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My name is Kelly, I live in Minlaton 
and Finn is my son.  This is our story.	!
“Finnian Levi Glazbrook was born 15th 
March 2012. He was a perfectly 
‘normal’, placid, healthy and happy 
baby. At 6 months, he was baptised and 
we had a family celebration. A couple of 
days later I was downloading photos of 
the baptism from my camera and 
uploading some to Facebook. At the 
time of uploading, I noticed the same 
light reflection we always saw in one of 
his pupils and made a mental note to go 
back and ‘red-eye’ edit them to look 
normal, as I had always done in his 

photos, however before I had the opportunity, I received a private message 
on FB from a friend,  
  
Hi Kel, I saw the new photos you added of them both - what cuties!! I 
noticed in the photos of Finn that one of his eyes has a white pupil...I'm not 
an expert by any means but I remember studying something like this at 
Uni. Have you had his eyes checked at all? I don't want to worry you and 
I'm not being a hypochondriac and you can tell me to mind my own 
business!!!!!!! I just noticed and would hate for something serious to go 
unnoticed just because I was too scared to bring it up!  
  
The tone of her message was enough to make me jump onto Google and 
look up reasons for the reflection. The reflection was called Leukocoria, so 
I found out, meaning that the light of the flash couldn’t reach the retina, 



and therefore reflected white instead of the normal red. Ok, so why 
couldn’t it reach his retina? Because something was blocking the way. I 
typed in ‘reasons for leukocoria in baby’ and went cold. The one word that 
kept popping up? 
  
Retinoblastoma.  
  
Cancer of the retina.  
  
How was that even possible? Surely there were plenty of other 
explanations? I mean really, 6 months old don’t get cancer, right? Either 
way, I rang our local optometrist at 5.25pm and told the receptionist I 
urgently needed to see an optometrist. He had left for the day but we could 
see him in the morning.  

 
I remember ringing my sister in tears and 
telling her about the message I’d had. Finn was 
swinging in the swing outside while I cried on 
the phone. At one point I looked at him and 
realised he was squinting, even though it 
wasn’t very bright outside. I told her I knew. I 
knew there was something wrong.  
  
That night I spent hours taking photos of him. 
Praying for just one photo that showed two red 
eye reflections. Changing from camera to 
phone and back again. Every photo showed the 
left eye reflecting white. Every single photo. I 
madly searched the internet for other causes of 
white eye reflection. Most of them pointed to 

RB. We slept with Finn in our bed that night, too scared to let him out of 
sight. Needing to hear and feel him close at all times. It was one of the 
longest nights of our lives and our hearts were oh so heavy.  
  
The following day, we tried to smile for the kids. We tried to stay positive. 
Our children don’t get cancer. These things don’t happen to us. But hours 
later we were proven wrong and suddenly there we were. Those parents. 
That family. With that child. Our world crashed when the optometrist 



confirmed that there was a mass in the left eye. He couldn’t say for sure 
that the mass was RB. He also couldn’t give us any alternative answers. 
Instead we begged him to ring a specialist friend to see us that afternoon in 
Adelaide, 2.5 hours away. We begged him not to make us wait out the 
weekend for answers and thankfully, he obliged. Finn and I raced to 
Adelaide, leaving my husband home with our 2 year old daughter. We 
arrived at 6.30pm on a Friday evening and saw the most amazing 
Ophthalmologist who raced us through to his office. He looked into my 
baby boys eyes and he confirmed what we already knew. He gently 
explained the different types of Retinoblastoma. The possible treatment 
options. He quietly told me the mass was large, he didn’t think the eye 
could be saved but we would need to put our boy under a general 
anaesthetic to know the extent of the damage. He talked about 
chemotherapy. He talked about this being a childhood cancer, and the 
fantastic survival rate. He told me my boy would live a long and healthy 
life, but first we had to fight this battle. He sat silently while I sobbed and 
then he left me to try and organise what we would do from there. The pain 
in my heart was indescribable. I couldn’t look at my son, who smiled and 
gurgled at me. I couldn’t believe this was happening to us.  
  
Everything happened fairly quickly after this. The following Tuesday 
evening, on my husband’s birthday, we were admitted to the Women’s and 
Children’s hospital. For the first time we watched as Finn was put to sleep 
and we sat silently, anxiously, waiting for our specialist. Eventually he 
came to us and asked us to sit with him. No good news is ever delivered 
after being asked to sit. He showed us photos of Finn’s retina. Of the 
tumour that had ‘eaten’ his central vision and was now entering his 
peripheral. It was impossibly close to the optic nerve and our specialist 
was unable to confirm if it had started to spread through the nerve towards 
the brain. He told us the eye would need to be removed, but first he wanted 
a second opinion. He was going to email the photos to the other 
Ophthalmologist at the hospital who specialised in RB, who was currently 
overseas. He also wanted to email it to other specialists to draw from their 
experience. Two days later it was decided the eye would be enucleated 
along with as much optic nerve as possible, which could then be tested to 
see if the cancer had begun to spread. We were allowed to go home, to 
spend time with our family and to return for the surgery on Saturday 
morning. We left the hospital and we cried the whole trip home.  



  
On the Saturday morning we returned to the hospital. At 7am we were led 
through the halls to a private room where we prepared for surgery. We 
laughed and sang to Finn through our tears. We tried to convince ourselves 
this was the right thing. This would rid our darling boy of something that 
could kill him if untreated. We kissed and held him and then we put him in 
the cot and we walked towards theatre. As we entered, our specialist came 
racing towards us, asking us to go back to our room; he needed to talk to 
us. He urged us to follow him downstairs to his office, and he showed us 
the emailed response from the other specialist, received at 6.48am that 
morning. It boldly stated the eye should not be removed. He claimed he 
could save it, or at the very least, it was worth giving chemotherapy a try. 
He had seen this before. Asking us to at least wait for his return before 
removing the eye.  
  
You would think this would be a relief, great news. It wasn’t. We had 
decided to remove our son’s eye and we were now told it was not the right 
thing to do. After a week of absolute emotional turmoil, this was the straw 
that broke the camel’s back. We were angry, anguished. We didn’t want to 
‘try’ chemotherapy and end up still removing the eye. The surgery was 
cancelled and for the second time in a week, we drove 2.5 hours home in 
tears with no real plan in place.  
  
We were placed under the care of Dr Tapp, an oncology specialist, who 
saw us days later and laid our 6 month chemotherapy plan out in front of 
us. After a round table conference it had been decided we would proceed 
with 2 cycles of chemotherapy, then a further round of tests to see how the 
tumour was responding. If things looked good, we would complete the 6 
cycle protocol. If it wasn’t, we would remove the eye immediately. We 
were admitted to hospital and for the second time, we watched Finn put to 
sleep to have an infusaport inserted, through which his chemotherapy 
would be administered. He came back to us in pain. With cannulas and 
stitches, his gown blood soaked from the surgery. Within hours of the 
surgery we were moved up to the oncology ward. We were handed a large 
folder full of information about the chemotherapy. Pages and pages of 
potential side effects, long term permanent side effects. Terrifying, 
unthinkable side effects. We made the decision not to read it. We didn’t 
want to know. We watched in horror as the amazing nurses came in to start 



our first drug of the first cycle. They wore what can only be described as 
moon suits, personal safety clothing including glasses. Daniel asked why 
they were dressed like that and they explained how badly they would be 
burned if the drugs touched their skin. Yet they were about to pour those 
drugs inside my 6 month old son. I ran into the bathroom and vomited and 
vomited. Reality hurt.  
  
The first cycle went smoothly. We waited anxiously for blood test results 
that would allow us to go home between cycles. We had begun the 
complex cycle of blood tests, daily medication, and the constant fear of 
infection. Finn was happy! He smiled and chatted his way through the 
process. He made us smile and relax. We took comfort in the kind words 
and gestures of our small community who embraced and warmed us. We 
began to accept our situation and we made the decision to make the best of 
a devastating situation. 2 weeks later Finn’s hair fell out. It was a warm, 
windy October day. Just that morning we had found his first tooth! His hat 
blew off. I picked it up. It was full of hair. The pain was excruciating as I 
realised we now had a child that looked like the stereotypical cancer kid. 
The wispy hair. The round, chubby face thanks to the steroids. The pale, 
almost translucent skin. Yep, there was no hiding that our child was sick. 
There was now no way to avoid the stares and the pity filled eyes.  
  
The second cycle of chemo also passed smoothly and before we knew it, 
we were once again waiting anxiously on the ward to know if the 
chemotherapy was working. We were to receive our first positive report 
that the tumour in the left eye had shrunk dramatically! However two new 
tumours had appeared in the right eye, confirming that Finn had heritable, 
bilateral Retinoblastoma caused by a genetic mutation in the RB1 gene. 
About as bad as this type of cancer could get. It put him at an increased 
risk of other cancers in his life. It meant he would likely pass this onto his 
children. He had the rarest strain of a very rare childhood cancer.  
  
The following 5 months passed relatively quickly. We were stuck in the rut 
of constant appointments, chemotherapy dates, travelling back and forth 
from home to Adelaide, staying at Ronald McDonald House, being 
admitted due to low blood levels and having multiple blood and platelet 
transfusions. We became medical experts, able to read a page of blood test 
results like a pro. We raised awareness by telling our story to Channel 7 



news and then to Sunrise and our local papers. We wanted the knowledge 
that had saved our son to be passed onto others. We needed reassurance 
that no parent would ever simply edit a photo that showed a white eye 
reflection like I had done so many times without hearing warning bells.  
  
On March 15th, 2013, our son’s first birthday, we finally received the go 
ahead to leave Adelaide. We had completed our chemotherapy protocol. 
He was officially classed as being stable. It was the end of one journey and 
the beginning of another but it meant we could begin to move forward. We 
already knew that the chance of new tumours or recurrence was very high, 
that is the very nature of the beast, but with close monitoring we would 
hopefully avoid further chemotherapy and with early detection, it was 
believed new tumours could be treated with localised therapies. It was not 
until December ‘13 when this was put to the test with a new tumour 
detected in Finn’s left eye which was immediately treated under 
anaesthetic with cryotherapy. Our examinations increased to monthly and 
for 3 months in a row we fought this tumour and eventually won. He was 
classed as stable again in March 2014 but we were well aware there was a 
long road ahead. In August ’14 we were again devastated by the recurrence 
of a tumour. A devastating reminder of the demon we were dealing with 
but again, thanks to early intervention and a confident specialist, a few 
rounds of cryotherapy stopped the tumour and hopefully killed it once and 
for all.  
  
Our story is similar to so many others who have and are fighting 
retinoblastoma. It is a childhood cancer and we know that in the coming 
years it will settle and eventually stop. We wish away the years for our 
boy, looking forward to the days when we can go into our examinations 
with confidence rather than dread. Our wise oncologist told us we need to 
fight each battle to win the war and how very true that is. For now, our 
child has bilateral retinoblastoma but in the years to come we will be on 
alert for leukaemia, osteosarcoma and later on melanoma and lung cancer. 
He is at risk of hundreds of long term side effects from the chemotherapy. 
He will be monitored to some extent for his whole life. He has very limited 
vision in his left eye but he has adapted amazingly and rarely do we notice 
any issues resulting from the lack of sight.  
  
We are a cancer family. We have accepted and embraced this and have met 



the most incredible, amazing people with whom we have shared our 
rollercoaster and theirs. We are the passengers on Finn’s journey and we 
are ever so grateful for every moment, for his good health in spite of 
everything he has been through and most of all, his character and 
personality that allows us to see him simply as our beautiful 3 year old 
son. We rely on advancements in technology that may one day give Finn 
back his sight, and allow him the confidence to have children without the 
risk of RB. In the meantime, we fight every battle with everything we have 
and we will win this war.


