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Presidents Message 

Hi Everyone (Kia ora koutou katoa) 

The cold snap of late, signals that winter is truly here so I hope you are all 

well and keeping warm. 

A big "Thank You" goes out to the Residents and Participants of Masonic 

Courts "Steady as you Exercise Group" for their generous donation of 

$100.00, your donation will assist in ensuring 

services to our clients. 

 

Both Michelle (fieldworker) and I attended a 

presentation on "The Alinker" designed by 

Barbara Alink from the Netherlands                                                                                                  

at MSCentral Districts. It was an awesome 

presentation. The Alinker can be adjusted to suit 

your height, help posture, retrain muscles, can be 

easily folded down to put into a vehicle and way 

lighter than a wheel chair. Graham Walker, 

MSTaranaki President, and MSer himself pictured 

with Barbara found maneuverability, stability, 

steering and versatility amazing. 

 

 

 ABOUT THE ALINKER 

  "The Alinker is a non-motorized walking-bike without pedals designed in 

the Netherlands.                                                                                                                                                                                    The Alinker 

is for everyone who wants to maintain an active life regardless of their movement abilities/disabilities. It is designed to be so 

cool that it overcomes the uneasiness towards disabilities that is felt by mainstream society. When you are using the Alinker you 

are the person with that cool bike rather than someone who is overlooked or ignored. The Alinker is challenging assumptions 

about people with disabilities and is striving to build a more inclusive community" (The Alinker is designed to provide 

assistance). For further information check out (www.alinker.com) 

Our Awareness Week is coming up, further information as we get closer to the time. Check out the "Notice Board" 

Kia ora koutou katoa 

Veronica Kapaiwai 

 
 Disclaimer 
The views and opinions expressed in this newsletter/website may not necessarily be the views and opinions of Multiple Sclerosis Wanganui 

Society (Inc) or its members. Information presented has been prepared using sources believed by the author to be reliable and accurate. 

However the author makes no guarantee or assumes no legal liability or responsibility for the accuracy, omissions or completeness of any 

information presented including any links to other websites. The author accepts no responsibility for decisions made by readers.  
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Fieldworker Report 

 In June Caroline’s luncheon was wonderful, July numbers were down but still very 

enjoyable.  

My Sisters Coffee Club was great and our young ladies were really relaxed and shared 

lots of stories including our Canadian visitor. All the ladies found common ground on 

their MS experience as well as travelling to different places around the world. 

MS Art Group was wonderful and Carla at the Women’s Networking Centre really looks 

after us, by having the heater on before we get there to heat the room up and having the 

kettle hot with coffee tea sugar and cups ready and has a big warm friendly smile and 

hug when we arrive. The group is self-funded by a gold coin donation. Currently we are 

working on a joint collaboration art piece. The energy is wonderful and the ladies 

thoroughly enjoy themselves. Participants are MS members only at this stage. July 

numbers were down, pretty much expected for this time of the year. 

The VIP Lounge on Facebook is ticking along fine. 

The ladies have suggested a casual catch up at Parnell’s Café as it is central has easy 

access and caters for different diets and/or food restrictions. Was due to start in July but 

will now be in mid-august. The staff asked if we had any special diet requirements and 

they have a small range of foods ready catering for celiac and gluten free. The members 

know it is at their own cost. We have called this group the Friendship Group.  

A  members, updated patient, survey, a membership form and a brief letter informing 

members of our monthly MS art group and the dates up to November, a few have been 

returned. If members can return forms with your name included would be great. Survey 

does not need to be named. 

The patient detail forms I obtained were from Robyn Coyle at the National Field Worker 

training day, she advocated how great they are with relevant information and I was one 

of a few that gladly accepted one. Robyn is an exceptional field worker and has an 

impeccable reputation, her knowledge and experience is valuable and I appreciate her 

support as a fellow and senior field worker. 

I travelled to Palmerston North on June 13
th

 to shadow Ria Stafford (fieldworker for 

Central District, Palmerston North) for the day. I found this to be absolutely brilliant and I 

learnt so much. We travelled extensively around the Manawatu region that she services 

and I was met warmly by her clients. 

 

Key Observations 

 New client appointment and how Ria facilitated the appointment 

Handy Hints 
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 New client package – Central Districts(CDMS) Folder with information including 

               a brand new book on MS and Nutrition given to the client to keep. 

 Ria has built up trust with her clients 

 Support from CDMS staff 

 Group lunch with her clients at one of their homes 

 Ria shared her extensive nursing experience and practice which is very impressive 

 Ria shared great tips and practices as a field worker 

 Ria was extremely supportive and has offered to be a continuous support person on any concerns I may have within my 

role as a field worker. 

 The importance of work supervision as a field worker 

 The importance of correct protocol as a field worker 

 Having good support from staff and committee 

I was reassured by her interaction with the different clients and how I do a similar practice with mine.  I found Ria exceptionally 

valuable to my role as a field worker. I left feeling educated, reassured and supported. 

When I was in Palmerston North on the 10
th

 of June for a seminar they had t-shirts for sale at $10 each, I brought one and it is 

really cool, it has kiss good-bye to MS on it with a big set of red lips on it, I have been wearing this when out and about in the 

community. 

Ngā mihi nui 

Michelle  

The importance of correct protocol 

 

                                                                                            

 

                                                                          

 

 

 MS Research 
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Ocrelizumab  

Just to clarify Ocrelizumab is not yet registered with Medsafe or funded by PHARMAC in NZ but applications are 

underway. 

In March 2017 the FDA in America approved Ocrelizumab as a treatment for RRMS and PPMS. MSNZ has reviewed 
the positive research and been in discussions with the pharmaceutical company Roche regarding the treatment since 
2016. In August 2016 Roche submitted Ocrelizumab for Medsafe approval which can take over 12 months in most 
cases. This is still under review and we hope to receive further information by October 2017. 

What is Ocrelizumab 
OCREVUS is a humanized monoclonal antibody designed to selectively target CD20-positive B cells, a specific type 
of immune cell thought to be a key contributor to myelin (nerve cell insulation and support) and axonal (nerve cell) 
damage. This nerve cell damage can lead to disability in people with MS. Based on preclinical studies, OCREVUS 
binds to CD20 cell surface proteins expressed on certain B cells, but not on stem cells or plasma cells, and therefore 
important functions of the immune system may be preserved. 

  
How is Ocrelizumab Administered? 
 
OCREVUS is administered by intravenous infusion: 

 
First & second infusions (day 1 and day 15): 

     Pre-medications 30-60 mins before infusion 
     Infusion 2.5 hours 
     Observe for at least one hour after infusion 

Subsequent infusions (every 6 months) 
 Pre-medications 30-60 mins before infusion 
 Infusion 3.5 hours 
 Observe for at least one hour after infusion 

 
Side effects 
Patients most commonly experienced mild to moderate infusion reactions and upper respiratory tract infections. There 
were also slight increased risks of oral herpes reactivation and neoplasm's which should be considered when 
assessing treatment appropriateness. 

Read more: Safety of Ocrelizumab in Multiple Sclerosis: Updated Analysis in Patients with Relapsing and Primary 

Progressive Multiple Sclerosis - poster presented at the 69th American Academy of Neurology (AAN) Annual Meeting; 

April 22–28, 2017; Boston, MA, USA 

No cases of progressive multifocal leukoencephalopathy (PML), a rare and potentially fatal viral brain disease were 
found during the trials. Since then one case in Germany has been found in an Ocrelizumab patient however causality 
has been assigned to the earlier use of Natalizumab (Tysabri). Read more here about switching patients at high risk of 
PML . 

 

 

 

Ocrelizumab for Relapsing Remitting MS 

 

http://www.msnz.org.nz/Document.Doc?id=152
http://www.msnz.org.nz/Document.Doc?id=152
http://www.msnz.org.nz/Document.Doc?id=152
http://www.msnz.org.nz/Document.Doc?id=156
http://www.msnz.org.nz/Document.Doc?id=156
http://www.msnz.org.nz/Document.Doc?id=156
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Two identical trials involving 1656 people with RRMS, 821 of which received the proposed treatment, showed clear 
demonstrable evidence that relapses were reduced, the volume of brain lesions were significantly decreased and the 
reduction in disability progression. Trials OPERA 1 and OPERA 2 clearly showed in comparison to its Rebif (interferon 
beta-1a) trial comparator: 
 

 
 46% and 47% lower rate of relapses 
 40% lowered the risk of disability progression 
 33% higher disability improvement 
 between 47.9% and 47.5% of the Ocrelizumab recipients had no evidence of disease activity over the trial period 

compared to 29.2% and 25.1% of those on the interferon. 
 94% and 95% lower number of T1 gadolinium enhancing lesions in those patients MRIs who were being administered 

Ocrelizumab than the interferon recipients 
 77% and 83% lower number of new or growing T2 hyperintense lesion 
 the longer the patients underwent treatment the number of new lesions decreased 

Read more on the OPERA 1 and OPERA 2 trials: 

Hauser, S. L., et al, Ocrelizumab versus Interferon Beta-1a in Relapsing Multiple Sclerosis. N ENGL J MED (2016). 

Calabresi, P. A., B-Cell Depletion — A Frontier in Monoclonal Antibodies for Multiple Sclerosis. N ENGL J MED (2016) 

Submission for funding for Ocrelizumab for Relapsing Remitting MS 
In August 2016 Roche applied to Medsafe Ocrelizumab to be registered for use in New Zealand. We expect to hear by 
October 2017 on the progress of this application. 
 
On 22nd May 2017 Roche applied to PHARMAC for Ocrelizumab to be listed on the Pharmaceutical Schedule for 
RRMS under the pre-existing MS Treatments Special Authority Criteria for review at the August meeting. Despite not 
yet having Medsafe approval this decision was made to speed the process along and have the treatment available in 
NZ at the earliest opportunity. 
 

 
MSNZ wrote to PHARMAC in support of this application on Monday 22nd May. However, PHARMAC have advised on 
the 9th June 2017 that the application will not be considered until Medsafe approval is confirmed. This is likely to be at 
PTAC’s February 2018 meeting if a positive Medsafe result is achieved by October 2017. While this is disappointing, 
we are unable to speed through this process. 

Read our submission here 

  
Ocrelizumab for Primary Progressive 
There has been a lot of media interest since Ocrelizumab was approved by the FDA as it is the first treatment in the 
world that has shown proven benefits for people with Primary Progressive MS. 
 
A Phase III study (ORATORIO) involving 732 participants with PPMS was undertaken which showed evidence of 
reduce signs of disease activity in the brain (MRI lesions) compared with placebo with a median follow-up of three 
years. The results showed that at 120-weeks: 
 

 

 
 on the timed 25-foot walk worsened by 38.9% with ocrelizumab versus 55.1% with placebo 
 the total volume of brain lesions on T2-weighted magnetic resonance imaging (MRI) decreased by 3.4% with 

ocrelizumab and increased by 7.4% with placebo 

http://www.msnz.org.nz/Document.Doc?id=154
http://www.msnz.org.nz/Document.Doc?id=157
http://www.msnz.org.nz/Document.Doc?id=153
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 the percentage of brain-volume loss was 0.90% with ocrelizumab versus 1.09% with placebo 

Read more on the ORATORIO trial: Montalban, X, et al, Ocrelizumab versus Placebo in Primary Progressive 

Multiple Sclerosis. N ENGL J MED (2016). 
Should Ocrelizumab for PPMS be funded in NZ it will have its own special authority criteria developed. Roche has 
consulted with MSNZ and an Advisory Board around the potential criteria. We foresee that there will be special 
authority criteria based on the research findings. Roche is currently working on the application for funding for 
Ocrelizumab. 
MSNZ is continuing to work with those involved to ensure people receive access based on the research evidence and 
will make a submission to PHARMAC for funding for PPMS as well as RRMS. 
 
 
Ocrelizumab Global Compassionate Programme 
MSNZ has been advised that there is a compassionate use programme for Ocrelizumab currently open for those with 
PPMS. There are a limited number of places available. It is important to note that the Global Compassionate 
Programme is only open in NZ until the treatment is registered by Medsafe. 
PwMS cannot self-register as this must be done by a neurologist based on their recommendation that the treatment 
will provide clinical benefit. PwMS who are successfully registered on the programme will continue to receive fully 
funded access to Ocrelizumab until either:   

1. PHARMAC agree to fund the treatment in NZ for PPMS, or if funding does not happen; 
2. until the patient chooses to discontinue or it is not clinically appropriate any longer on the advice of their 

neurologist 
 
Ocrelizumab Global Compassionate Programme Criteria 
The criteria for the Compassionate Programme is: 

 A diagnosis of PPMS under the McDonald 2010 criteria. For some patients, an MRI and lumbar puncture for CSF may 
be required. 

 EDSS score 2-6.5 
 No history of Relapsing MS 
 The patient is considered by the physician to have a potential positive benefit/risk ratio for treatment with ocrelizumab. 

The clinician is likely to consider several patient factors in assessing whether the treatment is clinically appropriate. 
 
More information for people with PPMS looking to access the Compassionate Programme 
If people with PPMS are interested in accessing ocrelizumab we encourage them to contact their Neurologist or 
MS/Neurology Nurse. To access the programme a PwMS cannot self-refer, this must be done by a Neurologist. Those 
interested in the treatment should carefully review with their Neurologist whether the treatment is right for them, the 
potential side effects and risks involved and what the treatment involves. 

 
More information for Neurologists 
 
For more information about the compassionate use programme, Neurologists are encouraged to contact the Roche 
NZ Medical Information Line: 
 
Phone: 0800 276 243 (8.30am-4.30pm) 
Email: aucklandmedinfonz@roche.com 
 
  
 
Potential Issues 

 

http://www.msnz.org.nz/Document.Doc?id=155
http://www.msnz.org.nz/Document.Doc?id=155
mailto:aucklandmedinfonz@roche.com


                  
Newsletter          Edition 3 2017                                                
                                           

7 
 

While we appreciate the impact this will have on Neurology departments and infusion clinics we also see it as our 
ethical responsibility to advise PwMS that the treatment is accessible and available now through the compassionate 
use programme. Issues that may restrict access include: 

 There are a limited number of spaces available on the programme. 
 An application for Medsafe Registration was made in August 2016. The Programme will be open until the treatment is 

registered with Medsafe. This is expected to be until October. 
 We understand waiting times at many DHBs are currently extensive in some areas. Clients may wish to discuss with 

their Neurologist or MS Nurse over the phone in the first instance whether they will be a good candidate. 
 Many people with PPMS will not have seen a Neurologist in many years and so the total number of PPMS, is 

unknown. 

How can you help our advocacy work? 

 
 MSNZ would be interested in speaking to people who join the Compassionate Programme. If you are successfully 

registered onto the Programme and would like to update us on your progress please contact info@msnz.org.nz. 
 Provide feedback to MSNZ about the impacts of our advocacy to help demonstrate the positive outcomes of our work. 

Information we are interested may include but is not limited to: What has accessing treatments meant to you? How 
has it improved your life? 

 MSNZ is also interested to understand the issues impacting and restricting access to services and treatments. 

  

Further information 
 

http://www.roche.com/media/store/releases/med-cor-2017-03-29.htm 

 

 

 
 
 
 

  

 

 

 

Notice Board 

mailto:info@msnz.org.nz
http://www.roche.com/media/store/releases/med-cor-2017-03-29.htm
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Up and Coming Event  
Awareness Week - 28th August - 3rd September (Appeal date-29th August) 
 
Meetings 
MS Regional Meeting, to be held on the 11th August at MSCentralDistricts at 10.30am. 
Board Meeting - 22nd August, 5.15pm at MS Office, Community House 

MSWanganui AGM - 26th September 2017 at Community House, Conference Room, 2.30pm. 

Due to a number of members standing down, we are looking for individuals that may have an interest in 
standing for the board. 
If you are interested, please phone the office 3452336 and leave a message and we will get back to you or 
email: mswanganui@xtra.co.nz 
 
MSNZ AGM - 17th October 2017 to be held in Christchurch. 
MS 50th Anniversary will also be celebrated in Christchurch. 
 
 

Monthly 

Art Class is held on the last Friday of every month at "The Women’s Networking Centre" St. Hill Street at 

10.00am 

Luncheon at Caroline's Boatshed, every Thursday of the month, between 11.00am - 1.00am. 

 

Reminders 

Don't forget to check out our notice board, if you want to speak be on the board or vote at the Annual 

General Meeting in September, you need to be a financial member. Further information will be sent out as 

we get closer to the time. 

Membership forms are on the mswanganui.org.nz website or ring the office on 3452336 and leave a 

message or email mswanganui.xtra.co.nz 

 

 

Sudoku 
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Find the Easy, Medium and Hard, Good luck  
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Multiple Sclerosis New Zealand (News) 

Last but not least, MSNZ conducted the Multiple Sclerosis Care Survey in 2016 which highlighted several issues affecting access 

to services received by people with MS across the country particularly an inequity in access. 

MSNZ has reviewed feedback alongside listening to member regions that raised concerns about issues ongoing in their 

communities, reviewed international best practices and listened to those that live daily with MS. As a result the advocacy team 

prioritized several key issues to bring positive and meaningful changes to the lives of those diagnosed, waiting to be diagnosed 

or supporting those with MS. 

MSNZ has recently been meeting with MPs to advocate for our issues based on OIA reports, research and supporting anecdotal 

evidence. MSNZ has also begun initiating their PR Campaign by raising our concerns in the media. MSNZ now ask you to join 

their stand for an improved and equitable service. MSNZ ask that we contact our local MPs and candidates to seek their 

response as to how they intend to improve access to services to support the lives of people living with MS in their community. 

The more voices the louder and stronger we are. 

MSNZ has developed a one page Pledge Sheet for supporters to take to their local MPs and candidates as we lead into the 

General Election. The Pledge Sheet outlines the areas of concern and the requests we have asked MPs to provide their support 

and commitment. (The Pledge Sheet is available by emailing mswanganui@xtra.co.nz.) 

"Make visible what, without you might perhaps never have been seen" Robert Cresson 

MSNZ would appreciate any feedback you receive or approaches you make being sent to MSNZ by emailing info@msnz.org.nz or 

calling 0800675463. 

MSNZ thanks you for helping to achieve their mission of advocating for people with MS in New Zealand to have access to first 

world treatment, resources and services to improve their well-being and quality of life with the hope of reducing the burden of 

MS on those diagnosed, their carers and families. 

 

 
A SPECIAL THANKS TO THE FOLLOWING ORGANISATIONS FOR THEIR CONTINUED SUPPORT! 

                               

 


