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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.
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Welcome
  Nau mai, haere mai e te whānau
  

Welcome to the 54th edition of Multiple News.  In the 
wake of MS Awareness Week, held during September, this 
edition focusses on awareness and visibility of multiple 
sclerosis.   

We sat down with our 2022 Face of MS, Rochelle, to 
hear more about her story.  Our very warmest thanks to 
Rochelle for her openness and sharing her journey so 
publically during Awareness Week.  Not everyone would 
be happy to see their face larger-than-life on a billboard, 
or on the cover of a magazine! 

You may be aware of the recent report on the welfare of 
carers across Aotearoa.  The MS community is certainly 
not exempt from the findings and on pages 16-17 we reflect 
on care in the MS context.  Roger Hawthorne, whose wife 
Heather has MS, really put this in a nutshell when he 
commented “carers are a forgotten lot”.  

We are inspired by Hannah’s determination and dedication 
to her bodybuilding endeavours (page 6).  She looked 

truly fabulous on stage, particularly with her MS wings! 
Huge congratulations, Hannah. We are also inspired by 
Sarah Gilchrist whose MS diagnosis led her to change 
her career path and retrain in counselling.  Sarah was a 
recipient of the Dorothy Newman social work scholarship 
which assisted with her first year of study.  Read Sarah's 
story on page 7.

It is truly wonderful to be able to connect in-person 
again, following so many months of COVID challenges.  I 
enjoyed meeting many people from our community during 
MS Awareness Week.  In particular, our Walk for MS 
Awareness had a super positive and upbeat atmosphere.  
I’m looking forward to doing it all again next year! 

Wishing you a safe, healthy and relaxing summer and 
holiday season.   

Noho ora mai (stay well) 

Nicola Bitossi
General Manager

MS Auckland | 5 The Strand, Takapuna | info@msakl.org.nz | 09 845 5921  | www.msakl.org.nz   | www.facebook.com/multiplesclerosisakl

MS wings: “hold 
your head up 
high in confidence 
today as you 
move down your 
road in life. You 
are growing 
stronger and so 
much wiser with 
each step you 
take”. 
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An inspiring and fun-filled 
afternoon was had by more than 
150 people who gathered, many 
with pets in tow, at the iconic 
rotunda in the Auckland Domain 
on Saturday 17th September 
to show their solidarity with 
multiple sclerosis. 

Orange shirts 
take over the 
Domain!
  

MS Auckland wanted to find a way to mark MS Awareness 
Week by bringing together our members, their whānau 
and friends in a fun, light-hearted way. 

Sausages were sizzled, coffees were carefully curated and 
raffles were, well, raffled. In addition there was lots of 
music, laughter, games, spot prizes, ice creams and fruit. 
Everything took on a marvellous, orange-tinted hue! 

Highly popular was the ‘best dressed dog’ competition, 
with a number of well-dressed pooches complementing the 
colourful wings celebrating our key aspects of perspective 
and perseverance. 

The not-so-fast prepare for an enjoyable stroll. 

The fun run around the Domain, museum and iconic 
Wintergardens was a sprint for some, a leisurely stroll and 
much kōrero for others. It was a fun community walk in a 
high profile location – promoting whanaungatanga and a 
healthy lifestyle. 

The Auckland MS community was inspired and so have 
secured a position at Round the Bays in March 2023! 

Many people are already talking about next year’s MS 
Walk – see you there! 

It was about community and togetherness at the Domain.

The fast ones head off on their run. 
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My name is Hannah. I am 39 years 
old and I have been suffering with 
MS symptoms since I was about 
18 years old. I was diagnosed with 
RRMS when I was 24 years old.

There were also the detractors who told me that I “did not 
have a body building competition in me” because of my 
health.  The comments were not made as a concern for my 
health, but rather that I would not last the journey. Wrong! 
This ignited the fire in me and I was more determined than 
ever to push through. 

I made it to stage, I did everything I needed to, and I gave 
it 300 percent.  I entered the ‘Angels and Bikini’ divisions.  
My Angels outfit was truly beautiful, and I have a big 
orange MS ribbon on each wing. Whilst I may not have 
had the ‘perfect body’ and never thought I would come 
first; I was still a winner. I did what I set out to do, despite 
the times of doubt and pain. 

What I had undertaken was a huge achievement, but it 
really took its toll on me. It has taken me a good month to 
bounce back but I am getting there. 

I think what I now understand from this is that MS makes 
us so strong and we can actually do anything we want to. 
We can stand up tall with our heads held high knowing 
that we have to work 10 times harder than people who 
are well to get the same results. But we are enough just as 
we are, and we do not need to prove anything to anyone 
because at the end of the day our mental and physical 
health is the most important asset we can have. 
 

Goals can be reached, dreams can come true –  
it just takes determination.

Stand tall, 
head high

Hannah glowing on stage with her MS wings.

When I was asked to write this article, I thought long and 
hard about what I should say. On reflection, what I am 
writing today is so different from what I started with. 

As I worked on a draft, I realised a simple truth. MS may 
be part of my life, but it will not control me.  

There is no doubt that this has been an up and down 
journey.  I live with pain in my feet and lower legs. I have 
the vision issues and I suffer from chronic fatigue. There 
is the reality of going to the hospital on a regular basis for 
many years. 

But here’s the good news. MS has not stopped me from 
achieving goals. I have a daughter who is now 12 years 
old and we manage to live alone. She provides the energy 
that I just don’t have but also a reason to persist and stay 
positive. 

I have my own business that keeps me financially 
independent, motivates me to get up each day and acts 
as an example for my daughter. It also provides the right 
balance between work (achievement) and my health 
commitments (reality). 

I informed MS Auckland that I was going to be a contestant 
in a body building competition in July (as I love the gym). 
As you can imagine, the preparation that went into it was 
huge and my MS did make it really difficult.  



The Dorothy L. Newman Scholarship 

I was diagnosed with MS on the 24th of July 2014, and 
after the initial shock, one of my main concerns was what 
was going to happen to my job and with my career. Due to 
the worsening symptoms of numbness in my hands, and 
being on my feet for at least eight to ten hours a day, the 
inevitable result was an increase in my fatigue that left me 
going to bed as soon as I walked in the door (which I can 
admit from time to time this still happens!).  

By the end of 2019 I was unable to keep up with the 
demands of my retail management job and decided to 
take the plunge at age 29, to go back to study and get my 
Bachelor of Social Work.  

Naturally my mind went to ‘How am I going to finance 
this?’ I was told there was a scholarship option through MS 
Auckland. The Dorothy L. Newman Scholarship assists 
people who have been diagnosed with MS and as a result 
are unable to continue in their present employment, who 
need to change their employment and undergo a course 
of retraining in order to do so. In 2020, I was honoured 
enough to be awarded as a recipient of the scholarship, 
and I used this money to put towards the first year of my 
Social Work degree.  
 
I am now in my third year of study, with one more year 
left to go. Studying through a global pandemic definitely 
has had its moments, but as the world gets back to a new 
normal, I have been able to see my classmates outside of 
zoom, and even recently completed a Noho Marae stay for 
two nights in Palmerston North.  

I have worked part-time as nanny (covid allowing) and 
studied full time, which has been an adjustment for my 
fatigue. I have a colour coded diary which has allowed me 
to structure my time well, apart from assignment time 
when there’s been a few close calls to the deadline!  

Don't be afraid
to take the leap 

I am currently in the practical placement stage of my 
degree, and I have been working alongside Blue Light 
and Oranga Tamariki in the youth justice sector. I have 
been learning so much about the youth crime epidemic, 
how family group conferences work, and working directly 
alongside, engaging in programmes with youth offenders.  

I am so excited to graduate and get my Social Work licence 
to help youth offenders seek change and encourage then 
to work towards their goals and to steer off the path 
of reoffending. Working with rangatahi has been so 
rewarding and I know the young people I’ve got to work 
alongside will always hold a special place in my heart as 
the first bunch of individuals I’ve been able to connect 
with and have seen them slowly break down their walls.  

I’ve also been able to have a new, deeper sense of gratitude 
instilled in me and I feel very fortunate to work alongside a 
group of passionate individuals throughout my placement 
who are helping me to navigate leaving work at work, 
practicing self-care, and setting realistic expectations that 
as much as you’d like to, you can’t save everybody. 

I am immensely grateful to MS Auckland and to the 
Dorothy L. Newman Scholarship’s assistance with my 
course fees as it really did ease some of the financial 
burden about returning to study. I was very apprehensive 
about returning to study, knowing I’d be 33 by the time I 
finished. I am so glad I drowned out the societal norm that 
you can only study after high school.  

I told myself I would be 33 regardless, so why not be doing 
something I am truly passionate about. Never in my life 
have I felt like I am exactly where I’m meant to be.  

I’m also part of the peer support team at MS Auckland 
and am more than happy to talk anyone through the 
application process. There are a range of other scholarship 
options too, so don’t be afraid to make the leap as it might 
not be the end of your career, but just the beginning.  

By Sarah Gilchrist

Sarah and partner Matt.

Sarah's dedicated study partners, Motley Crūe and Axl 
Rose.
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Sexuality,  
intimacy and MS 
Many people with multiple 
sclerosis report a decline in 
sexual desire. With symptoms 
like fatigue, muscle spasms, and 
bladder control problems, it may 
be hard to think about sex.  

But you can take steps to improve sexual function and 
intimacy, despite MS. 

This significant subject has been on our list to write about 
for the longest time. 

We all hope to have a heathy sex life, but this doesn’t 
magically happen. It takes communication and patience, 
and MS can add another layer of complication in this area.  

We often talk about our mood, how we feel, and whether 
we eat well, look after ourselves and get enough sleep. 
Much less frequently, we raise this more personal issue: 
how is your sex life? Interestingly, the answers to these 
first questions play more of a role in how you feel in the 
bedroom than you may think. 

But first, a quick definition of what we're talking about 

There are three problem areas that people with MS may, 
at some point, encounter in the bedroom. 

Primary sexual issues 
These are caused by the neurological impact MS has had 
on your neural pathways that affect the ability to become 
aroused, maintain lubrication or erections and reach 
orgasm. 

Secondary sexual issues        
These can be caused by living with MS symptoms, e.g., 
fatigue caused by using more mental and physical energy 
to stay balanced, keep mobile and get through the day. 
Painful spasms, bladder and bowel issues, low mood and 
medications are all negative contributors to a happy sex 
life. 

Tertiary sexual issues:  
These issues will be emotional and psychological. Feeling 
low doesn’t feel sexy. 

All the above deserve practical attention that would exceed 
the word count of this article. So, to ensure you have the 
tools to learn more, here are our recommended sources 
for further reading and watching.  

Dr Aaron Boster is our top recommendation- a neurologist 
with a dedicated YouTube channel, he’s straight up and 
funny, and I’ve summarised his top sex tips in the box 
below. He has many other videos on this subject and, in 
fact, covers almost every MS subject. Well worth a look. 

Podcasts 
Dr Margaret Redelman, a sex and intimacy specialist from 
Australia,  has excellent podcasts.
https://bit.ly/podcast-sex-sexuality-ms

MS Understood podcast ‘Sex and MS’ with psycho-
sexologist Chantelle Otten is available on Spotify. 

MS Trust UK has several excellent publications on sexual 
function and intimacy for men and women. Beware, these 
are downloadable but large PDFs. We managed to freeze 
our DHB computer during download; and got stuck on a 
cheerful, brightly coloured page of vibrating devices for 
what felt like a long time before being able to re-boot!  

 
https://mstrust.org.uk/a-z/sexual-problems-men-ms 

https://mstrust.org.uk/sites/default/files/ms_sex_interactive_
guide.pdf 

https://mstrust.org.uk/a-z/sexual-problems-women-ms  

 
If you have questions on this sensitive but oh-so-important 
subject, please try and feel comfortable raising this with 
your MS team/GP/Community Advisor or practice nurse.

We’re here to help. 

 

 

 

From our MS nurses



Fiona d'Young & Nazila Samadi 
Multiple Sclerosis Specialist Nurses  

Auckland Hospital 
(09) 307 4949 extn 25885
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Medication: some cause issues with libido (especially 
antidepressants). These can be switched out to alternatives, 
so please talk to your GP about this 

Cardiovascular health: If you have high, poorly 
controlled blood pressure/diabetes/weight, then getting 
this under control will help you have better sex 

Consider your energy levels: and schedule intimacy 
and sex when these are the highest 

Bladder issues: please ask for help; Bladder urgency 
and frequency are very treatable. Consider emptying your 
bladder pre- and post-sex. If you are someone who self-
catheterises, remember to do this pre-sex  

Assistance devices: you may use one to help your 
balance. Why not then for the bedroom? Lubricants and 
vibrators may help you have more fun 

Enhancing medications:  Viagra for the lads. Oestrogen 
creams for the ladies 

Are you depressed? Find out: Treating this will help 
you in the bedroom 

Alcohol: think about its impact on your performance. 
Will it interact with other medications/cause a sedative 
effect that affects your sex life? 

Exercise: the stronger and fitter you are, the more energy 
you have for the bedroom. Simple as that 

Suggestions to 
consider Courtesy of Dr Aaron Boster 

Constipation: impacts on sexual function- ask for some 
help managing this if this applies to you 

Spasticity: and stiffness make sex less fun. Stretch 
before you start. If this symptom is not well treated, let’s 
get it reviewed 

Treat neuropathic pain: again, talk to your medical 
team if touch is painful for you; sex should improve if you 
get this treated 

Find the best position: to conserve your energy 

Pelvic floor physio: will help your bladder, bowel and 
sexual function. Request a referral   

 

  

How is your sex life? MS adds another layer of 
complication. 

the stronger and 
fitter you are, the 
more energy you 
have
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From our 
CAs' corner

The holiday season is nearly upon us again. It can be a mad, 
crazy time for many, wrapping up work commitments, 
completing the Christmas shopping (even though every 
year you promise yourself you will start doing it earlier), 
planning meals, parties and events for the Christmas 
period and through all this time, trying to remain cool 
metaphorically and physically! 

We have one word on repeat for you plan, plan, plan: and 
there’s that little voice there saying ‘remember to breathe’ 
too. We wonder who that could be.  Easier said than done, 
right? Life has a way of throwing obstacles in our way and 
disrupting the best prepared of plans.  

However, if you keep things simple there is less to fall to 
mishap. Perhaps limit the number of gifts you shower 
upon everybody; okay Santa? Maybe consider a Kiwi 
Christmas dinner, like a barbeque where many people 
can help and bring dishes that save you time, energy, and 
funds.   

Let family, friends help with flipping the burgers, salmon, 
whatever – your choice.  What we are trying to say is; share 
the load. The holidays are not your sole responsibility and 
it’s not just about gifts and food (they are fun though). It 
is also about time with loved ones. 

Your Community Advisors

TatjanaLuminitaHigh days 
and holidays

Then roll on to the peak summer of January and February; 
when we have to deal with the heat which can sap our 
energy and increase fatigue, as if you didn’t have enough 
to contend with already! 

As you know there are several ways to stay cool; air-
conditioning (the cinema is great for this), fans, shade, 
swimming, cold showers brrrrr…. For at home or when 
you are on the go there are a couple of options. You may 
be familiar with the cooling neck ties which can be worn 
around your neck, as a headband or a wristband. 

We recently found these portable bladeless hanging fans 
which are USB rechargeable.  They are a little noisy so be 
sure to try before you buy and if you have long hair make 
sure it’s tied back. They retail at about $35.00. 

Have yourself and loved one’s fun, happy and safe 
holidays. Here’s to a relaxing summer! 

plan, plan, plan:
and 'remember
to breathe' too.

portable bladeless 
hanging fans

cooling neck ties

Phone 09 845 5921 or email info@msakl.org.nz

MoiraCatherine
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A much-anticipated amendment to Pharmac criteria was 
referred to in the last edition of Multiple News, and our 
Community Advisor team regularly received questions 
around the criteria. To clarify, here are the changes, 
marked by the bold text, as published by Pharmac. 
A link to the Pharmac document with strikethroughs of 
original text is at the end of this article.

Detail about this decision 
Clinicians use the Revised McDonald Criteria to help 
diagnose multiple sclerosis. The McDonald criteria were 
most recently revised in 2017, following an update from 
the McDonald criteria of 2010. One of the main differences 
between the 2017 and 2010 criteria is that with the 2017 
criteria people may be formally diagnosed with multiple 
sclerosis after one clinical attack of multiple sclerosis (also 
known as clinically isolated syndrome, CIS).  

This decision has updated the access criteria to include 
the 2017 McDonald criteria, so that people can access 
treatment sooner than they can now (currently a person 
has to experience another attack (i.e., a relapse) before 
they can receive funded treatment). 

The access criteria will be updated in Section B and Part II 
of Section H of the Pharmaceutical Schedule from 1 July 
2022 to the following (changes to current criteria in bold): 

Special authority for subsidy 
Initial application (multiple sclerosis): Applications only 
from a neurologist or general physician. Approvals valid for 
12 months for applications meeting the following criteria: 

All of the following: 
• Diagnosis of multiple sclerosis (MS) meets the 

McDonald 2017 diagnostic criteria for MS and 
has been confirmed by a neurologist and; 

• Patient has an EDSS score 0 - 6.0; and 
• Patient has had at least one significant attack of MS 

in the previous 12 months or two significant attacks in 
the past 24 months; and 

All of the following: 
• Each significant attack must be confirmed by the 

applying neurologist or general physician (the patient 
may not necessarily have been seen by them during 
the attack, but the neurologist/physician must be 
satisfied that the clinical features were characteristic); 
and 

• Each significant attack is associated with characteristic 
symptom(s)/sign(s) or substantially worsening of 
previously experienced symptoms(s)/sign(s); and 

• Each significant attack has lasted at least one week 
and has started at least one month after the onset of a 
previous attack (where relevant); and 

• Each significant attack can be distinguished from 
the effects of general fatigue; and is not associated 
with a fever (T> 37.5°C); and 

Either: 
• Each significant attack relapse is severe enough to 

change either the EDSS or at least one of the Kurtze 
Functional System scores by at least one point; or 

• Each significant attack relapse is a recurrent 
paroxysmal symptom of multiple sclerosis (tonic 
seizures/spasms, trigeminal neuralgia, Lhermitte’s 
symptom); and 

• Evidence of new inflammatory activity on an MRI scan 
within the past 24 months; and 

Any of the following: 
• A sign of that new inflammatory activity on MRI 

scanning (in criterion immediately above) is a 
gadolinium enhancing lesion; or 

• A sign of that new inflammatory activity is a lesion 
showing diffusion restriction; or 

• A sign of that new inflammatory is a T2 lesion with 
associated local swelling; or 

• A sign of that new inflammatory activity is a prominent 
T2 lesion that clearly is responsible for the clinical 
features of a recent attack that occurred within the 
last 2 years; or 

• A sign of that new inflammatory activity is new T2 
lesions compared with a previous MRI. 

Note: Natalizumab can only be dispensed from a pharmacy 
registered in the Tysabri Australasian Prescribing 
Programme operated by the supplier. Treatment on two or 
more funded multiple sclerosis treatments simultaneously 
is not permitted. 

Renewal — (Multiple sclerosis) only from a 
neurologist or general physician. Approvals valid for 12 
months where patient has had an EDSS score of 0 to 6.0 
(inclusive) with or without the use of unilateral or bilateral 
aids at any time in the last six months (i.e. the patient has 
walked 100 metres or more with or without aids in the last 
six months). 

Note: Natalizumab can only be dispensed from a pharmacy 
registered in the Tysabri Australasian Prescribing 
Programme operated by the supplier. Treatment on two or 
more funded multiple sclerosis treatments simultaneously 
is not permitted. 

The eight currently funded treatments for multiple 
sclerosis Pharmac is widening access to are: 
• dimethyl fumarate (Tecfidera) 
• fingolimod (Gilenya) 
• glatiramer acetate (Copaxone) 
• interferon beta-1-alpha (Avonex) 
• interferon beta-1-beta (Betaferon) 
• natalizumab (Tysabri) 
• ocrelizumab (Ocrevus) 
• teriflunomide (Aubagio) 
 
https://bit.ly/pharmac-govt-2022-6-13-decision-to-fund-
treatment-ealier-forrelasping-ms

Change in Pharmac criteria 
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During Multiple Sclerosis 
Awareness Week, Rochelle’s 
face and key messages could be 
seen on billboards, posters and 
social media. 

In addition to being the Face of MS, Rochelle is also one of 
our amazing Peer Support volunteers.  We sat down with 
Rochelle to hear more about her journey ... 

Tell us the story of your diagnosis 
My diagnosis was a really long process. It started off 
with olfactory hallucinations: I smelt smoke to the point 
when it would take my breath away.  I would be sitting 
in a car with closed windows, driving along and all of a 
sudden, I couldn’t breathe properly because this olfactory 
hallucination was making my brain think that I was 
surrounded by smoke.   

So that started the neurological exploration.  I did the 
really bad thing and googled it, and found that it could be 
a temporal lobe tumour!  So off I went to the doctor with 
my suspected temporal lobe tumour. The doctor asked 
how long this has been happening, and when I said about 
six months, he said I should have come sooner.  He sent 
me off to a neurologist. 

I had an MRI and after that initial MRI and a whole heap 
of other tests including the full range of epilepsy tests. I 
was diagnosed with epilepsy.  They thought my olfactory 
hallucinations were petty mall seizures, but said they 
would also look into the other lesions in other areas of 
the brain, alongside the epilepsy diagnosis.  So, they 
medicated me for epilepsy, and took my driver's licence 
away.   

Six months later, I was still having olfactory halluci-
nations; and everyone was driving me around.  I pretty 
much had my life flipped on its head.  I spoke to another 
doctor who recommended I get a second opinion with  
a neurologist specialising in epilepsy.  I did so, and 
following more tests, reinstated my driver's licence on the 
grounds that I hadn’t had a seizure sufficient to impact my 
physical ability.   

The story 
behind the 
face

After a few months, I flew into Wellington for a work  
trip.  It was a very bumpy ride coming in to land.  Sitting 
in my meeting, I had numb hands and feet.  I thought 
that I must have done something to my neck during 
the turbulence.  Two weeks later, still numb hands and 
feet, I went back to the neurologist and that’s when she 
told me, 3 o’clock, October 14th 2015, that I had MS.  It 
was like, far out ... I didn’t think it could get any worse!  
Epilepsy, then MS. But there it was, that was that. 

 
I kind of wallowed in it.  Within hours of my diagnosis, I 
had myself in a wheelchair.  I was like: I’m going to be in 
a wheelchair, that’s it. I’m not going to be the mum that I 
was ever going to be, always wanted to be, and all of those 
kinds of things. I didn’t understand what my options  
were and how I might shift that, or avoid that, or influence 
that.  

From diagnosis point it then became about, what does that 
mean for my family: my biggest concern.  Not being able to 
be the mum that I aspired to be.  I’m a really active relaxer 
and really engaged in my children.  I take them camping 
and kayaking – all of those things are big elements of our 
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and that’s when she told 
me, 3 o’clock, October 
14th 2015, that I had 
MS.  It was like, far out ... 
I didn’t think it could get 
any worse!  Epilepsy, 
then MS.  But there it 
was, that was that.

  

I had to get sicker before I 
could start to get better.

life, and I freaked out thinking, 
we’re not going to be doing any of 
that.  No way am I going to be able 
to tow my caravan and hitch it up 
and – all of those things were not 
possible anymore.   

My biggest concern was the 
impact that it was going to have 
on my family and my children, and 
becoming a burden.  My family 
were still young, my kids were 10, 
six and three.  It was a real concern 
that I’d become a burden on them 
and on my husband; what it meant 
for him, and what it meant for his 
hopes and dreams for our family.  

Work wise it was about– do I tell my work? Is it 
relevant to tell them? So many unknowns. When do 
I tell my work and what is the impact on my work?  
I didn’t know what the impact was going to be on 
my work, on my family, on my physical activities.   
At the start, I didn’t know where to go to find out.  I didn’t 
know what my options were, basically.  Because I didn’t 
qualify for medication, I didn’t feel like I had grounds to 
explore anything else.   

This made me feel like I had to get sicker before I could 
start to get better.  There was so much I didn’t know; and I 
didn’t know if I was ready to know.  I was still freaking out.  

I still thought holy heck, I’m going to have walking sticks, 
or wheelchairs: worst case scenario.  I felt lost.  

At that stage I only had the numbness and tingling hands 
and feet.  At that point I didn’t qualify for any medication 

so we kept monitoring it.  And then I kind of freaked out 
for two years before I did anything about it. 

Then someone tapped me on the shoulder and said, this 
isn’t how you operate.  Negativity and uncertainty aren’t 
the space that you live in.  And that’s it. I’ve always been a 
bit of a go-getter, and give-it-a-try.  

This person reached out and said her daughter who was a 
personal trainer wanted to help and have a go at training  
me and learn herself how to support people with 
neurological and immune disorders to strengthen 
themselves.  Driven by her belief that being stronger in 
your physical being supports your immune disorder.  I  
was like, okay, give it a go.  I’d become this slightly 
introverted, scared, freaking out person.   

Initially, it was those around me who got me going.   
That led to the process of belief and I even decided to 
run a half marathon!  Which I hadn’t done when I didn’t 
have MS! I then became engaged with MS Auckland post  
that, to try and share my story, encourage others to install 
hope and belief and capability within their diagnosis. 

What advice would you give to your newly 
diagnosed self? 
You’ve got this!  Breathe and take stock before you freak 
out.  Reach out before you freak out. Bring people with 
you. Tell them, make them understand. Ultimately 
though, you’ve got this, and there are things you can do 
within your diagnosis to maintain your sense of self. 

Where are you at now? 
My journey has strengthened me beyond where I would 
be if I’d just kept on carrying on.  Along the way I’ve 
achieved big goals and little goals that have given me more 
inspiration and motivation than I’ve had in a long time.  
I’m fitter and healthier than I was pre-diagnosis. 

I would say 95 percent of how I’m doing is because of my 
lifestyle choices.  If I hadn’t made those changes I would 
be in a totally different space. 

And now, on top of your busy family life and 
career, you volunteer with MS Auckland, 
providing peer support to people who are 
newly diagnosed.  Tell us about that. 
MS Auckland allows me to talk someone through what 
is undoubtedly one of the scariest times of their life and 
gives me an opportunity to support someone through 
that in a way that is hopefully encouraging, inspiring and 
productive.  I hope they get something tangible from it, 
even a tiny little thing that will make a difference.  I feel 
privileged to contribute in that way and MS Auckland has 
enabled me to do that through my diagnosis. 
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MS Awareness 
Week – the 
highlight of 
our year 
Multiple Sclerosis Awareness 
Week 12-18 September was the 
calendar highlight of 2022 for our 
team, volunteers and community.  
In addition to the Walk for MS 
Awareness, we shared laughter, 
education, raised awareness 
about MS, and funds!  

Mila, Becky and Nicola raising awareness in Shore City.

MS Auckland ambassador, Sam Smith, organised a 
Comedy Night fundraiser on Tuesday 13th.  A very 
enjoyable evening was topped off with a live auction by 
Harcourts Cooper & Co’s Andrew North.  Comedy Night 
has become somewhat of an institution and MS AKL 
wants to extend its grateful appreciation to Sam for this 
fantastic event! 

Dr Jennifer Pereira, Patron of MS Auckland, also 
contributed to MS Awareness Week, with a webinar 
summarising current research on the relationship 
between the Epstein-Barr virus and MS.  Many thanks to 
Dr Pereira for this popular session. 

North Shore locals may have seen us in Shore City during 
Awareness Week.  Thanks to our volunteers who collected 
donations and chatted to shoppers about MS!   

Our Face of MS, Rochelle, was seen in billboards across 
Auckland, on social media posts and talking about MS via 
videos which received thousands of views. 

We are hugely grateful to the organisations and people 
who made it all possible.  Namely Harcourts Cooper & 
Co, Vision Personal Training, Running Events, Allied 
Medical, Shore City, Mitre 10 Grove, AktivWorx, Dog Den 
Takapuna, Finery, Life Pharmacy Takapuna, Tony Lyall, 
Paul Douglas, Kura Forrester, Nick Gibb, Tom Sainsbury, 
Becky Umbers and The Classic. 

Plans are already in motion for Awareness Week 2023.  To 
ensure you don’t miss out, sign up to our monthly e-newsletter 
https://www.msakl.org.nz/e-newsletter-subscription/

 

Roger, Heather and Mila - a burst of orange in Shore City 
mall!

Kura Forrester entertains at Comedy Night.

Much anticipated final act at Comedy Night, Tom Sainsbury.

https://www.msakl.org.nz/e-newsletter-subscription/
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Valuing our 
Support 
Volunteers 
MS Auckland relies on the skills, energy and time 
of volunteers who are intrinsically involved in every 
dimension of what we do.   ‘Support Volunteers’ is a group 
of our volunteers providing support in the community 
on MS Auckland’s behalf.  They create connection, 
reduce isolation, build community and share their own 
experiences to mentor people who are newly diagnosed 
with MS. 

Earlier in the year, we undertook a project to understand 
more about our Support Volunteers.  Their work is critical 
to our community and our existence, and the project 
aimed to understand what is working well, and where 
we can improve.   The end goal is to ensure our support 
volunteers are well supported in their work in helping the 
MS community. 

To understand this better, Moira McGowan, who has a 
background in training and development, conducted one-
on-one interviews with Support Volunteers – both those 
who provide peer support to people newly diagnosed 

with MS; and others who facilitate MS Auckland support 
groups.  The interviews revealed: 

• Peer Support Volunteers have good clarity and 
motivation  

• Support group facilitators are less clear on their roles 
• All Support Volunteers want more understanding of 

the different roles and functions of MS Auckland 
• Opportunities to connect, especially post COVID 

restrictions, with each other and MS Auckland 

The next step is to create role descriptions to be shared 
with all Support Volunteers.  The first annual training 
day for all Support Volunteers is planned for March/
April 2023. This will be planned incorporating  feedback 
to address issues shared with us in the interviews.  It is 
anticipated that the training day will have breakout rooms 
for group facilitation and one-on-one peer support.   

Some of the Support Volunteers who were interviewed 
came together to hear a summary of the interviews and 
share further thoughts about improving support of the 
community.  A strong theme which came through at both 
the interviews and the catch-up day was that our Support 
Volunteers have a lot to learn from each other, and it’s 
highly valuable to bring everyone together to share ideas, 
trouble shoot and re-energise!  We were also buzzing after 
the session with some of our wonderful volunteers, and we 
look forward to doing more.    

 

 

 

A group of our wonderful Support Volunteers coming together for a catch 
up was a chance for everyone to learn, reflect and re-energise.   



A reporter at TVNZ’s 1News 
pulled no punches recently over 
the state of carer services in New 
Zealand with a heading boldly 
stating, ‘Carers report paints worst 
wellbeing picture ever seen’. 

Caring for people is a tough gig at the best of times, with 
reporter Laura James saying, 'Kiwis acting as family 
carers have described they "no longer feel like a member 
of society", being "invisible" and "housebound"’. She was 
discussing the release of The State of Caring in Aotearoa 
report from Synergia, produced for Carers NZ and the 
Carers Alliance (which consists of over 50 national not-
for-profit organisations). It is described by James as  
"the largest survey of its kind in New Zealand". 

As we in the MS community know, a strong community of 
enabled carers is vital to the wellbeing of our people. MS 
Auckland General Manager, Nicola Bitossi says, “Many 
people with MS require care, and within our community 
there are a mix of professional/agency carers and 
whānau carers.   

“As the needs of people with MS are so varied: challenges 
range from mobility, hearing, vision, cognitive and 
more, training and preparedness is difficult.  Carers 
within our community can feel unseen and sometimes 
under appreciated by society.  

“Since COVID times, our team has observed increased 
fatigue in carers; particularly whānau carers who, for 
a range of reasons, have a lack of support or respite.  
We hope for increased recognition of the critical and 
challenging support that carers undertake every day.”  

Findings deeply concerning 
The huge response to the Synergia survey (1648 carers 
responded) is an indication of the present and mounting 
concerns in this vitally important area of the public 
health sector. Read between the lines of the report and it 
is clear those doing the hard mahi are not being heard by 
the health bureaucracy and the government. The report 
notes; “It is clear that the findings summarised in this 
report are not positive. As authors, we found many of 
the findings to be deeply concerning. In particular the 
levels of loneliness, the financial burden, and the general 
feeling of discontent with the system came through 
strongly and should be of concern”. 

Some comments to the survey indicated that carers 
experience such high demands from their caring role that 
they cannot fully experience what is happening for them. 
As one respondent mentioned: “I do not have time to 
experience anxiety or depression”. That notwithstanding, 
a whopping 70 percent of respondents indicated very high 
levels of depression and anxiety.  

Loneliness is also very common amongst carers, with 66 
percent indicating they were sometimes or often/always 
lonely. In the James’ 1News article, David Todd, one of 
the report authors, said: "In the general population, that's 
3.4 percent, so it's roughly 20 times higher amongst the 
carer population."  

430,000 carers 
Todd was particularly concerned about the loneliness 
reported by carers under the age of 35. "There are more 
and more younger carers out there now, it's not just the 
domain of adults and older people. "There's a real danger 
of creating quite a long-term issue here." 

According to the latest census, 430,000 Kiwis act as carers 
but Todd said that number could be higher if you take a 
broader definition. 

Some of those who fulfil the role in New Zealand may 
prefer words like "supporter" or "manaakitanga" over 
the title of "carer", but they're defined as being individuals 
that care for someone close to them who needs additional 
assistance with everyday life, he said. 

This can be due to disability, a health condition, illness or 
injury. Carers' unpaid work is worth $16.8 billion a year, 
equating to 5.1 percent of GDP. 

Carers NZ said one of the findings that stuck out is that 
only 21 percent of those surveyed can work full time and a 
third can't do any work at all. 

"The amount of people making comments like they're 
going without food to be able to provide for their 
families, those sorts of things, were really concerning," 
Todd said. 

He said it's a particular issue for women. 

Who cares
for the carers?

16 / ms. multiple news



November 2022 / 17

"They make up a huge proportion of the carer population 
and actually not being able to save for your retirement, 
not being able to plan for the future, puts a huge burden 
on women." 

Roger Hawthorne is carer to his wife, Heather, who has 
lived with multiple sclerosis for many years.  “I always 
think ahead and plan ahead to make life work. Roger 
reflects on additional challenges in getting reliable help 
for one hour each day “Negotiating help is an ongoing 
battle.  Staff shortages and turnover impact directly on 
me.  Carers are a forgotten lot”.   

In the 1News piece, Laura James spoke to our own Neil 
Woodhams, president of the MS Society of New Zealand. 
Neil is the carer for his wife Erin, who lives with multiple 
sclerosis. 

He's told James he is not sure what the future holds for 
them either. "My own health has suffered without a 
shadow of doubt. During Covid, I hit the wall mentally at 
a point where we had no outside help." 

The ‘transformation journey’ 
Woodhams says he sees other carers struggling every 
week through his work as president. 

Social Development Minister Carmel Sepuloni thinks the 
government is making progress, citing its ‘transformation 
journey’ and ‘commitment’. But in the lingering aftermath 
of COVID and the massive debt burden about to bestowed 
on us, all those at the coal face have questions about 
delivery. Sepuloni says, “through Mahi Aroha - Carers' 
Strategy Action Plan 2019-2023, the Government is 
committed to improving the understanding of young 
carers, their needs, trends and issues, and support service 
development and decision making”. 

But Carers NZ chief executive Laurie Hilsgen told 1News 
that's not immediate enough. 

“There are 12 recommendations in the report, asking for 
‘authentic, urgent, long-term investment in carers. Our 
country’s respite system is broken and under-funded, so 
people can’t have adequate breaks. Not many carers can 
get paid for their role even though they may have given 
up paid work to care. "A choice to care and help someone 
in the family is a choice to be poor, and to experience 
unacceptable wellbeing impacts that are affecting high 
numbers of New Zealanders." 

Sepuloni said: "we have made some progress over recent 
years but there certainly is progress that needs to still 
be made. I think we've got a really good opportunity 
because actually our carers strategy action plan has 
to be renewed next year." She says the report will help 
inform that.  
 
https://bit.ly/policy-development_carers-strategy 
https://bit.ly/1News_carer_reports 
https://bit.ly/1news-nz-global-ranking-on-young-carers

 Recommendations  
1. Fully implement the Mahi Aroha Carers Strategy 

Action Plan’s outcomes with vigour and use the data 
in this report and future evidence to identify useful 
actions for the next Action Plan.  

2. Increase existing supports and provide new ones 
for carers – including making respite funding more 
flexible across the diverse population of carers and 
investing more into respite to improve carer wellbeing 
as a single vital way to safeguard and improve the 
wellbeing of this large population.  

3. Provide more effective navigation support (particularly 
around respite) and improve the promotion of 
information available to carers about financial 
supports (including being paid to provide care), respite 
and wider government assistance.  

4. Improve and simplify financial supports to reduce 
barriers to financial assistance, such as changing 
spouses’ inability to access the Supported Living 
Payment or family carers’ inability to be fairly paid 
for the significant efforts they make in areas such as 
Individualised Funding (often at the expense of other 
paid work opportunities).  

5. Formally recognise the role of carers and the value 
they provide to their whānau and the system by 
directing government departments to ensure plans 
and strategies specifically include focus and actions 
that relate to carers.  

6. Prioritise the implementation of an approach to the 
appropriate consideration of carer needs in their own 
right and a process to ensure supports meet identified 
needs, with a specific focus on advance care and 
emergency planning.  

7. Find a place in Government for carers, who too 
easily ‘fall through the cracks’ of existing structures, 
frameworks, and Ministries; this could take the form 
of a Minister/Ministry for Family Whānau and Aiga 
Carers and/or a commissioner who has responsibilities 
for this large population of New Zealanders. 

8. Ensure the evolving structures of government (Te 
Whatu Ora – Health NZ, Te Aka Whai Ora - Māori 
Health Authority, Whaikaha - Ministry of Disabled 
People, ACC etc) are meaningfully ‘carer friendly’ in 
important areas such as respite, information, financial 
support, wellbeing and support for carers who are 
Māori, Pacific, young, etc.  

9.. Identify measurable ways to support and improve carer 
wellbeing in areas such as employment, retirement 
planning, loneliness and social isolation, finances, and 
mental health; ensure programmes for wellbeing are 
adequately resourced and promoted.  

10. Identify and implement supports for carers aged under 
35 as a direct response to concerns highlighted in the 
report of the impact caring has on younger carers.  

11. Support specific initiatives and programmes that 
assist working age carers, particularly women and 
young carers, whose earnings, life success, retirement 
savings, and financial wellbeing impact their ability to 
work, earn, save, and thrive.

12. Implement specific supports for carers impacted by the 
COVID-19 pandemic. These impacts have deepened 
since in areas such as respite, wellbeing, employment, 
finances, and access to support and services. 

https://www.1news.co.nz/2021/05/09/nz-should-be-embarrassed-about-its-global-ranking-on-young-carers-says-world-leading-expert/
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I was getting frustrated with 
my body not being able to turn 
and bend as it used to, making 
simple tasks, like drying my 
back and legs after showering 
nearly impossible, when a friend 
showed me her airBODY dryer. 

Initially I was sceptical it might be another yet another 
good idea until I saw the dryer in operation. The dryer has 
a pipe that sits neatly in the corner of the shower and a 
motor that heats the air and sends it down the pipe where 
it delivers jets of hot air through holes in the pipe. 

It’s really good in the cooler mornings, when the dryer can 
be turned on before the warm water is turned off, meaning 
I can leave the shower dry, ready to get dressed. The dryer 
can be used while standing or sitting on a shower stool. 

After using the dryer for a couple of weeks I realised that 
larger towels were not needed as I could use a hand towel 
to dry the awkward areas like between my toes. Besides 
the benefit of reducing the laundry load the major benefit 
of being able to dry myself properly makes the dryer a 
necessity for me. 

Showering
independently 

EXCLUSIVE 20% OFF FOR SUPERGOLD CARDHOLDERS

Phone: 09 8338 753  Mobile 027 4922210
Email: info@abdnz.co.nz  www.airbodydryer.nz

by Judith Herbert
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Serves 4

Ingredients
1 cup arborio rice 

200gm mushrooms of your choice, sliced 

2 ½ cups chicken or vegetable stock 

2 tbsp butter 

2 cups chopped spinach leaves 

½ cup frozen peas, thawed 

½ cup grated parmesan cheese 

Italian parsley to serve (optional) 

Method
Preheat oven to 190 degrees C 

Combine rice, mushrooms, stock and butter in a casserole 
dish. Cover and bake for 30-40 minutes until rice is just 
cooked. Remove from the oven and stir through the 
spinach (until wilted), peas and parmesan cheese. 

Sprinkle with roughly chopped Italian parsley, if desired, 
and freshly ground black pepper.  

Enjoy!

Recipe 
No fuss 
mushroom risotto 
 

This recipe was shared by 
one of our members as a 
firm favourite.  An easy one-
pot dinner to have in your 
repertoire for when you are 
low on preparation time or 
energy.   
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Most studies in MS have either focused solely on relapsing 
remitting MS, involved only a small number of people, or 
have been limited by other factors. 

Now a large international group of researchers has 
overcome these challenges to explore the gut microbiome 
in people living with MS, discovering changes that may 
contribute to MS susceptibility and progression. 

What is known about the gut microbiome 
in MS?  
We know that multiple risk factors are involved in MS onset 
and progression, including genetic and environmental/
lifestyle factors (e.g. vitamin D, smoking, EBV exposure), 
but what combination of risk factors contribute to MS 
onset and progression and what role gut bacteria play 
remain elusive. 

The composition of bacteria found in the gastrointestinal 
tract, or the gut microbiome, is known to play an important 
role in regulating the immune system and brain function. 

Changes to the gut microbiome have been linked to several 
inflammatory diseases, and is emerging as a potential 
environmental contributor to MS. 

While there have been studies on the gut microbiome in 
people living with MS, these have been limited by small 
numbers of participants and other factors which could be 
influencing gut bacteria, like different diets or different 
geographic locations. 

What did the researchers do? 
The International Multiple Sclerosis Microbiome Study 
(iMSMS) has brought together a team of relevant experts 
from the US, UK, Argentina, Germany and Spain to 
perform a large-scale and detailed study of how the 
gut microbiome affects MS disease susceptibility and 
progression. 

Published in the prestigious scientific journal, Cell, the 
iMSMS consortium sought to overcome the limitations 

of previous studies by recruiting 576 people living with 
MS and for every person with MS, a household member 
without MS. 

Recruiting people without MS from the same household 
reduced the differences in environmental factors such as 
diet and geographic location. 

Participants completed a survey to report their disease 
status and treatment as well as surveys to report 
demographics, medication, lifestyle and diet. 

Stool and blood samples were also collected to investigate 
the composition and function of gut bacteria. 

What did the study find? 
Of the people living with MS, 76% had relapsing remitting 
MS and 24% had progressive MS (primary or secondary). 
Nearly two-thirds of people living with MS were treated 
with a disease modifying therapy (DMT). 

The study found that the gut microbiome composition 
and function were substantially different between disease 
subtypes and were modestly associated with diet. 

The gut microbiome was also affected by DMTs – this 
suggests that DMTs have considerable effects on the 
gut microbiome, which may be part of their therapeutic 
action. 

To a lesser extent, age, sex, and BMI impacted gut 
microbiome composition, which is in line with previous 
studies. 

The study identified 16 different species of bacteria that 
were increased, and seven different species that were 
decreased in people with untreated MS compared to 
people without MS. Similar trends were observed between 
relapsing remitting MS and progressive MS. 

Interestingly, there was a larger decrease in several 
bacterial species in progressive MS compared to relapsing 
remitting MS, suggesting that further alteration in these 
species may be linked with progressive disease. 

Some species of bacteria were also associated with disease 
severity. The authors of the study speculate that the role of 
gut bacteria in disease severity and progression is multi-
faceted and dependent on the individual. 

Some of the species of bacteria that were found to 
be altered in people with untreated MS have certain 
properties that may contribute to MS. For example, the 

Changes in gut bacteria 
are linked to MS
Changes in the composition 
of gut bacteria, or the gut 
microbiome, are linked to 
several inflammatory diseases, 
including MS.  
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species F. prausnitzii, which was reduced in people with 
untreated MS, has anti-inflammatory properties. 

In a university press release, the lead author of the study, 
Professor Sergio Baranzini, stated “We were surprised by 
the number of species that were differentially present in 
MS when compared to controls”. 

What is the take-home message from this 
study? 
Overall, the researchers found a depletion of potentially 

beneficial bacteria in people with untreated MS compared 
to people without MS, which in turn may affect key 
metabolic processes that can worsen the inflammation in 
MS. 

The findings could lead to the development of new 
therapies that involve either manipulating the microbiome 
or dietary interventions that may restore the healthy 
composition and function of the gut microbiome. 

From https://www.msaustralia.org.au/news/changes-in-gut-
bacteria-are-linked-to-ms/

https://www.msaustralia.org.au/news/changes-in-gut-bacteria-are-linked-to-ms/
https://www.msaustralia.org.au/news/changes-in-gut-bacteria-are-linked-to-ms/
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Support groups

Our groups Date/ Time

South / East Auckland
Pukekohe Café Group First Thursday / Month - 11.30am
Botany Café Group Third Thursday / Month - 11.30am
Manukau Café Group Last Tuesday / Month - 10.30am
Men’s Group  Last Saturday of each Month - 10.30am

Central
Mt Wellington Café Group Second Saturday / Month - 11.00am
Stonefields Café Group Third Wednesday / Month - 10.30am 
Onehunga Group  Third Tuesday / Month - 10.30am

West Auckland & Rodney
Kumeu Café Group First Tuesday / Month - 10.30am
Henderson Garden Café Group First Thursday / Month - 11.00am 
Silverdale Café Group Third Wednesday / Month - 10.30am

North Auckland
Mayfield Coffee Morning  Second Thursday / Month - 10.30am (new venue) 
Shore Lunch Group Last Wednesday / Bimonthly - 12.00 noon 
North Shore Café Group First Saturday / Month - 11.30am

Newly Diagnosed 
Zoom Meetings  Dates and times vary
Mt Eden Café Group  Fourth Wednesday / Month - 7pm 
North Shore Café Group Third Saturday / Month - 11.30am

For more information on venues and times please contact us 
info@msakl.org.nz or on 09 845 5921 

 

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 are fun!  They are all about people coming together 
to connect, share stories, laugh, or shed a few tears, build 
each other up and make new friends.   

The groups are based on friendship and connection with 
others ‘in the same boat’.  Although the focus is often not 
on MS itself, there really isn’t anything quite the same as 
being with a group of people who quite simply ‘get it’. 

“The group backs each other. We encourage people to 
keep in contact with each other. We talk about everything 
and not always about MS” 

“It is beneficial to get together and talk” 

“We talk about all sorts of things, not much about MS and 
we try to have fun” 

Most of our groups meet in-person for coffee.  We also 
have virtual support group options for those who prefer to 
connect in this way. 

Our list of groups is below.  If you are not yet part of a 
group and are interested in finding out more, contact the 
Community Advisor team on info@msakl.org.nz or 09 
8455921.  They can suggest the group that fits best with 
your needs and/or where you live. 
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aHSCT 
Making progress to make 
Autologous Hematopoietic Stem 
Cell Treatment (aHSCT) an  
available treatment option  
in NZ for MS. 

Autologous Hematopoietic Stem Cell Treatment (aHSCT) 
is an intense chemotherapy treatment which aims to wipe 
out harmful immune cells and rebuild the immune system. 
aHSCT is a life-improving treatment which may halt the 
disease and disability in its tracks. A person receiving 
aHSCT will potentially need NO further treatment. 
Following treatment, many PwMS report improvements 
to mobility, cognition and fatigue. These symptoms are 
major barriers to maintaining employment, providing 
for families and contributing to the economy. Following 
treatment many return to paid employment. 

In studies comparing clinical outcomes of aHSCT to 
available Disease Modifying Therapies (DMTs), aHSCT 
outperforms conventional treatments. Results show 
higher rates of improved disability, halted progression, 
reduced relapses, reduced brain lesion volume and overall 
improved quality of life. aHSCT can be a safely managed 
and efficacious treatment option. 

AHSCT is already routinely performed across NZ as a 
treatment for blood cancer. Despite the clinical evidence 
and high-level clinical support for its use, patients in NZ 
with active relapsing MS are still being denied access to 
this proven, cost-effective treatment. 

Currently PwMS are privately raising between $70-
$120,000 to pay for overseas treatment. Going overseas 

places undue mental, physical and financial pressures 
on PwMS and their whānau. Two of the most commonly 
used mADMTs, Natalizumab (Tysabri) and Fingolimod 
(Gilenya), have an average yearly cost to the health 
budget of $19,915 and $31,790, respectively, per patient. 
Patients potentially can remain on DMT over their 
lifetime, potentially 25+ years. The cost of delivering 
aHSCT in NZ however, has been calculated to be $50,000 
per patient. The person may need no further treatment. A 
DHB initiated Cost Benefit analysis shows that the cost of 
aHSCT is less than the cost of DMTs for two years. 

Since 2017 MSNZ has been advocating for the availability 
of aHSCT for patients with highly active MS that are 
not responding to current treatments. It’s efforts have 
included commissioning an independent evidence 
review, meeting with the Ministry of Health, and bringing 
in specialists from overseas. 

Joan Perry is the mother of a person with MS who 
underwent aHSCT in India in 2019. Her daughter Anne 
has been in remission since her treatment and returned 
to work as a nurse vaccinator. After seeing the life-
changing impacts of aHSCT on her own family, Joan 
set up a petition calling on Parliament to intervene and 
to help ensure other families get the same opportunity 
without the financial expense and mental health impacts 
of sending a loved one overseas for a treatment that is 
readily performed here in NZ. MSNZ supported Joan, 
promoting the petition through its networks. 

On July 26th the 10,903 signatures collected were 
presented to Brook van Velden, ACT Deputy Leader 
alongside Golriz Ghaharaman, Green MP and a person 
with MS, prior to it being read in the house. 

[MSNZ has] since made a submission to the Petitions 
Committee, which has now been referred to the Health 
Select Committee for review. The submission further 
details the benefits of making aHSCT an available 
treatment option. MSNZ is calling on the Government 
and Health NZ to allocate the necessary resources to make 
Autologous Haematopoietic Stem Cell Transplantation 
(aHSCT) an available treatment option in NZ for patients 
with multiple sclerosis. “We await the outcome of this 
submission and will provide further updates as these 
become available”. 
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This year, wonderful people have raised funds for us in a range of different ways.  They have run, walked, celebrated 
a milestone birthday with donations in lieu of gifts, held a sausage sizzle, had raffles and bake sales! 

Anyone can raise money for Multiple Sclerosis Auckland in any way they want.  Create an event, a challenge or 
donate directly.  Contact us to learn more.  We will support you!  info@msakl.org.nz / 09 8455921 

Run your own fundraiser 
for MS Auckland!
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You have multiple sclerosis 
wings and the ability to fly 
There are many interesting and 
informative places to visit on the 
internet with respect to MS. Here 
is a gently life-affirming article 
from Penelope Conway 
at Positive Living with MS. 
 

Life changes. It changes things around you and it even 
changes you…more than you realise. When multiple 
sclerosis came into my life, it happened quickly…so quick 
in fact that I didn’t even have an opportunity to blink 
before the tsunami hit. I didn’t have months or years of 
unanswered symptoms. I had a healthy body one day 
and a non-functioning one the next. My diagnosis only 
took days where, for many, it was a long and exhausting 
process. 

The initial shock for me was a difficult one to face because 
I didn’t see it coming. The storm clouds it opened over my 
head distorted my ability to think properly and took me 
time to sort through. Not only did life around me change, 
I changed too. I consider it a good change though because 
I learned more about myself, life and others than I ever 
imagined possible. 

For some people, an MS diagnosis is more of a relief than 
a whirlwind because at least there is an answer to the sea 
of problems that never had an explanation before. Once a 
reason is discovered, their thoughts are able to rest…those 
crazy, wandering, 'what if' thoughts. 

Not only did life around me 
change, I changed too.

No matter how MS came into your life or how a diagnosis 
was determined, you have to admit it changed you. That’s 
the thing about life, it doesn’t let you or anything around 
you become stagnate. Each new day is filled with new 
lessons…new beginnings and new endings. 

Everything you have experienced in life has left you with 
greater wisdom and a deeper understanding into things 
that you never knew you were going to need. Sometimes 
because of the struggle and other times because of the 
joys. Without those experiences, you wouldn’t be the 
person you are today. 

Sure, you have taken some detours and gone down roads 
that were scary and uncharted. Places you would have 
never chosen if you knew where they would lead. But stop 
and look around at the strength you have today because 
of the road you were on yesterday. Some people think 
change is a bad thing, for the butterfly change is where 
their beauty lies. Without change they would never realise 
that within them they have the ability to fly. 

Life is always moving so it’s important to move with it. 
That doesn’t mean you agree with it or you are giving in to 
it. It means you are getting stronger, wiser and becoming 
more of the person you were meant to be. I wish I could 
say we all lived happily ever after. I can’t. But I can say we 
lived. That growing you are experiencing, that blooming…
cannot happen without the pain. 

Hold your head up high in confidence today as you move 
down your road in life. You are growing stronger and so 
much wiser with each step you take. I even think I see 
some wings beginning to form. Get ready and be prepared 
to fly. Keep being brave! 

Some people think change is a 
bad thing, for the butterfly change 
is where their beauty lies. 

 

You have Multiple Sclerosis wings and the ability to fly.

https://positivewithms.com/you-have-multiple-sclerosis-wings-
and-the-ability-to-fly/
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MS Auckland is grateful to all the individuals, whānau,  
volunteers and organisations who support our work.  

We would like to acknowledge by name our current corporate partners, trusts, foundations and other supporting 
organisations. 

For more information visit www.msakl.org.nz

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.

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.

Allied Medical 

ASB Bank  

Auckland Council

AutoPal Vehicle Servicing 

Biogen 

Chenery Memorial Trust 

COGS 

Deloitte 

Harcourts Cooper and Co 

Hugo Foundation 

Independent Living Service 

IT Performance 

Your family trust or estate can support a named project – 
ask us how! 

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 59.21.

John Ilott Charitable Trust 

Lion Foundation 

Lions Club of Remuera 

Lottery Grants Board  

Lynch and Associates 

Novartis Pharmaceuticals 

Roche 

Rod Milner Motors 

Rotary Club of Newmarket 

Sweep 

Vision Personal Training



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: January 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. ©2022. Biogen® and TYSABRI® are registered trademarks 
of Biogen MA Inc. Biogen-150242. TAPS BG1952. Date of preparation: February 2022. BIOG00985/EMBC.
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