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CHAT WITH JAMES BOURKE —January 2024

00:08 — 00:50
Valeria (V):

Thank you again James, for agreeing to have this chat with us. Could you tell us a little bit about yourself
and what point in your story with epilepsy do you find yourself now.

James (J):

Sure, my name is James Bourke. | am about 45 years old, from Edmonton Alberta, but | am currently
living in Grande Prairie. | have been working in the education field now for almost 20 years, and | have
lived with epilepsy for almost 30 years. | am at a point now in my story that | can share it (my story). And
support others whom | have had the amazing opportunity to help, who are just starting their story.

00:51

V: What makes you feel it is time to share your story now? (Writer note — the question has been
shortened).

J: That is a great question. | did a lot of international work, working and teaching abroad. And now that |
am back, | have done a lot of volunteering in a lot of the communities that | have been in and the idea of
serving and contributing to a community is very powerful and | found that as an epileptic when |
discovered the Edmonton Epilepsy Association, | found that would be another way to contribute to a
community | belong too. It is just such a passionate thing that now is the time that when | come across
someone that might be new to their story or there a parent that has children with epilepsy and they
may not know what to do or they are just learning about doctors, neurologists, and all the medications |
found it’s nice to just listen and be reassuring and say it’s going to take time and be patient and
eventually you will get to where you need to go.

2:32
V: Could you share a bit about your epilepsy diagnosis? You said you had the diagnosis quite young.

J: Yes, and so | was diagnosed in 1994 and | had my first seizure on the bus after school on the way back
to the school so when | was looked at, they thought | had not sure the exact name of it but there is a
diagnosis where it is in the youth for seizures that only effect the young kids and they think that they
outgrow it by their teenage years so there was a theory that | might have that and when it was
explained to me it’s like yeah you might grow out of it and it might be finished by the time you turn 20
or whenever so it’ll be just a phase and at the time that sounded like that was fine. 20 came around and
left, and I still had it, so it was an interesting transition when | had to come to terms with the fact that
this was staying around, and | had to weave it into my identity and my everyday life.
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V: How has epilepsy impacted your life and has this changed over the decades?

J: It has and so when | was younger, | strongly felt and was extremely passionate about the fact | was
heavily impacted by epilepsy and that | was focused on all the things that | could not do due to epilepsy.
For example, | was trying to join the armed forces when | was younger, but the armed forces at the time
did not allow anyone with epilepsy to join and there was a lot of emotions that came with that as | was
passionate about that choice in my life at that time. Overtime | have come to a much more different
perspective where it is not about what | cannot do but embracing everything | can do and there is much
more when you realize that lens that it is not about, | cannot do this and that, but it is more about how |
have a wonderful woodworking hobby, play the guitar and go golfing. It is just all the fun stuff and | do
not get bogged down by things anymore so maybe it is just an age thing, and it comes with time because
it has been so long but early on it was vivid but now not so much.

5:45

V: What would you say about facing epilepsy struggles over the years? It sounds like when you were
younger you had more negative thoughts about what was taken away from your life, could you
elaborate on your firsthand experiences?

J: One of the biggest challenges | had in my personal experience was at the beginning of the journey
when | was first diagnosed, and | was going through the medication regimen where the doctors were
trying to figure out what medication works for me but also what dosage works for me. That was a
challenging time because you feel at some point you enter a positive space where you have not had a
seizure for a few days, and you think you are on the right track but then you have a seizure again and
now the process starts all over again. You are at the doctor's office where your medication is adjusted,
and the cycle repeats itself sometimes for months. Finally, you might go for a year, and you are in good
spirits, and it is at that point where you are exploring the medication balance that is right for you and of
course it is different for everyone as we are all different. That was the biggest challenge for me and the
biggest struggle that | faced in my story.

7:58

V: Thank you, how would you describe the support system that helped you face all the challenges
around epilepsy based on your personal experience?

J: In my experience it is based on routine, | found that the biggest trigger for me personally has been
change, so to counterbalance this | have tried to develop routines that | can change to adapt to my
environment for example | might be overseas or in northern Alberta for work but the point is once a
routine is established you start to develop with your neighbors and the community that you're a part of
and once that is up and running they becomes my support system. It is nice because it changes
wherever | go and allows the support | need to go from place to place.
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9:19

V: Perfect, that is quite an idea, and we know from research that setting your body and mind through
expectations knowing a seizure may come but counterbalances with a routine is fantastic.

You already mentioned a bit of this, but the next two questions are connected. What is your hardest
battle to date and how did you face that battle?

J: As | mentioned earlier the biggest battle was having to adjust to medications and the best way to deal
with it was that | did not really have one, | just took it day by day. If anyone asked me now, | would say
just be patient, if | could talk to the younger me, | would say you are going to be fine, come out on the
other side and get to that medication balance. Another battle | struggled with early on was that | enjoy
driving and there were a couple of moments where | was unable to drive for a period due to the
restrictions with seizures, licenses and what not so that really hit hard and it was not a fun time for me.
The best way | faced that was being around my friends and community but if it were to happen now it is
routine and | pretty must rest everything on routine now and again change it if you need to.

11:46

V: So, when we ask this question about a fond memory is there a personal success story that you have
experienced while living with epilepsy? A seizure that caused someone to help you out or your
mentorship experience with some of our members. Is there a fond memory that you can directly
connect to living with epilepsy?

J: When you included “which seizure” that started to bring up different memories. When | was teaching
in South Korea this was a month and a half in and still finding my way, | had a seizure downtown in front
of a big shopping mall, it would be compared to having a seizure in downtown Edmonton but the next
thing | knew | was in an ambulance as someone clearly called one for me. At the time | knew nothing
about the South Korean health care system, but it was quite different than ours. | am not speaking ill will
about Alberta or Canada’s health care system it is just that other countries are different. | cannot speak
for other people but when | need to see a neurologist in Canada it takes some time, takes a little bit of
waiting but when | had the seizure in South Korea at 10:00AM, | was in the hospital at 10:30AM, and |
was seeing a doctor in the emergency room at 11:00AM which was an hour since the seizure, the doctor
tells me “you need to see a neurologist “ | tell him yeah | know, so in two to three months and the
doctor replies “No, we can get you in at 1:00PM” and | say today, the same day? the doctor tells me
“Yeah, just follow the yellow line” and no joke their hospitals are interesting as they have different
colors that lead to different departments it was very cute and no joke, | had a neurologist consult the
same day as having a seizure in a foreign country. It was an amazing experience to be a part of a
different level of health care where the doctor verified that | have epilepsy and that | am on medication
which | reply, then he tells me that we will do some test and | will be on my way. The idea that | was ina
foreign country and people were genuinely nice about my situation along with the health care system
quite different regarding the referral to the Neurologist, it took some time to get used to and I still
remember it to this day.
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Another memory that comes to mind. | was working at a school on supervision and one of the other
supervisors was telling me how frustrated she was because they had just found out that her son had
epilepsy. Again, listening to the mother talk about her son and the challenges of not knowing what to
do, but I can listen and provide encouragement as | have the experience. It is just nice to be there for
people who do not know and provide support when they might not expect it, those are a couple of my
successes.

16:47

V: Thank you, can you tell us something about your relationship with the Edmonton Epilepsy Association
and do you feel that at any point in time in your journey in time when you discovered us how do you
feel that the agency has supported you?

J: Since | have discovered the Edmonton Epilepsy Association, from the beginning | have enjoyed the
newsletters through email, reading them. | would love to attend an oil baron game, but | am not in
Edmonton so | cannot get tickets to go. Reading about the positive events for me, participating in
mentorship programs has been a positive experience for me too. Just knowing that the EEA society is
there and is engaging with people who are working through their journey or starting their story is nice to
know, the EEA is there for me and others. | did not know about the EEA at the beginning of my story, but
it is nice that | encountered the EEA and now it is a part of my story.

18:37

V: Thank you, we always invite our guests to share a message, is there anything else you wish to share
with us? A message of hope, a personal life motto or something that will inspire our listeners.

J: So just a couple of things, it is going to be ok, there are times when it will be really dark and you will
ask yourself “how will | deal with this” or “my friends and family may not understand what | am going
through” It is going to be alright, it may not be today or tomorrow but you're going to be okay. Second
enjoy what you like to do, if you like to play guitar continue to do that, just dive headfirst into your
hobbies whether it is writing, crocheting, or woodworking. | got into gardening before the pandemic,
and | realized something about putting yourself into your hobbies, it grounds you and allows a reset if
your triggers are going off. If you have time to start volunteering, get out and find your interests, it
might not be with the EEA, but there is a group looking for assistance with what they are working on.
Volunteering also allows you to connect with other likeminded people and help build new communities.

Thank you.
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