Harmony’s Experience of Hospital
(pvic website)
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My name is harmony and I am nearly 5 years old. I have congenital glaucoma, which means I was born with it. My eye pressure is too high and I need to have eye drops throughout the day and operations too. I am photophobic, which means I need to wear sunglasses and a hat all the time outside because sunlight is uncomfortable for my eyes. I also have to go to hospital to see my eye doctor, Professor Khaw at Moorfield’s Eye hospital in London. I used to find this really difficult as a baby, because I had to go to hospital so much and didn’t understand and because my glaucoma made me feel unwell and upset. But now I am older. I have a routine and ask my eye doctors to follow my routine when I am examined or have an operation. You and your parents can also ask for anything that makes it easier for you. I also practised being examined on the toy slit lamp in the play area on children’s ward with my parents and the other children. Reading books about hospitals with my parents and playing with my doctor’s kit helped too. I want to be a doctor when I am older and work with Professor Khaw. 

It helps to know that the other children are having the same things done. One time I was there when my doctor examined my friend Sophie and she was so good that I let him examine me too with no fighting! 

Because I live a long way away, we spend a long time in the car travelling down and stay in a hotel which is fun but make us tired too. I enjoy counting the red buses in London and helping my dad drive the right way as I know the route so well. When I am at the hospital, I like to go to the shop and café. I always buy some chocolate buttons and save them as a special treat for when I see my doctor in clinic. But I don‘t let him eat any, they are all for me!  But I don’t see my doctor until the end of the day. 
When I first get to hospital, I tell the receptionist I am here. She always recognises me and says my name which is really helpful to me. Because I have low vision, I cannot see who people are or see them looking at me or smiling, so it is really helpful if they say hello and use my name and tell me who they are too. The receptionist gives my mum a big folder with all my information in it and we go to see the orphoptist to test my vision. My mum always makes me a sticker chart so I can collect stickers from the different departments. When I was younger, the orphoptist would use pictures, but now I use letters. I cannot see small letters or letters far away so I tell her when I can see the letters and when I can‘t. I have to wear glasses that make me use one eye at a time as well and I make mum wear them too. It can be hard to see the letters, but it doesn’t matter if I get it wrong, they just want to see what my eyes can see. It can be hard work though so I am glad I get a sticker. 

Then I go to have an ultra sound on my eyes. I lay back on mum or dad on a big chair and the lady puts some gel on my eyes and puts a camera over them. I used to hate it because the gel was cold but when I was old enough to explain this, she warmed it up for me and I remind her each time now. I don’t mind having my picture taken anymore because the lady lets me press the button to print the photo and I like to take the photos to give to the nurses.

Then I get to play for ages in the play room and I have colouring competitions with the play lady Flo, I always win because she rushes her picture and I use lots of colours but give her points sometimes for trying. I wish they did play dough and other things too though as my eyes get tired doing colouring in. The computers and TV’s are also too high up for a visually impaired person to see. But I find things to do and ask the play staff to take out the board games and sometimes there is sticking and painting. I usually bring some things from home too. It is lovely when my friends are there too. Sometimes the adults bring guide dogs with them and my mum tells me. I don’t usually like dogs but wouldn’t even know they are there because they are so quiet and well behaved, so I do not mind.

At the end, I get to see the eye doctors and have my chocolate buttons. I have learnt to keep my head still now when they examine me, but my eyes can’t stay still even if I want them too! I need the doctors to turn the lights down on the equipment because I am photophobic. If I get a new doctor, then my parents help me explain how I like things. Then professor Khaw will tell me what my pressures are and says if I need to come back for surgery the next day or if we can go home.

When I have surgery, the nurses tell us whether or not I am allowed breakfast in the morning and when I can have my last drink. When I am on the ward, I like my mum and dad to look after me so the nurses give them my medication and things that they need to give me. I used to have to swallow some medicine that tasted horrible but now I am older they give me a tablet which is fine. It makes me sleepy though so my parents have to stay very close. When I go to theatre my parents go to order me some chips for my dinner and come back and get me when I wake up. They hold me until I fall asleep and the anaesthetist holds a mask over my face to make me fall asleep so that I cannot feel the operation. I used to get very scared when they made my mum put on the theatre clothes, but now they let parents go in their own clothes which is much better. 

I have special tubes in my eyes to take the fluid out, so my pressure stops being too high. Sometimes the operations do not work for very long and you have to try again. 

When I was a baby, I used to feel very unwell after surgery but now I just want to get back to playing in the play room but I do let Professor Khaw have one last look at me before I go home.

 

