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Session summaries 

Introduction to Aniridia Network UK 

By: Katie Atkinson - Aniridia Network UK Chairperson 

Introduction to Aniridia Network UK (ANUK) will set the scene 

for the day. It explains the basics of ANUK - why it exists, what 

its aims are and what it does to meet them. You’ll be 

introduced to the people helping to make it happen and 

how your involvement as a volunteer, donor, fundraiser, or 

medical professional is critical to keeping it all going. 

Keynote: Making the most of your 

ophthalmologist 

By: Michael Clarke 

Would you like tips on how to make the most of your 

ophthalmologist appointments? Do you want to know the 

most useful information to give your ophthalmologist, the best 

questions to ask, and the most efficient way to build the 

doctor/parent/patient relationship? 

This session will describe the process that takes place during 

the period of detecting something is wrong with a baby to 

the referral process. It will cover the initial appointment, 

onward referral and follow up. You and others will have an 

opportunity to share your experiences, both good and bad, 

from your journey through this process. 
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Aniridia: Check Your Knowledge 

By: James Buller and Jenny Langley, ANUK Trustees 

An explanation on what aniridia is, how it affects vision and 

why, will be provided. The session will also cover some of the 

more common eye conditions associated with aniridia, such 

as nystagmus, cataracts, glaucoma and cornea disease, as 

well as,  what treatments are available. This talk is suitable for 

people learning about aniridia for the first time and those who 

would like to brush up on their knowledge. 

Annual General Meeting 

By: ANUK Trustees 

The Annual General Meeting (AGM) is a formal meeting 

where the ANUK trustees will present their reports and update 

members on the previous year. These reports include the 

financial records of ANUK, fundraising activities and other 

activities designed to raise general awareness of ANUK. It is an 

opportunity to ask the trustees questions and put forward 

suggestions for future activities and fundraising. 

The cornea: in health and disease 

By: Prof Martin Collinson 

Corneal degeneration, as a result of infection, injury or 

genetic conditions such as aniridia, is one of the common 

causes of poor vision and blindness worldwide. In spite of this, 

there are big gaps in our knowledge of how the cornea is 

maintained during normal life and what goes wrong during 

disease processes. This talk will give a research perspective on 

the problem, outlining the work at the University of Aberdeen 

that investigates the activity of corneal stem cells and 

patterns of cell migration in the cornea, and summarises the 

attempts to develop a computer model that could be used 

to understand conditions such as aniridia. 
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Developing a Human Model for Aniridia Related 

Keratopathy  

Dr Victoria Tovell 

Victoria will cover the most recent developments with her 

team’s aniridia research project. Over the last year they have 

been collaborating with clinicians at Moorefields Eye Hospital 

to arrange for redundant aniridic corneal tissue to be sent to 

them for research following surgery. From this tissue, they can 

grow aniridic corneal cells and compare the cells to healthy 

corneal cells. This will help towards understanding more about 

aniridia related keratopathy and how it progresses. 

Befriending: the story so far 

By: Lyn Buller: ANUK Befriending Scheme Officer 

In this session there will be an update on the ANUK Befriending 

Service, including personal stories and experiences from those 

who have used the befriending service, and an outline of the 

value that they have received from the support the service 

provided. Those who have given support to members will also 

share their experiences. The session will also include a brief 

description of how the service works. 

One Vision - European Youth Exchange 

By Tim Broome and participants 

One Vision, Aniridia Youth Exchange involved young people 

from 5 counties coming together to share best practice and 

learn from one another.  The project aimed to start discussions 

on the development of an European Network specifically for 

young people.  Tim Broome from The Royal National College 
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for the Blind led the group from the UK, some of whom will be 

at the conference to share their experiences. 

VI tennis and sports discussion 

By: Wendy Glasper - NEVITC Founder 

Have you ever wondered how you could get more involved 

in sports or be more active? This session will cover how sound 

tennis was started in Japan, how the North East Visually 

Impaired Tennis club got set up, and where VI tennis is going 

in the UK, If you thought having aniridia limited your sporting 

opportunities, this session could make you think again. 

EHC Plans 

By: Clive Matthews 

This session will include a Q and A section about Education 

Health and Care Plans and especially the key parts to secure 

quantifiable provision. Content will also be relevant for those 

still working with Statements. Further questions can be 

answered throughout the day. 

Blind Children UK - Services for families, children 

& young people 

By: Wendy Sainsbury 

Blind Children UK’s mission is to enable children and young 

people who are blind or partially sighted to achieve their 

educational and recreational goals. They will speak about the 

services they offer to help children achieve these goals.  

Question and answer session 

By: Panel of experts and individuals affected by aniridia 

Do you have a question that you always remember on the 

way home from your appointment? Is there a non-medial 
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question that you’ve always wanted to ask, but there never 

seems to be the right time to ask it?  

The Q&A session is your opportunity to ask that burning 

question. The panel will consist of an ANUK trustee, members 

of our medical panel, a parent and other ANUK advisers that 

are happy to answer your questions. The answer to your 

question will likely be helpful to someone else and may help 

them ask a question of their own. 

WAGR Group 

By: Jenny Langley, Susan Wilkinson and Dr Han 

This session will be focused on WAGR. The group will have a 

link up with Dr Han in the US. They will discuss special 

educational needs and other topics related to WAGR. 


