What would you
do for more time
with a loved one
facing declining
cognition?

PENNY TIMMS

SENIOR HEALTH REPORTER

N someone
koses a loved
one it's com-
muon to wish for
just one more

day together. So, what if there

were a lottery vou could buy into
and if you won you might get a lit-

tle more time. Would you buy a

ticket?

It's the question facing some
Alzheimer's patients and their
families after approval of two con-
troversial therapies designed to
slow the disease.

Donanemab and  lecanemal
are monodonal antibody treat-
ments that clear amyloid plague
from the brain, potentially slowing
ly-stage Alzheimer's disease.

Lecanernab is the latest drug to
be approved and is a slightly diff
ent medication, with growing evi-
dence  “maintenance  therapy”
may be required. In August the US
drug regulator, the Food and Drug
Administration, approved a sub-
cutaneous delivery so those main-
tenance doses can be done at
home.

The drugs are suitable only for
some peaple with mild symptoms
who meet specific health and gen-
etic profiles. The drugs don't cure
or reverse the disease and they
«carry the risk of serious side effects
including  brain  swelling  and
hileeding.

They're also costly and avail-
ahle only on private pres iom,
with additional expenses for scans,
appointments and dosing days re-
quired. One doctor estimates a full
schedule of donanemab costs
Jhuut $125.004) and that's for the

and even regulators
have raised concerns that the ben-
efits don't justify the risks and ex-
pense. Supporters disagree, saying
it raises questions of health equali-
ty, and argue the drugs are the first
new Alzheimer’s therapies in dec-
Ifit works, vou may get a few
more precious months -~ studies
suggest about five - before the in-
evitable decline Would you buy a
ticket in thatlotto?

Meet Tracey Smith and
her hushand, Ga
Tracey Smith reclines in a tur-
quoise armchair at Robina Private
Hospital on Cueensland’s Gold
Coast. A drip feeds her monthly
donanemab infusion into her right
arm while a blood pressure cuff
hugs her left one. Monitors beep
with information about her vital
signs and nurses hover closely,
noting thern all down.

‘Ome nurse explains the first 15
minutes of each dosing sessi
the most intense becaus
tient experiences certain effects
from the infusion, they're most
likely to do =0 in those first few
minutes

Then everyone settles in.

The love of Tracey's life, hus-
hand Gavin Smith, sits in a nearby
recliner and they're chatting hap-
pily with another patient, Raewyn
Jones, whe is accompanied by her
son, Harrison Jones

It's a hot summer's
‘Gavin is sipping on a cool ginger
beer that cne of the nurses has
brought for him  Tracer
Raewyn joke that the nurs
a soft spot for him and it means he
gets all the perks He doesn't dis-
agree, nor do the nurses

It's the type of gentle humour
that helps to lighten the mood in
what is usually the recovery room
of the hospital's day surgery. But
once a month it becomes a don-
anemab dosing room.

Tracey and Raewyn are the

spital’s first patients since the
approval in 2035, though
five more people are signed up to
start treatmeent in 2026.

“I'm happy to go along and
hope that something mm@, to
come of it” Tracey i
doesn'twork, it doesn'twork Butif
' still around, it'll be really good
if someone would be able to get rid
ofit”™

It's ashared hope for a miracle

“Maybe something new will
come along and we mu,ht get an
extra few 5, /
might be lucky muu;,h if there's a
reversal or atreatment.

Tracey, now 6l, began treat-
ment three months ago. How
many sessions she needs depends
on plaque removal and how she
tolerates the drug

She was diagnosed in 2033,
though her symptoms of memory
issues began in 2020 but were was
first put down to menopause.

“5o 1 started taking medication
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for menopause but it wasn't hav-
ing any impact,” Traceysays Then
came visual disturbance:

“I was a paralegal, and there
were just always these little, what
do you call it? There were little
funny things on the screen and 1
thought “Well, this isn't right * 5o 1
went back to my doctor and she
ran some more tests and it showed
that part of my brain had shrunk
and my doctor sakd [ needed to go
to a spedalist. Anyway, it wasn't
mencpau:

The first specialist Tracey went
to delivered the diagnosis ab-
ruptly.

“It was horrible,” Gavin recalls
as the emotion shows on his face.
“He just seemed very rude and
didn't really look atus and then he
just blurted out while talking
about all the test results ‘'Oh and
you have Alzheimer's’ and that
was all he said about it. There
wasn't really anything about what
todo next. Itwas horrible

“We were silent for the entire
carride home Except forwhen we
cried”

The couple met on a blind date
39 years ago. They raised two boys
in Brishane before moving to
Kingscliff in northern NSW a few
years ago for a better quality of life

Tr: 5 in the early stages of
Alzheimer's and sumetimes needs
a bit of extra time to find the word
she is looking for and will ask her
husband for some help with
prompts or toe answer for her at

‘I'm doing this for
my family. My
family wante

They wanted more
time with me. I did
it for my family.
I'm doing it for my
family and hoping
that I will get that
time. [ just want
time’

TRACEY SMITH
an

times. But she leads an active life-
style, going on regular walks,
swimming, attending  weskly
dance classes, and she has a tight
groupoffriends who love to social-
ise.

“There are two particular peo-
ple there who Tracey confided in a
fewmonths age,” G says.

“She was reluctant to tell any-
one ahout her diagnosis and it
eventook a bit of coaxing to do this
interview - she’s not told a lot of
people - but these two lovely peo-
e are wonderful. They've really
taken her under their arms since
they found out about her diag-
nosis. Though [ think we would
have been good friends anyway,
they do alot together.

After the distressing first
specialist appointment, Tracey
found a new doctor and at Robina
Private Hospital is under the care
of  psvcho-geriatrician  Penny
King, whom the Smiths adore and
speak about in glowing terms
King comes across as warm and
sensible and is the one who drew
their attention to donanemab,
suggesting Tracey could be a suit-
able candidate if they had interest

“1was worried about the symp-
toms like bleeding on the brain,
that was really on my mind.” Tra-
cey says hefore becoming emo-
tional while explaining what made
her decide to try it

“I'm doing this for my family,”
shecries softly family wanted
it. They wanted more time with

me. I did it for my family. T'm doing
it for my family and hoping that 1
will get that time. [ just want time ™

Her husband moves closer to
hold her hand and offers a tissue.
Afterapause, hesoftly agrees ashe
looks at his wife: “We just want
muore time, maore quali 3

"It became more of a family de-
cision to try it, really. Tracey’s two

isters and our two boys were the

first to know about her diagnosis
and the therapy. So we met and
discussed it with them.

“1 had my mtention which was
a clear Yes, | want a better quality
of life for aslong as we can possibly
get it Her two sisters were ada-
mant “You've got to do this; fight,
fight, fight, fight.” And the two boys
said: "Whatever Mum wants, we
want " So it basically became a six-
person decision.

After they decided to proceed,
the manufacturer said it would do-
nate the drug because she was an
early patient. As a result, the cou-
ple is covering the assodated
medical costs

“Regardless of the expense, we
would have moved forward with
it,” Gavin says. “We were already
making to try and

he was diagnosed with early
Alzheimer'sm 2025.
I'm fully aware of my prog-
. shesa domn't talk about
it much [ just try to focus on now
and being h.zpp_\
Her diagnosis came after a year
of searching for answers that was

made worse by long waiting times
for specialists. When her diagnosis
arrived,

, she did not find it overly
sing though it was still con-

official now’
But that's kind of good because we
know where we are and what to do
fromnow on,” she says.

Her symptoms began with
small lapses in memory. Running
her own busimess, she'd always
been meticulous with  details
Then she started making mistakes
and completing tasks teok longer.
she mislaid her phone constantly,
and forgot how to spell names. “It
was mild at first but 1 knew it
'tnormal.”

.\nd eats

‘|hn fit and active

forgetting a word asshe speaks.
P.J[I\.nl\ trpuallv have their
do: increased

make it available So, we're just
very thankful That's a little bit of a
burden taken away.”

Meet Raewyn Jones and
herson, Harrison

Nearby sits 67-year-old Raewyn
Janes with son Hamison at her

each session, but R.h_wvn shasnot
been yet haumm khL experienced
side effec

ond infusion was cancelled. The
inflammation has now gone, so
I'm doing my second infusion, but

Brain welhm,.znd bleeding are
side effects, with swelling
affecting about a quarter of pa-
tients who received the drug as
part of the clinical trial. The find-
ings of the trial, which involved
1736 people, were published in
2023 They showed three deaths
were recorded in the donanemab
group and were considered to be
treatment-related. There was one
death in the placebo group.

Theu‘ are risks and they're
scary,” Raewyn says “Dr Penny
went through evervthing clearly,
though We discussed it as a fam-
ily. Life is full of risks. [ decided this
one was worth trying If I can get
e tine with oy ily, that will
be a good outcome

Harrison Jones and his three
sisters are adapting to their mum’s
diagnosis and providing support
where they can

“It's a hard pill to swallow,” he
o one wants that word at-
tached to a loved one, but vou deal
with the cards youre dealt Life
hasn’t changed muc]
tothe gym, gets coffee with friends,
stays active We're in tlh. bad-

imakinglife ali

I have follow- up CT scans
after each treatment,” she says
“After my first infusion, my scan
showed a very small amount of
(brain) nflammation. so my sec-

gl

5till, Raewyn Jones gets an-
noyed at herself 1 just get frus-
trated when I can't remember
things,” she says “The kids are fine
with it, but it makes me frustrated

Tracey and Gavin Smith,
main picture, and Raewyn
amd Harrison Jones, below
left, at Robina Private
Haspital on the Queensland
Gold Coast where Tracey
and Raewyn are being
treated by Dr Penny King,
below right, to try to slow
the progression of
Alzheimer’s disease

And I can't read like I used to. [
have to be feeling really good and
now 1 try to read out aloud, so [
sound like a four year old! But at
leastit challenges my brain ahit.

"I do a lot of work at the gym,
especially balancing work, and [
walk out of the gym and I feel
great. 1 don’t know if it helps, but it
helps how [ feel.”

Alzheimer's in numbers
Both women personify a growing
Demen
lia's It.zdln;. cause of death, with
Alzheimer's the most common
form of it National stati
that in 2024, about 425,
tralians were living with dementia.
Rates rise sharply with age and
women are disproportionately af-
fected Wi |th.1n.1p.|mp\mul.ztmn
more than a million Australians
are projected to be living with de-
rmentia by 20465

King has specialised i
obder age psychiatry for 25 years
and established Robina Private
Huospital's memory clinic 15 years
ago. “Our drug therapies are part
of a whole suite of what's on offer
for our patients that attend our

F

e tailor what we do from
that initial appointment in terms
of what the memory disorder may
be due to. They may be more suit-
.ﬂ?l; for program management,
isk factor management, minimis-
ing comorbid medical conditions,
or they may be more in need of so-
pport. And then there is that
nidow for people with mild cog-
nitive impairment, or mild Alzhei-
mer's dementia, where we may
discuss anti-amyloid therapy.”

She likens the hunt for new
therapies for dementia to the evol-
ution of mewer cancer treatments
and imagines a future with even
rmore aptions, beyond just target-
ing amyloid.

“Amyleid is not the only pro-
tein thats a part of Alzheimers
disease. However, it is a very stud-
ied protein, and so we know maore
ﬂx:utamv!uld as opposed to other
proteins.”

Not all patients are suitable for
the treatments either. Those with
icant cardic or cerebrovascu-
s have an elevated chance
of brain swelling and bleeding and
those who carry two copies of the
AFOE4 gene are banned from
taking it because of an increased
risk of severe side effects

King says part of her job in-
chudes tempering expectations

“People are initially excited by
the ngm(rrtunl to have a disease
muodifying agent. Then you start to
unravel the safety assessments be-
hindit,” Kin

“You do have m bring the per-
son down to the reality of where
thee treatment sits to make sure the
patients are aware that it isnt a
cure and it isn't a cognitive en-
hancing or improving medication;
it slows the rate of decline of de-
mentia”

The medications work to clear
thebrain of amyloid and King says
they appear to be effective at doing
that for some suitable patients
studied “That doesn't equate to an
improvemnent in cognition, but it
equates to about a 40 per cent
chance of slowing the rate of de-
cline”

Asmentioned, the medications
are expensive, though costs can
vary because treatment times can
fluctuate anywhere between six
and 18 months depending on the
patient

“If we just think about the cost
of the medication for donanemah,
'adm.lm, schedule that es-
months”
says. “The first six months
equates to about an investment of
$2L000 for the medication
the next six menths is
000 and then for the re-
maining it's a further $52 000"

The cost of scans and medi-

cation delivery are additional.
s question its value
given its costs and modest gains.
But, given clinical studies monitor
patients for only a certain amaount
of time, King follow up re-
search is desperately needed to
and if the benefits ETowW
s time. 1t appears in some
follow-up studies that the
rate of slowing decline mij)l im-
prove as time goes by 5
“We need follow-up l:tud
to understand what impact that
might have because it's a leading
causeof death”

While interest is growing, King

I

tiunL pmplr: are considering this.
They're not jumping at the oppor-

tunity to receive this trnent;
they're appropriately cautious - as
weare”

Would you buy a ticket in that
lotto?



