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I feel privileged to walk 
alongside people with epilepsy. 
Working with them, their 
whānau, colleagues, and others 
in the community, is very 
rewarding. 

Marjo Tenhagen, Educator for Lakes 
District and Eastern Bay of Plenty 
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President’s Report 
 

I am pleased to be able to make a report for the 2018-19 year.  

The clients - the people with epilepsy and their families - are the 
ones who are most important to the future of Epilepsy New 
Zealand (ENZ). ENZ exists for their benefit. The board is of the 
view that they are the people whose voices should be heard 
when determining policies and priorities. It is for this reason 
that we have proposed a mechanism that makes it easier for 
clients to become members. 

I would like to thank the staff of ENZ for all the work that they 
do - the educators, who are the people who interact directly with our clients, and the people 
at the National Office, who keep the organisation ticking over.  

I would like to thank Graeme Ambler for the work that he did for ENZ over his four years as 
CEO. We hope that we can introduce a new CEO to the membership at the AGM. We are very 
grateful that Letticia Mincham has helped us out as the Interim CEO while the board has been 
looking for a new permanent appointee. 

Thanks to the Board members who have worked valiantly on behalf of ENZ. I particularly want 
to acknowledge the work of Alison Nation, Lorraine Skelton and Susan Hill, who have put in 
many hours of work, but who have now resigned from the Board. Alison signalled her intention 
to resign at the last AGM, but she was willing to be co-opted back onto the Board for a further 
six months to allow a new treasurer to move into the role in a supported manner. We are very 
pleased that Alison is willing to continue as the accountant for ENZ. Lorraine and Susan both 
also made significant contributions to ENZ - Susan, in particular, over a number of years. 

Thanks, too, to the current Board members, Isabelle Delmotte (treasurer), Philippa Tolley, 
Matthew Patterson and Renee Wood (vice president) - all of whom are willing to stay on the 
Board for a further term.  I am also grateful to the Commissioners, Michael Chapman and David 
Thorp for giving up their time. 

Special thanks must also go to all our funders, financial supporters, members and volunteers. 

However, despite all the hard work of staff and volunteers, this has been another tough year 
for ENZ.  Once again, the income the ENZ has received has not matched the outgoings, and we 
have had to use some of the money in the Epilepsy Trust fund to stay afloat. This cannot 
continue indefinitely. The Board is aware that ENZ will need to increase its income streams if 
we are to continue providing services in the present manner. 

Despite the difficulties, we will continue to provide excellent support for people with epilepsy 
in New Zealand - Peter Bergin, President of ENZ 
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Governance 
 
Board 
The Epilepsy Association of New Zealand Incorporated (ENZ) is governed by a Board, responsible for the 
overall corporate governance and direction of ENZ business and affairs on behalf of members.  Board 
members are elected under the procedures set out in the ENZ constitution. The board elects from its 
number the President, Vice-President and Treasurer. The President carries out a leadership role in the 
conduct of the board and its relations with members and other stakeholders.  Day-to-day leadership 
and management of ENZ rest with the Chief Executive Officer, who maintains a close working 
relationship with the president. 

 

Commissioners 
The Commissioners undertake an important role ensuring independence in processing of complaints, 
membership termination, eligibility of remits to the Annual General Meeting, Board nominations and 
proposals to award Life Membership. 

 

Epilepsy Trust 
The Epilepsy Trust is responsible for managing a capital fund to generate assets and income for the 
Association.  The Epilepsy Trust has been governed by a four-member board: Paul Kellett, Brian 
Jonasson, Michael Chapman and David Vickery. 

Over a period of time these funds have been drawn upon to enable the Association to remain financially 
viable.  The Trust is a separate entity 'under' the Association and as a separate entity it incurs various 
operational costs.  The size of the Trust is now such that the operational costs are becoming a significant 
burden.  The Trust proposed, with the agreement of the Association Board, that the Trust be dissolved 
and its assets managed within the Association.  It is important that these funds are not absorbed in to 
the general funds and that they are still managed separately and at arm’s length.  The Association Board 
has agreed with this proposal and we are in the process of executing the dissolution of the Trust. 

The Board of Epilepsy Association of New Zealand Incorporated and the Board of the Epilepsy Trust have 
decided to dissolve the Epilepsy Trust.  The ENZ Board passed the following resolution at a Board 
Meeting held by Skype on the 2nd of July 2019: 

“The Board of Epilepsy New Zealand agrees with the proposal of the Epilepsy Trust Board that the 
Epilepsy Trust is dissolved and that the funds are managed directly within the Association.  The funds 
will be separately managed and tracked within the Association and will not be included with the general 
funds.  Utilisation of these funds will require authorisation from the Board or their nominated 
representative(s).” 
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Message from our Patron 
 

Sir Bill English became our patron in December 2018. 
 

Epilepsy is a hidden challenge for thousands of New Zealanders. 
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. It’s thought around 48,000 New 
Zealanders  live with Epilepsy and around 2,000 people are newly 
diagnosed each year. Drugs work for some and not others.  

The work of Epilepsy New Zealand is important because for many 
families they are the understanding supportive group in a health 
system where there can be low visibility. 

Epilepsy New Zealand 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. 

Sir Bill English 
Patron  
 
 
 
  

The light tree in 
Masterton lit up for 

purple day. 
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About Epilepsy Association of New Zealand Inc. 
 

 
 
 
Epilepsy Association of New Zealand Inc. is a member of the International Bureau of Epilepsy (IBE).  The 
Association is a nationwide organisation based in Hamilton, with Educators located throughout New 
Zealand to deliver local services including information, education, support and community awareness. 
 

 
Trading as: • The National Epilepsy Association of New Zealand™ 

• 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. 

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: To be a world class organisation at the centre of New Zealand’s Epilepsy community that 
positively influences the lives of people, families and communities affected by epilepsy. 

Mission: To inspire and equip families and people, who live with epilepsy, towards effective self-
management of their diagnosis and are engaged with society through information, 
education, support and public awareness. 

Values: Professional – Inclusive – Passionate –  Empowering –   Supportive 

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

Patron Sir Bill English 

Volunteer Board 
Members: 

Dr Peter Bergin – President 
Renee Wood - Vice President 
Dr Isabelle Delmotte – Acting Treasurer 
Susan Hill 
Philippa Tolley 
Matt Paterson 

Volunteer 
Commissioners  

Michael Chapman 
David Thorp 

Management Interim CEO Letticia Mincham (Permanent appointment due late July 2019)   
Email: 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
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What We Do 
 

The reason people seek our services varies widely and depends on many factors such as age, stage of 
life, individual needs, problems or issues a person maybe facing together with their personal goals for 
the future.  

ENZ provides quality, relevant and valued client services that make a difference to the nearly 50,000 
people who contact us each year.  Our services focus on:  

• Individual Support 
• Public Awareness & Advocacy 

• Information 
• Education and Training 

 

 

Individual Support 

 

 

Educators have been involved in a wide range of support for families and individuals often responding 
to the specific needs of a person or their family member. 
 

“What I do often … is hooking people together e.g. new Mum with a Mum whose child was diagnosed a 
while ago, or two young people around the same age.” 
 

A memorable moment during the year for our educator in Taranaki was when a Mother recognised her 
own young daughter was having seizures after she attended a training session at the local polytechnic.  
Another success was helping a young man get his driver’s licence back. His GP had asked for assistance 
as he had fallen through the cracks in the system and was struggling. 
 

Problems with employment affect many people with epilepsy. In Bluff, our educator helped a new 
client navigate her way through a few issues. With an understanding and supportive employer she was 
able to remain in work. 
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Support Groups 

Attendance at many support groups is going strong and a highlight of the month for some clients in 
Hawkes Bay.  

There were continued youth group meetings in Auckland, which always get a positive response from 
those taking part and a parent support evening was organised to give parents the opportunity to meet 
other parents. 

The Levin support group has been going for 37 years and is still in good heart. With support from one 
of the Wellington Educators, they have been working passionately to increase awareness in their area. 

Public Awareness, Information and Education 

800 talks to over 8000 people. 

Our educators work closely with local schools, giving talks, seizure first aid training, providing 
information, distributing Action Zone games (mainly Waikato).  

Several educators are working on an update to our current schools education programme. “Epilepsy 
Education Everyone” aims to raise epilepsy awareness in schools, support children with epilepsy, and 
teach epilepsy first aid. This is additional to our usual work in schools with teachers/classes supporting 
individuals with epilepsy. 

Educators speak at a range of occasions, including expos, and carry out public awareness sessions or 
staff training with groups that range from those at the local library or recreation centre through to 
work places and service providers.  

They also have links with medical staff from hospital neurologists and specialist nurses, through to 
local GPs, practice nurses and local pharmacies.  
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Purple Day 
 

ENZ staff across the country raised awareness of epilepsy 
through fundraising and other activities.  

People with epilepsy, their families, schools, workplaces, and 
communities took part in raising awareness and funds for ENZ. 
For example: 

• A high school student (Christchurch) organised his own 
Purple Day fundraiser at school, raising over $800 for ENZ. 

• A client (Christchurch) organised a Karma Keg at a local bar with all proceeds going to ENZ, raising 
over $600.  

• A workplace that has a staff member with epilepsy supported our event, raising almost $700. 
• Several local councils also joined in support of ENZ by lighting key landmarks purple. 
• Pharmacies took part by dressing in purple. 
• National office staff collected funds in central Hamilton, giving brochures and attracting attention 

with our very own stilt walker.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

The Palmerston North Clock Tower in the 
Square was awash in magenta. 

Epilepsy New Zealand staff reach 
new heights to help raise 
awareness. 
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  Supporters of Epilepsy New Zealand 
   Key Funders 

Ministry of Health         NZ Lottery Grants Board        Pub Charity Ltd 

   Community Organisation Grants Scheme 
 

Auckland 
Central Otago 
Coastal Otago/Waitaki 
Far North 
Hutt Valley 
Kahungunu ki Heretaunga 
Manukau 
Mātaatua 

North Taranaki  
Papakura-Franklin 
Rotorua 
South Taranaki 
Southland 
Tamatea/Tāmaki-Nui-a-Rua 
Tauranga/Moana 
Tongariro 

Wairarapa 
Waitakere City 
Whanganui/ Waimarino/ 
Rangitikei 
Whangarei/Kaipara 
Whitireia 

 

Councils 

Auckland Council 
Far North Council Community Boards 
Marlborough District Council 

Nelson City Council 
Southland District Council 
Taupo District Council 

 

Grants — Community 

Nikau Foundation 
ARA Lodge No. 348 I.C. Charitable Trust 
BayTrust 
Central Lakes Trust 
Community Trust of Mid and South Canterbury 
Eastern and Central Community Trust 
Foundation North 
Hutt Mana Charitable Trust         

Otorohanga Charitable Trust 
Rata Foundation 
Rotorua Energy Charitable Trust 
The Blue Door (Blenheim) 
Trust House Foundation 
Trust Waikato 
Whanganui Community Foundation 

 

Grants — Gaming 
 

Akarana Community Trust 
Bendigo Valley Sports and Charity Foundation 
Blue Waters Community Trust 
BlueSky Community Trust 
CERT 
Constellation Community Trust 
Dunedin Casino Charitable Trust 
Four Winds Foundation 
ILT Foundation 
Mainland Foundation 
Milestone Foundation 

Mt Wellington Foundation 
North and South Trust 
New Zealand Lottery Grants Board 
Oxford Sports Trust 
Pelorus Trust 
Pub Charity 
Redwood Trust 
The Lion Foundation 
The Southern Trust  
The Trusts Community Foundation 
The Upper Hutt Cossie Club 

 

Grants — Philanthropic
Alexander McMillan Trust 
NessBank Trust 
Perpetual Guardian 
Public Trust 

Sir John Logan Campbell Residuary Estate 
Thomas George Mcarthy Trust 
W Duncan Bickley Trust 
 

 

Other  
Estate of KD Welsh 
Estate of RT Boyle 
Quality Hotel 
 

Nicholsons Trust 
Waikato District Health Board 
Ministry of Health 
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Annual Report 

Epilepsy Association of New Zealand Inc. 

For the year ended 31 March 2019 
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