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The researcher | was

Like many young researchers in developing countries, | experienced
unemployment, disappointment and wondered whether there would
ever be a place for me in academia.

Long before this PhD, | was already visiting dementia clinics, hospitals
and rural communities. Those experiences quietly shaped the
{esearcher | would become.

/Istarted my PhD after years of trying to build an academic career in Iran.\

/

What dementia research in Iran taught me

In rural communities, | often met older women who had never had
the opportunity to go to school. Their MMSE scores could be below
10, suggesting severe cognitive impairment, ‘,f;‘.f St Y
Yet one woman could subtract seven from = ' A
one hundred faster than | could. She had g
spent her life selling handmade fabrics
and keeping her own accounts, skills she
was proud of.

At the same time, in the city's most specialised dementia clinics, |
met former professors and academics whose MMSE scores
remained surprisingly high despite obvious difficulties in everyday
life.

Those experiences taught me that cognitive tests tell only part of the
story.

Then | moved to Australia and the UK for my PhD

Gought | had seen it all before moving to a developed country. \

Then life reminded me that grief does not become simpler with better
systems or more resources. While | was building a new life abroad,
war reached my hometown. At the same time, | was learning from
people living with dementia every day.

| do not believe dementia is the tragedy.

| believe the world around it often is.

The quiet miracle of working with people living with dementia is that
they may forget details essential to everyday life, but they do not
forget generosity, pride or kindness. They continue to care for others.

{hey continue to help a student find her way.

/

Dementia is complex. Life is complex. Research must be human enough to hold both.

This gentleman warmly invited us into his room
and we spoke over coffee. In the cognitive
assessment that the we conducted, he
performed poorly.

However, we were impressed when he started a
very engaging and warm conversation about his
lived experience. His honest reflection and
open communication enlightened us with his
first-hand story.

Later during the research progress, we had
learned that he has passed away. But his
story stayed with us.

The daughter | was

/Iwas 16 when my mum told me dad had dementia, | had no idea \
what that meant. After a google search, | went on with my day thinking
“my dad isn't that sick”.

As the months went by, | began to see what dementia actually did look
like. The comedic relief of the dinner parties began to retreat after too

many jokes didn't land like they once did, and the pauses to find the

Qvords grew longer. /

What withessing dementia taught me

ﬁe finally had to stop practicing
chiropractic, the profession he had been

thriving in since he was 18. Seeing the man
who raised me begin to change showed me
what the next few years were going to look
like.

He used to practice under the saying “pain doesn't take a holiday, why
should I?”. As he transitioned into aged care, he forgot many things but
never forgot how to help others. During the peak of his delusions, he
would wander the halls and ask other residents where they felt pain,
offer to give them assistance or even give lectures of chiropractic care

(

\share priceless moments shaped me as a person and a researcher. )

And it reminded each one of us of a time when

Marlee

"Person hood is always there to be found" «iwoo

to anyone who would listen.
Not even a disease as cruel as Lewy body dementia could take this /
\

w)m him.

Carer to researcher

fought urges to correct him when he was wrong, remind him where he
was and diminish his reality. While | was sometimes unsuccessful, |
became more patient and started meeting him where he was in his reality
not bringing him to mine. The precious opportunities to connect and

The researcher |l am

my first time stepping back into an aged care home was just under 2 \
years after he passed away. This time it was not as a daughter of a
resident. As confronting as it was there was strange sense of calm | felt
being somewhere so familiar. | found connecting with other residents
and following their lead was as emotional as it was fulfilling. | would
not be half the researcher | am now if it weren't for going through it with
someone who | had known and loved all my life. Seeing my dad as the
person he was not the disease he had is something | vow to do for

@ery individual | meet. /
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