bottom of the platter and scatter mint on top.  Lovely 
served at room temperature or lightly warmed with grilled 
tofu or fresh snapper! 

Recipe and picture adapted from bonappetit.com

Recipe 
Roasted 
carrots and 
red onions 
with fennel 
and mint 
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I will start by changing one word in the wonderful song for 
the film ‘Love Story’: “Where do I begin, to tell the story of 
how great a love can be”.   I will change that to: “Where do 
I begin to tell the story of how great a life can be”.

Life does change when you have MS, but you can still 
enjoy a great life, a joyous life, a life full of love, don’t let 
MS define you or who you are. 

I read that a person with MS uses 30 percent more energy 
at rest than a person without MS: think about that! You 
need to go easy on yourself. 

I was diagnosed in 2006 at 48 and was overwhelmed.  
I couldn’t cope. I was angry, confused and suicidal, I 
could no longer burn the candle at both ends, I couldn’t 
multitask like before. My brain couldn’t cope, and my 
body could not keep up. By 11.30 in the morning, I was 
totally wiped out. I retired at 55 years old. 

A year’s worth of cognitive behavioural therapy taught me 
that I could still do what I used to do to the same standard. 
I just took a darn sight longer. It was the mind reset that 
I needed. 

My MS journey 
to happiness 
and joy

Yes, I still overdo things in the garden and physical fatigue 
hits. Or I write too much and cognitive fatigue wipes me 
out. When either of these happens to me, I just rest. If I 
really overdo things, then the following day I rest, giving 
my mind and body the time they deserve.  I no longer feel 
guilty. Why should I. My body and mind need recovery 
time. Think 30 percent more energy at rest and you can 
understand what happens with activity. 

There are times when I’m cognitively too tired to watch a 
movie, I listen to music, close my eyes and relax.   

If I can’t do something one day, then fine I’ll do it when 
I can. No harm done. Life is to be enjoyed not endured. 
Things will still get done, just later. Give yourself a break; 
it does work.   

Like most of us, I still have a lot of annoying symptoms 
for which there are drugs, creams, cooling towels, cooling 
jacket, cold shower, calf socks for calf cramps, gentle 
exercise, walking sticks, bladder (know where the nearest 
toilet is!), positive thinking and being gentle with yourself 
works wonders: or a cuddle with our rabbits.  

I started writing to keep my mind active with no intention 
of publishing. My literary agent has recently achieved a 
10-year contract with a new publisher, which was great 
news. They will republish my Charles Langham political 
environmental trilogy before Christmas, and next year my 
children’s book based on my rabbits.  They want my new 
novel, a murder mystery called, ‘Occidendum me’ (a man 
explains to his wife how and why he died and who killed 
him) and any further books I write. 

My agent knows I have MS and I research a lot and write 
at my own pace, for my own enjoyment with no deadlines. 
That way it stays an enjoyable pastime. If I’m too tired to 
write, then I don’t: it’s that easy.   I have a storyline for a 
fourth Charles Langham novel forming in my mind… 

My agent has retained all the film rights for my books. 
Adapting a novel to a screenplay is hard work using 
specific software. The page limit is strictly 120 pages.  
One page equals one minute of film.  You must keep 
the essence of the book whilst culling so much to  
fit the page limit.  
 
We do everything we can to make life that little bit easier.    

We have a love of travel and before COVID alternated each 
year between a UK trip via Singapore, which we love, and 
going on cruises. We use wheelchair assistance through 
airports, which is less fatiguing.  We plan everything in 
advance down to the smallest detail to ensure all will  
go smoothly and stress free. The journey is part of the 
holiday and should be enjoyable. We do everything to 
make it so.  

We have two house therapy rabbits, eight-year-old 
siblings. They are a joy. We worry more about their 
health than ours! Both have arthritis and are on many 
medications. 

By Gary Stephenson
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We love gardening and have made the garden as easy to 
look after as possible. We still grow our own vegetables; 
out of the rabbits reach of course, and rhubarb which we 
use to make wine and crumble.  

We treat ourselves to Ardbeg Islay malt and Remy Martin 
and certain wines, like Malbec and enjoy a tipple before 
dinner. Why not, life is here to enjoy.    

With MS, we still have a life of love, joy and achievement.   

Buy Gary’s books, and support us! 

For more information and the story and true data 
behind the books: www.garypaulstephenson.com 

Books are available on TradeMe: search Gary Paul 
Stephenson. 

Gary and Dee have kindly offered to donate $5.00 for 
every book sold to MS Auckland. 

Thanks so much!   

What does MS look like?  The 
annual awareness week hosted 
by Multiple Sclerosis NZ is aimed 
to break down stereotypes and 
misconceptions around MS and 
who is affected by it.  

The Face of MS campaign took place from 13 to 19 
September.  Although all of New Zealand was under 
COVID restrictions during that week, the campaign 
pushed ahead with a series of social media fundraising 
activities, increased activity across digital channels and 
exposure through the news media. 

'The Face of MS'  
awareness week in review 

 MS Auckland raised $5,000 from the campaign!  We hope 
that The Face of MS campaign encouraged conversation 
and awareness through the messages of the ‘Faces of MS’ 
who so generously shared their insights and experiences.  
Our kindest thanks to Auckland’s Face of MS, Anu.  Anu 
is also one of our wonderful peer support volunteers and 
is deeply committed to supporting others navigating the 
road of MS. 

Thank you to everyone who recognised the impact of 
MS and the importance of the work we do every day for 
Aucklanders living with MS, by making a donation during 
Awareness Week.   

If you missed the Face of MS awareness week, 
you can still check it out, and donate, here: 
https://fundraise.msnz.org.nz/faceofms 
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New study adds complexity 
to the MS/alcohol/smoking conundrum
 
Not drinking alcohol significantly 
increases the risk of developing 
multiple sclerosis, especially if a 
person is also a current or former 
smoker, according to a new 
study. 

These findings add to the knowledge, discovered in  
multiple previous studies, that alcohol decreases 
the activity of the immune system. According to the 
researchers, this may account for the known connection 
between alcohol consumption and reduced MS risk — 
given that MS is characterised by an over-active immune 
system. 

While these new data “are relevant for clinical practice 
and give no support for advising healthy individuals with 
MS heredity, or individuals with MS, to completely refrain 
from alcohol,” they also don’t support increasing alcohol 
consumption, the researchers said. 

“Consumption of alcohol has detrimental effects on other 
disease conditions, and better understanding of the 
mechanisms behind our findings may help to define ways 
to achieve protection against MS by other means than 
alcohol consumption,” they wrote. 

The study can be found here: https://www.nature.com/
articles/s41598-021-00578-y

Wearable 
for MS gets 
green light 
Owlytics Healthcare of Massachusetts USA has 
announced the release of a validated multiple sclerosis 
monitoring and analytics service.

Together with its research partner Tel-Aviv Medical 
Centre, the company has announced the first validation 
stage of MS metrics for a continuous remote monitoring 
and analytics solution to measure the effectiveness 
of drugs during clinical studies, using cellular-based 
wearable and artificial intelligence technologies. 

According to Gill Zaphrir, Owlytics CEO and co-founder, 
“The Owlytics validated enterprise analytics cloud-based 
solution will support key pharma and providers’ research 
efforts by using passive physiology, activity, gait and 
fall remote monitoring as well as self-tagged patients’ 
symptoms. One of the solution differentiators is the off-

the-shelf cellular and elegant smart watch containing 
advanced vital sensors.” 

The solution seamlessly shares patients' progression 
status and provides common language to the research and 
clinical teams through Web API snapshot reporting and 
analytics. 

The patients' symptoms self-reporting adds response-
time metrics establishing also personal cognitive metrics 
trends analytics over time.
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Disabled community 
taken seriously 
The government says it is 
delivering on a promise to reform 
the disability system that will 
have a significant effect on the 
sector including many in the MS 
community. 

Minister for Disability Issues Carmel Sepuloni made the 
announcement saying, “The current disability system is 
broken and puts too many barriers in place for disabled 
people and whānau. This is why we are establishing a 
new Ministry for Disabled People as the heart of this 
change. It will join up all of the supports and services 
available to disabled people and replace a fragmented 
system where there is no single agency responsible for 
driving improved overall outcomes for disabled people. 

The Government is also accelerating efforts to make 
Aotearoa New Zealand more accessible by introducing a 
new accessibility framework, backed by legislation and a 
new accessibility governance board which will be led by 
and represent disabled people and whānau. 

"The disabled community’s voices will be embedded 
at all levels of decision-making, from the formation 
and running of the Ministry, to the development of 
accessibility legislation,” Sepuloni said. 

The Ministry of Social Development will host the new 
Ministry for Disabled People ensuring access to existing 
shared services and knowledge to help it hit the ground 
running.  

The new Ministry will 

• Drive better outcomes for all disabled people 

• Lead and coordinate cross-government strategic 
disability policy 

• Work to deliver and transform disability support 
services 

• Progress work on the broader transformation of the 
wider disability system  

“The changes complement the work under way with the 
health reforms to ensure all New Zealanders, including 
the disabled community, have equitable access to the 
care they need, no matter who they are or where they 
live,” Minister for Health Andrew Little said. “Putting the 
voice of disabled people and their families at the heart 
of decision making is an approach that works, as we’ve 
seen with the Enabling Good Lives pilots in Christchurch, 
Waikato and Mid-Central regions.” 

Link below for the Cabinet papers and documents for 
proactive release. https://msd.govt.nz/about-msd-and-
our-work/publications-resources/information-releases/
cabinet-papers/2021/disability-system-transition.html
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Study details app 
help in rehab programme 
  
The 37th Congress of the European Committee for 
Treatment and Research in Multiple Sclerosis (ECTRIMS), 
held virtually, recently concluded. The Multiple Sclerosis 
News Today team provided in-depth coverage which can 
be found at ECTRIMS 2021 Archives - Multiple Sclerosis 
News Today. 

The wide-ranging subject matter includes an article by 
Marta Figueiredo referencing data from a multi-centre 
study in Austria that suggests four weeks of an anti-
spasticity rehabilitation program significantly lessened 
leg spasticity and improved strength and mobility in 
people with MS. 

Furthermore, these benefits were sustained after the 
program ended, when patients continued rehab with a 
12-week and individualised programme given using a 
newly designed app, but not when delivered through a 
conventional, illustrated booklet. 

Findings support this combination of in-patient followed 
by app-based, at-home rehabilitation for the effective and 
sustained management of spasticity in MS patients. 

The program results were shared by Rainer Ehling, MD, 
with the Clinic for Rehabilitation Münster. 

Spasticity is a common MS symptom, causing muscles 
to feel stiff and heavy, and making movement difficult, 
ultimately affecting patients’ well-being and overall quality 
of life. Currently, its successful long-term management 
remains challenging. 

While rehabilitation programs based on physical therapy 
are recommended as a first-line treatment for MS-related 
spasticity, “there is only poor evidence for one specific 
therapeutic approach,” emphasising “the need for well-
designed and large, multicentre clinical trials,” Ehling 
said. 

He and colleagues at six other Austrian rehabilitation 
centres evaluated whether multidisciplinary and inpatient 
rehabilitation (MIR) followed by an individualised, self-
training program delivered by either an app — the MS-
spasticity app — or an illustrated booklet could reduce 
spasticity in 115 MS patients. 

Participants had moderate to severe leg spasticity, and all 
were able to walk. 

The four-week MIR program included 85 exercises 
targeting leg spasticity and requiring minimal equipment, 
designed by a panel of physiotherapists. Exercises were 
adapted for different degrees of disability and spasticity. 

The 94 people with a clinically relevant improvement  
in spasticity — defined as a 20% or greater improvement in 
the patient-reported Numerical Rating Scale for spasticity 
(NRS-S) — were then randomly assigned to undergo a  
12-week self-training program using either the MS-
spasticity app (47 patients) or a conventional booklet  
(47 patients). 

Self-training programs were tailored for each patient and 
included at least 20 exercises, which were shown in the 
app through short videos on a daily basis for 30 minutes, 
or depicted in the booklet through printed pictures. 

The MS-spasticity app, which also contained reminders 
and motivating functions, was designed to help maximize 
adherence to self-training after the inpatient program, 
Ehling noted. 

Following MIR, people who underwent self-training with 
the app saw their spasticity further ease, while those 
guided by the booklet showed a trend toward spasticity 
worsening, resulting in a statistically significant difference 
of 1 point in the NRS-S scale between the groups. 

Group differences in terms of other secondary outcomes 
also favoured the app, but did not reach statistical 
significance. 

These findings highlight that multidisciplinary inpatient 
rehabilitation is able to significantly reduce both patient-
reported and objectively measured spasticity in MS 
patients who can still walk, Ehling said. 

Still, downloading the app won’t be enough to provide 
successful, long-term reductions in MS-related spasticity, 
Ehling noted, since “it is crucial to carefully evaluate [MS 
patients] before the therapy and [to conduct] professional 
individualization of the self-training program.”
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Support groups

Location  Date/ Time
South / East Auckland
Pukekohe Café Group - Different Venues First Thursday / Month - 11.30am
Botany Café Group - Robert Harris Café (Botany Town Centre) Third Thursday / Month - 11.30am
Manukau Café Group - Friendship House (Manukau) Last Tuesday / Month - 10.30am
Men’s Group - Robert Harris Café (Botany Town Centre) Last Saturday of each Month - 10.30am

Central
Mt Wellington Café Group - Coffee Club on Lunn Avenue Second Saturday / Month - 11.00am
Stonefields Café Group - Stonebake Café Third Wednesday / Month - Evenings 
(Lunn Avenue, Mt Wellington)
Onehunga Group  - Urban Verge Cafe (653 Manukau Rd, Royal Oak) Third Tuesday / Month - 10.30am

West Auckland & Rodney
Kumeu Café Group - Different Venues First Tuesday / Month - 10.30am
Henderson Garden Café Group - Columbus Coffee Café  First Thursday / Month - 11.00am 
(inside Mitre 10 Mega, 186 Lincoln Rd) 
New Lynn Café Group - Columbus Coffee Café Second Tuesday / Month - 10.30am 
(inside Mitre 10 Mega, New Lynn) 
Silverdale Café Group - Kings Plant Barn (Silverdale) Third Wednesday / Month - 10.30am

North Auckland
Mayfield Coffee Morning - Kings Plant Barn  First Thursday / Month - 10.30am 
(1 Forrest Hill Road, Milford)
Shore Lunch Group - Palmers Planet Café Last Wednesday / Bimonthly - 12.00 noon 
(cnr Hugh Green Drive/Greville Rd, Albany) 
North Shore Café Group - Palmers Garden Café First Saturday / Month - Mornings 
(65 Greville Road, Pinehill) 

Newly Diagnosed Zoom Meetings Dates and time vary

Newly Diagnosed Café Groups
Central Auckland  Wednesday / Month - Evenings
North Shore  Saturday / Month - Mornings

For more information on venues and times please contact  
Tatjana on tatjana@msakl.org.nz or on 021 845 903 

 

Our groups meet virtually  
during COVID lockdowns  and  
in-person as restrictions allow.  

There will also be ongoing virtual groups for those who 
prefer this option.  Contact Tatjana to discuss the group 
which best suits your needs  tatjana@msakl.org.nz / 09 
8455921 x220, or Luminita or Lesley if they are your 
community advisor.

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.  

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.    
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Multiple sclerosis: 
links to earlier infections 
gets stronger 
 

For most of the time since the first description of multiple 
sclerosis (MS) in 1868, the causes of this disabling disease 
have remained uncertain. Genes have been identified as 
important, which is why having other family members 
with MS is associated with a greater risk of developing the 
disease. 

A recent study my colleagues and I conducted found 
that several types of infection during the teenage years 
are associated with MS after age 20. Our study didn’t 
investigate whether people who are more likely to have 
genetic risks for MS were also more likely to have worse 
infections. This might explain why people with MS also 
have more infections that need hospital treatment. 

If this were the explanation, the infection would not be 
a risk factor triggering MS, it would only identify those 
more likely to have MS, anyway. Our new study, published 
in JAMA Network Open, examines this and shows that 
glandular fever (one of the infections most associated with 
MS risk) during the teenage years really is a risk factor for 
subsequent MS. 

Some scientists have suggested that infections like glandular 
fever (also called infectious mononucleosis “mono” or 
“kissing disease”) might be worse in people who will go 
on to develop MS because their immune system is already 
different. But another explanation – the one that our study 
investigated – is that the infection triggers MS. It has also 
been argued that families with more infections are different 
in other ways from families who have fewer infections. 
Perhaps the differences between these families – not the 
infections themselves – are what helps to explain MS risk. 

To confirm that infections are a true risk factor for MS, 
triggering the MS disease process, our latest study 
compared siblings in the same family. Siblings share 
much of their genetic make-up and have similar family 
lives. If one sibling develops glandular fever and goes on 
to develop MS, while the other does not develop glandular 
fever and does not develop MS, that would suggest that it is 
the glandular fever rather than any genetic predisposition 
that led to the MS. (On the other hand, if only one 
developed glandular fever but they both later developed 
MS, that would suggest a genetic predisposition was to 
blame.) If we see the same pattern in many families, we 
can be much more certain that that’s the case. 

We looked at glandular fever at different ages, as the 
teenage years may be a time when exposures are most 
likely to increase MS risk. The study involved 2.5 million 
people living in Sweden. Just under 6,000 had a diagnosis 
of MS after age 20. 

We found that glandular fever between ages 11 and 19 
was associated with a significantly increased MS risk 
after age 20 years, in an analysis that compared siblings 
with each other in every family separately, and then the 
results were combined. This design was to make sure the 
results are not because people susceptible to MS are also 
more likely to have more severe infections because of this 
susceptibility. The results confirm that glandular fever, 
and almost certainly other infections, are important risk 
factors for MS and able to trigger the disease. 

The new study also made it possible to look in greater 
detail at when an infection is more likely to trigger MS. 
Glandular fever in earlier childhood was less of a risk for 
MS than when it occurred after age 11 years. The highest 
risk for MS was seen for infections between ages 11 and 15 
years (around the time of puberty), with the risk dropping 
with increasing age and almost completely disappearing 
by age 25. Changes in the brain and immune system as 
people age may help explain this. 

MS develops very slowly 

Even though glandular fever may be triggering MS, most 
often around puberty, it can be many years before MS is 
diagnosed. Many who had the infection between ages 11 
and 15 years did not have an MS diagnosis until after they 
were 30. This is because the damage to the brain caused by 
MS develops slowly until it makes someone sick enough to 
receive a diagnosis of MS. 

Glandular fever during the teenage years may trigger MS 
because it can get into the brain. And the damage it causes 
to nerve cells may cause the immune system to start 
attacking a part of the nerves that insulates them – called 
the myelin sheath. 

How MS attacks the myelin sheath 

When the immune system is activated in this way, the 
process is called autoimmunity. Once started, it can 
damage nerves in the brain that can become progressively 
worse over the years. Fortunately, modern treatments are 
becoming increasingly effective in slowing this process. 

This study provides stronger evidence that a severe bout 
of glandular fever (and likely other serious infections) 
during the teenage years – particularly around puberty 
– can trigger MS, even though, often, MS may not be 
diagnosed for at least ten years after the infection.

Scott Montgomery, Honorary Professor, Epidemiology, UCL. 
Republished from The Conversation under a Creative Commons license. 

By Scott Montgomery, University 
College of London 
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Our Supporters

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

 

MS Auckland is grateful to all organisations, families and individuals who support our work. 

For more information visit www.msakl.org.nz

Remember us 
with a gift in  
your will

Help
our work 

live on….

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.

Consider leaving a 1% legacy to MS Auckland in your 
will; a small proportion for you, but a significant, lasting 
impact for Aucklanders living with MS.

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
Independent Living Service
IT Performance
John Ilott Charitable Trust
Lion Foundation

Lions Club of Remuera
Lottery Grants Board 
Louisa and Patrick Emmett Murphy Foundation
Lynch & Associates
Mac & Co Lawyers
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 
Roche
Rod Milner Motors
Rotary Club of Newmarket
Sanofi 
Southern Trust
St. John’s Rotary Club
Stevenson Village Trust
Sweep
The Trusts Community Foundation

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.



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.
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