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President’s Report 
 
 

 
 Tihei Mauri Ora! 

 He rangi ataahua tēnei! 

 Korihi te manu 

 Takiri mai i te ata 

 Nō te  rāwhiti te putanga mai o te rā  

 Ka ao ka ao ka awatea 

 

 Behold, the Spirit of life! 

 The bird sings, the dawn breaks,  

 The sun, it rises in the east 

 Life and health to all 

 

Kia Ora and greetings 

I never realised that forty years ago when I had an epileptic seizure, I would one day be in this role working 

with your Board, Chief Executive and staff. And while having epilepsy does not dominate my life as such, 

it is a constant, as it is for many of you. It is in our heads. It is in our bathroom cabinets, when we reach 

for our daily medication. Every time I take a tablet of Epilim, I am reminded that I am part of an epilepsy 

community, one I share with many of you. 

Given that one in every one hundred New Zealanders have epilepsy, there are around 50,000 people who 

potentially need our support. As we know, having support, education and advocacy enables us to have a 

sense of perspective in our lives. Given the prevalence of epilepsy amongst the New Zealand population 

then, my vision is that we will reach as many of those living with it as possible, so to provide the support, 

education and advocacy which is our role. Currently, we serve 5000 people. That is one tenth of the 

affected population. How are we going to reach the others? 

I recently attended a webinar looking the current investment landscape both globally and locally, and it 

was noted by one of the presenters that in relation to healthcare, we are entering a ‘golden age of 

innovation’, particularly in the area of work and its intersection of information technology and healthcare.  

For us as Epilepsy New Zealand, how can we capitalise on innovative information technology, so to serve 

more of the 50,000 New Zealanders living with epilepsy? As you know, we are entering a new age in 

healthcare provision in Aotearoa New Zealand. We now have two new national agencies, the Maori Health 

Authority and Health New Zealand. While we may not yet fully understand the detail of those changes, 

one thing is clear, big system-wide changes have been signalled and it is highly likely that we too will need 

to adapt and change. 

For many, having epilepsy can be a lonely experience. The staff at Epilepsy New Zealand say you don’t 

have to walk this journey on your own. We are all ready to help you and your whanau with support, 

education and advocacy. As the mihi above says, it is a new dawn, a new day and I call on us all to work 

together for a new future where others can be brought into this unique community, so to realise their full 

potential and take their rightful place in our society. 

I’ve only met the educators by zoom but I would like to take this opportunity to thank them for their 

awesome mahi. It’s become clear from the FaceBook posts I’ve been reading just how valued you are by 

your clients. 
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I would also like to thank our Board for welcoming me in first as President and then having the confidence 

in me to lead them as the Chair.  The year ahead is going to be full of challenges as the new health reforms 

become clearer.  I am confident that Epilepsy New Zealand is well placed to be a significant player at both 

the localities level and also nationally representing all people with epilepsy. 

Nga mihi nui 

 

Glenn Livingstone, President – Epilepsy New Zealand 
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Chief Executive’s Report 
 

Epilepsy New Zealand has a vital role to support people with 

epilepsy so they can live their best lives. Our theory of change is 

simply that if people understand epilepsy, then the quality of life for 

people living with epilepsy will improve. We also work hard to raise 

awareness of epilepsy and ensure our clients are treated fairly and 

with respect.  

It has been a challenging and disruptive year with several COVID-19 

lockdowns and a lot of new rules to comply with. Like the rest of the 

New Zealand economy, we haven’t really recovered to pre-Covid 

times and our funding levels reflect this. The Charitable sector 

which often relies on gaming trust funding has been particularly 

hard hit by the lockdowns during 2021. 

 

We have also had a year of significant changes as we implemented our ‘future proofed Epilepsy NZ’ 

project.  This has been a learning experience for staff and we are confident the changes will deliver an 

improved service for clients and certainty for our funders. 

I’d like to acknowledge the team at National office and the tireless work they do to seek out new funding 

opportunities for Epilepsy NZ.  With over 28,000 charities in New Zealand, it is a very competitive 

environment and organisations like Epilepsy NZ, need to be innovative to attract support. We have been 

grateful for the support of John Morrow (JBWere) and our Patron Sir Bill English for highlighting the 

importance of demonstrating the social impact we make with the funding we receive. 

One of the ways we are doing this is through a new programme called ‘Seizure Smart Schools’.  Launched 

in July this year we are seeking to engage with schools to pilot our new on-line training and education 

tools. This has been a collaboration with Epilepsy Foundation in Victoria but with a distinctly ‘kiwi’ flavour. 

During the year we refreshed our logo and branding collateral and launched a new website. Together with 

an active and vibrant social media presence we have significantly strengthened our brand and the 

awareness of epilepsy in the community. We were also able to create strong media relationships along 

with other marketing platforms to highlight Purple Day and other key initiatives. Our new Marketing and 

Fundraising lead, Sarah Verran has made a real impact with many staff and clients describing Purple Day 

2022 as the best organised event we have ever had. 

It’s been a satisfactory year financially and the surplus Epilepsy New Zealand continues the turnaround 

story after a previous decade of losses. 

I want to thank all our staff for their efforts during a difficult year interrupted by COVID-19, working from 

home and trialling new technology.  Notwithstanding the challenges we achieved - 

- Almost 15,000 client contacts; 

- Around 500 seminars held;  

- Attended by 4,300 people; and 

- We dealt with 23,000 non-client information requests. 
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Our educators made a significance difference in the lives of the people they supported and I encourage 

you to read some of the stories our clients and staff have shared under the ‘Year in Review’ starting at 

page 11. 

Thank you to the Board and our new President and Chair Glenn Livingstone for the clear and unwavering 

support of the strategic direction.  This is the first time we have had a President and Chair in a 

remunerated role and it has been refreshing to see Glenn openly share his own personal  journey with 

epilepsy. 

I welcome contact from all members and our epilepsy community on any issue.  Please don’t hesitate to 

contact me or, if you are in Hamilton come and see us. 

 

Ross Smith – CEO, Epilepsy New Zealand 

 

 

 

Financial report 

I am pleased to report on the consolidated financial results for Epilepsy 

New Zealand for the year ended 31 March 2022. These accounts carry an 

unconditional, independent audit certificate. 

It is pleasing to note that despite the loss of funding as a result of the 

COVID lockdown, Epilepsy New Zealand ended the year with a surplus of 

$22,910 for the 2021/22 year.  We would like to acknowledge the 

Government’s resurgence support which made up for some of the lost 

funding. 

The investment in Milford Asset Management has been adversely 

affected by global affairs and local headwinds here in New Zealand, 

however being a balanced fund, we are still reporting a positive return of 5% since inception. 

During the year the finance committee changed to a Finance Audit and Risk (FAR) committee with a 

greater focus on risk and audits.   

Thanks to my fellow committee members Matt Paterson (Treasurer) and Lynnro van der Nest and to CEO, 

Ross and Accounts Administrator, Anneleen for their timely and accurate presentation of the monthly 

management accounts. 

 

Alison Nation - Chair, Finance Audit and Risk committee 
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Message from our Patron 
Sir Bill English (KNZM) became patron of Epilepsy New Zealand in December 2018.  

The work of Epilepsy New Zealand is vitally important because for 

many families they are the understanding supportive group in a 

health system where epilepsy is often in the shadows with low 

visibility. 

Epilepsy is a hidden challenge for thousands of New Zealanders. 

Epilepsy can affect anyone at any time - the onset of epilepsy is 

almost always unexpected, and individuals and families have to 

learn to live with the risks and uncertainty the disease brings their 

lives. 

I am pleased to see Glenn at the helm now and being so open 

about his own epilepsy journey. We need courageous leaders like 

this to overcome the stigma and discrimination.  

During the year I met with the Board and we discussed the 

importance of demonstrating the social impact we make as an organisation.  The launch of Epilepsy New 

Zealand’s ‘Seizure Smart Schools’ programme is a great example of this and I wish management and 

staff every success with the roll-out.  

Epilepsy New Zealand staff can share knowledge and experience, and help those with epilepsy 

understand better how to manage their lives. This important work can reduce anxiety and improve the 

lives of so many people. 

To the many generous funders, donors and people all across NZ who financially support the work we do, 

thank you.  You help us make a real difference!  

 

Sir Bill English – Patron, Epilepsy New Zealand  
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Governance 
Board members and portfolios held 

 

            

Commissioners 

 

The Commissioners undertake the role of ensuring independence in processing of complaints in relation 

to decisions of the Board, appeals against membership termination, eligibility of remits to the Annual 

General Meeting, Board nominations and proposals to award Life Membership. 

 

The two commissioners appointed in 2022 are Dr John O’Donnell and Wayne Cook. 



2022 Epilepsy New Zealand Annual Report  P a g e  | 11 

About Epilepsy Association of New Zealand Inc. 
 

 
Epilepsy Association of New Zealand Inc. is a member of the International Bureau of Epilepsy (IBE) and 

the International League Against Epilepsy (ILAE).  The Association is a nationwide organisation based in 

Hamilton, with educators delivering services to people with epilepsy including information, education, 

support and community awareness, throughout New Zealand. 
 

 

Trading as: The National Epilepsy Association of New Zealand™ 
T/a Epilepsy New Zealand™ 

Established 1956 

Nature of 
Business 

Epilepsy New Zealand exists to improve the social condition and quality of life for people 
with epilepsy, and those who care for them, along with increasing the knowledge of 
epilepsy in the wider community throughout New Zealand. 
 
Community-based epilepsy educators work with clients across NZ supported by a national 
support centre in Hamilton. 

Contact Details Epilepsy House, 6 Vialou St., PO Box 1074, Hamilton 3204. New Zealand. 
Tel: 07 834 3556 Email: national@epilepsy.org.nz Website: www.epilepsy.org.nz 

Vision: A New Zealand that is free of discrimination and stigma, where the impacts of epilepsy on 
a person’s life, and that of their whanau and community, are minimised. 
 

Mission: To improve the quality of lives of New Zealanders living with Epilepsy 
 

Values: Leadership, Inclusive, Empowering, Integrity, Sustainable, Professional, Responsible, 
Transparent 

Charity 
Registration 

CC 10611 Incorporation Number 216663 IRD Number 041-467-924 

Patron Sir Bill English KNZM 
 

Volunteer Board 
Members: 

Lucy Acott – Vice President 
Matt Paterson - Treasurer 
Dr Peter Bergin  
Philippa Tolley 
Ricky Bennett 
Pat Cook 
Cath Archer 
Tess Ahern (Co-opted) 

Remunerated 
Board member 

Glenn Livingstone - President 

Volunteer 
Commissioners  

Dr John O’Donnell 
Wayne Cook 

Management Chief Executive- Ross Smith 
ceo@epilepsy.org.nz 

Bank BNZ Victoria St., Hamilton. Account: 02 0316 032384 00 

Accountants 
PKF Hamilton, Chartered Accountants, 1026 Victoria St., Hamilton 3204 T: 07 839 2106 

Auditors Owen McLeod , 91 Clarence St, Hamilton Lake, Hamilton West 3204 T: 07 839 1235 
 

mailto:national@epilepsy.org.nz
http://www.epilepsy.org.nz/
https://www.google.co.nz/search?q=owen+mcleod+accountants&oq=owen+m&aqs=chrome.2.69i57j69i60j0j69i59j0l2.3827j0j8&sourceid=chrome&ie=UTF-8


2022 Epilepsy New Zealand Annual Report  P a g e  | 12 

Year in review  
Membership 

Membership currently stands at 370. Around half f all members are ‘client’ members. 

 

About our services 

Epilepsy can affect any person at any time therefore the people who seek our services vary widely and 

can be any age, at any stage of life, with individual needs, unique problems plus their own hopes, 

aspirations and personal goals for their future. 

Providing quality, relevant and valued client services that make a difference to people’s lives and their 

journey with epilepsy is at the heart of what we do. 

Our services essentially can be described as provision of: 

• Individual support 

• Education and Training 

• Public Awareness & Advocacy; Information requests 

Individual Support 

• No of registered clients   6,329 

• No of client contacts   14,826 

Education and training 

• Seminars held    491 

• Seminar attendance   4,332 

Public awareness and advocacy 

• No of non-client contacts  22,985 

• Total no of people assisted  42,143 

 

Stories from the ‘front-line’ during 2021/22 

 

A little bit of moral support goes a long way 

A mother rang Epilepsy New Zealand, not knowing where to get help. Her 3-year-old daughter had 

things going on and strange events were happening. 

The educator went to visit mum and spent time with her listening to her concerns. Some suggestions 

were made, and a call was made to the preschool. After the initial visit with mum the educator went 

straight to the preschool, again she listened to their concerns and went over suggestions and answered 

queries.  

The educator followed up with regular welfare checks and gave the family some resources to read and 

provided them with stories for the children and links to children’s videos, to prepare her little girl for the 

coming events of the EEG and MRI.  

Mum took up the offer of a free hire of a seizure mat, that she placed on her little girl’s bed. At least she 

felt this would give her peace of mind and would indicate if her daughter was having night seizures as 

well.  
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“I Couldn’t have done it without you in all honesty. You have been one of my rocks in one of the toughest 

times of my life and you always have so much care and compassion. I will never be able to thank you 

enough. Thank you for always answering any questions and being a non-judgemental zone I feel I can 

tell you anything, and your advice comes from the heart.” 

 

Epilepsy and isolation during a pandemic 

For people in our community living with Epilepsy the insurgence of Covid and Omicron brought a huge 

strain on them and their families. People were less able to cope and quickly became isolated and 

depressed, which unfortunately led to an increase in seizures in many people. 

Many people were concerned about medication, and if they would have enough till they were able to 

visit the GP or chemist. People who had good seizure control and were able to drive grew concerned, as 

a seizure due to Pandemic stress could result in a loss of driving licence. This meant they would be 

unable to drive for up to 2 years and could lead to further stress, especially if they were essential 

workers.  

As we changed through alert levels, issues were raised regarding how parents with Epilepsy would be 

able to take children back to school, shop, attend appointments, and perform day-to-day functions if a 

seizure had resulted in a loss of licence. 

 Not being able to drive causes a loss of independence for people with Epilepsy and exacerbated 

concerns caused by the Pandemic.   

All we can do is speak to clients and try and calm insecurities.  

Luckily many local agencies banded together to bring help, reassurance and supports for all people with 

a health condition in the community.  Due to ongoing networking and zoom meeting we were able to 

identify people most at risk and alert the appropriate agency to step in and help.  

 

Living with epilepsy during a pandemic 

For many the over whelming feelings of not being able to cope, increasing anxiety, fear, and social 

isolation, to name a few were all influencing factors having a significant impact on health and wellbeing. 

Covid restrictions also meant many did not access the health care systems when needed. The inability to 

have face to face services had a significant impact.  Working collaboratively with other Services within 

the regions of Northland was essential in meeting the needs of people with epilepsy and their whanau. 

Epilepsy can impact on people with epilepsy and whanau in different ways. Everyone is in it together, 

yet everyone experiences it differently. 

The stress and pressure of having to navigate health care, cancelled appointments, or not being able to 

see their regular GP. In addition, the impact of feeding whanau, housing, and financial constraints 

As an Educator, one of the most important areas needed to address was optimum seizure control and 

medication management. 

Having an adequate supply of medication on hand, for people in rural areas or those needing to isolate 

after exposure or infection.  

The awareness of potential triggers for stress and anxiety leading to increased severe Seizures.  Ensuring 

the person with Epilepsy and whanau were informed with the most accurate up to date vaccine and 

epilepsy management information possible was important. 
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Working collaboratively with other Services within the regions of Northland was essential in meeting the 

needs of people with epilepsy and their whanau. 

 

Gaining independence with Epilepsy NZ support systems 

An elderly couple have their adult son living with them. He has epilepsy and has lived with this since 

diagnosed a child. 

He has a goal of one day being independent but did not really think this may be possible so this has 

always been overlooked. 

Epilepsy NZ was able to look at all the options and support both parents and young man advise 

pathways.  

 I connected him with various community groups and we made a start with volunteering in the 

community. 

We looked into and provided options on the possible safety devices and alarms which give people 

independence. 

This has been so beneficial to all parties both elderly parents and the young man and will be the start of 

a new independent but supported life for this man 

 

Beneficial educator support  

One of my clients had a rather stressful time recently and during that time forgot to take their 

medication; to cut a long story short they ended up in hospital.  

Through all of this I was able to give them support and walk beside them. When they were back on track 

medication blister packs were organized for the person to help with taking the medication in the future.  

The person was so grateful for the support. In their words "…thank you so much for your support, I don't 

know what I would do without you". 

 

Will you support us so we can create more stories and change more lives for good? 

Please visit us at www.epilepsy.org.nz 

Ross Smith – CEO, Epilepsy New Zealand 

 

              

http://www.epilepsy.org.nz/
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Strategic Plan 
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Supporters of Epilepsy New Zealand FYE 2022 

    

Key Funders 

• Ministry of Health / District Health Boards     

• NZ Lottery Grants Board     

• Pub Charity Limited 

 

Community Organisation Grants Scheme  
 

Auckland City 

Central Otago 

Coastal Otago 

Hutt Valley 

Kahungunu ki Heretaunga  

Manukau 

Mātaatua  

Nelson Bays 

Papakura / Franklin 

Rodney / North Shore 

Rotorua 

Southland 

Tairawhiti 

Tamatea / Tāmaki-Nui-a-Rua  

Taranaki North 

Taranaki South 

Tauranga Moana 

Tongariro 

Wairarapa 

Waitakere 

Wellington 

Whanganui / Waimarino / 

Rangitikei  

Whangarei / Kaipara 

Whitirea 

 

Councils 

Auckland Local Boards - Māngere-Ōtāhuhu 

Auckland Local Boards - Ōtara-Papatoetoe 

Auckland Local Boards – Whau 

Auckland Local Boards – Devonport-Takapuna 

Christchurch Council 

Dunedin City Council 

Hastings District Council 

Kawerau District Council 

Lake Taupo District Council 

Rotorua Lakes Council 

Upper Hutt Council 

Whangarei District Council 

 

Grants — Community 

Acorn Foundation 

Baytrust 

Central Lakes Trust 

Community Trust South 

Disability Community Trust EBOP 

Eastern and Central Community Trust 

Foundation North 

Geyser Community Foundation 

Nikau Foundation 

 

 

 

 

 

Rata Foundation 

Rotorua Trust 

Rehabilitation Welfare Trust 

Royston Health Trust 

Tauranga Energy Consumer Trust (TECT) 

Trust Waikato 

West Coast community Trust 

Whanganui Community Foundation 
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Grants — Gaming 

Aotearoa Gaming Trust 

Bendigo Valley 

Blue Waters Community Trust 

  

Kiwi Gaming Foundation 

Lion Foundation 

Mainland Foundation 

Oxford Sports Trust 

Pub Charity 

Trust House Foundation 

 

Grants — Philanthropic

AK Franks Charitable Trust 

Epilepsy Foundation 

The David Ellison Contestable Trust 

The Esme and Tom Tombleson Charitable Trust 

Estate of Gordon Lindsay Isaacs 

JBS Dudding Trust 

LW Nelson Charitable Trust 

Maurice Paykel Charitable Trust   

Jack Jeffs Charitable Trust  

Nessbank Trust 

South Canterbury Trusts 

Stewart Family Charitable Trust 

TG Macarthy Trust 

The Ted and Mollie Carr Endowment Trust 

W Duncan Bickley Trust

Donors, bequests and sponsors 

K L Fussell 

K A Whitchelo 

Resene Paints 

 

 

 

 

 

Mike Stent Decorators Limited 

Society of Mary 

The Ben May Memorial Fund 
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