
One day at a time...  

 

Yesterday Zoe was fine -considering her condition of course- and we were even able to change her 

feed slightly and increase the speed rate from 45ml an hour to 50ml an hour, wow I know. Anything 

that makes Zoe comfortable really.  

 

Today was a different day. Today was one of those days the reality of DIPG hits you hard. Zoe slow as 

usual in the morning, with her feed on she looked as though she was just fine though. Until Daddy 

stopped the feed because her lips were moving like when she is going to be sick. And then I looked 

at her tummy which did look abnormally bloated. I got a bit concerned so one of the Paediatric 

Oncology Outreach Nurses came and checked Zoe at home. She started giving me lots of details 

about something here which « doesn’t … » and something there which « can’t ... », until I noticed 

her looks and interrupted her asking what she meant. She paused, looked at me right in the eyes and 

said, « Her body is slowing down... ». I think deep down I knew what her looks meant without her 

having to say anything, but I was just hoping she would reassure me. She didn’t. She couldn’t. As she 

answered me, I burst into tears. Almost at the same time I knew I couldn’t cry in front of Zoe, I didn’t 

want to scare her. I tried to stop but I choked I couldn’t breathe. She was sorry. She offered her help, 

but I felt like broken. I stayed with Zoe whilst she went downstairs to make phone calls. She took me 

aside to talk: « Zoe’s bowels stopped working today. (...) This might be the beginning of the end ». I 

cried more; I was in shock. All those months we have been fighting taking each day at a time and yet 

today’s news came as a shock. I thought I was prepared but I don’t think I will ever be. Deep down 

and after all that time I still wanted to think it couldn’t happen to our baby Zoe, that is what hope is 

for. It’s just impossible. I look strong but I am not. I will always protect my baby but when my baby is 

suffering, I suffer too.  

I rang daddy. First, I could not speak but cry. But then I told him to come home, that Zoe’s condition 

was critical. He listened to me and came home straight away. I then went back to Zoe, she saw my 

tears, she must have seen or felt I was scared as she stared at me whilst she wouldn’t normally, 

which made me feel worse. I just could not help it. With Zoe’s head almost looking on the left side 

nowadays I snuggled her on the other side, silently crying.  

 

Since our Doctors/nurses are worried Zoe does not get her medications through her tube any longer, 

she has had a little cannula inserted in her thigh for her anti sickness meds and morphine. She is now 

unlikely to have any more steroids as they have too many possible side effects for our new 

condition. Her coagulant Zoe takes daily for a stroke cannot be administered though the cannula and 

they fear it won’t work through her tube and may just be stopped. Just like that.  

 

With Zoe’s new condition and the weekend ahead, we are now back in Naomi House since 21h30, 

after a 6-hour wait for our ambulance, an eternity. Zoe is now asleep but as she was in pain all over, 

she was given a dose of our magic medication to make her sleep almost instantly. Those meds, those 

words like « hospice » you never wanted to say or hear until they eventually become part of your 

usual vocabulary.  

 



We will have to wait until tomorrow to check Zoe again, check her tummy to see if she can still eat. 

And do you know what is also heart-breaking? The fact that Zoe is hungry but will not be able to eat 

anything via her tube as she will be very unlikely to tolerate/digest it. 😔 

 

« GITC (or DIPG) is a tumour located in the brainstem of Zoe, the part of her brain that connects her 

cerebellum to her spinal cord and is responsible for its many vital functions. It is because the tumour 

infiltrates the trunk in a diffuse way that it is not operable. Considered one of the worst paediatric 

cancers that exist, this monster will "devour" Zoé gradually biting away her vision, her word, her 

sensitivity and the motricity of her face, her balance, her strength, the control of her breathing, her 

coughing and swallowing, while leaving her intellectual faculties intact. It is even more painful that 

she will be aware of its inexorable deterioration, before which we are totally powerless. » Those 

were my words in my letter to the President. Words which have become reality. 😔 

 

Today May 17 was my sister’s birthday which we didn’t feel like celebrating unsurprisingly it, but we 

will all remember that day. Today was also DIPG Awareness Day and well we were perfectly 

reminded of it. Today was also only 6 days before Zoe’s diagnosis on May 22nd, 2016 as she should 

reach an almost miraculous three-year-post-diagnostic. Today was also only 10 days before Zoe can 

turn 8 years old, with more of your prayers. 🙏🏻💖 


