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WELCOME
Welcome to the latest edition of The Epilepsy Report.

2010 is an exciting year for the Australian epilepsy movement. 

In April our Parliamentary Friends of Epilepsy tabled their 

Inquiry into Epilepsy Report in Parliament. In recognising the 

substantial medical, social and economic impact epilepsy 

has on the lives of those living with the condition, thirteen 

recommendations were put to the parliament for consideration. 

Epilepsy Australia is now working at developing and 

implementing programs in line with key recommendations.

In October, Melbourne will host the 8th Asian & Oceanian 

Epilepsy Congress, and an exciting Epilepsy & Society program 

is on offer. The issue of stigma will be the keynote address by 

widely published sociologist, Dr Graham Scambler from the 

University of  Central London. Well known Australian sportsman 

and television sports presenter Wally Lewis, will be speaking on 

his journey with epilepsy, and how he hid it for most of his adult 

life, while Olympic cyclist Marion Clignet will reveal how she 

overcame discrimination to achieve her dreams.

Stigma is the shadow that hovers over many people with 

epilepsy, and in this issue’s special feature, our good friend 

Dr Robert Mittan, examines the perennial question: should I 

tell? Disclosure can be difficult, and in this article he takes us 

through the why, who, how and when should I tell? 

This issue is also about journeys. Jennifer Preston recalls 

Epilepsy Bereaved’s journey to have SUDEP openly discussed, 

and the relationship developed with Epilepsy Australia along 

the way. And then there’s D’Lene Johnson’s personal journey 

in accepting her beautiful son for who he is; the journey of self 

discovery through visual art; while Patrick and Sian are just 

‘getting on with life.’

Editor

National Epilepsy Helpline
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Epilepsy Report 
tabled in Parliament
On March 11, Parliamentary Friends 

of Epilepsy Convenors, Jill Hall 
MP and Senator Gary Humphries 
tabled the Friend’s Report on the 
Informal Inquiry into Epilepsy in both 
the House of Representatives and the 
Senate. In addressing the Parliament, 
Jill Hall specifically referred to 
the recommendations made by the 
committee. 

“These recommendations range 
from the need for comprehensive 
education and awareness to educating 
government departments, the need for 
positive employment initiatives and 
looking at issues surrounding travel,” 
Ms Hall said. “One that I support quite 
strongly is a national health survey to 
provide accurate information on the 
data concerning the incidence and 
treatment of epilepsy. There are also 
recommendations on greater research, 
better training for doctors and support 
for carers. We touched on transport 
issues and a greater effort to demystify 
what epilepsy is and how it should be 
treated.” 

Senator Gary Humphries highlighted 
those recommendations that proposed 
more research; better education of 
practitioners, doctors and nurses; better 
pathways to assistance by Centrelink; 
and of course measures to reduce the 
stigmatization that people with epilepsy 
tend to suffer by virtue of the nature of 
seizures that they might experience.

Graeme Shears, Chair of the 
Joint Epilepsy Council of Australia 
(JECA) said members concurred 

with the recommendations contained 
in the report, particularly regarding 
employment access, and funding for 
projects such as research and awareness-
raising.

Graeme went on to say “JECA 
together with Epilepsy Australia, as the 
nation’s peak consumer-led epilepsy 
body, and its state-based member 
organizations that provide services 
on-the-ground, are pleased to see that 
government has recognized that access 
to employment support services within 
government agencies is crucial in giving 
people with epilepsy opportunities to 
gain paid employment.”

“We are also pleased to see 
acknowledgement of the need for 
increased funding for initiatives such as 
awareness-raising campaigns, to reduce 
the ignorance and stigma associated with 
epilepsy, which can be a further major 
impediment to receiving a fair go in 
life, and for new research.  In particular, 
we believe it is critical to have current 
data available, via the National Health 
Survey, on Australian demographics 
of people with epilepsy, as well as the 
incidence, diagnosis and treatment, 
rather than relying on extrapolation 
of overseas data.  This will help local 
service providers to tailor services to 
meet real needs in line with growing 
demand in certain age groups.

“Epilepsy Australia’s state-based 
member organizations are already 
working to develop and implement 
projects in line with a number of the key 
recommendations.”

1. That the Government undertake a comprehensive 
education/awareness raising program on epilepsy for 
all sectors of the community, including government 
agencies such as Centrelink.

2. That Government departments, especially Centrelink, 
be required to review their policies to include a new 
definition of disability that includes epilepsy, provide 
better access to services and benefits for those 
affected by epilepsy and one application to cover 
access to services in all government agencies.

3. That positive employment and support services 
in government agencies be developed to recognise 
the needs, abilities and contributions of those with 
epilepsy, thereby removing barriers to employment for 
this group.

4. That additional questions regarding epilepsy be 
included in the National Health Survey to provided 
accurate data on incidence, treatment etc.

5. That greater emphasis be placed on research, 
data collection and standardization of data regarding 
epilepsy. 

6. That adequate government funding be made 
available to the various Epilepsy support groups and 
that they be encouraged to work together to ensure 
they attract maximum funding.

7. That initial training and ongoing medical education for 
GP’s and nurses be reviewed and improved to ensure 
training is adequate in quantity, is of a high quality 
and is current in relation to diagnosis, treatments and 
impact in individual lives.  Ongoing education and 
training to be provided through the Urban Division of 
General Practitioners and existing Nurse Education 
Networks.

8. That given the unique transport difficulties, including 
public transport, experienced by those with epilepsy 
resulting from the nature of sudden, episodic seizures 
and the aftermath; State Governments be encouraged 
to review taxi voucher eligibility criteria to better 
accommodate the needs of those with epilepsy. 

9. That the Parliamentary Friends of Epilepsy support 
recommendation No 6 of the ‘Who Cares’ Report: 

“Recommendation 6  
That the Australian Government consider consolidating 
portfolio responsibility for people with disabilities, 
people with mental illness, the frail aged and their carers 
into a single Australian Government department.”

10. The Parliamentary Friends of Epilepsy believe 
that the process for approving new treatments and 
technologies for epilepsy needs to be responsive to the 
latest scientific developments.

11. That investigation into ways to improve access to 
services, doctors and specialists for rural and regional 
areas be undertaken.

12. That the Federal Government support a system of 
Epilepsy Ambassadors across Australia.                  

13. That the Federal Government write to the States 
and Territories to ensure that epilepsy is covered by the 
criteria for disability in all areas. 

PARLIAMENTARY 
FRIENDS OF EPILEPSY 
REPORT:
RECOMMENDATIONS

Jill Hall MP, Mark Coulton MP, Wally Lewis, Graeme Shears, Chair Joint Epilepsy Council of Australia, 
Damian Hale MP, and Bill Shorten MP and Parliamentary Secretary for Disabilities and Children’s Services.
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A word about our strategic 
planning

Over the last months Epilepsy 
Australia and the Joint Epilepsy Council 
of Australia (JECA) have continued 
in an exciting and productive phase.  
Following the Parliamentary Friends 
of Epilepsy Breakfast in October 2009 
Epilepsy Australia and JECA began 
strategic planning under the previous 
President Ms Jan Taylor. Strategic 
planning is always necessary to ensure 
organizations continue to provide the 
best services to meet the needs of the 
people they work with. For Epilepsy 
Australia and its State-based members 
strategic planning has been about 
implementing our ‘A Fair Go’ document 
in each of the States and nationally. In 
February this year we continued this 
planning, working towards building 
new programs to promote a better 
understanding of epilepsy in all schools 
and workplaces. As well, we are 
developing more nationally consistent 
publications and position statements.  
Some of the results of this work will 
become evident over the next few weeks, 
with a Charter for Epilepsy in Australia 
now being developed and a new Position 
Statement on driving and motor vehicle 
licences being drafted.  New fundraising 
initiatives to ensure Epilepsy Australia 
remains viable are also being explored. 

Much of this work falls on the 
shoulders of Epilepsy Australia’s EO, 
Denise Chapman.  She carries the 
workload of several people and is still 
able to take the time to assist individuals 
and their families with their queries.  
As you will be aware she is also editor 
of The Epilepsy Report and rarely fails 
to produce interesting and informative 
material. 

 Congratulations are also in order 
to Jacinta Cummins from the ACT for 
her work in assisting the Parliamentary 

Friends of Epilepsy Inquiry.  In 
presenting the report to Parliament in 
March this year, Jill Hall MP made 
special mention of Jacinta’s hard work. 

Australian social research in 
epilepsy

A great deal of research takes place 
in conditions such as diabetes, cystic 
fibrosis and cancer.  There is now a lot 
of literature explaining what it is like 
to live with one of these conditions. 
For unknown reasons this is not the 
case for epilepsy. A few years ago 
the Epilepsy Foundation of Victoria 
established a social research position 
to look more closely at the experiences 
of people and their families living with 
epilepsy. Undertaking more social 
research on what it is like to have 
epilepsy in Australia provides us with 
the opportunity to seek researched and 
evidence-based solutions to these social 
consequences. Research results also help 
us argue to Government for improved 
services for people with epilepsy.  As 
a result of the strategic planning in 
October 2009, Epilepsy Australia has 
now established its own research sub-
committee, which includes academic 
researchers with an interest in epilepsy. 
The subcommittee will not have the 
resources to undertake any research or 
to fund other people’s research but will 
be able to identify research opportunities 
and to encourage university-based 
researchers to take an interest in doing 
more research to help people with 
epilepsy have better qualities of life.  

Health consumers having a 
say

Over the last ten years both the Federal 
and State Governments have adopted 
policies and strategies that allow health 
consumers to have direct input into the 
services they access. Many consumers 
now sit on advisory committees or 
they represent other consumers like 
themselves at meetings and workshops. 
I have rarely seen people with epilepsy 
in these roles. I think this is partly 
because epilepsy itself is such a hidden 
condition and Governments don’t give it 
the attention it deserves.  It may also be 
that people with epilepsy think they are 
not included or they are worried about 
speaking up. The recent Parliamentary 
Inquiry into the Impact of Epilepsy in 
Australia showed that when people with 
epilepsy speak up and tell their stories 
and advocate on behalf of others it is 

very powerful. It also empowers other 
people with epilepsy to tell their stories. 
There are sometimes opportunities to 
take part in policy workshops held by the 
Consumers’ Health Forum. Putting your 
point of view can assist others. If you 
would like to know more, please contact 
me on cwalker@chronicillness.org.au

8th Asian and Oceanian 
Epilepsy Congress

Taking place in Melbourne this year, 
the Joint Epilepsy Council of Australia 
has been strongly represented on the 
Scientific Organising Committee by 
Graeme Shears, and on the Scientific 
Consultative Committee by Robert Cole 
and Denise Chapman.  

An Epilepsy and Society day for 
people living with epilepsy, the staff of 
community based organizations that 
work with people with epilepsy and 
their families, and professionals with 
an interest in epilepsy, will take place 
on Thursday 21st October. The program 
includes discussions on stigma as well 
as the role of depression in epilepsy; 
epilepsy and memory; epilepsy sport and 
exercise; and epilepsy and employment.  
With separate registration, this program 
will include the opportunity to meet 
other people and share your points of 
view. To find out more go to www.
congressmelbourne2010.org

Finally – spare a thought for 
others

As we Australians engage in debates 
about reforming our health system it is 
worth reflecting on how much we have 
to be thankful about. I was reading an 
academic paper recently which mentioned 
that of the estimated 50,000 people with 
epilepsy in Vientiane, the capital of Laos, 
12 (that’s right, just 12) were receiving 
treatment for their epilepsy. 

Some countries in our region have 
no neurologists at all and little access 
to any anti-epileptic medicines. When 
a disaster strikes such as the recent 
earthquake in Haiti or the cyclone in Fiji 
limited supplies of medicines are cut off 
entirely. For example, most pharmacies 
were destroyed in Port-au Prince in 
Haiti and the one epilepsy clinic in the 
country was closed. 

It is through the work of the IBE and 
the WHO that we can assist to address 
some of these inequities. 

Dr Christine Walker

President’s Report Inspirational speaker, Olympic 
cyclist and person with epilepsy, 

Marion Clignet will be speaking at the 
Epilepsy & Society day preceding the 
scientific meeting of the 8th Asian & 
Oceanian Epilepsy Congress to be held 
in Melbourne from the 21–24 October 
2010.  

Marion, in leading the discussion on 
Epilepsy, Sport & Exercise, will give an 
insight into what it is like to be an elite 
athlete who also has epilepsy.  While 
Marion retired from professional cycling 
in 2004, forever the athlete, she turned 
her sights to the triathlon, and has 
already achieved some pretty impressive 
wins and high placings to one ‘new’ 
to the sport. As Marion says, “if only I 
could learn to swim I’d really enjoy all 
three events.”

Diagnosed with epilepsy at 22, Marion 
first took to cycling as a means to get 
around. Not being able to drive, she 
needed to get to work and cycling was 
the obvious choice. It wasn’t long before 
she soon discovered that she had a talent 
for cycling and her competitive streak 
soon saw her competing in cycling 
events. And the rest is history!

Marion went on to become a dual  
Olympian, winning silver medals for 
France in the Atlanta 1996 and Sydney 
2000  Games, along with being six-times 
World Champion.

How does someone with epilepsy 
compete at such an elite level, pushing 

Preview:  Epilepsy & Society Program

their body through mental and physical 
barriers, while dealing with fatigue 
and training routines? Marion will talk 
about the way she has managed these 
issues and many more. The format 
of the discussion group will allow 
plenty of time to answer questions 
from the audience and there will be an 
opportunity to meet with Marion after 
the session. 

Marion has long been a spokesperson 
for epilepsy both in America and 
Europe, and in recent years has used her 
experience, knowledge and profile to 
organise Fun Bike Rides for Epilepsy. 
In 2008 Marion led an extremely 
successful  “Bike Ride for Epilepsy’ in 
Taiwan, raising awareness of epilepsy 
and much needed funds for the Epilepsy 
Association of Taiwan. In France, last 
year Marion held a Bike Ride to raise 
funds for epilepsy research. So popular 
was the ride, that the 2nd Marion Clignet 
Ride will be held this year on May 30.

Epilepsy Australia and the Epilepsy 
Foundation of Victoria are working on 
organizing a fun bike ride with Marion 
during the Congress, with the likely date 
being the weekend of the 23-24 October.

This event will cater for the serious 
cyclist, the weekend rider, and for 
families.  Details will be announced 
shortly, so in the meantime get your 
bikes ready, tyres pumped, and plan to 
come along for a fun ride with Marion. 

An exciting program has been 
developed for people with epilepsy, 

their carers, family, friends. And for 
those professionals working with people 
with epilepsy in the community, whether 
that be in the disability sector, education, 
employment, nursing, and the leisure 
sector, there is something of interest for 
everyone.

A well regarded group of presenters 
will speak on a variety of topics, 
including widely published sociologist 
Graham Scambler from University of 
Central London; the popular Australian 
television sports presenter and author 
Wally Lewis; Olympic cyclist Marion 
Clignet; and Dr Elson So, from the 
respected Mayo Clinic in the US.

The  Epilepsy & Society Program 
will address a variety of issues that 

Marion Clignet’s motto 
is winning and living with 
epilepsy. Whether a person 
has epilepsy or not, Marion 
believes that ‘gold medal’ is 
out there for all of us.

Details of the Bike Ride for Epilepsy 
will soon be available at
www.epilepsyaustralia.net

can impact on the person living with 
epilepsy. These include epilepsy 
and stigma; epilepsy and sexuality; 
epilepsy and memory; epilepsy, sport 
and exercise; practical ways to manage 
depression; epilepsy and art; and 
employment and advocacy issues. A 
session on sudden unexpected death in 
epilepsy (SUDEP) will provide up-to-
date information on who is at risk and 
how best to impart this information.

Discussion groups will generally take 
the format of two speakers followed by a 
panel discussion with registrants invited 
to ask questions from the floor.

  Following the afternoon session there 
will be the launch of two books –  Social 
Epileptology edited by Christine Walker 
and Jaya Pinikahana and Epilepsy in the 
Family rewritten by Suzanne Yanko. 

The day will conclude with the 
presentation of the Outstanding Persons 
with Epilepsy Awards by IBE President 
Mike Glynn. 

Delegates are invited to stay for the 
welcome ceremony of the congress 
and the reception that follows later that 
evening.

This will be an exciting and full day 
for all participants with the opportunity 
to meet Olympic cyclist Marion Clignet 
and the well known Wally Lewis, past 
Australian Rugby League Captain 
and TV sports presenter. Both will be 
delighted to pose for photos and sign 
memorabilia on the day.

For details on how to register for the 
Epilepsy & Society Program go to
www.epilepsymelbourne2010.org
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It all began in 1993 when our son, 
Matt, moved to Melbourne.  Five 

years earlier our younger son, William, 
had died as a result of a seizure. We tried 
not to think of Matt moving to the other 
side of the world as another loss,

It was also in 1993 that I met, for the 
first time, with a group of people who 
had lost a loved one through epilepsy. 
After several meetings, in 1995 we set up 
a new charity, Epilepsy Bereaved, under 
the directorship of Jane Hanna. Our aims 
then, and now, are to support families 
who had suffered a death through 
epilepsy, to raise awareness of the topic 
worldwide and to promote research. Now 
that I, as a Trustee of Epilepsy Bereaved, 
had an official charity to represent and a 
new publication, Epilepsy and the Young 
Adult, to promote, on my next trip to 
Melbourne I approached the Epilepsy 
Foundation of Victoria to talk to them 
about sudden unexpected death from 
epilepsy and to see if they might like to 
adapt our booklet for their use. 

1996 saw the next important milestone 
when Epilepsy Bereaved, with the help of 
Doctors Lina Nashef and Stephen Brown, 
led the first International Workshop 
Epilepsy and Sudden Death in London. 
It was then that sudden unexpected death 
in epilepsy was officially defined and the 
acronym SUDEP coined.

In the following year Epilepsy 
Bereaved was asked to hold a satellite 
symposium at an International Epilepsy 
Congress in Dublin. Despite being 
warned the meeting would be in an 
annexe and poorly attended, it was 
packed with people standing four deep at 
the back of the hall.  Among these was a 
Margo Boyle from EFV.  Without Margo 
I doubt if we ever could have achieved 
as much as we have.  She took the whole 
topic of SUDEP to heart and carried it 
back to Melbourne, from that moment on 
dedicating much of her working life to 
our cause.

Margo arranged for us to attend 
Epilepsy ’98 in Melbourne and speak 
about SUDEP at both conferences, to 
voluntary bodies and to the professionals.  
She arranged meetings with other 
epilepsy groups around Australia, 
introducing me, amongst others, to 
Denise Chapman in New South Wales. 
With Claire Lisle she produced excellent 
SUDEP leaflets. At an international 
epilepsy conference in Prague in 1999 
representatives from EFV spoke about 
SUDEP instead of us.  Margo started to 
compile a list of bereaved families and, 

Loss 
unites

when I was in Melbourne, 
arranged for me to meet 
them.  In 2000 EFV funded 
and arranged for me to tour 
Tasmania, talking to people 
with epilepsy, neurologists and 
nurses. As well as Margo and 
Denise I have had, throughout, 
the advice, help and friendship 
of Rosemary (Rosey) Panelli 
who was working with EFV.

In the UK in 2000 – 2001 
Epilepsy Bereaved was 
given funding, under Jane’s 
leadership, to oversee the 
National Sentinel Audit 
into Epilepsy Deaths. This 
was a huge undertaking and 
the findings confirmed that 
there are about 1000 deaths a 
year in the UK as a result of 
epilepsy, 500 of which will 
be sudden deaths and that 
42% of all epilepsy deaths 
were potentially avoidable.  
The audit underlined the 
importance of correct death 
certification.  In 2004 Rosey 
and I were included in a 
presentation on this topic for 
the Pathologists Conference 
in Sydney and then followed 
this by talking to the coroners 
in Melbourne.  It was not 
until 2006 that we had a 
similar slot at a pathology 
conference in London.  
Epilepsy Bereaved also helped 
fund a feasibility study into a ‘Scene of 
Death Investigation’, proposed by the 
Victorian coroners, because so much vital 
information is lost at the time.

 In the UK, since 1999, every three 
years, we hold a memorial service at St 
James’s Piccadilly in London for all our 
families.  Margo liked this idea and since 
2002 there has been a similar service at St 
Mark’s Church in Burke Road.  Although 
the dates seldom coincide last year they 
did and we read out words of support 
from one at the other.

In 2005 Epilepsy Bereaved worked 
collaboratively with Epilepsy Australia 
to publish a booklet called Sudden Death 
in Epilepsy – a global conversation. This 
publication, edited by Denise Chapman, 
Rosemary Panelli, Brendan Moss and 
Russell Pollard from Epilepsy Australia 
contains observations on the topic from 
all around the world on many aspects 
of SUDEP written by a huge range of 
authors. It was launched at the 26th  

Jennifer Preston recalls how Epilepsy 
Australia and Epilepsy Bereaved, half 
a world apart, forged such a successful 
and lasting partnership. 

International Epilepsy Congress in Paris 
the same year.  We consider this to be 
our greatest achievement, to date. This 
relationship was further strengthened 
when, invited to address Epilepsy 
Bereaved’s AGM in 2008, Denise had the 
opportunity to personally meet families 
who allowed their stories to be told.

In recognition of this unique working 
relationship Rosemary Panelli (Epilepsy 
Australia) and Jane Hanna (Epilepsy 
Bereaved) were both asked to participate 
in the US Task Force on Epilepsy meeting 
in Baltimore in 2008 and have, together, 
contributed a chapter, entitled SUDEP: 
The conversation about risk in a soon to 
be published book.  The subject of risk; 
how, when, where, by whom and even if, 
it should be addressed is the topic which 
most concerns us all at present.

So Matt’s move to Melbourne, far from 
being a loss, has been responsible for 
such a great working relationship between 
our two countries and to so many new 
friendships.
                                                                                                      

SUDEP is sudden unexpected death 
in someone with epilepsy, who was 
otherwise well, and in whom no other 
cause of death can be found, despite 
thorough post mortem examination and 
blood tests. This does not include those 
who die in status epilepticus and those 
who die from a seizure-related accident.

In general, the risk of SUDEP for 
an adult with epilepsy is low, at one in 
3000 persons over a one-year period. For 
persons with poorly controlled seizures 
the risk is one in 100 persons over one 
year.  In children, SUDEP is an even 
rarer occurrence with the risk as low as 
one to two in 10, 000 over one year.

To date we do not know what causes 
SUDEP.  Current research leads to 
respiratory or cardiac dysfunction, but 
the cause of this dysfunction still eludes 
us and we cannot know who will be 
affected.

However, over the years some possible 
risk factors have been suggested 
including:

Young adulthood �
Early age of onset of seizures �
Presence of tonic clonic seizures �
Increased frequency of seizures �
Frequent changes of dose and type  �
of antiepileptic medication (AED)
Poor compliance with AEDs �
Alcohol abuse �
Certain epilepsy syndromes �

Yet risk factors only tell part of the 
story. Sometimes individuals with 
infrequent seizures die, while others 
with more frequent and apparently more 
severe seizures do not. Some may be 
more at risk because of social factors, 
lifestyle or sub-optimal management; 
others may have additional biological 
susceptibility.

Communicating risk
In the UK in 2004, the National 

Institute for Clinical Excellence issued 
guidelines stating that ‘healthcare 
professionals should provide a person 
with epilepsy and their family or carers 
with general information about SUDEP, 
to show why controlling seizures is 
important. They should also discuss 
with the person with epilepsy (and their 
family or carers, as appropriate) their 
individual risk of SUDEP”.1

Epilepsy Australia  affiliates have been 
proactive in communicating the known 

SUDEP : reducing risk
facts and possible risks of SUDEP since 
1998 and in 2005, with partner Epilepsy 
Bereaved, published the highly regarded 
book Sudden Unexpected Death in 
Epilepsy: a global conversation. This 
book brought the SUDEP conversation 
into the public domain and continues to 
be widely distributed both in soft and 
hard versions. 

Despite the NICE guidelines there 
are still widely divergent views on what 
defines best practice in communication 
of risk with people with epilepsy 
and their families. Ethical, legal and 
practical arguments have all become 
points of debate. But in 2010, when an 
internet search produces 538,000 results 
for SUDEP, perhaps some of these views 
are now out of step with community 
expectations of full disclosure of health 
risks of epilepsy by the treating doctor.

Reducing risk
People with epilepsy can take a very 

positive approach to reducing risk by 
making seizure freedom a high priority. 
Good control of seizures is often 
achieved quite simply by taking the 
medication prescribed, at the correct 
dose on a regular basis.

It is generally agreed that seizure 
frequency is the factor most strongly 
associated with an increased risk 
of SUDEP, and that the ‘unknown’ 
category of seizure frequency, that 
where seizure frequency is not known 
or disclosed, showed the strongest 
association with risk of SUDEP of all 
seizure-frequency groups.

Life is precious, and while the risk 
of SUDEP is low, all factors that may 
lead to injury or loss of life should 
be included in any risk management 
discussion. Informed decisions about 
treatment and lifestyle can only be made 
if all the information is provided and 
consequences discussed.

Call for more research
Research into SUDEP is developing 

but has attracted almost no support in 
Australia. Unfortunately a world first 
pilot research project of death scene 
investigation in SUDEP by Victorian 
Institute of Forensic Medicine, modelled 
on Sudden Infant Death Syndrome 
(SIDS) research has not been able to 
develop due to a lack of funding.

The full text of Sudden Unexpected 
Death in Epilepsy: a global 
conversation is available at

www.epilepsyaustralia.net/publications

SIDS provides a very interesting 
comparison to SUDEP with striking 
similarities between the two phenomena. 
Both have no identified cause; only 
risk factors are suggested. In the 
case of SIDS, action on risk factors 
has reduced deaths. A comparison of 
research funding provides a stunning 
contrast. Whereas SUDEP has received 
virtually no Australian research funding, 
SIDS has accessed more than $15m for 
research. The Australian death rate of 
SIDS has fallen from 563 in 1986 to 87 
in 2005. This is far below the current 
estimate for SUDEP of 150 deaths per 
year, and Epilepsy Australia  believes 
with the same level of support and focus 
a similar reduction could be achieved in 
relation to SUDEP. 2

150 deaths per year to SUDEP is 
unacceptable, indeed one death is one 
too many. The issue of SUDEP was the 
keynote address at the inaugural 2008 
meeting of the  Parliamentary Friends of 
Epilepsy and this statistic surprised and 
shocked them. All agreed more needed 
to be done.

8th AOEC & SUDEP 
The latest SUDEP research will be 

presented during the scientific program 
of the 8th Asian & Oceanian Epilepsy 
Congress and the Epilepsy & Society  
day program to be held in Melbourne in 
October.  

 Dr Elson So will examine what 
SUDEP is and who seems to be at 
risk, while Dr Rosemary Panelli will 
review the global, local and individual 
perspective. This will be an extremely 
interesting and informative session, with 
time for a questions from the floor.

Epilepsy Australia’s SUDEP Research and 
Education Fund  facilitates research and 
community education into SUDEP. If you would 
like more information about this fund or you would 
like to contribute  please contact dchapman@
epilepsyaustralia.net

1. National Institute for Clinical Excellence. Diagnosis and 
care of children and adults with epilepsy.  London. 2004.
2. A Fair Go for People Living with Epilepsy. Joint Epilepsy 
Council of Australia. p24. 2009
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Epilepsy Research: 
Epilepsy Foundation 
of Victoria
Dr Jaya Pinikahana and Ms Joanne Dono

Background
Epilepsy is a neurological disorder 

characterized by unpredictable, 
recurring episodes known as seizures. 
One of the most debilitating aspects 
of epilepsy is the perceived lack of 
control over when a seizure may occur. 
Warning signs and initial symptoms of 
epilepsy and seizure precipitants have 
been recognized for centuries, but have 
not received much attention due to the 
availability of treatments (e.g. anti-
epilepsy drugs). However, the rate of 
uncontrolled epilepsy has not dropped 
with improvements in medication and, 
recently, attention has once again turned 
towards the therapeutic implications 
of activity that precedes seizures. It is 
evident that without information that 
provides an accurate profile of warning 
signs, initial symptoms and precipitants 
of seizures, any preventative strategies 
cannot be properly formulated. Thus the 
development of pre-emptive intervention 
requires robust information based on 
patient self-report. To date, there has 
been little information available on 
Australian citizens’ experiences of 
seizures. 

Objectives
The main investigations of this study 

were to document and explore:
The self perception of warning signs, • 

initial symptoms and precipitants of 
epileptic seizure in a sample of people 
with epilepsy and also carers of people 
with epilepsy.

Whether carers, significant others • 
and pets are able to predict seizure 
occurrence. 

The perceived self-control of • 
managing epileptic seizures and the 
techniques used.

The Epilepsy Foundation 
of Victoria initiated 
a major research 
project in 2008 with 
the financial assistance 
from the Angior 
Family Foundation to 
investigate whether 
people with epilepsy can 
predict their seizures. 

This was not a 
neurological or clinical 
study but, rather, to 
document the warning 
signs and initial 
symptoms of epileptic 
seizures and to establish 
patterns in relation 
to age, gender and 
epilepsy syndromes. 

The objectives were 
to examine the self-
perception of seizure 
trigger factors/
precipitants, and the 
warning and initial 
symptoms of epileptic 
seizures, in a sample 
of patients with active 
epilepsy.

Differences in demographic • 
characteristics, living with epilepsy 
characteristics and seizure types in 
relation to seizure prediction and self-
control for both people with epilepsy and 
carers of people with epilepsy.

Method
The study was conducted by using 

a questionnaire entitled the ‘Seizure 
Prediction Tool’, which was developed 
from the available literature on warning 
signs and initial symptoms, precipitants 
of seizures and self-control of seizures. 
The Seizure Prediction Tool (SPT) 
was designed to be a comprehensive 
assessment of subjective experience 
leading up to a seizure, including 
awareness of warning signs, symptoms 
and triggers of seizures, as well as any 
attempts to inhibit a seizure. Of the 600 
people contacted through the Epilepsy 
Research Register maintained by the 
Epilepsy Foundation of Victoria, a total 
of 309 returned their questionnaires 
giving a response rate of 51.5%. 
Nineteen people could not be contacted 
and 33 (5.5%) people declined to 
participate. Of the 309 participants, 
225 (72.8%) were people with epilepsy, 
78 (25.2%) were carers of people with 
epilepsy, and 6 (1.9%0 people were 
classified as other (e.g. friend, former 
carer). People with epilepsy and the 
persons they cared for were asked if 
they could tell when a seizure is about 
to occur, if their seizures were triggered 
by anything, if they could do anything 
to trigger a seizure, and if they could do 
anything to stop a seizure. Those who 
indicated ‘Yes’ were asked to provide a 
more detailed response.  Carers reported 
their own observations on behalf of the 
person with epilepsy.

Summary findings
Nearly three quarters of the sample 

were people with epilepsy (N = 225; 
72.8%), with the remaining participants 
indicating that they were carers of 
people with epilepsy (N = 78; 25.2%) or 
other (N = 6; 1.6%). The mean age of the 
total sample was 48.4 years of age (SD 
=15.7). The sample was over-represented 
by females (N = 213; 68.9%) compared 
to males (N = 96; 31.1%), and by people 
indicating Caucasian ethnicity (N = 289; 
93.5%) compared to other (N = 10; 3.2%) 
(10 did not indicate ethnicity). Overall, 
tonic clonic seizures were the most 
common, with 56.96% of all respondents 
experiencing this type of seizure. 
Myoclonic (7.1%), tonic (5.2%) and 
atonic (3.9%) seizure types were rare 
for the current sample. Of the remaining 
seizure types, 19.4% of respondents 
experienced simple partial seizures, 
33.7% experienced complex partial 
seizures and 35.9% experienced absence 
seizures. Of the 309 respondents, 152 
(49.2%) reported experiencing one 
seizure type, 64 (20.7%) reported two 
seizure types and 61 (19.7%) reported 
three or more seizure types. Overall, 
175 (56.6%) of the participants had 
experienced a seizure in the last 12 
months. 

Initial symptoms
Most participants experienced at least • 

one symptom prior to a seizure (86.9% 
of people with epilepsy and 74% of 
carers who reported on behalf of PWE. 

The most common symptoms for • 
people with epilepsy were ‘funny 
feeling’, confusion and anxiety.  For 
carers,  irritability, ‘funny feeling’ and 
confusion.

Exploratory analyses revealed that • 
for people with epilepsy, younger people 
were more likely to report funny feeling 
and confusion symptoms, and a higher 
number of symptoms, than older people. 
Also, those who have complex partial 
seizure types reported a higher number 
of symptoms than those who do not. 

Trigger factors/precipitants
Most participants experienced at least • 

one trigger that resulted in a seizure 
(89.8% of people with epilepsy and 
88.5% of carers reported the triggers on 
behalf of PWE with three triggers the 
average for people with epilepsy.

The most common triggers for people • 
with epilepsy were tiredness, stress and 
sleep deprivation (for carers:  tiredness, 

sleep deprivation and stress).
Exploratory analyses revealed that • 

age was associated with tiredness, sleep 
deprivation and number of triggers 
for people with epilepsy. Gender and 
complex partial seizures were also 
associated with number of triggers. 

147 (65.3%) people with epilepsy • 
and 52 (66.7%) carers who reported on 
behalf of PWE stated that their seizures 
were triggered by something.

Age and gender were both • 
significantly associated with having 
seizures triggered by something, with 
younger age groups and females more 
likely than expected compared to older 
age groups and males.

Both people with epilepsy and carers • 
who reported having seizures triggered 
by something had a lower age of first 
seizure compared to those who did not 
have seizures triggered by something.

Predicting seizures
143 (63.6%) people with epilepsy and • 

40 (51.3%) carers who reported on behalf 
of PWE indicated that they can tell when 
a seizure is about to occur.

Carers of people with epilepsy who • 
indicated that the people they cared for 
could predict seizures reported having 
a higher mean age of first seizure 
(Mean=21.1) compared to those who 
could not (Mean=11).

People with epilepsy who experienced • 
complex partial seizures could 
predict seizures at a rate higher than 
expected, compared to those who do not 
experience complex partial seizures. 

Family members and pets
91 (40.4%) people with epilepsy • 

indicated that their family members 
could tell them that they are about to 
have a seizure.

26 (13.9%) people with epilepsy and • 
11 (5.9%) carers of people with epilepsy 
indicated that their pets detected early 
onset of a seizure.

Age was associated with family • 
members predicting seizures, with 
younger age groups more likely than 
older age groups.

Having family members who could • 
predict seizures and having pets that 
could detect early onset of a seizure 
were both associated with lower mean 
age of first seizure for people with 
epilepsy, compared to those who did not 
have family members or pets detecting 
early onset of a seizure.

Carers of people with epilepsy who • 

experienced complex partial seizures 
indicated that they had family members 
who could tell them that they are about 
to have a seizure compared to those 
who did not experience complex partial 
seizures.

People with epilepsy who experience • 
complex partial seizures indicated 
that their pets could detect early onset 
of a seizure, at a rate higher than 
expected, compared to those who did not 
experience complex partial seizures.

Techniques to stop seizures
60 (26.7%) people with epilepsy and • 

12 (15.4%) carers who reported on behalf 
of PWE indicated that they felt they 
could stop a seizure.

157 (69.8%) people with epilepsy • 
and 44 (56.4%) carers who reported on 
behalf of PWE had tried at least one 
technique to stop a seizure.

The most common techniques for • 
people with epilepsy were resting, 
medication and relaxation (for carers:  
resting, medication and sleeping).

Those people with epilepsy who could • 
stop a seizure were, on average, younger 
when their first seizure occurred 
(Mean=6.53 years, SD=14.7), compared 
to those who could not (Mean=23.2).

Methodological points
The major research focus in this report 

is to elucidate how people living with 
epilepsy perceive the initial symptoms 
and trigger factors of epileptic seizures 
from their own perspective. The overall 
objective of the research, therefore, is 
to elucidate whether people living with 
epilepsy can identify initial symptoms 
and trigger factors of epileptic seizures, 
if any, and how they self-report these 
symptoms and triggers. The ‘biomedical 
paradigm’ is a direct reflection of 
scientific materialism, which counts only 
physically observable phenomena as 
evidence of pathology and, conversely, 
trivialises the subjective, lived 
experiences of the patient. The self-
reporting of lived experience of epileptic 
seizures would not fit into the traditional 
‘biomedical model’ and to the extent that 
the overall objective of this research is to 
describe the lived experience of epileptic 
seizures, it is exploratory in nature. 
The gulf between the biomedical model 
(neurological paradigm of seizures) and 
the lived experience of seizures needs 
to be bridged with more psychosocial 
research into epilepsy.
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Visual art provides a window through which a person with 
epilepsy can better understand oneself. Visual expression 

also offers an inviting visual dialogue for sharing valuable 
insights into epilepsy and of the people behind the art, than 
words alone could convey. 

In May of 2009, “Creative Sparks: An Art Exhibition 
from People with Epilepsy” was presented both in person in 
Melbourne, Australia and through the Internet. There was a 
buzz of excitement at the opening celebration that featured 
the artworks of 46 people with epilepsy. Jim Donaldson, 
who interviewed some of the artists after the art exhibition, 
noted that “many of those participating in the Exhibition 
were enthusiastic about the high levels of affirmation and 
positive vibes that had resulted from their involvement. This 
positive response engendered feelings of self worth and a 
higher personal estimation of themselves.” This, he felt, was 
one of the significant results deriving from the Art Show, and 
contributed much to the warm atmosphere of those viewing 
the paintings and drawings, and was especially valuable to 
their families.

People with epilepsy are too often misdiagnosed and 
misunderstood. The bi-products of ignorance about epilepsy 
can lead to societal stigma, prejudice and avoidance of people 
who occasionally have seizures. An official statement from the 
World Health Organization is that “The social consequences 
of epilepsy are often more difficult to overcome than the 
seizures themselves.” For example, a pilot study regarding 
the positions of human resource professionals in my original 
home state of Kentucky in the USA, published in 2007, found 
that persons with epilepsy were the ones they were least likely 
to hire based on the labels alone. The other medical and/
or psychological conditions for comparison were cancer in 
remission, depression, history of heart problems, AIDS, spinal 
cord injuries, and even mild retardation.  Surely, people would 
not have such negative perceptions of epilepsy and the people 
who have it with better knowledge, familiarity and empathy. 

The complexity of the brain and vastly broad spectrum 
of symptoms of epilepsy make it a condition that is hard to 
comprehend without taking a considerable amount of time and 
focus on the subject. However, people tend to avoid what they 
don’t understand. Often people don’t take the time to acquire 
the understanding and empathy regarding a highly complex 
medical condition until it directly effects them or someone 
close, such as family member. So, how can we, as people who 
want to improve the social consequences of epilepsy, get others 
to take a closer look? 

Visual art can often capture people’s attention and interest 
long enough to learn more about the visual expression and 

Better understanding the 
person with epilepsy 
through visual art  by Jim Chambliss 

“The fact that I have epilepsy has influenced my life 
regardless. The expression of these emotions through the art 
I produce is inevitable. So I guess the two co-exist in my life 
as an artist and as an epileptic. I want to show my art simply 
because I make it for people to see. Being able to explain it 
to people through an understanding of what it is to live with 
epilepsy is really a great opportunity to express myself fully.” 

  “I would like people to understand that although living with 
epilepsy can be a burden we are still people with dreams and 
ambitions. We deserve people to understand our differences 
without judging us. I don’t know if it is really possible for 
other people to truly understand but listening impartially gives 
us the freedom to explain to others the emotional rollercoaster 
ride involved with living with the condition.”

the people from whom it originated. The presentation of the 
artwork from people with epilepsy through the “Creative 
Sparks Art Exhibition and Web Site” invites viewers from 
around the world to probe into an intimidating and confusing 
topic in a manner that is not intrusive, disrespectful or pushy. 
People can take in as little or as much information as they 
choose at the time of their choice. 

The creative process also provides an invaluable opportunity 
for self-reflection and exploration that helps an artist with 
epilepsy to better understand oneself and others in similar 
circumstances. 

I began a PhD research project in 2006 on the influences 
of epilepsy in visual art. It began as a process of self-
actualization as an artist with acquired epilepsy; then evolved 
to include the participation of more than 100 living artists 
with epilepsy from around the world. The most prominent 
reason given for why these artists became involved in the 
study and associated art exhibition was to be better understood 
by themselves and by others. Their artwork and personal 
statements are available for viewing on the “Creative Sparks 
Web Site” at www.artandepilepsy.com. 

Following is what some of the talented Australian artists had 
to display and say.

“My art allows me to express emotions. It also allows me to 
develop the use of the right side of my brain, when the left side 
was damaged. I have learned through experience to see sides 
of other people. If you focus on the positive side it puts things 
in the right perspective. My art displays a positive side of what 
I can achieve.”   “I would like for people to learn what to do 
when a person is having a seizure and afterwards; for example, 
Do not put something in someone’s mouth or try to hold them 
down etc. I would also like for epilepsy to not be ‘insular.’ 
When some medical problems, like a heart attack, can bring 
a family closer in a supportive role. I would like to be able 
to share that I have epilepsy in order to pull people together 
for support, rather than what I initially experienced where 
epilepsy can be isolating.”

“As an artist I need to show my work to others, to let 
them know this is me, this is what I can do. I want people 
to understand that I am an ordinary creative person who 
just happens to have epilepsy. We are not disabled and can 
contribute to society in an intellectual and meaningful way. 
There are some who still think people with epilepsy are 
mentally disturbed in some way. Education and information is 
the way to help change this perception.”

Alexandra Hemsley 
Exhibiting Artist 
Gosnells, WA, Australia 
Blue Ladies, mixed media on board (2000) 

Sharon Anderson 
Exhibiting Artist 
Moe, VIC, Australia 
Mystic, pastel on paper (2008)

Ryan Fletcher 
Featured Artist 
Tallygaroopna, VIC, Australia 
Gloomy, oil of canvas (2005)

Kenn Williamson 
Exhibiting Artist
Melbourne, VIC, Australia
War in Iraq, mixed media on canvas (2003).  

“Epilepsy affects me in many ways every day, whether I’ve 
had a seizure or not. Many people see epilepsy as being the 
symptom of having a seizure, not as a condition that impacts 
all aspects life, daily. My outer world has many limitations, 
and because of this, I’ve found depth in other areas of my 
life, internally. With epilepsy, I frequently have difficulty 
processing things mentally, and find intellectual stuff to be 
a strain. Sometimes I feel I live in another world - probably 
because I can’t explain in words what epilepsy, or living with 
it, is like. I can’t always express myself clearly, but through 
art I can. I feel in tune with life in other ways, and feel my 
strength is in these other levels. With inspiration and insight 
I can see and make things that I find beautiful. I get a lot of 
happiness creating art from elements that seem to have no 
purpose or value, like driftwood, feathers, string. It brings me 
pleasure to transform such elements into something tangible 
and beautiful. It adds to the quality of my life, and also to my 
sense of self-esteem. I don’t feel so ‘inadequate’ or ‘unable to’ 
when I can bring something beautiful into the world. Through 
art I can express myself and share my inner world easily, and 
without the need for words.”

Linda Webber 
Exhibiting Artist 
Warners Bay, NSW, Australia
Woman, ceramic (2007) 

“The main reason for me to show my artwork and 
share information about epilepsy is to primarily assist in 
discovering any potential advance in understanding epilepsy 
and utilize as education for others. I would like others to 
better understand how epilepsy impacts everyday life (i.e. 
transportation, work/study, task performance, social life and 
to clarify any stigmas that still exist concerning people who 
are diagnosed.”
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Patrick Rebakis is a thoughtful, 
mature young man whose mission 

is to understand everything he possibly 
can about epilepsy, its treatment and 
medication.

Patrick experienced his first seizure 
when he was three years of age. At the 
age of eight, the seizures stopped and 
he ceased medication. But at 16 years 
of age, the seizures returned when 
Patrick was an exchange student in Italy. 

Through the efforts of his 
host mother and an 

English speaking 
neurologist who 
did everything he 
could to stabilise 
his condition, 

Patrick was able to 
finish his exchange. 
He had gone to Italy 

with much to achieve 
and, in his words, 

“If I had come 
home, I 

would 
have 
felt a 

Getting on 
with life!
Life as a teenager with epilepsy can be very tough, not just on the young people themselves, 
but on their families too.  Patrick Rebakis and Sian Erfurth got through those teenage years. 
Here are their stories and the lessons they learned along the way. 

failure, so I fought hard to stay there.” 
Patrick returned to Melbourne 

to complete his final two years of 
schooling, but the severity of the 
seizures along with the high dosages 
of medication forced him to miss 
substantial time at school. Patrick also 
had to give up cycling, his sporting 
passion, and this also hit him hard.

Despite a difficult year, Patrick 
completed Year 11, passing a subject 
towards his VCE as well, but the worst 
was yet to come. Along with seizures 
and the effects of medication, depression 
was also making Patrick’s life difficult. 
“Depression hit me the hardest. I lost 
interest in everything … I just didn’t 
want to get out of bed, I couldn’t sleep; 
I had so many things going around in 
my head.” Eventually Patrick went to 
see his GP and a psychologist. “It was 
the hardest thing I’ve done but the best 
thing, because I knew I had to take 
control of the way I was feeling.”

Patrick seriously considered giving 
up school to focus on his health. But 
he was encouraged by his geography 
teacher to drop two subjects and just aim 
to complete his VCE. This good advice 
led to Patrick being able to manage his 

workload and successfully complete 
his VCE with marks good 

enough to win a university 
place.

Through these two difficult years, 
Patrick learnt a number of strategies 
to help manage his life. He writes 
everything down – his feelings, 
reactions, priorities and action plans. 
He researches everything he can about 
epilepsy and medication and keeps 
notes. He goes to the gym to maintain 
physical fitness. He finds music a help, 
enjoys reading about philosophy, and 
finds online forums connect him with 
other young people with epilepsy around 
the world. “I can’t control the epilepsy 
but I can control my life and the way I 
handle it. That’s vital for me.”

Before Christmas, Patrick began 
working full time in a legal firm with the 
intention of taking a ‘gap’ year between 
school and university. He is intending to 
defer his university offer for a year, work 
full-time, enjoy some travel, and resume 
his social sciences course in 2011.

He recommends that young people 
know everything they can about their 
epilepsy and medication and find ways 
of staying at school, no matter how 
hard it might be. He advises young 
people like himself to head to their local 
Epilepsy Association for someone to talk 
to and to use the excellent resources, 
including the library. “Just talking to 
someone who knows something about 
epilepsy and knows what other people go 
through has been really useful in helping 
me manage.” 

I had to take control of 
the way I was feeling... Sian Erfurth was 12 years old and 

a student in Year 6 when she 
experienced her first seizure. 

She was at school working on a 
computer when she ‘blacked-out’. 
There was no warning, no aura and no 
epilepsy in her family, and for some time 
her condition was undiagnosed. Sian 
recalls that she didn’t feel great concern; 
she wanted only to finish Year 6 and 
progress to high school.

But Sian also began to frequently 
experience myoclonic seizures or ‘jerks’. 
It was in the latter part of Year 7 that 
epilepsy was finally diagnosed and Sian 
was put on antiepileptic medication, 
initially with little effect. The dose was 

continually increased and different 
medications tried, but nothing helped. 
Sian was one of a small percentage 
of people whose epilepsy does not 
immediately respond to antiepileptic 
medication.

Parents of young people with epilepsy 
will relate to the feelings of Sian’s 
parents, as their daughter’s epilepsy 
became more severe, and nothing was 
working. “Sian’s level of seizures got to 
over 100 seizures in one day. After two 
years, we were still trying to work it all 
out and, as a parent, you can really feel 
a failure.” Her mother found that her 

contact with the Epilepsy Foundation of 
Victoria was “fantastic” and both gave 
her information and some reassurance. 

Along with the increase in the severity 
and frequency of Sian’s seizures, the 
medication was having a severe impact 
on her life. She was missing out on 
extended periods of school – in total 
more than six months absence during 
years 7, 8 and 9 – and went from a 
scholarship grade student to a pass level 
student. Sian’s parents supplemented 
her school-work through home tutoring: 
her mother in humanities, and her father 
in science and maths. Sian’s mother 
says that while it is often difficult, it 
is important for young people with 
epilepsy to stay in touch academically 
through tutoring, home study and help 
from the school. 

Sian really missed the social side of 
school as well. “The most valuable thing 
about actually being at school is hanging 
out with your friends and keeping your 
connections with them. That’s what I 
was missing out on the most,” she says.

Through trial and error, the right mix 
and levels of medication were eventually 
found and Sian has been seizure free 
since April 2008, when she was in 
Year 11. In 2009 Sian completed her 
VCE with excellent results, and has 
set her university and career sights on 
occupational therapy. 

Sian went through five years severely 
affected by epilepsy during her 
important teenage years. It was often 

a challenge to even get up each day. 
“There were times where I really felt it 
wasn’t worth it … but I did eventually 
get to a place where I really do feel 
happy.”

Sian’s advice to young people in her 
own situation is to go to school as often 
as possible and keep in touch with 
friends and with social activity.  And 
the other very simple message that Sian 
wants other young people diagnosed 
with epilepsy to hear is: never give up. 
“Keep at it…always keep going…and 
don’t give up,” says Sian.

Connecting with friends at school 
is what I missed most...

Lessons 
they have 
learned
The lessons learned from Sian and 
Patrick provide a valuable road-map for 
other young people living with epilepsy 
through their teenage years:

Go to school as often as you can �

Even short periods at school will  �
keep you connected with the school 
environment and school friends

If you have to give up a physical  �
activity you love, find another safe 
activity to keep you physically active

Decide for yourself who to tell about  �
your epilepsy and when to tell them

Use all your support networks to  �
help you cope: parents, siblings, 
close friends, teachers, other trusted 
adults and peers

Understand everything you can  �
about your particular type of epilepsy 
and the medication you are on

Go to your local Epilepsy Association  �
for resources, assistance and 
advice, and to talk to someone who 
knows what you’re going through

A trusting relationship with medical  �
professionals is essential. Don’t 
be afraid to change your GP or 
neurologist if rapport and trust isn’t 
there

Depending on your age, take an  �
active role in your medical care

Socialise with friends and peers  �
whenever possible, even though you 
may not want to go out

Take every opportunity that might  �
come your way, even if that 
opportunity might seem difficult at 
the time

And finally …

Never give up … things can get  �
better
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As I lay in bed with my seven year 
old son, for the third time this week, 

as we coped with a series of his epileptic 
spasms which lasted for fifteen minutes,  
I began to write this story in my mind.       
I have a strong sense that I need to begin 
to talk about my son and our path together 
as a means for me finally accepting 
that my son is a severe epileptic with a 
syndrome known as Double Cortex.

It has been three years since he was 
finally diagnosed, that was two years 
after his first seizure. From early on I 
knew that there was something wrong; 
no one believed me. So I began keeping 
detailed notes on his development and 
dates that milestones were achieved. It 
was not until after his second seizure 
while in hospital for observation, that a 
paediatrician finally asked if I had any 
concerns about his development. I wasn’t 
a neurotic mother any more. 

We all have dreams for our children 
from the moment they are born. When 
I knew my dreams for Nicholas could 
not be realized because of a diagnosis,            
I began to grieve. With each neurologist 
appointment and new discovery my 
grief continued until the most recent 
appointment, where we had the hard 
conversation about realistic expectations. 
We needed to try that last drug that could 
potentially harm his vision in the pursuit 
of seizure freedom and, most importantly, 
for his ongoing learning. I think I reached 
my lowest point then. 

I am very fortunate to have a wonderful 
family and close friends who provide 
support to me and to Nicholas in so many 
varied ways. They have been there for 
me emotionally and share in the concerns 
and achievements of Nicholas’s life. 
They could see that while I was being the 
strong one for Nicholas, in terms of his 
medical needs and appointments, I was 
also on an emotional rollercoaster.

Underlying my grief was a strong sense 
of guilt that I caused Nicholas to have 
this condition, through something I had 
done during the pregnancy. At work only 
my immediate team knew of what I was 
dealing with on a daily basis. Being a 
teacher and working with children every 
day I continually work with families and 
their issues, yet rarely shared my story. 
Perhaps because I am emotional and 
don’t want to appear upset, or look weak 
or that I am seeking sympathy, or lessen 
the importance of someone else’s issues 
by trumping it with mine. I have come to 
the realization that I need to talk about it 
in order to heal myself and move on with 
this life I share with not just Nicholas, but 
two other beautiful boys and my husband.

Recently I visited a naturopath for 
my own wellbeing and in my need to 
seek acceptance and understanding. She 
finally helped me to see things more 
clearly. The most significant point is that 
Nicholas’s spirit is perfect in every way, 
it is his body that is not working properly 
for him. That vision has spurred me on.              

The reality is that he is a most beautiful 
divine and caring boy who draws people 
to him. He is a bright light in the family 
for his own independent reasons. He 
attends a fabulous school where he is 
happy, settled and loved and engages in 
all he does with absolute enthusiasm. 
I have been grieving for the loss of my 
dreams, not celebrating Nicholas for 
who he is and all the positive things and 
beautiful people he has brought into our 
lives. 

No-one asks for a child with a 
disability, but when they come into our 
lives we are forever changed. A whole 
new world of support and guidance opens 
up to us in the quest for providing the best 
we can for our beautiful children. 

 Who knows what our future holds, but 
one thing I am certain of is that finally 
the veil of sadness has been lifted and I 
am looking at things in new and positive 
ways. My path to acceptance has taken a 
long time and now what lies ahead can be 
viewed in a clear frame, not in fear and 
doubt. I have finally reached a good place. 
Nicholas is my gift and together we will 
unwrap all he has to offer. 

 As Nicholas’s epileptic spasms subside, 
he rolls on his side, puts his arm around 
me and says “I love you Mum”.

I love you too, buddy. xxx

Celebrating Nicholas
by D’Lene Johnson
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reminds her again that she is ashamed of 
herself and unacceptable to others. As 
the feelings grow, so does the isolation. 
For many people with epilepsy these 
feelings and behaviour can grow to the 
point where the only relationships they 
have are with their immediate family. 
The rest of the world becomes lost to 
them. This is a miserable way to live and 
depression is a common consequence.

What happens when a person does tell 
others about her epilepsy? First of all, 
it gives her the chance to find out that 
there are many others who won’t reject 
her out of hand when they find out. In 
fact, some research has found the most 
common reaction by others to telling 
about epilepsy is curiosity, not stigma. 
“Really?” “Does it hurt when you have a 
seizure?” “Do you have many of them?” 
“What do they look like?” “Should I do 

anything if you have a seizure when I 
am around?” It gives her an opportunity 
to teach the other person about epilepsy. 

What effect does revealing epilepsy 
have on the person with epilepsy? By 
sharing the fact that he has epilepsy, the 
person is actually telling himself that it 
is OK to have epilepsy, that it is not a 
personal failure but simply a common 
medical problem (approximately one in 
every 30 people will have epilepsy in 
their lifetime.) It is saying that there is 
nothing about me to be ashamed of. It is 
telling himself that there is nothing in 
me that is socially “bad” and epilepsy 
is just a medical disorder. Rather than 
tearing down self-esteem, telling others 
builds self-esteem. Each time epilepsy 
is shared it reaffirms to the person I am 
fine with others just the way I am.

Robert J Mittan
Seizures and 
Epilepsy Program (S.E.E.)
www.theseeprogram.com

For  22 years, Robert J Mittan, PhD, has 
been helping people with epilepsy and 
their families. A clinical psychologist, he 
is recognized as one of the foremost 
epilepsy educators in the world. His work 
helping others has earned many awards 
and his research on epilepsy has resulted 
in new and important discoveries.

The S.E.E. program is designed to give 
people with epilepsy, parents of children 
with epilepsy and family members the 
information and skills needed to get the 
best chance of becoming seizure free – 
without letting treatment become part of 
the problem. 

Dr Mittan has presented this program to 
over 30,000 people with epilepsy and 
their families in Australia, Canada, New 
Zealand and the USA.

This article was published as a series of 
articles in Exceptional Parent magazine, 
Volume 39, Issue 4, pages 50-54, 2009; 
Volume 39, Issue 5, pages 90-96, 2009;
Volume 39, Issue 10, pages 42-48, 2009. 
www.eparent.com and is reprinted with 
permission. 

of self-esteem and self-acceptance.
Let’s think about the person who 

decides not to tell others about epilepsy. 
By not telling others, this person is 
keeping a secret about himself – and 
a rather large secret at that. The other 
person, of course, is unaffected by 
this. Other person doesn’t know of the 
secret so they don’t have a feeling or 
idea about the first person’s epilepsy at 
all. The person not telling knows he has 
something about himself he refuses to 
share. Why the refusal? Because he is 
ashamed of it and is afraid of personal 
rejection. By keeping epilepsy a secret, 
the person is telling himself that there 
is something about himself that he is 
ashamed of.

By keeping the secret, he is telling 
himself that others would reject him if 
he disclosed it. He is telling himself he is 
not really socially 
acceptable if 
others know of his 
medical condition.

Each time he 
refuses to tell 
someone about 
epilepsy, he is 
telling himself 
in a loud, clear 
voice, “There is 
something about 
me to be ashamed 
of.” Each time 
he refuses to tell 
someone about 
his epilepsy he 
is telling himself 
in a loud, clear 
voice, “I am 
not acceptable 
as a person the 
way I am.” Each time he refuses to tell 
someone about his epilepsy, his self-
esteem drops. All of this has no effect 
upon the other person because the other 
person has no idea what is going on. All 
the emotional consequences fall upon 
the person with epilepsy. Shame builds 
and self-esteem suffers.

Not telling can become a vicious 
circle. Each time the secret is kept the 
person feels worse about herself and 
less attractive to others. But the problem 
does not stop there. When you feel bad 
about yourself and you feel unattractive 
to others, the natural reaction is to begin 
avoiding people. This is made even  
worse if you fear a public seizure might 
blow your secret. As a result, the person 
who is afraid to tell others isolates 
herself from others. Each avoidance 

Probably one of the most challenging dilemmas facing people with epilepsy and 
parents of children with epilepsy is if, who, when, and how to tell others about the 
epilepsy. There is fear of stigma and rejection. Yet there remains the need to reveal 
seizures before they reveal themselves without your control. Telling others is the way 
to take control of the disclosure and insure the best chance of acceptance and even 
support by others. This article will provide you with the understanding and practical 
skills for revealing epilepsy and seizures to others. I begin with “why.” Before the 
“if”, “when”, and “how” make any sense you need to know “why.” The “why” 
explains just how important the “how” is to you or your child.

Epilepsy and seizures are conditions 
that have been well known to man 

throughout history. Before science and 
modern medicine, epilepsy had to be 
explained by what people understood 
back in that day. In ancient times 
afflictions of all kinds were often 
thought to be the work of evil spirits or 
demons. This particularly made sense 
for epilepsy. When a seizure occurred 
the person was unconscious and 
appeared to have left his or her body. 
So it must be that some sort of demon 
took control of the body to cause the 
thrashing and foaming at the mouth. 
The person would only “return” once 
the event was over and the demon gave 
back control of the body. For thousands 
of years this was the explanation for 
seizures.

Ironically around 500 B.C., 
Hippocrates in ancient Greece wrote 
that epilepsy was a physical disorder 
based in the brain. His thinking was 
much too ahead of his time. The ancient 
world did not have the kind of medical 
tools needed to show seizures were 
indeed a physical disorder. Instead 
the common ancient beliefs in spirits, 
gods, and demons were used to explain 
illnesses and assign a cause to traumatic 
events such as seizures.

Out of this heritage grew the idea 
that seizures were caused by demons or 
evil spirits. This reasonable explanation 
for ancient times survived through the 
Middle Ages and as late as the 1800s. 
This explanation appears in many 
religious and medical writings that date 

back to that time. With such a long 
history, this “understanding” of epilepsy 
has persisted in a subtle form even into 
the modern day.

The ancients believed for a person to 
be possessed by an evil spirit, the person 
must have done something wrong or 
evil. Thus the person must somehow 
be bad. It is the ancient idea of guilt by 
association. If you have something evil 
in you, you must have done something 
bad. This is the origin of stigma in 
epilepsy.

This line of thought remains unbroken 
in many cultures, including our own. 
The idea has been changed by current 
medical understandings, but it still 
persists. Today most people do not 
believe seizures are caused by evil 
spirits or demons (though some still do 
believe this.) Instead these ideas have 
been changed to fit our culture’s current 
understandings of physical illnesses. 
Like Hippocrates we understand that 
epilepsy is a physical disorder arising 
from the brain. But through this lens of 
modern understanding, the old beliefs 
and “guilt by association” still persists.

Persons with epilepsy are often 
thought to be not as intelligent as 
other people or they are mentally 
handicapped. People with epilepsy are 
often seen as more emotionally fragile 
and less able to cope than those without 
epilepsy. And worse, there is still a 
sense of shame associated with having 
seizures – the clearest remnant of “guilt 
by association” after three millennia of 
“demons.”

Certainly if you were to ask someone 
about these thoughts and feelings, they 
would deny their opinion has anything 
to do with evil spirits. Instead these 
ideas have become subtly imbedded in 
the teachings of our culture, which is 
rooted in past history. These cultural 
ideas are so widespread even parents of 
children with epilepsy often hold these 
notions about their child in the back of 
their minds, even if they would deny 
any such feelings if asked directly. The 
test for this is easy. Just think about how 
enthusiastic you would be to tell friends, 
relatives, and coworkers about your 
child’s seizures compared to how easily 
you might tell them about your child’s 
recent bout with strep throat. 

The same test can be applied to the 
community in general. How much more 
willing are people to hear how a child 
got a broken arm versus how enthusiastic 
are they to listen to a blow-by-blow 
description of the child’s last seizure. 
In digging these responses up, there 
is a natural tendency for parents and 
others to feel guilty about having these 
(normally) hidden feelings and ideas that 
stigmatize. In truth, it is not the parents’ 
fault. They have nothing to feel guilty 
about. These are just the feelings our 
culture has taught us all to have. And 
our culture has done this without our 
awareness or permission. These feelings 
are just one small part of a huge iceberg 
of feelings and ideas that our culture 
has taught us about many different 
things, not just epilepsy. These feelings 
and ideas that fall below the surface of 
our conscious, everyday thought, yet 
nonetheless influence our day-to-day 
feelings, judgments, and actions.

The self psychology of 
telling others

Curiously, whether or not to tell others 
has a stronger affect on ourselves than 
the person we are talking to. How can 
this be? 

What does not telling about epilepsy 
do to the person who hiding this secret 
from others? If there were nothing 
wrong with having epilepsy, why would 
a person keep it a secret? Certainly if 
the person had just won an award for 
her business performance or received 
an “A” in a school course, she would not 
hesitate to tell others about it. She would 
feel pride in sharing such information. 
The act of sharing would make her feel 
good about herself. Chances are good 
this behavior would be repeated among 
many people, each time raising her level 

... being afraid to tell others can be isolating

Epilepsy: 
who & how to tell



18 THE EPILEPSY REPORT MAY 2010 19                                     THE EPILEPSY REPORT MAY 2010

Are you going to encounter people 
who will reject you for your epilepsy? 
Of course! There are always people 
who will reject others for any number 
of things. Some people don’t like other 
skin colors. Some people don’t like 
people who are too skinny or too heavy. 
Some people don’t like certain hairstyles 
or clothing styles. Some people don’t 
like others they think are too old or too 
young. The list is endless, and epilepsy 
is certainly not at the top of it. You 
can’t expect everyone to like you. Just 
because they don’t doesn’t mean there 
is something wrong with you having 
seizures. It is just the way life is. But if 
you buy into the idea that each rejection 
says you are unacceptable because you 
have epilepsy, you are handing the fate 
of your self-esteem over to someone who 
is obviously ignorant, or more likely, 
unknowingly culturally programmed to 
think epilepsy is bad. Is handing over 
your self-esteem to someone who is 
unknowingly ignorant about epilepsy a 
good thing for you to do?

The only self-esteem worth having is 
the self-esteem that comes from inside 
you. There are always going to be people 
who reject you, even if you don’t have 
epilepsy. If you believe their rejection 
is a true comment on your worth as a 
human being, I can predict right now 
you are going to be hurt repeatedly and 
suffer a miserable life. The irony is that 
the person may be rejecting you more 
for the way you look or dress than your 
epilepsy.

Think about it. Most people have 
their own clothing style they like. They 
expect that some others will like their 
style and some won’t. Yet they won’t 
change their style and they feel none the 
worse for those who “don’t get it.” In my 
case, I have a very unusual moustache. 
Some people love it and some people 
absolutely hate it.  It makes no matter to 
me because I like it and have kept it for 
30 years. The same is true for epilepsy. 
Some will get it, some won’t. Either 
way it doesn’t really matter. If you like 
yourself and believe in your own mind 
that you are a worthwhile human being 
and believe there are people you are 
important to (and there are), you are 
going to do just fine.

Telling others shows trust in them. All 
true friendships are based upon trust. If 
you had a good friend and you did not 
tell them you had epilepsy, and then one 
day you had a seizure, what do you think 
that good friend would think? “If I am 
such a good friend, why didn’t she tell 

me?” “She obviously doesn’t trust me to 
be her friend, so why should I trust her 
to be my friend?” Keeping secrets just 
lost you a friend as well as your self-
esteem.

Teaching others to 
stigmatize you

It turns out that there is another 
sinister problem that occurs when a 
person hides her epilepsy. Research 
has found that trying to keep epilepsy 
a secret seldom actually works. While 
the person with epilepsy thinks she has 
successfully hidden her condition from 
others, the research found that most 
people around her know she has epilepsy 
anyway. We’ll call the person with  
epilepsy, Rachel.

Lets look at the “secret” from the  
standpoint of the others. They know 
Rachel has epilepsy. Rachel obviously 
does not want to talk about it. What 
conclusions are others supposed to draw 
from this situation?

First, if epilepsy were no big deal, 
Rachel would talk about it. So obviously, 
epilepsy must be a big deal. If Rachel 
doesn’t want to talk about this big deal, 
it must be embarrassing. Second, that 
means people with epilepsy must be 
embarrassed about their condition. So 
there must be something wrong with 
having epilepsy. Epilepsy must be 
bad, and people with epilepsy must be 
ashamed of their condition. Third, by 
her silence, Rachel has just succeeded 
in teaching others around her that it is 
a socially undesirable to have epilepsy. 
Rachel has just taught stigma to others 
without saying a word.

The basics of how to reveal 
epilepsy

First of all, lets not be stupid and just 
blurt it out. The cultural iceberg is out 
there. People are pre-programmed to 
react negatively without even knowing 
their thoughts and judgments have been 
already determined by our culture. It 
is important to give others time and 
space to warm up to the idea and begin 
thinking for themselves. That means you 
will have to show some patience with 
others. Because of the cultural iceberg, 
you should not react to a few initial 
negative comments by rejecting the other 
person yourself. Often the other person 
doesn’t even realize what they say or do 
might be hurtful or might be based upon 
terrible ignorance.

On the other hand, you will often 
be surprised by the other person’s 
response. Epilepsy is so common that 

the person you are talking with may 
have it herself or have epilepsy in her 
family. There is more understanding in 
the community than you may expect. 
If you keep epilepsy a secret, you will 
never give yourself a chance to find that 
understanding.

An Executive Director of an Epilepsy 
Foundation once told me a true story. 
There was a gentleman in his 50s 
who had epilepsy for many years. He 
was terrified at the prospect of telling 
anyone outside of his family. The 
Director eventually managed to get 
this gentleman to join a self-help group 
composed of eight women about his 
age. Now the women had no difficulty 
telling anyone about their epilepsy. They 
decided their goal was to get this man 
to tell at least one other person about 
his epilepsy. They worked on him for 
months. Finally the gentleman mustered 
enough courage to tell his neighbour 
of 18 years. He went home after one of 
the self-help meetings and found his 
neighbour mowing in the back yard. He 
walked over to the hedge and motioned 
to his neighbour to come over to talk. 
With some hesitation the gentleman told 
his neighbour that he had epilepsy. His 
neighbor’s response: “Gee, that’s a relief, 
so do I.”

The point of this story was by not 
telling, the gentleman had deprived 
himself of 18 years of understanding and 
support from a good friend.

This story also brings up another 
important point. It is good to give the 
relationship some time to build up 
before you discuss your epilepsy (though 
don’t wait 18 years!) There will need 
to be some basis of trust to engage in a 
discussion of epilepsy. The other person 
will have many questions and probably 
some concerns. To talk about those 
issues effectively, you need to have a 
relationship and communication tools 
already in place to handle a sensitive 
discussion. This applies to relatives, 
friends, co-workers, and to dating 
situations.

The most important tools are 
friendship and trust. When you talk 
about your epilepsy, you are actually 
building further trust. Not talking about 
it breaks down trust. You need to have 
enough of a relationship for the other 
person to stay talking with you, even 
if their culturally pre-programmed 
reaction is to withdraw. If you try too 
early there won’t be that bond between 
you and those outdated cultural 
misunderstandings might win out.

When you talk about your epilepsy or 
your child’s epilepsy, never blame the 
other person for their misconceptions 
or ignorance. No one chooses to be 
ignorant, and we all like to take pride in 
our own intelligence. If you somehow 
suggest that the other person is ignorant 
you will be insulting them and their 
intelligence. There is no quicker way to 
get them to stop listening and learning 
from what you have to say.

All they are truly showing is their 
cultural training and the fact that 
they have not yet had the opportunity 
to begin thinking about epilepsy for 
themselves. Give them respect and room 
to start thinking for themselves.

Should a person say something like, 
“Aren’t people with epilepsy mentally 
slower than others?” don’t jump on them 
for what you might think is a put down. 
Remember, it is the culture doing the 
thinking at this moment, not the person. 
Instead, you might say something like, 
“You know, there are a lot of people 
who have that misconception, but people 
with epilepsy are just like everyone 
else. Some are slow, most are average, 
and some are very bright; just like the 
rest of us.” You might go on to explain 
that seizures have little effect upon 
intelligence. It is the underlying brain 
disturbance, independent of the seizures 
that may affect intelligence. However, in 
70% of people with epilepsy, the brain 
disturbance is so small or so subtle that 
it cannot be found by medical tests. That 
is why so many people with epilepsy 
have normal intelligence just like 
everyone else.

Explaining seizures and 
dealing with fear

A lot of people think that talking 
about epilepsy is a matter of educating 
other people. Certainly, information 
campaigns are necessary for public 
education. But when it comes to one-on-
one communication, information takes 
a back seat to an issue that is far more 
important: fear. Fear of seizures is one 
of those emotions pre-programmed into 
our subconscious by cultural training. 
People are not familiar with seizures 
commonly react to seeing a seizure with 
fear. The idea of losing complete control 
of one’s body and mind is frightening to 
nearly everyone. This is our culture at 
work again. Our culture puts a very high 
price on being in control of oneself at 
all times. Seizures appear to break this 
cultural rule of big time.

It is even common for people with 

epilepsy to have exaggerated fears about 
seizures, too.

In revealing your epilepsy, your most 
important challenge and goal is to 
relieve the sense of fear in the person 
you are talking to. When you talk about 
epilepsy and seizures, don’t use the word 
“fear.” The way you reduce people’s fear 
about epilepsy in general is to tell them 
while a seizure may seem dramatic, it is 
very, very seldom harmful. People with 
heart conditions, asthma, or diabetes 
are at greater risk, yet most people don’t 
think twice about those disorders in 
their friends. In fact, seizures are rare in 
most people with epilepsy. When they 
do happen, they last only seconds or 
minutes and after a short rest, the person 
recovers just fine. That’s the way it was 
for Thomas Edison.

Here is the real trick to defeating any 
fear of your (or your child’s) seizures: 
Describe what you do during your 
seizure in detail. Most people’s reaction 
of fear comes with the sudden onset of 
unexpected changes in your behavior 
during a seizure. These behaviors are 
often dramatically not typical of you. 
You may have the type of seizure where 
you have convulsions (tonic-clonic) or 
the type where you may wander around 
or make strange movements while being 
unresponsive to others around you 
(complex partial.) Either seizure can be 
frightening to your friend if it comes on 
suddenly, if they don’t expect it, and – 
especially –if they don’t have a clue as to 
what is going on.

However, if your friend, Jenny, has 
a complete understanding of how you 
behave during a seizure, the sense 
of fear will not last long. Instead 
recognition and prediction of your 
behavior will come into play. A typical 
response to a seizure might be “What 
the…!” (surprise) “Oh, Charlie is having 
a seizure!” (recognition) “He said his 
right hand will come up and his head 
will turn to the right!” “There it is!!” 
“Then he said he would get stiff all 
over and could fall.” (prediction) “I had 
better help him lay down.” (action.) 
Then he said he would start to shake 
in a way that looks like convulsions. I 
should not let anyone put anything in his 
mouth and I should turn him on his side 
(action.) Note the reaction moved quickly 
from surprise (fear), to recognition, 
to prediction, and then to appropriate 
actions. Charlie’s friend knew what 
to expect and what to do about it. Fear 
(surprise) faded quickly from the scene 
when the friend knew exactly what to 

expect and what to do.
And how do you think Charlie’s friend 

Jenny felt after the seizure was over? 
Terrible? Or, did Jenny just have the 
opportunity to feel good about herself 
for being able to help Charlie? You see, 
telling others about your epilepsy gives 
others an opportunity to feel good about 
themselves. There is little in life more 
self satisfying than to be able to help 
someone else. I can guarantee you that 
Charlie’s seizure made Jenny’s day. By 
trusting his friend Charlie gave Jenny 
the opportunity to be a “hero for the 
day.” Charlie got help when he needed 
it and Jenny got a chance to feel great 
about herself.

As stated above, when talking to 
someone about your epilepsy or your 
child’s epilepsy, your first and primary 
goal is to reduce the sense of fear about 
seizures that the listener might have. 
Unfortunately, fear of the seizure itself is 
not the only fear connected to epilepsy. 
Other fears include the person might 
die from seizures, that the person may 
suffer brain damage from the seizures, 
that people with epilepsy will be 
mentally retarded or otherwise mentally 
handicapped, and the people with 
epilepsy will be emotionally disturbed 
in some way or may be socially 
incapacitated. These are all culturally 
taught misconceptions that you will have 
to address in your discussions – though 
not all at once.

Unfortunately there can be some 
truth to these culturally held beliefs. 
Epilepsy is a sign of an underlying 
brain disturbance. For some individuals, 
the brain disturbance is great enough 
to actually impair intelligence or 
behaviour. It is important to realize it is 
the underlying brain disturbance, and 
not the seizures, that is likely responsible 
for changes in intelligence or behaviour 
if these changes are present. There is 
good evidence that persons with epilepsy 
are more likely to suffer depression, 
anxiety, or other mood disorders than 
those without epilepsy, though only a 
minority has these problems. These are 
most often “reversible” problems with 
the right kind of patient education and/or 
with therapeutic help.

There is growing evidence that some 
persons with epilepsy have problems 
understanding social situations, 
especially if seizures come from the 
temporal lobe of the brain. The result is 
that there is real life evidence to support 
old cultural biases for some people with 
epilepsy.
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However, none of these conditions 
apply to everyone with epilepsy. 
There are persons with epilepsy with 
above average intelligence. There 
are persons with epilepsy who have 
exceptional behaviour. There are persons 
with epilepsy who are well adjusted 
emotionally and who are socially 
successful. Epilepsy is not one thing, 
it is many things. Epilepsy does not 
affect the people who have it in one 
predictable way, but can affect each 
person in a different way. It depends 
upon what particular ability or talent 
in a person you are measuring. For 
example, some people with epilepsy can 
be outstandingly bright, but still have 
problems understanding interpersonal 
situations. Some can be the life of the 
party, yet have problems remembering 
what happened at the party. Most people 
with epilepsy have none of these effects 
at all. It is all up to individual cases.

As a person with epilepsy (or 
child with epilepsy) it is important 
to understand the specifics of your 
individual case. Like anyone who 
doesn’t have epilepsy, there will be some 
things you are good at, some things 
where you are average, and some things 
where you are not exactly the sharpest 
tool in the shed. If you want to achieve at 
your maximum level, you need to know 
that those things are. And you need to 
be honest with other people about them. 
In many ways, this is a no brainer (small 
pun.) Others will find out soon enough 
for themselves. It is always better for you 
to help them anticipate your assets and 
liabilities than to try to cover them up. 
Remember, hiding is lying and people 
will think less of you for it. If you have 
trouble remembering things, tell others 
so they know in advance.

Making your environment 
safe

There is another reason for telling 
others you have epilepsy: Less fear for 
you! The fact is, we know that fear of 
harm from seizures is one of the biggest 
problems for people with epilepsy or 
parents of children with epilepsy. If 
people were only afraid of seizures when 
they had them, little of their lives would 
be affected by epilepsy because little 
time is actually spent having seizures. 
But for persons with epilepsy, family 
members, and parents of children with 
epilepsy, fear and worry are constant 
companions, during seizures and 
especially in between seizures.

One of the profound ideas that the 

S.E.E. program teaches is that “Epilepsy 
is less a physical disorder than it is a 
disorder of anticipation. Seizures last 
minutes or less, but worry about the 
next seizure can last a lifetime.” It is 
this worry about the next seizure that 
makes life with epilepsy miserable for so 
many, especially parents of children with 
epilepsy.

First, people affected by epilepsy 
should know that seizures very rarely 
cause harm. Second, one of the most 
important things people can do to lessen 
this fear is to insure that everyone 
around them knows exactly what to do 
when the person has a seizure. This 
requires telling everyone around you 
that you or your child has epilepsy. 
Already we have learned that this has 
positive consequences for building self-
acceptance and self-esteem. Now you 
will learn it has a third benefit – making 
your environment safe for you – or your 
child’s environment safe for him or her.

As in all situations when you tell 
others about your epilepsy, goal number 
one is to reduce the fear your partner 
might experience when you have 
your first seizure in their presence. 
An important step in reducing fear is 
telling others what they should do for 
you when you have a seizure. This takes 
prediction of seizure behaviours and 
then appropriate first aid action. This 
empowers your friend to take control 
of the situation, an ability that further 
reduces fear and a sense of helplessness 
during seizures. This completes your 
friend’s coping process from surprise 
to recognition, prediction, and then to 
action.

When your friends, relatives, and 
co-workers know what to do if you 
have a seizure, you can go out into the 
world not worrying about anything bad 
happening if you should have a seizure. 
When teachers, classmates, friends, and 
relatives know what to do when your 
child has a seizure, you do not have to 
worry about the safety of your child. In 
both cases there will be people there to 
help. And people will want to help. There 
is nothing more satisfying to human 
beings than to be able to help someone 
in need. The person gets to be “a hero 
for the day.” There is no stigma in that 
– only joy and a boost in self-esteem for 
the person who helps.

It is a win-win for everyone involved. 
The helper will feel kinder to the person 
having the seizure because of what that 
person did for the helper’s self-esteem 
that day. And the person having the 

seizure will have further cemented a 
friendship he or she can count upon. 
Bottom line, if everyone around you 
knows you have epilepsy and if everyone 
around you knows what to do if you have 
a seizure – you have just created a safe 
environment.

Telling a friend
Don’t blurt epilepsy out right away! 

Because of the S.E.E. program, I meet 
thousands of people with epilepsy. 
There are always a few that wear their 
epilepsy on their sleeve. They come up 
to people and say, “I’m Paul and I have 
epilepsy.” To me and many others, this 
is a big turn-off (and I am interested 
in epilepsy!) Think about it. You aren’t 
looking to have others make friends with 
your epilepsy – you want them to make 
friends with you. People need to get to 
know you first before they are ready to 
listen about your epilepsy.

Give your friendship a chance to 
develop independent of your epilepsy. 
Others are interested in a person who is 
comfortable to be with, who understands 
and listens to them, who is funny, and 
who generally shares similar interests 
and opinions. Pay special attention to 
“who understands and listens to them.” 
If you are wallowing in your epilepsy, 
you are forcing attention on yourself and 
not giving attention to the other person’s 
thoughts and feelings. The relationship 
becomes one-sided and the other person 
will become disinterested in you. Not 
because of your epilepsy, but because 
of the way you are using them in the 
friendship. So focus upon being a true 
friend and listen.

Friendships take some time to develop. 
It is important to give that development 
a chance to begin. The time to talk about 
epilepsy is when you have succeeded 
in establishing an early friendship and 
when you are able to talk with each other 
about things deeper than the weather, 
fashions, or sports. When you and your 
friend start to talk about personal family 
issues is a good clue your relationship 
is probably ready to deal with your 
epilepsy.

One mistake people make is they try 
to tell the other person everything about 
their epilepsy all at once. That is usually 
much more than most people can take 
right off the bat. A little bit at a time 
is a good idea. Let the other person’s 
questions about your epilepsy guide 
you as to how far to go. If the other is 
interested in getting more information 
at the time, they will ask you questions 

to get at that information and to keep the 
conversation going. No questions are a 
good cue to switch to other subjects for 
now. When the other person is ready to 
hear more, they will ask about it again.

Another mistake often made is people 
often try to tell their friend their whole 
life history with epilepsy. Again, too 
much (often boring) information. Don’t 
forget your goals: you are revealing your 
epilepsy to establish trust and reduce 
fear. A description of your seizure and 
a few answers to your friend’s questions 
about epilepsy is all that is needed at this 
stage. Even information on first aid can 
wait for another conversation.

I suggest you use the term “seizure 
disorder” when you are first telling 
someone else you have epilepsy. The 
term “seizure disorder” does not carry 
as much cultural baggage as “epilepsy.” 
It gives the other person a little more 
room to get emotionally comfortable 
with the information. But remember, 
“seizure disorder” is only a tool to give 
the other person some room to get used 
to the idea. What you really have is 
“epilepsy” and that word needs to come 
out in time. If the person asks, “Isn’t 
that like epilepsy?” your answer should 
immediately be “yes.”

Keep your voice “matter of fact” 
when discussing epilepsy. Your tone of 
voice will carry more information about 
how the other person should react to 
your telling them you have epilepsy as 

what you say will carry. And don’t be 
apologetic for the condition. Remember, 
epilepsy is just a physical disorder like 
diabetes, asthma, or high blood pressure. 
There is no need to apologize for any 
one of them.

Here is the important part when it 
comes to keeping the friendship going. 
After spending a few minutes talking 
about epilepsy, immediately get back 
to talking about something of interest 
to your friend. Remember, friendships 
are not built or maintained upon 
epilepsy, but upon shared interests and 
sympathetic listening. Let your friend do 
the talking for a while.

Don’t worry if your friend has an 
initial bad reaction to your disclosure. 
Remember, such reactions are cultural 
thinking, not your friend’s thinking. 
Your friend may need a few days to let 
things sink in. She may need those few 
days to realize that you are still the same 
person she liked before she found out 
about your epilepsy. Give your friend 
the time needed to let her start thinking 
for herself. If this happens, a good clue 
that your friend is ready to talk further 
about your epilepsy is when your friend 
asks you some question about it. So be 
patient.

Dating situation
In dating, trust is even more important 

than in friendship. There is a special 
kind of closeness in romance that is 

greater than in friendship. To make 
romance possible, trust between partners 
is paramount. This requires a delicate 
balancing act between letting the 
relationship develop and the choosing 
the right time to talk about epilepsy.

When you do tell your partner, don’t 
be apologetic for your epilepsy. Don’t 
say something like, “There is something 
I need to tell you about myself and it is 
OK if you don’t want to continue going 
out with me when you hear.” That is 
already telling your partner that what 
you are about to discuss is a bad thing. 
Epilepsy is not a bad thing; it is just a 
medical condition you cope with. If you 
have chosen your partner well, he or she 
will cope with your epilepsy and with 
finding out about it. At this very moment, 
you need to trust your partner more than 
your partner needs to trust you. And 
you need to trust yourself. Remember, 
sometime in life your partner will have 
a medical condition to cope with – it is a 
normal part of the human condition. So 
don’t worry, you will get your chance to 
return the favor. I guarantee it.

Don’t portray epilepsy as some kind 
of curse you have to live through. This 
is another way to teaching that epilepsy 
is a stigma. You may not be happy you 
have epilepsy, but that does not entitle 
you to share your misery with the rest 
of the world. A romantic relationship is 
about sharing happiness and love; it is 
not about getting stuck in self-pity. If 

Don’t wear your epilepsy on your sleeve ... let the friendship develop first
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you find yourself going in that direction, 
you may not be ready for a romantic 
relationship yet. How would you expect 
your partner to accept your epilepsy if 
you don’t accept it yourself? If need be, 
go to a counselor or therapist and get 
this problem resolved. You want to be 
able to focus more on the “we” in your 
relationship than the “I.”

So when to tell? That depends a 
little on the circumstances. The best 
situation is that you have not hidden 
your epilepsy from those that know you 
and your new partner is already aware 
of your condition. This situation is 
wonderful because you know up front 
that your partner is willing to accept 
your condition as a part of that special 
package that is “you.” You will still need 
to have the discussion, but you can wait 
for a few dates before going into the 
details. Your partner may also ask about 
your epilepsy, and that is the cue that 
your partner is ready to listen.

As in all situations where you tell 
others about your epilepsy, goal number 
one is to reduce the fear your partner 
might experience when you have your 
first seizure in their presence. Again it 
is important to tell your partner exactly 
what happens during your seizures. This 
moves your partner from fear of the 
unexpected to prediction of the seizure 
behaviors. Going on to discuss what 
your partner should do for you when 
you have a seizure then takes prediction 
to appropriate first aid action. This 
empowers your partner to take control 
of the situation, an ability that further 
reduces fear and a sense of helplessness 
during seizures. This completes your 
partner’s coping process from surprise 
to prediction to action.

If your seizures are not well 
controlled, you will want to tell your 
partner earlier. Otherwise you will be 
spending much of your date worrying 
about whether you will have a seizure 
rather than putting your full attention 
on your partner. In this case I suggest 
you tell your partner after the first two 
or three dates, as soon as it appears your 
partner is interested in you for more than 
just a couple of dates.

Your partner is likely to have some 
of the old cultural misconceptions of 
epilepsy as well. Those subconscious 
ideas people with epilepsy are not 
as bright as others or they are more 
emotionally fragile. Getting at these 
feelings are more difficult because 
they are unconscious. It does not hurt 
to say in your first discussion to say 

“People with epilepsy are like most other 
people in their everyday lives.” That 
won’t entirely take care of those hidden 
cultural teachings that are lurking 
beneath your partner’s conscious mind, 
but it is a start.

The time to deal with those cultural 
misunderstandings is when they show up 
in your partner’s behavior. Your partner 
might say he doesn’t want to ask you to 
do too much because he is concerned the 
stress of those demands might cause a 
seizure. You can tell him that he should 
hold you to the same expectations 
he would have for anyone else in the 
same situation. Assure him that there 
is  nothing in epilepsy that prevents you 
from being a full and equal partner.

Another situation may be that your 
partner is embarrassed when you have 
a seizure with her in public. This is a 
classic example of cultural learning. It 
is important that you be sympathetic 
regarding this reaction. Your partner will 
not only experience the embarrassment, 
but also guilt over being embarrassed in 
the first place. You will need to reassure 
her that this embarrassment is a normal 
reaction given our culture’s values. 
You can note that it shouldn’t be that 
way because all that happened was a 
common physical disorder that lasted 
for only minutes. Neither the seizure nor 
what she felt at that moment changes 
who you are or the love you have for 
your partner. Let your partner know that 
this normal reaction is OK and that with 
time and experience it will gradually 
lessen and go away. Let her know it is 
something you are willing to help with 
and wait for.

Another misconception commonly 
held both by persons with epilepsy and 
their partners is that seizures are more 
likely during intimacy. Again, this is 
simply not true. Emotional, mental, 
and/or physical focus all work to make 
seizures less likely, not more likely.

If your partner can’t handle your 
disclosure of epilepsy, then that person is 
not someone you can build a successful 
relationship with. When dating, one 
of my clients called disclosing his 
epilepsy to his date “the epilepsy test.” 
He considered it a crucial test the other 
person had to pass to earn his time 
and emotional investment. He is now 
happily married and has two daughters 
in college.

Trust is the foundation of a romantic 
relationship. Honesty about epilepsy 
and frank discussions about the ways 
epilepsy affects the relationship are 

essential. For the most part, epilepsy 
should not have much impact upon the 
relationship. Who you are as a person 
and what the two of you together can 
become are what are important. So your 
discussions should focus upon those 
topics, not epilepsy.

Telling another parent
If your child has epilepsy, you will 

be confronted with the need to tell the 
parents of your child’s friends about 
your child’s epilepsy. This can be 
exceedingly difficult for a parent the 
first few times. We all like to think of 
our child as perfect, and admitting that 
our child has epilepsy feels like we 
are admitting our child is flawed. The 
stigma that goes with “epilepsy” from 
the cultural baggage lurking deep in our 
unconscious feelings makes this matter 
worse. Especially as another piece of 
cultural baggage makes the whole thing 
worse: That the health and welfare of 
our children is a direct reflection of how 
good a parent we are. In other words, 
if there is something wrong with my 
child, there is something wrong with 
my parenting. Then heap on the concern 
that the other parent might react with 
social rejection of your child or common 
cultural misconceptions such as your 
child must not be as bright as others and 
you can see parents face a daunting task 
in revealing epilepsy.

The other parent needs to know that if 
their child and your child play together, 
your child might have a seizure. Telling 
another parent about your child’s 
epilepsy has the same primary goal as 
telling a friend – managing fear. The 
strategy for telling is virtually the same 
as well: A little overview of epilepsy 
itself (how common it is; that harm is 
very rare), a description of what your 
child’s seizure looks like and how long it 
may last (for recognition and prediction), 
and instructions about proper first aid 
for your child’s seizure (for action.) In 
the case of a child, first aid instructions 
should include how to get in touch with 
you or your spouse at the moment a 
seizure might occur. Cell phones are a 
big help with this.

Again, don’t be offended if the first 
reaction you get from the playmate’s 
parent is a withdrawal or rejection. 
Remember, that is unconscious cultural 
thinking coming to the fore and it takes 
some time for the parent to think about 
the situation for herself or himself. If a 
negative reaction occurs, you may have 
to give them some time for things to 

sink in far enough that the playmate’s 
parents become ready to deal with the 
situation. Fortunately if your child and 
his or her playmate are good friends, 
the kids will eventually force the issue. 
Why? Because they will continue 
to play together despite the parents’ 
apprehensions. This will eventually 
provide the playmate’s parents with 
enough of a nudge to get them talking 
again.

Telling a child
Telling a playmate’s parent also means 

you will have to tell the playmate as 
well. After all, when they are playing 
together, your child’s playmate is the one 
who is most likely to be nearby if your 
child has a seizure. It is best if you can 
arrange to tell your child’s playmate with 
the playmate’s parent(s) present at the 
time. As with every other circumstance, 
your primary goal is to manage fear as it 
happens in kids, too.

How you go about telling the playmate 
depends upon the child’s age. For 
children in Middle School and above, a 
discussion of epilepsy, the seizure, and 
first aid can be conducted in words. You 
can describe the situation to the child 
in a manner similar to the way you did 
it with his or her parent. You may need 
to simplify your words a bit, depending 
upon the child’s educational level. It is 
important to emphasize to the child that 
even though the seizures might look 
dramatic, they are not going to hurt your 
child and that the seizure should be over 
in a few minutes.

For younger children it is important 
to use demonstration – descriptions 
in words are just not enough. Young 
children’s language and thought 
abilities are too limited to fully grasp a 
description entirely in words. Instead, 
they need a demonstration to understand 
seizures and to practice appropriate first 
aid and notification of adults. Having a 
person demonstrate the seizure also does 
much to reduce the child’s fear of the 
event. Here is how it is done:

“Mary, Johnny has a medical condition 
called epilepsy. When someone has 
epilepsy they sometimes have seizures. 
There are a lot of kids who have 
epilepsy. When Johnny has a seizure, it 
looks like this.” At this point an adult, 
but preferably Johnny himself imitates 
the seizure. “See Mary, it doesn’t last 
too long and after a little while, Johnny 
feels OK again.” “Now let’s have Johnny 
have another seizure and I’ll show you 
what you can do to help.” Johnny repeats 

the seizure and Mary is physically 
coached through proper first aid for the 
type of seizure Johnny has. This can 
be repeated again, with Mary taking 
over the first aid without coaching to 
see if she understands the procedure. 
Additional repetitions can be made until 
Mary has mastered first aid without 
coaching. Mary, of course, should be 
praised throughout this process – as 
should Johnny for doing such a good job 
at imitating his seizures.

At first blush, many parents might 
think this demonstration is not a good 
idea. However, this is actually a clever 
method of teaching about epilepsy and 

seizures. It has a lot of built-in benefits 
for everyone involved. First, Mary has 
the experience of witnessing and then 
managing Johnny’s seizures at least 
three times. If a seizure happens for real, 
Mary will already be fully equipped to 
handle the situation, and will be well 
past the “surprise” stage because the 
seizure behavior is already familiar to 
her. She will be pleased with herself that 
she can handle an important situation, 
thus adding to her self-esteem. Having 
her practice first aid assures both sets 
of parents that Mary is up to the task 
and knows what to do to help Johnny. 
This reduces concerns both parents may 
have and increases their level of comfort 
when the two children are playing 
together.

Less obvious, but just as important, 
the three or more repetitions will also 
get the playmate’s parents used to 
seeing Johnny’s seizures, placing them 
well past the “surprise” stage, too. In 
addition, Mary’s parents should feel 
confident about providing first aid 

themselves seeing that even little Mary 
is capable of managing the situation.

Finally, Johnny receives an important 
“unconscious” message through this 
exercise. When Johnny is encouraged 
to imitate his seizures, this sends a  
message to him that seizures are not a 
frightening thing and that the people 
around Johnny – parents and kids alike 
– are capable of helping him out should 
a seizure occur. This is a very powerful 
means of helping reduce Johnny’s fears 
about seizures. Similar to the situation of 
others witnessing a seizure, what Johnny 
does not know about his seizures is more 
frightening than the reality of knowing 

about the seizure behavior itself in 
detail.

Telling the school
This is one of the few circumstances 

where it is important to let people know 
about epilepsy right away, especially if 
your child’s seizures are not under good 
control.

“Since you are going to be working 
closely with Johnny over the next year, 
there is something you should know. 
He has a seizure condition and it is 
possible that he may have a seizure in 
the classroom or on the playground. Let 
me fill you in on the details.” As in all 
the previous situations, the biggest goal 
you have is not information – it is to 
reduce the teacher’s level of fear. People 
unfamiliar with seizures commonly 
react with fear and are prey to cultural 
misconceptions. The idea of losing 
complete control of one’s body and mind 
is frightening to think about. This is 
culture at work again. Our culture puts 
a very high price on being in control 

... telling other parents and playmates helps manage fear
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of oneself at all times. Seizures appear 
to the uninitiated to break this rule big 
time.

One of the keys to reducing the  
teacher’s fear is to describe what 
happens in your child’s seizure in great 
detail. Most of the normal reaction 
of fear comes with the sudden and 
unexpected change in behavior to 
something that is not typical of the 
child. However, if the teacher has a 
thorough understanding of how the child 
behaves during a seizure, the sense of 
surprise will not last long and instead 
observation, prediction, and appropriate 
action to deal with of the child’s seizure 
will come into play. This will help 
bring calm to the teacher. And when the 
teacher is calm, the rest of the classroom 
will respond with greater calm as well.

Because of their own cultural baggage, 
teachers might assume that your child is 
not as bright as other students or not as 
able to handle the full workload of the 
classroom and homework. If your child 
does not have any special limitations, be 
sure to tell the teacher you expect your 
child to fulfill all the work expected of 
any student in the classroom, including 
class work and homework. If your child 
does have special limitations, these 
should be shared with the teacher, along 
with ways that previous teachers worked 
around them.

Follow your meeting with the teacher 
with a written note that repeats all of 
the relevant details. If the teacher has 
not dealt with a child with epilepsy 
before, it is likely he or she will be able 
to understand only a part of what you 
have to say. The note will help insure 
that all of the critical details will be 
remembered.

Be sure to thank the teacher for his or 
her assistance at the beginning and end 
of the note.

After the first seizure, arrange a 
conference so you can “debrief” the 
teacher and go over any of the teacher’s 
concerns or questions. This is a “golden 
moment” for learning. If you show an 
interest in sharing information, the 
teacher will in all likelihood show a 
genuine desire to learn from you. Also, 
be sure to immediately schedule a 
conference with the teacher if there is 
some kind of major event that occurs. 
An example is a child that usually has 
complex partial seizures unexpectedly 
has a secondarily generalized (grand 
mal) seizure.  Another example might 
be when Jenny unexpectedly has many 
seizures in a day when she usually 

would only have one. The teacher will 
be most appreciative of your information 
and support. That will translate into 
better care and teacher attention for 
Jenny in the classroom.

Revealing epilepsy at work
As far as I am concerned, the 

disclosure of epilepsy in the workplace 
starts with the hiring process. It is my 
advice that you always disclose your 
epilepsy to prospective employers. 
Keeping it a secret until after your 
employment will raise in the mind of 
your employer “what else did she not tell 
me” before she was hired.

“If she kept this secret from me, 
what other secrets does she have – 
and how serious might they be to her 
job performance and this company.” 
This immediately sets off a climate of 
distrust that will affect your employment 
for years to come. Not a good way 
to get started on a job. The issue of 
interviewing for employment is beyond 
the scope of this article, but will appear 
in an upcoming article.

In many respects, the work situation 
is similar to the friendship situation. 
It is a good idea to allow workplace 
relationships to get started before you 
reveal that you have epilepsy to your 
co-workers. It is important to keep in 
mind that your co-workers are likely 
to already know you have epilepsy 
(especially if you take the good advice 
above.) The workplace rumor mill 
will be in full swing as it always is. 
This means waiting too long to tell 
your workmates may teach stigma as 
discussed earlier. Still, wearing epilepsy 
on your sleeve and just blurting it out on 
the first day on the job is not a good idea 
either.

A little judgment is going to be 
required to balance these two conditions 
– waiting for the co-worker relations to 
develop versus waiting too long and thus 
encouraging stigma to develop. Again, 
the matter is waiting long enough that 
the necessary tools for talking about 
a sensitive subject like epilepsy are in 
place. You will need the beginnings 
of a relationship and the necessary 
speaking tools. Your co-workers should 
feel comfortable listening to you and 
feel sufficiently comfortable to ask you 
questions about your epilepsy. At the 
bottom of all of this is trust.

If you are fortunate, some of your 
coworkers in the rumor mill will start 
asking you about your epilepsy.

Generally they will wait until they 

feel comfortable enough to bring up 
the subject with you. That means they 
are comfortable enough to hear about 
seizures and they also feel comfortable 
enough to ask you about them. It  is 
a sign that your relationship has 
progressed to the point that the basic 
communication tools needed to deal with 
a sensitive topic are present.

The ideal circumstance to bring 
up your epilepsy is with a group of 
co-workers. It does not have to be 
everyone, but a group of three to five 
is ideal if possible. One or two is OK if 
circumstances make it necessary. The 
group approach has several advantages 
to it. First, groups together enforce 
appropriate social behavior. That means 
the group is more likely to treat you 
with socially required respect and 
consideration. A group has a second 
advantage of generating more questions 
about epilepsy than a one-on-one 
situation might bring. This gives you 
a better opportunity to describe your 
epilepsy and seizures in more detail. 
Third, the group means you have more 
people remembering what you had to 
say, so more of the information you 
share will “stick.”

Here is a big key: Once the discussion 
is over, get back to talking about other 
everyday things as soon as possible. 
Epilepsy is only a part of your life, 
and only a very occasional one at that 
(considering how infrequently seizures 
occur.) However, in the lives of your 
co-workers, football, fashion, family, 
leisure activities, or complaints about 
how the company is run are everyday 
concerns. Bring yourself, your attention, 
and your conversation back to these 
everyday matters as soon as possible – 
and keep them there.

Once the issue of epilepsy is 
brought out in the open, if any of your 
co-workers want to know something 
more, they will ask you. Leave it up to 
them!

The only exception to this important 
“Leave it up to them,” rule is if there is 
some significant change in your medical 
condition that requires your coworkers 
to be aware of that change. An example 
might be a change in medication that 
may result in a temporary increase in 
seizures and a greater likelihood of 
having a seizure on the job. 

Of course, all that would be required 
is a brief explanation of what is going 
on and a request that your co-workers 
keep a careful eye out for you. And for 
heaven’s sake, don’t forget to thank them 

for their extra help, whether it turns out 
it is needed or not.

The workplace always seems to 
harbor an individual that will harass you 
for your epilepsy.  The workplace is a 
small version of the larger society and 
you know there will be some people in 
society that are so bigoted that they will 
never accept someone different from 
themselves. These people are usually 
miserable, with very low self-esteem. 
The only way they can feel better about 
themselves is to find ways to put others 
down. If you encounter a workmate who 
puts you down for having epilepsy, it is 
likely one of these people.

Unlike a potential friend, you can’t 
just write these people off and cut off 
contact because you are still compelled 
to work with them. There is a strategy 
for handling these people. Most people 
think that when someone says something 
hurtful to you, you should shoot back 
with a zinger of your own. Most of us 
are not that quick at comebacks. That 
is actually OK. If you engage in a word 
war with this person, you are playing his 
game and you have already lost. Instead, 
ignore the comment and engage him in 
pleasant chat on another topic. He may 
get the hint at that point. However, if 
he is a persistent put-down artist, he 
will come back at you again at another 
time. If he does, you can use this to your 
advantage.

Those people who persist are trying 
to get a rise out of you. Instead, ignore 
the comment and pleasantly talk about 
some other everyday topic. Be friendly 
towards this person, even though he 
may not deserve it. If you don’t respond, 
he will try harder and his insults will 
become more outrageous. Respond 
exactly as before. He will continue to 
escalate until he finally steps over the 
line – and one of your other coworkers 
who overhears will tell him to “lay off!” 
When that happens, that person will no 
longer be a problem and your co-workers 
will have become your defenders. All it 
takes for this to work is patience.

Conclusion
You can make your world safer for 

yourself or your child by telling other 
people about seizures and epilepsy.

Such honesty helps make the world a 
more accepting place. It is also a great 
way to find out who has the character 
to deserve your friendship. As good 
as all of that is, the very best thing is 
telling others makes you a better person. 
Each time you tell someone else, you 

Telling a friend ...
Since we are friends, there is something I would like you to know about me… �

I have a medical condition that may come up. If it does, I would really  �
appreciate your help…

I have an interesting medical condition I would like to tell you about… �

Always thank the person for their help in advance after your conversation  �
about first aid. Something like,

If I have a seizure, I know I won’t be able to thank you at that moment, so I  �
would like to thank you now, in advance, for helping me out. It really means a 
lot to me that you will be there when I need you.

Telling a romantic partner ...
I care for you and I think it is important to be open. Now we are getting closer  �
together, I would like you to know I have a medical condition…

I have come to trust you and I would like to share something about myself… �

All of us will have physical challenges sometime in our lives. Who knows what  �
the future will hold – diabetes, heart disease, even Alzheimer’s. I already have 
a challenge, a seizure disorder…

Telling another parent ...
Does Mary have any medical conditions I should know about?… Johnny has  �
one you should know about – a seizure disorder…

My child really enjoys playing with Mary! Since they are spending time playing  �
together, there is something you should know about Johnny…

Johnny has a common medical condition you should know about… �

Telling another child ...
Mary, do you know there is something really important you can do to help  �
Johnny some day?

Mary, do you ever imagine being a nurse or a doctor? How would you like to do  �
something like one of those grown-ups?

Telling the school / teacher ...
Johnny has a medical condition you should know about… �

Mary might need help with a medical condition she has… �

Paul has a medical condition and you will become an important part of the  �
treatment team…

Telling a colleague ...
Since we will be working closely together, I would like you to know I have a  �
medical condition you might help with…

There is something I would like you to know about me. There is a possibility  �
that I might have a seizure while on the job. Hopefully it won’t happen, but if it 
does I could use your help…

I have a common medical condition I would like you to know about… �

Conversation starters
 For most people, getting the conversation started is the hardest part. 

Here are a few suggestions you might use to “break the ice.”

affirm your worth as a person. You 
make it clear that epilepsy is something 
you have, not something you are. All it 
takes to succeed at this are the practical 
communication skills we have discussed 
in this article. 

Don’t worry if things don’t go exactly 

right the first time. Like anything else, 
learning how to tell others about epilepsy 
is a skill. It requires the knowledge 
shared in this article and then a lot of 
practice.  And practicing will make life 
better for everyone!
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As CEO of Epilepsy Queensland, Helen Whitehead is currently 
the longest serving Chief Executive Officer of an Australia 
epilepsy association – approaching 18 years in fact! The time 
has flown and there have been extensive changes in the world 
of epilepsy. Why is she still here? For Helen, every day offers 
new challenges.

face2face

I came to the role in 1992 with degrees 
in psychology and speech pathology, and 
having previously worked in aged care, 
with people who had developmental 
disabilities, and people with acquired 
brain impairment.  As well as “hands 
on” roles, I worked in staff development 
and organizational review.  Along 
the way I had a benign brain tumour, 
established the Queensland Acoustic 
Neuroma Association and later the Brain 
Tumour Support Group, which is now 
coordinated by the Queensland Cancer 
Council.  I also undertook tertiary 
studies in philanthropy and business. 
These experiences have all helped in my 
work at Epilepsy Queensland.

When I joined the Association, 
we had received a grant to identify 
and document the needs of people 
with epilepsy in Queensland. The 
outcomes and recommendations from 
our project report called “Shadows 
of Discrimination” were used to lay 
the foundations for our services.  An 
obvious direction was increasing 
information, support, and advocacy 
services. 

The other signpost towards the future 
was about making a difference in the 
bigger picture – raising community 
awareness about epilepsy, educating 
people who worked with people with 
epilepsy, and advocating for change with 
policy makers.  

Both pathways needed attention if 
we were going to effect real change for 
the future.  These weren’t completely 
new directions, complementing what 
our founder Doris Kemp OAM and 
her volunteers and subsequently staff 
worked so hard to achieve in the early 
years.  

In 2009 we celebrated our 
40th birthday which provided 
opportunities for reflection on the 
road we’ve travelled.  I’m proud of 
what has been achieved.  

We’ve benefitted by having our 
strong and stable Board with nearly 
half of our Board members being 
with Epilepsy Queensland for longer 
than I have.

Volunteers and staff – past and 
present have made their marks, 
helping individuals and families, as 
well as raising community awareness 
and building a more supportive 
community. For example, a lasting 
legacy by former staff member Anne 
Little is Little Poss – a character 
that she developed about a possum 
with epilepsy –  first featured in a 
children’s storybook, followed by 
another book, a Children’s club, 
activities for children, a newsletter, 
and more. Little Poss plays an 
important role in instilling informed 
attitudes in children and educating 
the community of tomorrow. 

Former staff member, Carol 
Sugden, worked creatively with 
people with epilepsy generating 
beautiful art pieces and books. 
Empowering for the participants, 
these projects provided great vehicles 
for creating community awareness.

We are always trying to work 
smarter, to stretch our limited 
financial resources.  We actively 
look outside the square for new and 
innovative ways to help people, and 
make a difference for the future as 
well as the here and now.  

And, hey, we’re in Queensland – 
we’ve had to do things differently 

– we work in a state that’s 1.7 million 
sq km, with about 4.5 million people, 
a significant number of which live 
far away from Brisbane.  In an effort 
to reach out to people isolated by 
geography, distance, or disability 
we’ve adopted online tools and now 
have a number of websites, including 
an online chat forum “Talk Epilepsy” 
(www.talkepilepsy.com.au) and online, self 
paced learning “Learn Epilepsy” (www.

learnepilepsy.com.au).  We’ve  recently 
made two new commercials, soon to be 
made available to Epilepsy Australia, 
one starring Epilepsy Queensland’s 
Patron, Wally Lewis. Until then 
check them out on our website (www.

epilepsyqueensland.com.au). 
Much of what we’ve achieved 

in Queensland has come through 
valued relationships and community 
partnerships. A current example is 
the Ketogenic Diet program where 
Epilepsy Queensland secured funding 
to jointly run a dedicated Ketogenic 
Diet Support Service with paediatric 
epilepsy services. 

Where to for the future?  Epilepsy 
Australia values differences and 
independent strengths and I’m looking 
forward to Epilepsy Australia growing 
stronger together.  I don’t believe a 
centralised model is the way to go. 
We need to do everything we can and 
more to assist people with epilepsy 
and their families today while working 
for change for people with epilepsy in 
future generations.

 

The Epilepsy Foundation of Victoria (EFV) 
invites you to become an occasional 

participant in the Epilepsy Foundation’s ongoing 
research programme into the social effects of living 
with epilepsy and caring for those with epilepsy. 
We need people to tell us about their experiences 
and views of living with epilepsy. 

The Epilepsy Foundation of Victoria’s  Research 
Participant Register is an ongoing  initiative 
created in 2006 to establish a unique research 
source from which we can learn much valuable 
information about epilepsy  that can be used 
to improve the lives of people affected by this 
condition. This is the only register of its kind in 
Australia and we have not so far learned of another 
anywhere else in the world.

Following individuals are eligible to join the 
register.

Individuals who have epilepsy/seizure  �
disorder
Carers who look after someone with  �
epilepsy/seizure disorder

This is not a medical or clinical research register. 
From time to time, we might contact you and ask if 

Last year the Australian 

Pregnancy Register reached 

two very important milestones: 

its 10th anniversary and just 

over 1500  enrolments. 

The Register continues 

to publish results annually 

thanks to the commitment of 

Professor Frank Vajda; these 

papers are published in a 

variety of neuroscience and 

medical journals.

Recruitment continues 

and as the table indicates 

enrolments are from all over 

Australia. 

Enrolment /State                  
(Feb 2010)

ACT 27

NSW 354

NT 9

Qld 338

SA 69

Tas 31

Vic 552

WA 152

Total 1532

Enrolments range between 

120-150 per year and we 

would love to increase this 

number. If you are a pregnant 

woman who has epilepsy 

and is taking antiepileptic 

medication (AEDs) or has 

epilepsy but is not taking 

medication, or if you are taking 

AEDs for a reason other than 

epilepsy, we would love to 

hear from you. All interviews 

are done over the phone - 

private and confidential.

To all the Doctors who refer 

their patients we thank you 

for your ongoing support and 

referrals. To register call

1800 069 722

For more information about the
Australian Pregnancy Register 
visit  www.apr.org.au

Despite its extensive impact around the 
world, the need for education on the 

correct facts about epilepsy is still great. 
To encourage journalists to raise awareness 
of epilepsy and to help break down these 
barriers, IBE and UCB Pharma are pleased 
to continue the Excellence in Epilepsy 
Journalism Award. The award will recognise 
journalists who produce stimulating, 
informed and compelling news and feature 
stories on epilepsy.

The international award is open to 
consumer, health and medical journalists 
from around the world writing for print, 
broadcast or online media and will celebrate 
journalism that challenges stereotypes. 
Freelance journalists are also eligible to 
enter. Reports and articles submitted for 
consideration must have been published or 
broadcast between 30th June 2009 and 29th 
October 2010.

you would be prepared to answer some questions 
over the phone or fill in a mailed questionnaire. 
Sometimes there will be small group meetings 
of participants at the Foundation’s office in 
Camberwell or a regional centre to which you 

might be invited. 
Putting your name does not obligate you in 

any way. You may be too busy or just not feel 
like participating at that time – that’s fine! But 
if you do, any information you provide will be 
confidential, anonymous, safeguarded and only 
used for specified research purposes. 

There may be opportunities to talk with people 
living with epilepsy and those  who work with 
them.  Most importantly, this is an opportunity 
to be part of a longitudinal study of living with 
epilepsy – the first of its kind.

If you are interested in learning more about 
this research contact: 

Dr Jaya Pinikahana
Principal Social Researcher
Phone: (03) 9805 9125 Fax: (03) 9882 7159
jpinikahana@epilepsy.asn.au

Epilepsy Foundation of Victoria 
Research Participant Register

A new book on social 
aspects of epilepsy

Dr Jaya Pinikahana, Principal Social 
Researcher at the Epilepsy Foundation 

of Victoria together with Dr Christine 
Walker, Chronic Illness Alliance, have edited 
a book Social Epileptology: Understanding 
Social Aspects of Epilepsy. 

Thirteen international authors, including 
some world authorities on social correlates of 
epilepsy, such as Professor Graham Scambler, 
have contributed to this volume. Topics 
addressed include the stigma of epilepsy, 
cultural identity and wellbeing, political 
economy of the treatment gap, injuries in 
epilepsy, and epilepsy and women.  This 
is the first use of 
the phrase ‘social 
epileptology’ in 
epilepsy literature. 

The book is 
published by Nova 
Science Publishers 
(NY). For more 
information, 
please contact 
Dr Pinikahana at 
jpinikahana@epilepsy.asn.au

To download an entry form, go to
www.ibe-epilepsy.org/activities/
excellence-in-journalism-award

Excellence in Epilepsy 
Journalism Award 2010



28 THE EPILEPSY REPORT MAY 2010


