National University
Hospital

Removed both kidneys at 10 months old

Received
mums
kidney at

age 5

Primary 2 pupil
Hannah Phoa was
born with a rare
disorder, but gets a
new lease of life with
organ transplant

Venessa Lee

She endured dialysis for up to 14
hours a day and had to be tube-fed.
Dialysis is a treatment to remove
waste products and excess fluid
from the blood when the kidneys
malfunction,
soon as she could, her mother
donated one of her kidneys to Han-
nahin fanitary 2021, when the child
was five.
Ms Leong Wel Yee, 39, says:
o w automatic _decision.
ould give Hannah a bester quality

“It

Senior Correspondent

Seven-year-old Hannah Phoa was
‘put ondialysis when she was just 10
days old.

A tare disorder detected shordly
afrer she was born signalled
imminence of kidney failure.

Her rwo kidneys were removed
when she was 10 months old. For
the first five years or so of her life,
‘her body could net produce urine,

ol'l!fe Like other il
situations, it's a privilege to give my
Kidney o her, nat s6 much a sacri-
fice”

The public health researcher
adds; “A transplant had always
been the goal. It was just a matter
of when — she needed to gain
enough weight for the surgery™

In fact, both Ms Leong and her
husband, teacher Desmond Phoa,
40, were found to be suirable kid-

ney donors for their eldest child.

To decide wi ould donate a
kidney to Hannah, the couple —
who have a four-year-old son and
another daughter aged three —
weighed considerations such as
how much recovery time was
needed after the transplant

Ms Leong's work would be less
affected, as she was working part-
time

She was glad chat Hannah did not
have w wait nine years for a trans-
plant, which is the average waiting
time for patients who received a
kidney from a deceased donor in

2022, according to statistics pub-
lished by the National Organ
Transplant Unit,
June & is World Transplant Day,
ich calls artention fo persons
whe live with transplanted organs
ot are waiting for transplantation.
Even while Hannah, now a Pri

Hannah Phoa
and her mother
Leong Wei Yee
{both left), who
donated her
Kidnay to Hannah
in

mary 2 pupil, was in the womb, her
dnm were not working proper-

Wh:'n Ms Leong was seven
months pregnant with Hannah,
she was hospitalised after a routine
ultrasound sean showed unusually
low levels of ammiotic fui

Hannah Phoa when she was around
five months old. Like mast babies with
Kidney failure, Hannah had to be
tube-fed ta mest her nutritional
needs, PHOTS: EUGENE TAN, COURTESY
OF LEDNG WE YEE

My kidneys weren't
working well that
time. My mum was
very generous and
gave me one of her
neys.

HANNAH PHOA, or: the time she was
sick and needed between 10 and 14
hours of dialysis daily

“The decreased ammniotic fluid
suggested that something may be
wrong in the kidneys because less
urine was being produced.” says
one of Hamal's doctors, Associate
Professor Ng Kar Hui,

She is a senior consultant at the
paediatric kidney transplantation
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progranmme at National University
Centre for Organ Transplantation
{NUCOT), the specialist centre for
both sdult and paediatric organ
transplantation under National
University Hospiral (NUH).

Hannah had a swollen appear-
ance after she was delivered pre-
maturely at 34 weeks of pregnan-
¥

Genetic testing found that she
has Denys-Drash syndrome, where
scar tissue forms throughout the
tiny blood vessels in the kidneys
that filter waste from blood. The
rare condition is characterised by
Kidney failure, typically before the

of three, and, in most cases,
Wilms tumour, a type of kidney
caner.

“Every 10 years, we see three to
four cases of Denys-Drash syn-
drome of varying severity.” says
‘Professor Yap Hui Kim, another of
Hannah's doctors.

$he is the medical director and
s canzukant of the pasdis-
erie kidney transplantarion pro-
gramme at NUCOT, where Han-
nah’s transplant took place two

years ago.

Like most habies with kidney
failure, Hannah had to be tube-fed
to meet her nutritional needs, as
well as to administer her medi-
cines. Being tube-fed gave her an
aversion o food. “As she matured
after the transplant. this has im-
proved with time.” says Dr Ng.

In_ Hannahs carly childhood,

had a bite of certain foods, with the

help of a feeding therapist

Around two weeks after her
transplant, she tried some cheese-
flavoured Cheetos snacks for the
first time. “When 1 started eating
cheese, it was 50 goad,” says Han-
nah, who has sinee developed lac-
tose inrolerance and now avoids

iry.
Most of her dialysis was done at

home wsing a machine, for be-

tween 10 and 14 hours daily.

The dialysis machine worked
during the night as she slept, as
awell as during some of her waking
hours, where she was largely kept

ceupied by her iPad. Prolonged
reen time was not ideal, but diffi-
cult to avoid under the circum-
stances, says her mother.

Hannah has had numerous trips
to the hospital and more than sev-
en surgical procedures, including
the transplant. But she is still
scared of needles, She keeps a
hand rowel with her, which serves
as a sceurity blanket whenever she
has to undergo yet another proce-
dure,

“1 feel much better when 1 go to
Playscape, where there’s a big Pep
pa Pig house,” she

condition.
“Kids are very resilient?
Ms Leong.

Mr Phoa says hisideas about par-
enting have been overturned.

“When you are expecting a ehik,
you may think that you want your
child rto excel in certain areas.
When we had Hannah, all of thar
changed, We want her to be
healthy and happy.

“Our approach is interest-driven,
rather than chasing al excel-
lence. !u abuul domg your best
and nor

Hannah l:(ﬂ’\lly took up ballet
and wushu,

Teflecting on the past, she says:
My kidnes wesen' worki g
that

notes

a space for children at NUH that is
filled with books and toys and is
used by therapists, hospital staff
and child patients,

Ms Leong t sounds like
there are a lot of logistics involved
in caregiving, but it hecame a rou-
tine, When there's a routine, i gers
a bit better. As long as the child is
wur of the hoipltai that is almdy

something that we’ PPy

She and her husllend e‘vent\mll)
ot s0 used to caring for Hannah
that they once rube-fed her on an
excursion to the zoo.

Post- [rampl:ml. Hannah has to
continue tal cation a
lead a healthy I|ﬁ:s[vle

She and her parents also receive
pﬁyt‘nnmm] support from the
multidisciplinary team at NUH
mnr\g for Hannah.

Prof Yap says: rejection
is always a e it happem she
b to.ga back 1o dialysis. This is &
lifelong journey. The child eventu-
ally needs t own the disease and
manage her health, rather than the
parents”

Hannah seems to be taking de-
velopments in her stride.

‘When she entered Primary 1 in
2022, she went to the toilet every
two hours because of her higher
fluid intake. Her teacher even got
her to tell her classmates about her

ous ay 5 gon et AE B e

neys”
She fondly remembers the day
when the home dialysis machine
was returned to the hospital.
@ says: 1 was jumping around,
1 didn't need dialysis any more.
s s excited. When | et al bok-
ter, 1 said, "Bye bye, dialysis™
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