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VISION 

West Australians with epilepsy living without fear & discrimination. 
 
 

VALUES 

• Compassion 

• Respect 

• Equity 

• Ethical 

 

MISSON 

We are committed to providing support to improve the quality of 
life of people with epilepsy & increase community awareness of 
the condition. 
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OUR COMMITTEE OF MANAGEMENT 
 
Our Committee of Management elected at the Annual General Meeting 2018: 
 
Chair:    Dr David Mountain 
 
Vice-Chair:    Andrew Crean 
 
Secretary:   Claire Meiklejohn  
 
Treasurer:    Deborah Martens 
 
Committee Members:   Catherine Harrison 
   Grace Dunn 
   Emily Degenhardt  
   Mark MacLeod 

 
This picture depicts a number of our Committee Members with the Hon. Roger Cook MLA, 
Minister for Health & Mrs Lisa O’Malley MLA, Member for Bicton at our 2017 Purple Day 
event (from left: Grace Dunn, Deborah Martens, Lisa O’Malley, Andrew Crean, Roger Cook, 
Catherine Harrison, Claire Meiklejohn, Mark MacLeod & Peter Kilkenny  - now retired).  
 



 

 

OUR CORE OFFICE STAFF 
As of 30th June 2019
 

 
 
Chief Executive Officer:  
Emma Buitendag 
EMFIA, FICDA 
 

 
 

 
 

 

 

 
 

 
 

 
 
   
 
 
 

In addition, Epilepsy WA is thankful to the following staff members, 
consultants and/or volunteers who assist on an ongoing basis: 
 
Registered Nurse Trainer*: Colleen Cleaver 
 
Support Group Facilitators: Carol Guilfoyle-Black, Michelle Spargo, Claire 
Greening  
 
Compassionate Ear Service Volunteer: Hayley Miller-Gilich  
 
Bookkeeping: Marie O’Reilly 
 
*The services of 3 further highly experienced Registered Nurse Trainers have 
been successfully secured for the 2019/20 financial year and beyond, to ensure 
we can meet the increasing demand for our training services) 

Office & Fundraising 
Coordinator: Amanda Rowe  
BA (Community 
Development) 

Community Coordinator:   
Lauren Buckels 
BSc (Occupational Therapy)  
PostGradDipEd (Primary) 
 



 
 

 

 

 

 

 

 

 

 

 

 
 

 
 
 
 
 
 
 
 
 
 
 
 

SUPPORT GROUPS

EPILEPSY SMART SCHOOLS PROGRAM

INFORMATION TELEPHONE LINE

FREE SEIZURE ALERT BED MAT LOAN PROGRAM

SEIZURE ALERT TECHNOLOGY DISPLAY

PROVIDING PATHWAYS TO OTHER SERVICES

COMPASSIONATE EAR SUPPORT SERVICE

PATIENT & CARER SEMINARS & CONFERENCES

RESOURCES & FACT SHEETS

AWARENESS RAISING & COMMUNITY EDUCATION

SYSTEMIC ADVOCACY

EPILEPSY TRAINING

FACE TO FACE SUPPORT

OUR SERVICES 
 



A message from our Chair  
Dr David Mountain 

I hope you enjoy reading this year in 
review 2018/19. As we look back on 
all that has taken place over the 
past financial year, we can say with 
a degree of pride, that much has 
been realised over the course of the 
year, at a time when we as an 
organisation are challenged more 
than ever before, to deliver 
effective and efficient services to 
West Australians touched by 
epilepsy, in a climate of financial 
restrictions and very limited 
resources. 
 
It has been no easy feat for the 
small team of dedicated staff to 
deliver 63 support groups sessions, 
resource a telephone information 
line for in excess of 200 hours, 
deliver a suite of patient and carer 
education events and establish firm 
foundations which will enable our 
new Epilepsy Smart Schools 
program to thrive into the future, all 
whilst working tirelessly to raise 
awareness and bring epilepsy out of 

the shadows. Some of the impacts 
we are making are somewhat 
difficult to verbalise and are even 
harder to measure, but the 
difference being made can and does 
have a profound impact. We make 
the road easier for the person with 
a new diagnosis, as they have a 
compassionate ear to turn to and 
we help care givers sleep easier at 
night, knowing that they have 
added peace of mind, through the 
loan of a free seizure alert bed mat. 
Our ever-expanding list of quality 
resources helps empower people to 
better manage their condition 
through knowledge transfer and the 
network of support groups reduces 
feelings of isolation and despair. 
 
A highlight of the year most 
certainly was our Purple Walk event 
and Purple Lights for Epilepsy WA, 
which saw well known landmarks 
across the state illuminate purple 
for epilepsy awareness. 
 
I convey my thanks to all who have 
contributed to the activities that 
took place during the year, I would 
like to acknowledge staff, my fellow 
board members, volunteers, donors 
and members alike. We simply 
could not do what we do without 
you and I am excited to move 
forward together into the next 
chapter of the organisations long 
history.

 



A word from our CEO   
Emma Buitendag 

 
It’s been an incredibly active year 
with many significant achievements 
for Epilepsy WA.  
 
We proudly announced the first 
accredited Epilepsy Smart School in 
Western Australia - Balingup 
Primary - followed some months 
later by Belridge Secondary 
Education Support Centre.  
Epilepsy Smart Schools are 
community leaders, showing their 
deep commitment to helping 
ensure the best possible 
educational outcomes for children 
living with epilepsy. 
 
Many more WA schools are now 
starting to work with us to reduce 
the stigma associated with a 
condition the World Health 
Organisation describes as arguably 
the world’s most stigmatised, 
misunderstood and under-
resourced of all health conditions. 
 

Simple steps for accreditation 
include teacher training, checking 
student care management plans, 
holding an awareness-raising event 
at the school or using free online 
school portal resources to 
incorporate epilepsy awareness 
activities into the curriculum.  
 
During the 2018/19 financial year 
we’ve proudly met increasing 
demand from schools for our 
services and the rollout of the 
national Epilepsy Smart Schools  
Program, which promises to create 
true generational change for those 
affected by this common condition. 
 
For the first time to my knowledge, 
regional areas took part in our 
Purple Lights for Epilepsy WA 
campaign on Purple Day as we 
urged cities to light up landmarks 
for epilepsy awareness.  
 
It was wonderful to see so many city 
landmarks illuminated and the 
image of the purple glow over the 
Swan River on Purple Day is one 
that I will forever hold dear. 
 
The Purple Walk for Epilepsy WA 
and Family Fun Day, now entering 
its third year, was again a great 
success. It was moving to see the 
WA epilepsy community united, 
with hundreds dressed in various 
shades of purple gathered together 
to walk to make a difference.   
 



 

 

A park in Karratha was also 
drenched in purple once again for 
Tahni’s Purple Day in the park, in 
honour of a young local epilepsy 
warrior. While cyclonic weather 
caused the date to be initially 
rescheduled, the event raised vital 
funds and much fun was had by all. 
 
Our network of Support Groups 
continues to be an important source 
of peer-to-peer support, community 
connection and information for the 
many attendees and their families. 
 
Our free patient conference day and 
seminar program also served to 
help disseminate much-needed 
information to our WA community 
touched by epilepsy. 
 
A tremendous amount of publicity 
was achieved this year, with 
colourful human interest 
newspaper stories, a live Channel 9 
TV cross and multiple radio 
interviews, and for this coverage of 
our events and activities we are 
most grateful. It’s our hope that 
awareness around epilepsy can 
continue to grow and the tireless 
work of our organisation can 
continue to attract the attention it 
so rightly deserves so that epilepsy 
can well and truly be on its way to 
being brought out of the shadows. 
 
All we’ve been able to achieve 
during the past 12 months would 
not have been possible without the 

small and dedicated team of staff 
members who give their all – along 
with the selfless volunteers who 
donate their time and energy. 
 
Our thanks also go to the many 
donors, members, fundraisers, 
sponsors, support group attendees 
and supporters, without whom, we 
would not be able to continue. 
 
We’re also grateful to the board of 
Epilepsy WA who help steer the 
course of the organisation and 
ensure good governance. We’re 
fortunate to have such a generous 
and growing community here in the 
west.  
 
While the year has had many highs, 
I am acutely aware there have been 
some very sad and deeply felt losses 
of loved ones to epilepsy within our 
extended community. I’d like to pay 
tribute to those we’ve lost this year 
and in previous years, and to 
commend those for whom the 
challenges epilepsy creates makes 
each day feel like a battle. 
 
Epilepsy WA has been supporting 
the WA community since 1963, and 
I feel honoured to hold a position I 
love in an organisation still making 
such a tangible difference 56 years 
after its inception. 
 

 



 

 

 

Services Report 
Lauren Buckels 

It’s been my privilege to work with 
this wonderful team and provide 
our vital services to the WA 
community throughout the 2018/19 
financial year.  I’m continually 
amazed at what we’re able to 
achieve and firmly believe that EWA 
is becoming an organisation held in 
high regard by everyone comes into 
contact with us. 
 
Our Information Line is now a key 
part of our overall service and the 
number of calls we receive 
continues to increase as our public 
profile grows.   
 
The most common issues we’re 
asked about include seizure alert 
technologies, support for students 
and teachers, issues with accessing 

employment and how to cope when 
jobs are lost due to a lack of 
awareness of epilepsy or 
misunderstandings about the 
condition.   

 
There are also many people living 
with a diagnosis and their carers 
who seek support and counselling 
to help them to manage the many 
complexities involved and to help 
them to come to terms with a new 
diagnosis. 
 
Over the past year we’ve been 
motivated to make it a priority to 
help to ensure that those living with 
epilepsy in WA are gaining more 
awareness around the potentially 
life-saving seizure alert technologies 
which are now available.  We’ve 
liaised with the creators and 
developers at the forefront of this 
emerging field, to ensure we have, 
where possible, the latest 
information about these devices.  
This work culminated in EWA 
creating a Seizure Monitor factsheet 
which we have shared with 
neurologists state-wide. We have 
also created an ever-expanding 
seizure alert technology display, 
showcasing many of the products 
available. 
 
In May 2019 we were extremely 
excited to launch our 
Compassionate Ear Support Service.   
This new service is provided by a 
trained and qualified volunteer with 
a lived experience of epilepsy.  
  
We’re delighted to offer this service 
to our WA community and hope to 
see it grow in future years.  



 

 

Support Groups 
 
Our support groups have grown in 
strength and numbers.  Attendance 
continues to rise and we have a 
variety of participants – from those 
living with the condition, to parents, 
grandparents, partners and close 
friends.  It’s lovely to offer support 
to each other and we take particular 
delight in celebrating any 
achievements – periods of being 
seizure-free, making self-care a 
priority or obtaining paid 
employment for the first time.   
 
We continue to average six 
participants at each of our 6 
monthly groups and Joondalup 
continues to star with large 
numbers in attendance.  
 
The groups we created in the 
previous year have flourished with 
the Bunbury and Rockingham 
groups becoming valuable 
resources within their local 
communities.   
 
We want to acknowledge and thank 
all facilitators for their hard work 
and perseverance in establishing 
and maintaining these groups. 
 
We remain committed to providing 
support to those in regional areas of 
WA and on the behest of a member 
in Manjimup, we organised for a 
casual coffee afternoon catch-up 

late in 2018 which ran for four 
sessions. 
 
Seminars and Conferences 
 
We take great pride in connecting 
the EWA community with up-to-
date information and resources and 
this past year has been a busy one 
when it comes to our community 
education schedule.   
 
In October 2018 we presented our 
Epilepsy and Employment Seminar 
for the second time. Presenters 
from the Employment Law Centre 
and EDGE Employment shared 
information about the rights of the 
employee, how to legally challenge 
discrimination in the workplace and 
accessible support regarding 
advocacy, job search, on the job 
support and job retention.  The 
response to the seminar was 
excellent, and we are very grateful 
to our presenters for donating their 
time and sharing their knowledge. 
 
In early December 2018 we 
recorded and launched our second 
online seminar, this time focusing 
on memory.  The session explored 
how memory works, the impact of 
epilepsy on our ability to recall 
things and simple strategies to 
manage memory impairment. 
 
 
 



 

 

Another successful event was our 
inaugural EWA Patient and Carer 
Conference Day in March which 
brought together some of the 
wonderful community services who 
can offer assistance to those 
affected by epilepsy and some 
highly knowledgeable clinicians. 
 
Presenters included a 
Neuropsychologist, Carers WA and 
Ronald McDonald House Learning 
Program. There were interviews 
with those behind some of the 
latest seizure alert technologies and 
a presentation from Professor 
Lakshmi Nagarajan.   
 
Sincere thanks must go to UCB 
whose generosity made this event 
and our seminar program possible, 
and to the speakers who donated 
their time.  
 
Education and Training 
 
One of the most exciting 
developments for EWA over the 
past year has been the expansion of 
our online training portal and the 
realisation of our Epilepsy Smart 
Schools initiative.   
 
We now actively provide training 
online, face-to-face, as well as live 
via ZOOM video link. 
  
Our new ability to train online is 
very important, as we want to 
ensure that all schools have 

equitable access, regardless of their 
location. We have also positioned 
the organisation so that we have  
a cohort of skilled, fully trained 
Registered Nurse Trainers at our 
disposable, to meet the future 
increasing demand for the program 
and the associated increase in 
training bookings. 
 
I’m delighted with Epilepsy WA’s 
achievements over the past year.   
We’re extremely proud to be WA’s 
only state-based epilepsy charity 
and always strive to serve the 
community to the best of our 
abilities.  
 
In 2019/20 I will move fully into my 
new role as Epilepsy WA’s 
Education and Training Manager, 
with an emphasis on the Epilepsy 
Smart Schools program, an 
opportunity which I will relish. 
 
Thank you for your ongoing 
support, as we continue to seek to 
achieve true generational change 
and bring epilepsy out of the 
shadows. 

 
 



Fundraising Report 
Amanda Rowe 

 
 
 
 
 
 

During my first year at Epilepsy WA 
as Admin and Fundraising 
Coordinator I’ve been fortunate to 
work with supportive, caring and 
passionate colleagues and members 
- and be heavily involved in the 
organisation of many exciting 
projects. 
 
The largest of these, our successful 
Purple Walk 4 Epilepsy WA 2019, 
was an uplifting and beautiful 
community event with hundreds of 
people dressed in purple uniting to 
walk laps of Edinburgh Oval in 
Bentley. 
 
This family-friendly community day 
provided an array of entertainment 
for children and adults alike, ranging 
from a bagpipe band, face-painting, 
animal petting farm, Nova FM and 
food vans.  Around 400 people 
registered in advance, with many 
more registering on the day.  

 
It was great to see grandparents, 
parents and so many young people 
– along with a few four-legged 
friends - supporting each other and 
their loved ones with epilepsy.  
We raised over $16,000 on the day 
from registrations, donations, the 
sale of merchandise and raffle 
tickets. 
 
Another $7000 was added by the 
Karratha community from their own 
special event, Tahni’s Purple Day in 
the Park.  
 
Further to this, teams of people 
across the state held morning tea 
events, dress-up days or sold 
merchandise to support our cause, 
which helped to bring our Purple 
Month Fundraising total to over 
$26,000. A huge thank you to all 
walkers, donors and supporters. 
  
On Purple Day, March 26, we saw 
many metropolitan and regional 
landmarks support Purple Lights for 
Epilepsy in WA.  The record number 
of landmarks to light up in purple 
included Perth’s Elizabeth Quay, 
Trafalgar Bridge, the Bell Tower, 
Optus Stadium and Matagarup 
Bridge.  Regional landmarks also 
helped to shine a spotlight on 
epilepsy with Bunbury’s Koombana 
Footbridge and Mandurah’s 
Foreshore Bridge lit up colourfully.  
 



 

 

As a team, it was lovely to enjoy the 
themed lights with my colleagues 
on the evening of Purple Day and 
we also heard from many of our 
supporters who enjoyed the purple 
lights and were thrilled with this 
awareness-raising campaign. 
 
This year we were also fortunate to 
benefit from the creation and 
rollout of a new campaign and 
accompanying website Purple Laces 
for Epilepsy WA.  
 
Our thanks go to the dedicated 
team of talented students from the 
John Curtin Leadership Academy 
and supporters who were willing to 
share their personal story of their 
own epilepsy journey to make the 
campaign such a success. 
 
We’d also like to thank and 
acknowledge Diamond and 
Jewellery Centres of Australia 
(DJCA) for donating an exquisite 
custom-made gold, diamond and 
amethyst necklace as the main prize 
for Epilepsy WA’s Raffle.  
 
The raffle was a successful 
fundraiser and we’d like to thank 
supporters who purchased and 
helped us to sell tickets. 
 
On a personal note I’ve really 
appreciated the support and 
guidance I’ve received from Emma 
and Lauren during my first year at 
Epilepsy WA.  

I look forward to helping the 
organisation grow in 2020 as I 
progress to my new role as 
Fundraising and Marketing 
Manager, while continuing to work 
towards raising awareness and 
reducing the stigma attached to 
epilepsy. 

We are so grateful to all our 

members, volunteers, donors 

and supporters. We would 

like to acknowledge those 

who have run, walked, 

baked, sold merchandise or 

undertaken any other 

activity in aid of our cause 

“ 

” 



 

 

OUR STRATEGIC DIRECTION 
 

The Committee of Management continued to be guided by the strategies and 
objectives formulated in the STRATEGIC PLAN 2017-2020.  
 
STRATEGIC PLAN 2017-2020 

Key objectives: 

• Engage well with Stakeholders 
Build positive relationships with all key stakeholders that will contribute to 
achieving our mission. 

• Grow our Database 
Grow database of people living with Epilepsy in WA so that EWA can better 
engage with them and their carers directly. 

• Create a resilient organisation 
Create an organisational environment that is efficient, effective and 
financially robust in order to deliver good outcomes. 

• Build community awareness & understanding 
Significantly increase community understanding of epilepsy as a condition, 
its impact on people lives, how to manage seizures and EWA's role. 

• Develop our relevancy 
Become the 'go to' organisation for everything associated with improving 
outcomes for people with epilepsy in Western Australia.



OUR IMPACT 
 

   
Membership revenue 

increased by 25.7% 
 

Number of EWA 
Facebook Likes 

increased by 24.6% 
 

64 Epilepsy Support 
Group sessions were 
facilitated across 7 

locations 
 

   

Multiple newspaper 
articles published with 
a combined maximum 

reach of 2.6M 
 

Purple Day fundraising 
activities across the 

state raised in excess of 
$26,000 

 

Provided epilepsy 
training to school 

teachers and support 
staff across 9 schools 

   

EWA staff physically 
visited several regional 

areas and attended 
many others via video 

link 
 

Coordinated 1 full day 
patient and carer 
conference and 

Recorded / delivered 4 
webinars/seminars 

400+ people attended 
our second annual 

Purple Walk for 
Epilepsy WA 

 

   

EWA epilepsy 
awareness month 

Social Media Campaign 
resulted in 260,200 

impressions, compared 
to 248,500 the 
previous year 

 

8,340 leaflets were 
removed from GP 

practices by patients. 
Thousands more people 
read the leaflets, whilst 

waiting for their 
appointment 

 

Proudly announced 
our first 2 accredited 

Epilepsy Smart Schools 
in WA: First - Balingup 

Primary. Second – 
Belridge Secondary 

ESC 
 

 
   

     
 

 
 

 
  

 
 
 



 

 

Facebook Performance 2018 - 2019 
All statistics shown are for the full financial year, compared to the previous 
financial year 

 

 

 

Top Performing Posts 

Page Likes  

Page Impressions 

544,438 



 

 

A Snapshot of Media Achieved 
 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 

 



 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 



 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 Epilepsy Association of Western Australia (Inc) 

Telephone: 1300 852 853 
E mail: ewaadmin@epilepsywa.asn.au 

Website: www.epilepsywa.asn.au 
Address: The Niche, 11 Aberdare Rd, Nedlands WA 6009 

ABN: 75 216 697 366 
 


