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EDITORSÕNOTE

Scealta Sl‡inte, Health Stories, pr esents a selection of sto-
ries told about living w ell with long -term conditions.
Sometimes people have the same ÒdiagnosisÓ, but ulti-
mately everyoneÕs experience is unique. There are many
cir cumstances contributing to ho w peopleÕs conditions
are perceived and managed. As healthcare professionals,
it is our duty to mak e sure people with chr onic conditions
feel supported thr oughout their journey with the disease.

This book tells the stories of peop le with r eal lif e, first -
hand, and liv ed experiences. The stories presented in this
book include living w ell with dementia, car diovascular
disease, inflammatory bo wel disease, and migraine.
Although the participants ha ve diff erent diagnoses,
eachshares their unique journey s and outlines a shared
message of hope. What brings them together ar e the
shared challenges they face and the strategies they
employ to overcome them. Perceptions of ho w some dis-
eases affect individuals might be comp letely diff erent
before reading this storybook. R eaders might find simi-
larities and diff erences between their own experience and
what they r ead. We hope that reading these personal sto-
ries will incr ease awareness of what it is lik e to experience
and liv e well with long -term conditions.
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We sincerely appreciate the efforts and honesty of the
people who contributed to this book b y sharing their
experiences. We trul y enjoyed conducting this pr oject
and collecting these stories. We believe that thr ough shar-
ing their stories, the writers will help an yone out ther e
who is seeking support and gr eater insight into the con-
ditions described. The shar ed message ÒYou are not alone
in this journeyÓ and helpful advice on strategies to man-
age living with a chr onic condition will hopefull y make a
diff erence in many othersÕ lives.

While r eading these stories, we hope you find something
you can relate to and that inspir es you.

Sincerely,
Duygu Sezgin and Deirdre Fitzgerald
December 2025
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DISCLAIMER

This pr oject was funded by the Univ ersity of Gal way
Office of V ice President for Equality Div ersity and Inclu-
sion (OVPEDI) in the category of ÒWidening Participa-
tion Ó. We sincerely thank the U niv ersity of Gal way
OVPEDI for their support.
The stories pr esented in this book are written b y people
living with long -term conditions. All authors ga ve con-
sent to their stories being published. W e respected the
authorsÕ decisions to publish their names or not, and
present their photos as they wished. All materials are
published with the o wnersÕ written consent.
Cover photo cr edit: Professor Chaosheng Zhang
ISBN 978-1-911690-21-4

SCEALTA SLçINTE - STORIES OF PEOPLELIVING WITH LONG-TERM



4



CHAPTER 1.

SURVIVING A HEART ATTACK

written by Niall N ugent

September is a month of anniv ersaries for me, I w as born,
married and nearl y died. Thr ee days after my wedding
anniversary is my birthda y. The day after that is w hen I
surviv ed a heart attack. Fittingl y, September is also Heart
Awareness Month in Ir eland.

In September 2020, my wif e and I spent a week in Killar-
ney to celebrate our anniv ersary and to mak e use of the
lifting of Co vid r estrictions. I will nev er forget that w eek,
the good and bad.
On the day we were to check out I got up earl y to tuck
into m y healthy breakfast, a fry and weak hotel coff ee. T,
my wif e stayed sleeping in or der to be w ell r ested for the
long journey home. As I ate I started to f eel a little nau-
seous so I lay on the bed hoping it w ould pass. Instead
I f elt a heavy w eight across my chest and upper back. I
went and sat on a chair. I asked myself if this w as Covid?
At that time I didn Õt know w hat the onset of it look ed or
felt lik e, like many in Ir eland. I felt sick and w as sweat-
ing pr ofusely, so I sat on the floor with m y head between
my knees. My breathing w as laboured and the pressure
on my chest felt heavier . I went to the bathr oom w here
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I thought it w ould be cooler . I didn Õt wake T because I
didn Õt want to disturb her . A mistake I later beat myself
up about many times. She heard me anyway as I was gasp-
ing f or air at this stage. W hen I told her m y left arm
felt w eird she immediatel y sprung into action, calling an
ambulance. As the paramedics hooked me up to an ECG
my left arm w as so weak And heavy that it k ept slipping
off m y knee. I w as scared but I had no idea w hat was
happening to me. I t w as only when I w as in the ambu-
lance that the paramedic told me that I w as having a mas-
sive heart attack. I w anted to cry but nothing came out.
I prayed even though IÕm not r eligious. I w as rushed to
Cork U niv ersity H ospital, an hourÕs driv e away. There
was no cath lab in Killarney at that time. I don Õt know
how fast the paramedics got me ther e but I will al ways be
in gratitude to them. W e even got stuck at a level crossing
at one point. Some timing!

I r emember lying on a table with v arious machines
around me. I w as shivering and fr eezing cold. The fluffy
hotel dr essing gown I had on w as taken fr om me and I
was put into a hospital go wn. I begged for m y socks to be
put back on. I kno w no w that I w as in shock. There was
a screen to my left w hich showed squiggly lines w hich
the surgeon explained w ere the arteries in m y heart. He
inserted a stent into one of them. I turned to m y right and
saw a nurse give a big thumbs up, it was a success.

In the Cor onary Car e Unit in the da ys after I tried to
process what had happened. A pleasant nurse told me a
story about chick ens in a room to help me understand.
The chick ens were my heart muscles cells and the room
was my heart. A windo w got block ed which stopped oxy-
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gen entering the r oom, killing some of the chick ens. It
made sense and has stuck with me since.
The surgeon came to see me after a few days and told me I
was very lucky . ThereÕs a name for the type of heart attack
I had. I tÕs called a widow-maker, one of the most deadly.
It w as caused by a total blockage to the largest artery , the
left anterior descending artery (LAD ). A piece of plaque
broke off and caused a clot stopping supply of oxygen to
my heart. I t caused severe damage to the muscle resulting
in w hat is kno wn as Heart Failur e with R educed Ejection
Fraction (HF rEF). My heart is not able to pump es eff ec-
tiv ely as it should. M y Ejection F raction is 25% w hereas a
healthy heart is between 50 and 70%.

In the f ollo wing da ys I promised to learn ev erything I
could about heart failur e and how to deal with a chr onic
condition. I tÕs a long-term condition with no cur e but it
can be managed.
When I got home I w as referred to the Cr oi H eart &
Str oke Charity w here I would undergo car diac rehabili-
tation. Because of Covid the pr ogram w as delivered via
zoom. Ov er the course of thr ee months Cr oi taught me
how to manage a new lif e post heart attack thr ough
lif estyle changes. I learned all about having a healthy diet,
daily exercising and kno wing w hat my medications w ere
and why I took them. They pr ovided counselling w hich
was so important. The emotional toll a car diac condition
has on you is immense. You need support and guidance
to get you thr ough your new r eality. I owe Croi so much
and I try to r epay it b y volunteering with them as often as
I can. They are a lifesaver.

In earl y December before my rehab was to finish I had a
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seizure when warming up f or m y aerobics class. It lasted a
long time but I onl y remember the start and end. Ther eÕs
just a blank in betw een. I was displaying v ery strange
behaviours. Luckil y T and her daughter w ere there to
help me. I w as brought to hospital f or tests and an MRI
showed a scar in my brain, in the right parieto-occipital
region . I w as told the scarring w as an old one which w as
possibly caused by a stroke when I had my heart attack.
I still can Õt understand this five years later. How could I
have a stroke and nobody kno w it? N either me nor the
doctors?

I w as fitted with an imp lantable cardiac defibrillator
(ICD) as primary pr evention, in case I had another
seizure, as my heart w ould not be able to surviv e one. ItÕs
the onl y good thing that I got fr om having that seizur e.
The day before I was to be let home I caught Covid.
I spent my Christmas in the Co vid w ard. That w as a
very scary time. I didn Õt know how Co vid w ould aff ect
my heart. The onl y people I saw w ere dressed in masks,
gloves and protectiv e clothes. I couldn Õt even have a con-
versation with them as they deliv ered my meals and then
were gone again. I could hear the nurses and doctors
singing Christmas songs and laughing in the corridors in
the wards outside. I envied them. I spent Christmas da y
writing m y funeral wishes. I didn Õt know if I w ould liv e to
see 2021. I cried as i spoke to my folks w hile they opened
their pr esents. A few days later, T ended up in the Co vid
ward too. She was a few doors do wn fr om me but w e
couldn Õt see each other. That w as really difficult f or us.
We were let home on N ew Years Eve. I was prescribed an
anti -seizur e medicine to be taken for the rest of m y lif e.
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I spent all of 2021 r esearching and r eading everything I
could find out about heart failur e, seizures and stroke. I
signed up to the E uropean Society of Cardiology . I r ead
only peer-r eviewed journals. I had Google Scholar send
me weekly articles on new medications and tr eatments. I
stayed away fr om Doctor Google and similar sites. I w as
off w ork and because of the seizure I was not allowed to
driv e for a year. I exercised weekly and changed my diet. I
got my cholesterol down to a lo w of 2.3. I tÕs at a steady 2.7
now f or a few years. I went back to w ork in October 2021
in a less physical new r ole. It w as only a 12-hour w eek but
i w as glad to be back. I got back on the r oad again in early
December, I had missed it so much.

A year and 4 days after my seizure I had another one.
Thankfull y, this one didn Õt last as long as the first one.
Because I had gotten two seizures within a y ear I was
diagnosed with epilepsy . ItÕs called a breakthr ough
seizure. My medication dose w as doubled. I take it every
day without fail. I ha ve a yearly review with N eurology
as an out-patient but ther e is no aftercare from them. I
did get help fr om Epilepsy Ir eland in the immediate after-
math. However, I stopped going to the meetings because
I always felt lik e a fraud. There are others with epilepsy
that have it w orse than me. I f elt lik e a fraud and so it took
a long time bef ore I accepted that I no w had epilepsy. I
was afraid to leave the house for some time f or f ear of
having a seizure. Eventuall y i decided that I w ouldn Õt let
epilepsy rule m y lif e. I go wherever i w ant and i hope
that if i am to ha ve a seizure in public then ther e will be
someone that kno ws what to do. Everyone should kno w.
I bring seizur e medicine with me ev eryw here.
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Getting tw o chronic illness diagnoses within a y ear really
knock ed me back. I struggled to accept the epilepsy one
mor e than heart failur e. I stopped my researching and
reading because it was too much to bear . I was angry a
lot. Sad and probably a little depr essed too. I struggled
to get back to exercising and I lost w eight. Everything
was starting to str ess me. I wasnÕt allowed to driv e again
for another y ear. I had onl y just gotten back on the r oad.
Work w as stressing me out and my mental health w as not
good. Although it w as good to be back in work, I knew
some people there treated me differently. It unnerv ed me
a lot and I didn Õt feel as part of the team anymor e.

As time w ent by I pick ed myself up off the floor and
accepted that this is my lif e now. I started exercising
again, eating well, going to therap y regularly. I had to
adapt to this new w ay of lif e. I quit m y job in October
2022 and have enrolled in v arious courses since then. I
volunteer with Cr oi and I do m y bit to adv ocate for peo-
ple with heart conditions. I manage m y conditions as best
as I can. I do all of the things I need to do in or der to stay
healthy. I take my medications every day and night, and
try to ha ve a stress-free life as much as I can. I am back
driving again and go f or very long spins whenever I can.

Everything changed w hen I had my heart attack. M y lif e
got turned upside-do wn. I had just about accepted that
when the rug w as pulled out fr om under me with the
seizure. And I w as shaken lik e a snow globe after the sec-
ond seizur e. It has been a long and difficult time to settle
and stabilize.

I could not ha ve gotten thr ough any of this without the
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love and support fr om my wif e T. She witnessed every-
thing and w as there on all occasions to save me. I would
not be alive without her .

I used to giv e myself a hard time about that morning in
Killarney . If I had called out to T sooner then ma ybe there
would have been less damage done to my heart. But then
it dawned on me a coup le of years later that it w as proba-
bly onl y a matter of time bef ore I would have had a heart
event. I alr eady had cardiovascular disease. I had ather-
osclerosis in my artery , I pr obably still ha ve it in others.
I w as just unlucky that a piece of p laque broke off and
caused the clot.

I am educated in both of m y conditions and I continue to
read and learn mor e about them. I am v ery much aware of
the risks if I don Õt look after myself. I also know that heart
failur e is link ed with other diseases; diabetes and kidney
disease to name two. I have two chronic diseases, one of
which will get pr ogressively worse. I may die fr om it, but
I can delay this by managing my lif e.

I am aliv e today and I kno w I am lucky to be so. IÕm doing
well these days. I have good days and bad. Some days I
can get fatigued quite easily but mor e often I fill m y days
productiv ely. IÕm asymptomatic and I ha ve a great health-
care team. I see my cardiologist ev ery six months, I ha ve
yearly ICD check-ups and I see my GP regularly. I look
after myself better than I did pr e heart attack.

I tell m y story in the hope that it will help someone else
with the same or similar conditions as me. W hen your lif e
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gets turned upside down y ou have to stand back up again,
and walk on.
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CHAPTER 2.

MY IBD STORY

written by anonymous

I am a tw enty-tw o-year-old student, and I ha ve been liv-
ing with a chr onic health condition called Ulcerativ e Col-
itis f or the past thr ee years. I am delighted to have the
opportunity to shar e my story Ð all the trials and tribu-
lations that come with living with a chr onic condition, as
well as the insights IÕve gained along the way in helping
me to manage my condition and liv e well. If y ou havenÕt
heard of Ulcerativ e Colitis bef ore, I hope that by the end
of r eading my story , you learn something new . And if y ou
or someone you kno w has this condition, I hope m y story
gives you a little encouragement, insight, or just r eminds
you that you are not alone.

Ulcerativ e Colitis is one of tw o types of Inflammatory
Bowel Disease (IBD), with the other being Cr ohnÕs Dis-
ease. It is a lif elong condition that causes inflammation
and ulcers to f orm in the bo wel. Symptoms can include
diarrhoea, abdominal pain, w eight loss and blood in the
stool. You can have periods of good health ( remission), as
well as times when symptoms are more active (relapses
or flar e-ups). There is no cure, but there are ever growing
advances in medication w hich can help manage symp-
toms and keep the condition in r emission for longer .
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I can vividl y remember the day I w as first giv en the
diagnosis of Ulcerativ e Colitis. Sitting in a cold, sterile
clinic r oom. Alone. N ineteen Ð technicall y an adult, but
still v ery much figuring out w ho I w as. Just a couple of
weeks prior I had been in this v ery hospital f or a week-
long stay, with debilitating symptoms that w ere all lead-
ing up to this diagnosis. T oday I w as getting the answers.
Ther e I sat. Still with the same pains, fatigue and w orries,
just slightl y masked out with the medication I had been
given. ÒIt is a type of an inflammatory bo wel diseaseÓ, the
doctor said. ÒChronicÓ .ÒAutoimmuneÓ. Suddenly, I had all
these labels hanging over me. While I had hear d of the
condition bef ore, I didn Õt truly understand w hat it or an y
of these labels meant. I felt a mixtur e of overwhelm, relief,
fear and oddly, validation, all at once. A t least now I knew
it w asnÕt all in my head. There was a name for it, and with
that name came a map Ð maybe not a straight r oad, but at
least a direction. ÒThereÕs no cure, but it can be managed
and you will get back f eeling yourselfÓ, the doctor r eas-
sured. Hope. At last. For so long being in the dark with
this, scared and embarrassed, there was now a pr ospect
of r egaining my health . Even though at this point I could
not imagine it ev er getting better , I held onto that hope.

To understand w here the journey r eally began, I have
to go back a couple of years. The road to getting to this
diagnosis wasnÕt easy or linear. It took a lot of str ength
on my part and a lot of encouragement fr om my famil y
to actuall y go to the doctor and talk about the symptoms
I w as experiencing. Talking about digestiv e health and
bathroom issues is already quite a taboo subject and thatÕs
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amplified w hen you are in the depths of teenage mortifi-
cation years.

I w as in 5th year of secondary school w hen I first
started to notice a coup le of unusual bo wel changes. I
started having to use the toilet mor e frequently. The sense
of urgency and stomach cramps w ere intense and dis-
rupted m y concentration. In class, all I w as focusing on
was the clock, counting do wn the minutes so I could
sprint to the bathr oom. Sometimes, I couldn Õt wait, I
couldn Õt even wait to ask the teacher , I would just ha ve to
get up and leave to avoid the embarrassment of not mak-
ing it on time. W hatÕs wrong with me I thought? P eople
are going to notice and think y ou are just dossing time.
M y diet w as good and I was enjoying school, and w as
doing w ell academically. Then I started to notice blood
when I w ent to the bathr oom. That r eally frightened me.
I also experienced rapid w eight loss, it w as like I took off
my unif orm one F riday evening, then the next M onday
morning, m y school tr ousers were suddenly falling off me
and needed to size down. M y famil y and friends started to
notice then, and teachers were checking in on me to ask
if I w as doing ok. I stubbornl y brushed it off and blamed
it on str ess, or the exercise I was doing.

Those symptoms began to fade after a little w hile, I
started to f eel a little mor e normal and left all of this to
the back of m y mind. I started univ ersity , and was lov-
ing it, making new friends, going out in the city , and
attending (nearly) all my classes. But behind the scenes,
my body w as still suffering. M y menstrual cy cle was dis-
rupted, I w as pale, and incredibly tir ed. I still got terrible
abdominal cramps every so often. But I chose to ignor e
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those signs from my body, constantly telling m yself I just
needed to relax and stop stressing about it, I w as enjoying
my first y ear of univ ersity and didn Õt have time to go
investigating all of this. H owever, then came the summer
after that first y ear of univ ersity . All the symptoms I had
experienced before Ð abdominal cramps, diarrhoea,
urgency, and blood in the stool came back tenf old.
Finall y, I went to the GP, and with encouragement fr om
her, I opened up about the symptoms I had been dealing
with. I w as met with so much kindness, empath y and
understanding. I f elt awful, but opening up ga ve me a tiny
bit of r elief. I w as referred straight to A&E, and subse-
quentl y spent a week in hospital undergoing blood tests,
stool tests and a colonoscopy. Again, I w as pleasantly sur-
prised by how calm and understanding ev eryone was. It
put me at ease, I felt safe and finall y lik e I was taking con-
tr ol of this situation. Those tests ev entuall y led to the hos-
pital calling me back in to giv e me my diagnosis, and I w as
referred to a gastroenterologist.

While it w as a relief to finall y have an official name
for all m y symptoms, it w asnÕt plain sailing fr om ther e,
the time betw een the diagnosis and actually getting to
speak to a consultant gastroenterologist f elt lik e falling
into a v oid as the waiting lists w ere long. The doctor fr om
the hospital had pr escribed steroids, which br ought some
physical relief, but came with their o wn side eff ects Ð
most noticeabl y the dr eaded moon face. Still, I w as grate-
ful f or anything that eased the symptoms, even a little.
CrohnÕs & Colitis Ir eland and even Reddit gave me some
comfort, as they pr ovided accessible information, sup-
port r esources and insights from people with the liv ed
experience. I clung to small things that helped, lik e plain
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food, especially cornflak es, which became an unexpected
lif eline! I t w asnÕt much of a life, living that w ay, but I
reminded m yself it w as temporary. I held onto hope that
once I got to the gastro team, things would shift.
And things ev entuall y did begin to impr ove. Once I got
my appointment with the gastr o team, they started me
on a medication p lan tailor ed specifically to m y pr esen-
tation. They also connected me with an IB D nurse, w ho
I could and can still easil y reach out to if I ha ve any con-
cerns, notice changes, or just need advice about some-
thing r elated to my condition. I t w asnÕt an instant fix, but
over time, w e managed to get the condition into r emis-
sion, with onl y a few minor bumps and tw eaks along the
way. I can now pr oudl y say I manage the condition w ell. I t
wasnÕt just the medical side of things that helped me turn
a corner Ð what made a real diff erence was the emotional
and practical support I built ar ound me. Each part p layed
its own r ole in helping me f eel supported and capable of
managing the condition.

Telling friends w as one of the first steps. I t w as scary
at first Ð I w orried they w ouldn Õt understand or that IÕd
be treated diff erently. I kept it to m yself for a long time,
partl y because I didnÕt really kno w how to talk about
it, and partl y because I feared being misunderstood or
pitied. H owever, I found some excellent r esources on
both the Cr ohnÕs and Colitis Ir eland and UK w ebsites
which gave me guidance on how and w hat to say. Open-
ing up w as a huge relief, everyone responded with kind-
ness and a willingness to help. Just having someone to
acknowledge what I w as going through made a big dif-
ference. Whether it w as checking in after appointments,
being flexible with p lans when I w asnÕt feeling well, or
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just listening without trying to fix it, that quiet support
matter ed.

Getting support in college w as also crucial. Managing
deadlines and workload is har d enough at the best of
times Ð but trying to juggle all of that w hile also dealing
with a new diagnosis, medication side eff ects, fatigue, and
flar e-ups felt nearl y impossible. Registering with the dis-
ability or access services was something I hesitated about
at first as I w orried it might label me or dra w attention
to something I w as still trying to mak e sense of myself.
But in r eality, it w as one of the most empowering steps I
took. Thr ough that support, I w as able to access accom-
modations lik e deadline extensions, flexible attendance,
and the option to sit exams in smaller r ooms with extra
time. I t took pr essure off during flar es or fatigue, and let
me focus on healing without constantl y falling behind.
It also helped to have lecturers who listened and under-
stood if I needed an adjustment.

Staying organised and r esponsible is something that
makes me feel empowered and capable of managing this
condition. I tÕs no longer something I fight against Ñ itÕs
woven into m y everyday lif e. I liv e with it no w, rather
than letting it dictate ev erything. T aking injections ev ery
tw o weeks is just part of m y routine, and I p lan them
carefull y so I can function ar ound them. I k eep track of
my dail y medication, k eep notes on any symptoms, mon-
itor ho w I r espond to diff erent foods or str ess levels, and
make sure I never run lo w on medication or supp lies. I
kno w how to adv ocate for m yself in appointments and
when to r each out to my IBD nurse if something doesn Õt
feel right. Ther eÕs also a lot of practical pr eparation that
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goes into dail y lif e now Ð things lik e carrying pain r elief,
always making sure I kno w w here the nearest bathrooms
are if IÕm going somew here unfamiliar , and bringing extra
clothes just in case. Sometimes it can be tiring or anno y-
ing to ha ve to plan that extra little bit Ð but it giv es me a
sense of agency and I am glad I am being proactive in tak-
ing care of myself.

Reflecting back on m y journey with Ulcerativ e Colitis,
IÕve come to realise that self-care and trul y listening to
your body ar e absolutely vital. I t may sound clichŽ, but it
cannot be overstated, your health r eally is everything. Y ou
might face thousands of challenges in lif e, but when your
health falters, it becomes your sole f ocus Ð your num-
ber one priority . Living with an individualised and in vis-
ible condition lik e Ulcerativ e Colitis means that no tw o
experiences are the same, and what works f or one per-
son might not w ork f or another . This makes tuning into
your o wn bodyÕs signals essential. Learning to recognise
what triggers a flar e or when you need rest has been a
powerful f orm of self -r espect and empowerment f or me.
At times, it can f eel isolating because the symptoms are
invisible to others, and the unpr edictability can be o ver-
whelming. But embracing self -care has helped me reclaim
contr ol and build a lif e where this condition is a part of
my story Ð not the w hole story . Living w ell with Ulcer-
ative Colitis means accepting the ups and do wns, staying
patient with y ourself, and r emembering that y our w ell-
being deserves to come first Ð always.
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CHAPTER 3.

YOUNG ONSET DEMENTIA

written by William (Bill) Yeates

Sydney, Australia
Diagnosed with Y ounger Onset Dementia on 14 A ugust
2019 at the age of 59.

Even though I w as diagnosed with Younger Onset
Dementia in A ugust 2019, this w asnÕt my first encounter
with dementia. Back in 2008, m y mother Ð after 57 y ears
of marriage Ð made the heartbr eaking decision that she
was no longer going to car e for m y father , who was living
with dementia at the time. That single moment tor e our
famil y apart, leaving m y father isolated and alone, as my
brothers and sisters all decided to support m y mother .
M y twin br other , Peter, and I had no other choice but
to become his primary car ers, a role we shared until our
father passed away in 2012. IÕve seen firsthand the devas-
tating impact that dementia cr eates Ð not just on the per-
son living with dementia, but on ev eryone around them.
Not onl y is their grief in w atching someone slowly lose
their grip on the w orld, but it also tears y ou up, kno wing
that ther e is nothing y ou can do to pr event what is occur-
ring.
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A pictur e of my father and me

M aybe it w as because I already knew w hat the r oad ahead
was going to be lik e for me and f or m y famil y, given
the unique challenges that ar e associated with a diagnosis
of Younger Onset Dementia ( maintaining emp loyment,
parenting y oung childr en, being financiall y stable, and
remaining p hysically and socially active). But quite simp ly
after undergoing numer ous tests, I didnÕt cope well with
this diagnosis. As I w as overwhelmed with anger and sad-
ness, I made the decision to withdra w fr om the w orld
around me. I f elt sorry f or m yself, and as my world started
to spiral ar ound me, I had allo wed a ÔdarknessÕ to sur-
round me. I stayed at home, eating and drinking far too
much. I ended up gaining o ver 25 kilograms in just a f ew
months.

Thankfull y, a group of close friends con vinced me to join
them on a trip to J apan for the 2019 R ugby World Cup.
Where I was hesitant at first, I ended up ha ving the time
of my lif e as I behaved lik e I was 21 again. That trip w as
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a turning point f or me. Somewhere between the matches,
the laughter , and the good times that I w as enjoying, I
came to the realisation that lif e is far too short to giv e up
without a fight.

Japan group photo

I often r efer to this moment as m y first transf ormativ e
experience as this is where my journey with dementia
started. I came home fr om Japan with a comp letely new
mindset Ð r eady to face my diagnosis head-on. Even
though ther e is no cure for dementia, I w as determined to
now liv e the best life I could, f or as long as I could. ThatÕs
when I came up with a p hrase that still guides me to this
day: ÒAccept what you canÕt change and change what you
canÓ

M y second transformativ e experience took p lace in Sep-
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tember 2024. W ith the support of H ammond Care, I had
the privilege of participating in the W alking the T alk f or
Dementia Ð a global initiativ e founded by the inspiring
Fernando Aguzzoli -Peres. Where I had read a lot over the
years about the concept of Ôdementia-friendl y communi-
tiesÕ, nothing could ha ve prepared me for w hat it actuall y
felt lik e to be immersed in one.

For the first time, I f ound m yself in a space where my
diagnosis didn Õt matter. It didn Õt limit how others saw
me, or how I w as treated. Every person I met w elcomed
me without hesitation. I w as simply Bill. A person. A f el-
low human being. And that simp le, powerful act of being
tr eated in a normal manner , as an equal, has left a pro-
found mark on me. So much so, w hen I r eturned home,
I f elt compelled to shar e what IÕd experienced. This is
expressed in the learnings that I took a way fr om those
unforgettable days. I posted this document on Link edIn,
not just as a record of m y personal transf ormation, but as
a message to the world about ho w to tr eat people who are
living with dementia.
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M y learnings fr om the 2024 W alking the T alk f or
Dementia

My journe y
The death of m y father has had a huge impact on m y lif e.
Where it has taken time to deal with this loss, it is mor e
about the cir cumstances surrounding his final y ears that
have shaped my lif e and made me the person I am today.
As my fatherÕs primary car ers, Peter and I w ere there for
him every day. On top of that, w e were also his legal rep-
resentatives during a difficult div orce that stretched on
for mor e than tw o years. That experience changed me.
It opened my eyes to just how critical the r ole of a carer
is, and how important it is to be a v oice for people liv-
ing with dementia. I believ e this is where my passion for
advocacy really began.

Firstl y, I became committed to raising a wareness about
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dementia, reducing the stigma that is attached to a diag-
nosis of dementia, and pushing f or appr opriate car e and
support to be made available. Since then, IÕve thrown
myself into this w ork. I r egularly speak at national and
international conf erences, including:

AlzheimerÕs Disease International Global Conf erences
(2022, 2024)
AlzheimerÕs Disease International Asia Pacific Conf er-
ences (2022, 2025)
Hammond CareÕs International Dementia Conf erences
(2022, 2024)
JCCPAÕs International Conf erence on Dementia Inno va-
tion R eadiness (Hong Kong in 2025) The B ig Social Ð
M eeting Centr es Conference (Scotland in 2025)
IÕm also proud to be activ ely in volved in a number of
organisations, including:
Living Experience Associate Consultant (H ammond Care)
AlzheimerÕs Disease International (AD I) Global R eview
Panel
World H ealth Organization Global Dementia Observ a-
tory Kno wledge Exchange
Hammond CareÕs Quality Car e Advisory Boar d (QCAB )
Public In volvement Panel for StepUp for Research
SIESTA Liv ed Experience Advisory Panel (SLEAP)
NSW Trustee and Guardian Advisory Panel
Dementia Alliance International (D AI)
And in July 2025, I w as honoured to accept a position on
the Board of AlzheimerÕs Disease International as a rep-
resentative for people living with dementia.

Secondly, after caring f or m y father , I soon realised after
much r esearch, that w here there is plenty of inf ormation
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about w hat dementia is, ther e is little if an y care and
support pr ograms available that will sho w you how to
manage this condition. So, I decided to cr eate my own
pathway forw ard, which included:

1. Designing m y own holistic, person-centr ed
approach called the Tree of Awakening your Posi-
tivity . Where I follo w all of the advice that w as
given to me by my geriatrician, I ha ve found that
dementia is mor e than just a memory decline as it
also erodes away your concept of self. I t is for that
reason that my tr ee consists of the 4 aspects of self
Ð Body, Mind, H eart and Soul. The leaves of Ôposi-
tivityÕ in my tr ee represent those strategies, inter-
ventions and actions that I mak e use of on a daily
basis. Besides Keeping Activ e, Healthy eating,
Exercise your Brain, Social engagement and Qual-
ity sleep, I have included other leaves such as Set-
ting new goals, Dail y routine, Just keep
swimming, F ace your f ears and Aim for success.
M y tr ee offers a biopsychosocial approach to
rebuilding y our sense of self, which guides me,
and hopefull y others, to liv e a better, more mean-
ingful lif e with dementia.
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2. M aking a series of short films called ÔNavigating
lif e with dementiaÕ. With the support of m y team
these films are designed to show people living
with dementia and their car ers, how it is possible
to still liv e a more enjoyable and meaningful lif e
with dementia.

3. Teaming up with H ammond Care to develop an
App that supports Allied H ealth Professionals and
carers in designing personalised reablement plans
for people living with dementia.

4. Working with M att and Dan to co-design a N eu-
rocognitiv e Training Pr ogram. It started with sim-
ple exercises to improve my balance,
coordination, and r eflexes, and has since grown to
include str ength and flexibility training. W here
this initiall y enabled me to return as a volunteer
surf lif esaver, I have since started to compete in
masters swimming, surf lif esaving and fin-swim-
ming events at a state, national and international
level.
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Photo of M att and me

Photo of me competing in Lif esaving

Each of these projects has one common goal: to show
people living with dementia that y ou can still lead an
enjoyable life, one that has meaning or purpose.
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Thir dly, IÕve always believed that clinical r esearch plays a
vital r ole, not onl y in finding a cur e for this condition but
also in impr oving the liv es of people living with demen-
tia. I tÕs something I speak about often, because I know
firsthand ho w important it is to be part of this journey .
For the past fiv e years, IÕve been involved in a clinical
trial, taking an experimental drug, initiall y as part of a
Phase 1b and then as a Phase 2 study. Where I had high
hopes for this drug, it sadl y didn Õt achieve the results
the researchers had hoped for , and the drug is curr ently
under r eview. Where this is disappointing, I don Õt regret
being part of the clinical trial. If an ything, this experience
has deepened my belief that the journey to finding a cur e
for dementia lies in a Ôcombined appr oachÕ Ð pairing pre-
cision medicines with meaningful lif estyle changes that
keep your body , mind, heart and soul engaged.

And lastl y, one of the most unexpected and r ewarding
parts of this journey has been the peop le IÕve met along
the way. Some of these people, like me, are living with
dementia. Their courage, honesty , and willingness to
share their liv ed experience continues to inspir e me every
day. Others are policy mak ers, clinicians, r esearchers, and
passionate advocates Ð people who have dedicated their
liv es to creating a better, more inclusiv e world f or all of
us who are living with dementia.

Collectiv ely, these are the people who have helped shift
the narrativ e to one of hope. They don Õt just talk about
change, they drive it. Whether itÕs through shaping public
policy , conducting r esearch, delivering compassionate
care, or standing up and speaking out, each in their o wn
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way have contributed to a mo vement that is gr owing
stronger every day. Their support has not onl y helped me
find m y voice but has also shown me that IÕm not alone in
this journey .

Take home message
Ther e is no doubt that a diagnosis of dementia hits har d.
It has a significant impact on y ou and your lo ved ones.
Knowing that dementia is a pr ogressive neurological con-
dition with no cur e can feel overwhelming, even
paralysing at times. But w hat IÕve come to understand is
that w e can choose how w e respond to it. I tÕs easy to feel
lik e giving up, to let f ear or sadness take hold. IÕve learned
that lif e doesnÕt have to end with a diagnosis. In fact, it can
take on a new meaning. You can still liv e a life that is both
enjoyable and has meaning for you if y ou are given access
to appropriate care and support.

One of the most po werful lessons IÕve learned came from
one of my former students, Alison. She gave me a simple
piece of advice during a difficult time, and it has stuck
with me ev er since: ÒJust keep swimming.Ó Those three
words have become my personal mantra. They r emind
me that no matter ho w r ough the w aters get, itÕs impor-
tant to k eep moving f orw ard. To stay strong. To remain
focused. To never give up on lif e, just because things get
tough.
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To all of y ou who have walked alongside me Ð thank you.
Your impact on m y lif e has been profound, and IÕm for-
ever grateful.
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CHAPTER 4.

MY CHRONIC MIGRAINE STORY

written by Seda Yakit-Yesilyurt

M y name is Seda. I am 36 years old, and I moved to
Ir eland just 2 w eeks ago (May 2025). Until r ecently, I
was working as an Assistant Pr ofessor in the Department
of Physiotherapy and Rehabilitation at a univ ersity in
Turk ey. I am married and ha ve a six-year-old daughter .
I w ould describe m yself as an enthusiastic, active person
who loves working and learning.

For as long as I can remember, I have been living with
chronic migraine. Although I cannot pinpoint exactl y
when it started, I suspect it ma y have coincided with the
onset of menstruation. Ther e is also a strong familial con-
nection Ñ m y mother has chr onic migraine as w ell. I have
always experienced more frequent and severe attacks
before my period, particularl y when combined with fac-
tors lik e stress, fatigue, hunger, and sleep deprivation.
Over the years, I have learned that these triggers signif-
icantl y amplify both the fr equency and intensity of m y
migraine attacks. Recently, my diagnosis was updated to
include migraine with aura, w hich adds another layer of
difficulty to m y dail y lif e. Alongside the pain, I fr equently
experience nausea and dizziness. The addition of aura has
been particularl y challenging, making the attacks mor e
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distr essing. While I normall y enjoy traveling, discovering
new places, and learning new thingsÑall of w hich gr eatly
motiv ate meÑ IÕve developed new fears. Traveling and
stepping out of m y dail y routine often trigger not onl y
the headaches but also the dizziness, which has started
to limit m y lif e in w ays I never anticipated. T o manage
this gr owing anxiety and impr ove my coping strategies,
I began psychotherapy about a year ago. This has helped
me start to deal with some of these f ears more effectively.
Emotionall y, this journey has been filled with f ear, frus-
tration, and at times, hopelessness. However, it has also
taught me resilience.

In 2016, w hile living in I stanbul, I experienced a particu-
larl y terrifying episode. After a period of intense f ear and
stress, I suffered a severe migraine attack, w hich r esulted
in a transient ischemic attack. I w as left with facial and
tongue paraesthesia for months and w as placed on anti-
coagulants and Neurontin f or six months. S ince that
event, estrogen-based oral contraceptiv es have been
strictl y contraindicated f or me.

This condition has had a pr ofoundl y negative impact on
my quality of lif e. In my pr ofessional life, it has been par-
ticularl y difficult w hen attacks strik e before I have to go
to w ork. A t times, IÕve had to attend w ork with visible
swelling ar ound m y face and eyes due to the pain. The
constant ÔWhatÕs wrong?Õ from colleagues during these
moments becomes overwhelming and adds to a deep
sense of vulnerability . I used to perceive this vulnerability
as a weakness, but over time, IÕve learned that being open
about my struggles builds deeper empathy and trust in
both personal and pr ofessional relationships.
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As an academic, presenting at scientific conf erences and
sharing my work brings me gr eat joy and motiv ation.
However, the stress, excitement, and tra vel associated
with conf erences almost always trigger a severe attack,
which gr eatly diminishes the experience. W hile I used to
experience tw o attacks per month that w ere manageable
with one or tw o doses of painkillers, the last thr ee years
have been particularl y difficult. The attacks ha ve become
mor e frequent, longer-lasting, and incr easingly resistant
to painkillers. Extr eme temperatur esÑwhether intense
heat and sunlight or cold windsÑar e also major triggers.
Another significant en vir onmental trigger is the smell of
cigarettes or body odor . If someone smokes nearby or
I am in close contact with someone w ho has recently
smoked, I almost always develop a migraine afterw ard.
This has made me very selective about the places I go, pri-
oritizing smok e-fr ee envir onments to r educe the risk of
an attack. Yet, each of these experiences has taught me the
importance of self -advocacyÑcommunicating m y needs,
asking for support, and kno wing w hen to say no.

My w ay of coping
In the past months, IÕve started seeking new ways to cope.
I consulted with a neur ologist specialized in headaches
at a headache clinic. After a thor ough history taking and
evaluation, a tr eatment plan was developed. According
to this p lan, I w as to begin migraine Boto x and nerv e
block tr eatment in 3- month interv als. The first cy cle of
tr eatment started in M ay, which included one session
of migraine Boto x and nerv e block, follo wed by dry
needling to m y head and neck areas at one-week inter-
vals. I was given an appointment f or the second cycle
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in A ugust. I also continue to tak e a half dose of propra-
nolol r egularly every morning and ev ening. I have also
intr oduced daily meditation and w alking into m y routine.
I incr eased my water intak e and started drinking one
cup of coff ee each day for its caff eine effect. Generally, I
am very mindful of m y diet Ñ I a void sugary and pack-
aged foods, and I never consume alcohol, especially wine,
which is a kno wn trigger f or me. To better understand
how f ood influences m y migraines, I k ept a one-week
diary tracking m y meals and pain levels. This allowed me
to identify specific dietary triggers, such as spicy f oods,
sugar, fried, and fatty items. As a r esult, IÕve almost
entir ely eliminated these irritants fr om my diet. Thr ough
all of this, IÕve learned to listen to m y body mor e carefull y
and to be pr oactive rather than r eactive when it comes
to m y health. N owadays, I eat small, frequent meals to
avoid long periods of hunger . I try m y best to maintain
a structur ed lif estyle and ensure a regular sleep pattern.
Still, lif e doesnÕt always allow perf ect consistency. When
an attack does start, I f ollo w m y doctorÕs advice and try
to interv ene early with the appr opriate painkiller , hoping
to pr event its escalation. Since stress management plays a
significant r ole in coping with pain, I ha ve also been con-
tinuing with monthl y psychotherapy sessions. Over time,
IÕve also developed a deeper sense of compassionÑnot
only for m yself but f or others living with in visible ill-
nesses.

To summarise
Living with migraine is lik e living with an unpr edictable
shadow. Some days are manageable, while others f eel like
I am trapped inside m y own body . But I continue to adapt,
explor e new tr eatments, and push forw ard for m yself, my

36



work, and m y famil y. If y ou are just beginning this jour-
ney, please know that y ou are not alone. You may not
be able to contr ol every aspect of this condition, but y ou
can learn to manage it and still liv e a meaningful, ful-
filling lif e. Be kind to y ourself. Seek help when needed.
And never under estimate your ability to adapt, gr ow, and
thriv e. Despite everything, being able to manage the con-
dition thr ough various coping strategies and still dedicate
quality time to w ork, home, and m y social cir cle is incr ed-
ibl y valuable to me.

Thank y ou for r eading my story.
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CHAPTER 5.

FROM COLLAPSETO COURAGE: LEARNING
TO LIVE AGAIN

written by Catriona Hegarty

Before my illness, lif e was full, fast and fueled by stress.
I w ork ed as an Accommodation M anager in a busy Gal-
way hotel Ñ constantl y moving, constantl y solving pr ob-
lems, constantly on the go. Since 2019, I had also been
travelling up and do wn to Donegal ev ery w eek to care
for m y elderl y mother , Ina, and her companion, Thomas.
Between managing a hotel and supporting m y famil y, I
liv ed in permanent motion. Ther e was no pause button.

When Covid came, the worry intensified. I w asnÕt allowed
to tra vel to M ammy, and when restrictions eased, I
resumed the weekly trips w hile still w orking full -time. I t
was exhausting, but I never begrudged it. The time I had
with her during those y ears is now one of m y greatest
blessings.

Lif e carried on at that frantic pace until a Satur day in
September 2022. I was rushing to catch the bus to Done-
gal after leaving w ork earl y. Running, str essed, and still
a smoker, I suddenly felt a sharp tearing sensation high
in m y chest Ñ lik e something had ripped inside me. I
stopped, startled, but instead of seeking help, I po wered
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on. I caught the bus, went home, said nothing. I pushed
thr ough the days that follo wed, ignoring the light -head-
edness, ignoring the warning.

A week later, on 11 September 2022, everything changed.
I came home fr om w ork f eeling drained and un well, went
to bed early Ñ and suddenl y, my breathing collapsed. I
couldn Õt get air. Panic surged thr ough me. I paced my
apartment, w ent outside bar efoot into the night, opened
doors and windo ws, tried to stay calm Ñ but nothing
helped. After an hour , I phoned an ambulance.

The paramedics arriv ed and gave me a spray under m y
tongue. M y breathing steadied and I tried to talk them
out of bringing me in. Thank God they didn Õt listen. I was
taken into A&E that night w earing a hoodie, nightie and
slippers, carrying onl y my phone Ñ not kno wing that m y
lif e was hanging by a thread.

After being w heeled into a cubicle, the f ear briefl y eased.
I even remember laughing with a girl in the next ba y who
had accidentally taken magic mushrooms while camping.
It w as the last moment of normality I w ould have for a
very long time. I la y back down, closed my eyes Ñ and m y
world w ent dark.

I had suff ered an aortic dissection. I slipped into a coma.
I w ould spend eight w eeks in ICU, and seven months in
hospital in total.

Eight w eeks in I CU Ñ T r auma, Survi val and the
Longest Sil ence
Waking fr om the coma w as like surfacing thr ough thick
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fog. I didn Õt understand where I was, what had happened,
or ho w much time had passed. M y body w as full of tubes.
M achines breathed for me, fed me, monitor ed me. I could
not mo ve. I could not speak as I had been given a tra-
cheotomy . Trauma liv ed in my body before my mind
even had the story.
I w as terrified, trapped in a body I no longer understood.
Each day was a battle Ñ not dramatic, her oic battle, but
the slow endurance of simp ly staying aliv e. I had to
relearn basic things: breathing independentl y, sitting
upright, sw allowing, f orming w ords. The ICU team
became my pr otectors, my witnesses, my cheerleaders.
They celebrated every tin y milestone as if it w ere a
marathon run.

Eight w eeks is a long time to lie suspended betw een
who you were and who you might become.

M erlin P ark Str oke Unit Ñ Learning to W alk, Learning
to Fight
When I w as transferred to M erlin P ark, I believ ed the
worst w as behind me Ñ but in man y ways, the real work
was only beginning.
I had to learn to stand, then to balance, then to w alk
again. My legs felt f oreign, heavy, and untrustw orth y. The
physios lifted me, steadied me, and pushed me (gently,
but r elentlessly). I cried. I shook. I tried. I tried again.
And slowly Ñ one terrified step, one hall way, one frame-
assisted shuffle at a time Ñ I f ought my way back.
M erlin P ark w as humbling. I had gone fr om an indepen-
dent w oman w ho managed a hotel and a household, to
someone who needed help to w ash, dress, or get out of a
chair . But it w as also where I rediscovered grit. Determi-
nation became my oxygen.

40



Seven months in hospital taught me patience, surr en-
der, humour , and endurance. It also taught me that heal-
ing is not just p hysical Ñ it is emotional, spiritual, and
deeply personal.

Coming H ome Ñ Ov erw helm, A djustment, and the
Slow Rebuil ding of a Lif e
Home was the goal I had clung to Ñ but coming home
was not the finish line. I t was another beginning.
I w as overwhelmed by fatigue, by fear, by the unfamiliar-
ity of m y own body . I could no longer liv e at the frantic
pace I once accepted as normal. I had to learn how to r est.
How to ask f or help. H ow to na vigate a world that hadn Õt
changed, even though I had.

Ther e were tears, steps backwards, days of doubt Ñ but
I w as home, and I was alive. That became my anchor.

Adapting to Lif e Now Ñ S upport, P ace and a New W ay
of Being
Lif e looks diff erent now. Slower. Softer. More inten-
tional.
I r ely on support Ñ fr om famil y, from friends, fr om
health pr ofessionals, and from a mindset that prioritises
balance over burnout. I no longer measur e my worth b y
productivity . I pr otect my energy. I choose peace. I say no.

Finding M eaning Ñ Gr atitude, P erspecti ve and Li v-
ing W ell W ith a Chr oni c Conditi on
M y illness took much, but it also ga ve me clarity . The time
I had with m y mum bef ore she passed is now even mor e
precious to me. I have learned to savour simp le things Ñ
a walk outside, a meal with someone I lo ve, fresh air, rest,
laughter .
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Resilience is not toughness. It is tenderness. It is choosing
hope, again and again.

To anyone living with a chr onic condition, I sa y this: your
story is not o ver. You are allowed to r est. You are allowed
to fall apart and r ebuild. Celebrate your small victories.
Honour y our body . And hold on to the possibility that
lif e Ñ even changed, even limited Ñ can still be fabulous,
connected, and deeply beautifull y liv ed.
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CHAPTER 6.

IT'S MY LIFE!

written by Noirin Duggan

In 2002, I w as an 18-year-old girl doing m y degree at
Pembroke Beauty College in Limerick. Doing w ell ther e,
although I w as missing home.
On the 30th September , I became unwell in class and felt
faint (I had a history of fainting).
I called my mum and came home that evening. The fol-
lowing day I visited m y G.P. and was prescribed a well-
kno wn over the counter drug f or Gastr oenteritis. I had
N O physical symptoms of this illness.
I r eturned to college the f ollo wing Sunday 6th October .
Then, I w alked to the College in Limerick C ity on
7th October . I was doing a Monday morning exam, w hen
seemingly I slid to the floor and w as unresponsive. I was
having cardiac arrest. Only tw o girls in m y class group
were able to do CPR on me. I actually wouldn Õt be here,
but I am because they were doing CPR on me for 19 1/2
minutes until the ambulance arriv ed. And even then,
when I got into the ambulance and the ambulance had
me stable enough to move to the hospital. I flatlined
thr ee times on the way to the hospital.
M y boyfriend ( my now husband) was sitting in a dentist
chair 40 miles awayÉ. M y dad was visiting my brother
in Boston. I t was my dadÕs first visit to Boston, so w as
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eagerly look ed forw ard to. M y mum and my tw o sisters
were on their ownÉ I t was traumatic for them, w hen
they were advised to get my Dad and brother home.
We still havenÕt found any reason, only that the drug pr e-
scribed for me may have prolonged the QT Interv al and
thatÕs possibly caused the arrest. I presented on the ECG
with Q T syndr ome in the ambulance on the 7th October .
This is the onl y time I pr esented with Prolonged QT
fr om then until no w IÕve had numerous of ECGs and
24-hour monitors. The pr olongation has never been
detected since. Before leaving the hospital, I had an I CD
device inserted, and I was given beta-blockers. This I was
told w as a ÔBelt & Braces approachÕ to keep me safe. Fol-
lowing discharge fr om the hospital I had on-going health
checks and regular hospital visits, the advent of r emote
monitoring of m y ICD made lif e a lot easier and the trips
to Cork less fr equent.
Ther e was no known history of S udden Adult Death in
our famil y. But there is a strong history of fainting. I w as
I once described by a G.P. as Òone of lif eÕs little faintersÓ
Because of my history of fainting and headaches, I w as
diagnosed with Epilepsy but since I w as told by a Car-
diac Professor that this possibly was a mis-diagnosis and
if the electrics of m y heart were checked instead of
electrics of my brain it might ha ve been caught sooner
rather than later .

My lif e now
IÕm now 22 years on since I had the Cardiac Arr est. I
have learned to live with it, I send r egular (every 3
months) readings to the hospital. The battery lif e of my
ICD no w is approximatel y 7-10 years. I take life a day at
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the time. I try to eat health y and get exercise in the fr esh
air as much as I can. IÕm now awaiting m y fourth
imp lant. The cardiac teams where I will be getting m y
device changed this time havenÕt actually seen someone
come in for a fourth bo x change for an ICD pacemaker. I
am the first of their patients to r eceive a fourth bo x
change.
After the incident, w hen I was 18, I went thr ough my
wardrobe. I got rid of an ything that w ould discourage
me or was a little bit r evealing of my ICD scars. I was an
18-year-old going out. I w ould have had clothes like the
shoulder off or an ything and I stuck them at the bin
straight away. But then, for diff erent celebrations over
the years with friends, I just didn Õt go. A few nights I did
go out, I danced too close to the speakers, and my ICD
went off. They w ere not appropriate shocks but they
were caused by the vibrations of the speak ers. I had to
learn diff erent ways of doing things and once I did, I
would be fine. I had to put a wise old head on young
shoulders.
ItÕs important to f ollo w advice of M edical team.
It is important to sa y that I have three children now and
each of the childr en has to undergo annual cardiac
screening in Crumlin. They could ha ve a 50% chance of
having the condition I ha ve.
In terms of managing m y lif e after the event, my strategy
is that I don Õt plan. ItÕs not because I donÕt expect to be
here or anything lik e that. I donÕt plan just because I
donÕt plan. ThatÕs a good thing because I never let myself
get too work ed up over anything. So, I keep my heart
contr olled. I t doesnÕt go too quick or it doesnÕt go too
slow. This helps to keep my heart rate regular.
I initiall y, in conjunction with the Irish H eart Founda-
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tion, gave talks to secondary school students telling m y
story to mak e them aware of the importance of b y
stander CPR training. IÕm delighted to say I w as I was on
the first committee with the Irish H eart Foundation f or
bringing CP R to schools. As of 2025, most schools across
Ir eland have the CPR4Schools programme.
I went back to college in 2022 to do a degree in business,
so I have an honors degree in business enterprise. I was
really delighted because although when I had the arrest, I
still w ent back and did my beauty course in 2004, but I
couldn Õt go near the machines. I went back and I quali-
fied just to actuall y say, well, I can do this. I donÕt know if
it w as mid-lif e crisis or less, but I went back and got a
full degr ee. I went to the graduation with all the famil y
and that was lovely.
I am just grateful f or how great my famil y has been to
me. I suppose I appreciate simple things in lif e can be
very important. M y friends as well have been great
because my best friends are the friends I w ent to school
with. They knew me bef ore the cardiac arrest and they
kno w me now. One of my friends actuall y said to me the
other day, she said, Lord, I donÕt think the cardiac arrest
is that much to y ou. You were scatty before and youÕre
still scatty .
Ther e is a lot of positiv e to come in this journey , my
mum just w as brilliant to adv ocate for me in mor e ways
than one.
After I married m y then boyfriend in 2011, w e went on
to have three healthy beautiful childr en.

I tÕs my lif e!
I have a funny story about a time m y ICD w ent off. This
was the time I was standing next to the speakers and Bon
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Jovi Ð ItÕs my lif e started playing. Of course, I started
dancing lik e crazy! The ICD w ent off and it f elt lik e a
phone vibrating in m y chest. I was told it w as going to be
lik e a kick of a horse in your chest. I just held my chest.
And I w as like, this isnÕt going to rule me. But what I
didn Õt know w as each shot gets stronger and stronger.
So, the first time it shock ed me, I was obviousl y dancing.
The second time it shocked me, I sat down and then m y
friends got me w ater and sat with me and I bounced back
up again and started dancing and I was like, ÒItÕs my lif e!Ó.
ItÕs a long song. The ICD shocked me a third time. I t
actually stays shocking until the heart rate goes back
downÉ After that, m y husband, back then my boyfriend,
came over and collected me. I lay down in a quiet ar ea
and just waited for my pulse to come back down. Every
time that song comes on, I still r emember what hap-
penedÉ T ook me a few years to smile but now I do!!

This is the end of Book 1.
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ENDING NOTE

We hope you enjoyed these stories and have been inspired
by the bravery and positiv e human spirit demonstrated
by all the authors.

We welcome mor e contributions to wards Scealta
Sl‡inte II. If y ou would lik e to share your account of living
well with a long term condition, p lease get in touch with
Duygu or Deir dre at the follo wing email addr esses:

duygu.sezgin@universityofgalway.ie
deirdre.fitzgerald@univ ersityofgalway.ie
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