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INFORMATION LEAFLET FOR PARENTS/GUARDIANS OF 
CHILDREN WITH EYE PROBLEMS 

 

Characterisation of normal and abnormal ocular development using 
ultra-high resolution optical coherence tomography (UHR-SD OCT) 

 
Principal Investigator: Professor Irene Gottlob, Ophthalmology 
 
We invite you and your child to consider taking part in a research project. Before you 
decide it is important for you to understand why the research is being done and what 
it will involve.  Please take time to read the following information carefully and 
discuss it with others if you wish.  Ask us if there is anything that is not clear or if you 
would like more information.  Take time to decide whether or not you wish to take 
part. 
 
What is the purpose of the study? 
 
The retina is a structure at the back of the eye that is important for vision. It creates a 
picture that is sent to the brain via the optic nerve to produce the image that we see. 
It is made up of ‘seeing cells’ called rods and cones. The development of the retina is 
not completely understood and maybe affected by our genes and other eye 
conditions.  
 
We wish to study the normal and abnormal development of the retina and optic nerve 
in infants and children and compare it to adults. We hope that the knowledge we gain 
from this research will lead to improved diagnosis, management and treatment of 
conditions affecting retinal development. 
 
What will be involved if my child takes part in the study? 
 
We will ask you some questions about your family and child’s medical history 
including any problems they may have had with their eyes.  
 
We will then perform eye examinations and special tests as described below. If we 
perform all the examinations it will take up to a maximum of 6 hours but we will 
spread out the tests over a number of visits and give you and your child sufficient 
time to rest. All these examinations are completely harmless. 
 
Eye examination 
 
We will examine how clearly your child can see (similar to the tests performed at the 
opticians), how well the eyes move in different directions and check for a squint. We 
will also use a special microscope to examine the front and back of the eye in detail.  
 
This examination will be performed at the University Hospitals of Leicester NHS Trust 
in an ophthalmology clinic and should take no longer than an hour.  
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Optical Coherence Tomography (OCT) 
 
We will take images of the back of the eye using a scanning light (OCT). To ensure 
the best quality pictures we may put drops into your child’s eyes to dilate the pupil. 
The eye drops may sting when inserted and will blur his/her vision for 4-6 hours after 
they have been used. All the effects of the drops are temporary.  
 
This examination will be performed at the University Hospitals of Leicester NHS Trust 
in an ophthalmology clinic and should take no longer than 30 minutes depending on 
how easily we can take the images. 
 
Eye movement recordings 
 
We may record your child’s eye movements using infrared video cameras. This 
involves placing special small cameras in front of the eyes and asking him/her to 
follow a target on a screen that moves in different directions.  
 
This examination will be performed at the University Hospitals of Leicester NHS Trust 
in an ophthalmology clinic and can take up to 30 minutes. 
 
Photography/ Video recording 
 
We may ask to take photographs and/or videos of the eyes in different positions to 
help us diagnose and monitor the eye condition.  
 
This examination will be performed at the University Hospitals of Leicester NHS Trust 
in an ophthalmology clinic and can take up to 30 minutes. 
 
Electrophysiology 
 
We may ask to measure how well your child’s eyes send electrical messages to the 
brain. It involves placing stickers (tape wires) around the eyes and recording the 
activity while your child looks at objects in the light and dark.  
 
This examination will be performed at the University Hospitals of Leicester NHS Trust 
in the Medical Physics Department and can take up to 90 minutes. If successful this 
will be completed only once. 
 
Repeat examinations 
 
After your first visit, we may invite you and your child to attend further appointments 
to repeat the examinations.  
 
The eye continues to develop throughout early childhood and our study aims to 
monitor these changes.  
 
If you agree we may ask you to attend regular appointments: 
 
– every 3 months until the age of 1 year 
– every 6 months until 3 years of age  
– yearly until 7 years of age.  

 
This will be a maximum of 12 examinations over a period of 5 years however each 
examination is optional and you can choose which (if any) repeat reviews you would 
like. 
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Future appointments may include some or all of the examinations above depending 
on the diagnosis and age of your child. The repeat examinations may take between 
30 minutes and 4 hours to complete and can be spread over a number of visits if you 
would prefer. 
 
Why has my child been asked to participate? 
 
Your child has been asked to participate in this study as he/she may have an eye 
condition that affects the development of the retina or optic nerve. 
 
What is the benefit of this study to others and your child? 
 
This study aims to improve our understanding of the development of the retina and 
optic nerve in people with and without eye anomalies. This may not lead to direct 
benefits for participants to the study, however increasing our knowledge of retinal 
development will hopefully lead to early diagnosis and treatment of patients in the 
future. 
 
Will information obtained in the study be confidential? 
 
Any personal information and individual results will be kept confidential.  The tests 
will be recorded in your child’s medical records and will be treated with the usual 
degree of confidentiality under the Data Protection Act.  Your child will not be 
identified in any documents relating to the study.  Any information will be accessible 
by research staff only and will be stored within the research department in a secure 
and locked location and/or on a password-protected database.  
 
We will also write to your General Practitioner to inform them that your child has 
been included in this study. 
 
What will happen to the data obtained in this study? 
 
The data collected during this study may include clinical information, images and 
video recordings of your child’s eye movements. As part of this process we will 
allocate a unique coding number to your data. This unique code and images may be 
given to collaborators. This is to ensure only those researchers that have a direct 
link to the project within this department will have access to personal data. 
 
What if my child is harmed by the study? 
 
All the tests within this study have minimal risk but if your child is harmed by taking 
part in this research project, there are no special compensation arrangements.  If your 
child is harmed due to someone’s negligence, then you may have grounds for a legal 
action but you may have to pay for it.  Regardless of this, if you have any concerns 
about any aspect of the way you have been approached or treated during the course 
of this study, the normal National Health Service complaints mechanisms should be 
available to you. This can be done by contacting the NHS Patient information and 
Liaison Service (PILS) on 0808178 8337 or by writing to: 
 
The Chief Executive 
Trust Headquarters 
Gwendolen House 
Gwendolen Road 
Leicester, LE5 4QF 
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Who is organising and funding the research? 
 
The project is being undertaken by the University of Leicester Ophthalmology 
Group. It is being sponsored by The University of Leicester and is being funded by 
the Medical Research Council.  
 
Who has reviewed the study? 
 
All research in the NHS is looked at by an independent group of people called a 
Research Ethics Committee to protect your safety, rights, wellbeing and dignity. This 
study has been reviewed and given favorable opinion by a Research Ethics 
Committee.  
 
What happens if I do not want my child to participate in this study or if I want to 
withdraw from the study? 
 
Your child is not under any obligation to participate in this study.  If your child does 
enter the study and you subsequently wish to withdraw their participation please 
inform the Ophthalmology Group at the University of Leicester. You do not need to 
give a reason for doing so.  Your child’s medical care will not be affected if you 
decide not to participate in the study. 
 
Will we receive out of pocket expenses for taking part in the study? 
 
Return travel expenses from your home to the Leicester Royal Infirmary may be 
reimbursed if you come especially for the research.  
 
What will happen to the results of the research study? 
 
The clinical information and images that we take and analyses are for research 
purposes only, to help us investigate the development of the eye. This study may 
take over five years to complete and the results will be published in medical journals. 
 
Who do I contact for further information? 

  
Professor Irene Gottlob 
Ophthalmology 
The Robert Kilpatrick Clinical Sciences Building 
PO Box 65, The Leicester Royal Infirmary  
Leicester, LE2 7LX. 
 
Tel: 0116 2586291   
Fax: 0116 2558810 
 
Thank you for reading this 
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INFORMATION LEAFLET FOR CHILDREN 

WITH EYE PROBLEMS 
 

We would like to have a look at your eyes to help us find out how 

people’s eyes change while growing up. 

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

Thank you very much for reading this. 

If you are happy to take part we may  

take pictures of the back of the eye using a 
special camera  

 

record how your eyes move with videotapes 
and/or tiny cameras fixed on glasses 

 

record how your eyes send messages to your 
brain using stickers around your eyes 

 

If we do all the tests it might take up to 6 hours 
but we don’t have to finish them all on one day 
and we can take lots of breaks.  

 

None of the tests will be painful. 

We may need to put some drops in your eyes 
that will sting a little when they are put in and 
will make everything blurry for a few hours. 

If you are tired you can let us know and we will 
take a break. You can stop the tests at any time.  

 

We may ask you to come back and repeat the 
tests again so we can see if there have been any 
changes. 


