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Annual report for 2013/14 

We hope that you have been keeping up to date with what 

has been going on for Aniridia Network UK (ANUK) through 

the newsletters that we send out during the year. This is a 

report to summarise those and add insight into what happens 

behind the scenes. It covers our activities during the financial 

year 2013/14. 

A message from our patron 

The first full year of being ANUK’s Patron has passed very 

quickly. It was a great pleasure and very informative for me to 

meet many of you at the 2013 Conference. More than ever, I 

admire the organisation and what it offers members.  

 

As one of my first tasks, the trustees asked me to gather a 

Medical Advisory Panel. Melanie Hingorani an 

ophthalmologist, with whom I had collaborated in aniridia 

research, accepted the role of Medical Adviser and there 

was a 100% response from everyone else I invited to join the 

panel. I would be interested to hear your views about how the 

panel has been doing.  

 

Attending the annual meeting of Aniridia Foundation 

International in the USA in August 2013 was very informative 

too.  

 

At the end of 2013 my husband and I had managed our 

(quite stressful) move to London. I am now a visiting scientist 
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at the Institute of Ophthalmology, the research arm of 

Moorfields Eye Hospital.  

 

Earlier in the year it was very exciting to hear that Professor 

Peng Khaw, who heads a major research programme as well 

as seeing many patients, was knighted in the Queen’s 

Birthday Honours.  

 

In February, as part of my retirement activities, I went to Sri 

Lanka and India with several geneticists to talk about our 

research and about the principles of clinical genetics. 

During the past few weeks, time was needed to help with 

inviting medical professionals to attend and speak at ANUK 

Conference 2014. I hope everything works out really well for us 

in Bristol, where I look forward to meeting many more ANUK 

members. 

Membership 

We have gained lots of new members in the past year as the 

table below shows. The number of people in our database 

has grown by 25% from 452 to 566. 

Category 2012/13 2013/14 Change 

% 

change 

Familial aniridia 83 114 31 37% 

Sporadic aniridia 73 94 21 29% 

Aniridia but origin 

unknown 

87 87 0 0% 

Total with aniridia 243 295 52 21% 

Traumatic Aniridia 0 2 2 200% 

WAGR 22 31 9 41% 

None/ unknown 187 237 50 27% 

Total 452 565 113 25% 

Note: Increases in familial and sporadic cases may be due to 

clarification of type from unknown 
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Approximately 21% of those affected by aniridia and 46% of 

those affected by WAGR in the UK are members. 

  

Many new members are found via an initial lead and then 

research on social media. This is time-consuming but very 

rewarding when successful. 

 

All new contacts are asked to fill in our online membership 

form. It has been revamped to capture more details such as 

occupation, sight levels, hospital visits and visual aids. This 

means we can be more informed about individuals and 

people with aniridia generally in order to help them most 

effectively. Keith, our Database Officer, is continuing to 

develop our system and train people to use it. There are 

about 10 additional households that we are actively 

encouraging to complete the membership form or clarify their 

details. 

 

Increasingly people are joining ANUK who do not fit the 

traditional types. They often have a general interest in visual 

impairment rather than aniridia specifically, for example: a 

trainee rehabilitation officer. So we need to clarify 

membership with segments such as: patients, relatives, 

supporters and professionals and define what these entail. 

 

Our concept of membership is currently very loose as it is 

based on a household and a one-off provision of details. So 

there is a lot of scope for our information to become 

inaccurate. We are working on methods to check and add to 

the details we hold plus find people who we have lost touch 

with. This will increase the number of people we can benefit 

and who can support us, as well as complying with data 

protection laws. 

 

The difficulty we face is that for various reasons the inactivity 

or lack of response to communications that we often see, 
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does not necessarily equal lack of interest in ANUK now or in 

future. The balance between persistence and hassling is a 

difficult one to strike. We really need a diligent, proactive and 

friendly Membership Officer to focus on these issues. If you 

think you can help us in this area, please get in touch. 

Financial report 

ANUK’s total income for the year 2013/14 was £7,446 (£3,675 

for 2012/13). This achievement was made possible by some 

vigorous fundraising (£2,356) and some generous donations 

(£2,768). Thanks to all those who made 2013/14 such a 

successful year financially for ANUK. 

 

Our costs for 2013/14 amounted to £5,349 (£3,457 for 2012/13). 

These expenses were largely to do with putting on the 

conference and some other costs associated with fundraising. 

The jump in costs incurred in 2013/14 compared to 2012/13 

was down to staging a conference in London – a more 

expensive location than Manchester. 

 

Full details of our finances for the year are in the annual 

accounts on our website. 

Social media 

We have continued strong growth in our social media 

channels as the table below shows: 

 

 Followers   

Site 2012/13 2013/14 Change % change 

Facebook 383 531 148 39% 

Twitter 282 416 134 48% 

 

Just over half of Facebook followers are in the UK and 20% are 

in the USA. 71% are female 
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We post aniridia related news, announcements and appeals 

several times each week. They are consistently well received 

though with less interaction than could be hoped for. 

 

As well as our own messages we have shared details of Rare 

Disease Day, Blind Children UK. and Nystagmus Network 

events. These are of interest to our followers and builds 

relationships with those organisations. However, we have to 

be careful of promoting charities that compete with us for 

public support. 

 

The Board decided that ANUK should support the Aniridic 

Family group on Facebook and consequently invited all our 

contacts to join it. It is a place for people around the world 

affected by aniridia to ask questions and discuss issues. The 

group has bloomed in activity in the past year. It has become 

a brilliant source of instant support and advice, forging new 

supportive friendships. 

 

Facebook is key for staying in touch with members. Through it 

we hear of their medical issues and treatments, achievements 

and challenges. Our Board members actively engage with 

these to provide help and learn things that can be of use to 

others.  

 

Twitter on the other hand continues to be a channel for 

mainly receiving news and communicating with relevant 

organisations. 

 

Our automated searches for new mentions of “aniridia” online 

continue to throw up useful results. Examples include research 

papers and news articles about potential members that we 

then follow up. 
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We really need an outgoing, enthusiastic Social Media Officer 

to build on this success. If you think you can help with this 

please get in touch. 

Website 

Since last year there have been about 13,000 visitors to our 

website and we have published 35 blog posts. The most 

popular have been about medical advances and the 

personal stories of those affected by aniridia. We are very 

grateful for everyone who has contributed an article and 

encourage more people to do likewise. We have not used 

Audioboo much lately, but it remains another way for people 

to tell their tales. 

 

A freelance web designer (psdesignuk.com) is currently very 

kindly developing a new website for us pro-bono. It promises 

to have a better appearance and more functionality. 

 

The information about aniridia and related conditions on the 

site is our main weakness. It needs someone to devote effort 

to improving it. We have proposed an international combined 

effort on this but so far no-one has stepped forward to help 

make it happen. If you, or someone you know, would be able 

to help us with this please get in touch. 

Newsletters 

Our email newsletters highlight articles on our website and 

announce opportunities to get involved in research, events, 

fundraising etc. We have sent: spring, summer and two winter 

newsletters plus invitations to our two meetings in Bristol. 

 

We send newsletters to everyone who we have an email 

address for. But this is only about half the people listed on our 

database (it includes children and we have at least one 

email address for most households). Of these only about half 

http://psdesignuk.com/
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of them open the email and only a fraction click through to 

the full articles – usually on a mobile device. 

 

So while email is the cheapest mass communication channel 

open to us we can clearly do better to reach our audience. 

We need feedback from members to work out how. If you 

have any comments, suggestions or feedback on the 

newsletter we have produced or how we deliver them please 

let us know. We’d like to get it right and keep members as up 

to date as possible. 

 

Producing and sending newsletters by post is a time-

consuming task that has been neglected this year. As last 

year we will send hard copy conference invitations to as 

many members as possible. 

Events 

Conference 2013 

Conference 2013 was the largest and most successful event 

we have staged to date. Over 60 people came to Resource 

for London for ANUK Conference 2013, which included 

children who were taken care of by professional nannies in a 

crèche. We were pleased to have scientists researching 

aniridia attending for the first time. Our patron Veronica van 

Heyningen gave the Keynote speech.  

 

During the day there were 11 fantastic sessions, split between 

two rooms, giving the opportunity to learn about aniridia 

related issues from: patients, ANUK officials and professionals 

in relevant fields (or all three at once!). We broadcast the 

presentation slides live to delegates’ mobile devices to make 

them easier to see. We also captured the day on video and 

photographs which are available online. 
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In the large, central atrium for the event, six organisations had 

exhibition stands providing useful information to delegates. 

ANUK had a fundraising stand in the atrium where we very, 

successfully sold branded merchandise for the first time. The 

stands subsidised the cost of the event, helping keep 

delegate ticket prices low. In the evening we had a social 

event with food and a lesson in visually impaired tennis. 

 

Lots more details, including delegates’ feedback, about the 

conference are available on our website. 

 

We say thank you to everyone who came and the speakers, 

venue staff and volunteers including: Lyn, Andrew, Katherine, 

Jenny, Lois, Bernie, Ben, Sylvia, Nigel, Katja, Melanie, Valerie, 

Veronica, Veda, Peter, Liz, Margaret, Francis, Zoe, Sarah, 

Odette (et al) and most of all Coordinator Heather for making 

the Aniridia Network UK Conference 2013 such an amazing 

success. We couldn’t have done it without you. 

Bristol meet-up 

We held an informal meet-up in the Marriott hotel Bristol in 

October. It was a fringe event to the Nystagmus Network 

Open Day at which we had a stall and made contacts with 

their officials. 7 adults plus 4 ANUK trustees attended for a nice 

evening chatting about aniridia issues.  

Cornea Connect 

Researchers into aniridic keratopathy at University College 

London Institute of Ophthalmology, held an event called 

Cornea Connect. It aimed to bring researchers together with 

patients for greater understanding of each other. There were 

talks from representatives of both camps plus a tour of 

laboratories. ANUK helped find several members and trustees 

to attend this event some of whom gave presentations. It was 

a great success, informative and enjoyable. Katie and Jenny 
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also did an interview with RNIB Insight Radio about the event 

and ANUK. 

Limbal stem cell efficiency impact measurement 

patient focus group 

Scientists are establishing a system to measure the 

effectiveness of treatment for cornea disease in people with 

aniridia – caused by limbal stem cell deficiency. Trustee Sarah 

represented ANUK at an event to get input from patients on 

how it could work. Sarah attended to represent ANUK 

members. 

Volunteering 

ANUK owes its existence to the amazing efforts of its volunteer 

officials. They deliver all our services and infrastructure in their 

spare time. We are extremely grateful for everything they do 

for the benefit of our members. 

 

However the number of people, their skills and time they give 

to ANUK activities continues to be the biggest limitation for 

the organisation. Some volunteers have not been able to 

spend as much time as would be necessary to achieve what 

we would like to or in the timescales desired. At the same time 

appeals for additional volunteers are answered, but the offers 

to help have often not been followed through. This all affects 

our (perceived) effectiveness which has many negative 

consequences. 

 

As well as more people doing stuff, we need someone 

dedicated to recruiting and managing volunteers. If you or 

someone you know could help us with this please get in 

touch. 
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Liaison/PR 

ANUK has been helping a TV production company find 

participants for a TV programme featuring aniridia. 

 

We have lent our name to two campaigns by Genetic 

Alliance UK for better health services for people affected by 

rare conditions such as aniridia. 

Enquiries and advisers 

We received about 15 enquiries in the past year by email, 

Facebook and phone. They covered education, benefits, 

aniridia associated conditions and treatments. 

 

Because of decreasing levels of sight, Enquiries Officer Jenny 

has been unable to deal with these queries. So Katie and 

James have stepped in. Some we handled ourselves while 

others were passed on to our advisors. 

 

The advisers continue to be an invaluable resource for us and 

members for which we thank them enormously. We are 

looking at ways to speed up our responses to enquiries and 

also the need for insurance to cover this service. 

 

The Aniridic Family group on Facebook has become the 

place to ask questions and get advice. The well-informed 

patients and parents there are very helpful. We monitor the 

posts and contribute whenever we can. We signpost enquiries 

originating from abroad to the group and to Aniridia 

Foundation International. 

Mobility and daily living 

Three professional rehabilitation officers have joined our team 

to advise on mobility and daily living issues. Two of these will 
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focus on enquiries regarding children, while the other, who 

has aniridia herself, will answer enquiries about adults. 

Education 

There has been one in depth piece of work this year, 

supporting a family with issues around inclusion. Signposting to 

local authority services is often included when initial contact is 

made through the Befriending Service.  

 

Lyn has produced a template for pupil passports for early 

years, primary and secondary schools. The Westwood family 

kindly agreed that one of theirs can be used as an example. 

Disability rights 

Veda has advised members on housing, employment support 

allowance and direct payments, particularly regarding their 

use for paying for coming to conferences. 

Medical 

The medical panel have answered a number of enquiries. 

Consultant Paediatric Ophthalmologist Jay Self has joined the 

panel. He is interested in public engagement in science and is 

also an advisor to the Nystagmus Network, IN-Vision and Gift 

of Sight charities. 

Fundraising 

ANUK had a fundraising target of £3,500 for the year. This was 

the minimum we needed to raise but more would be 

welcome and enable us to do more. We got off to a good 

start at conference with the sale of T-shirts and the raffle 

raising £313 between them.  

 

A number of conference attendees were inspired to raise 

money in various ways. Sponsored events proved again to be 

great money raisers: 
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 Phil raised £568 on his first Triathlon 

 Caryl raised £500 with a bike ride from Caernarfan to 

Cork.  

 Charles raised £168 with a fun day/cake sale at the Royal 

National College at Hereford.  

 Liz did a collection at a local Sunday market in North 

Yorkshire raising £419.  

 

Thank you for the fantastic effort put in by everyone involved 

in these events. 

 

We also received a very generous £1,000 from Shine The Light 

On Aniridia and the Fairy Queen Dream Team after they had 

completed the Ride London 100 biking event. Many thanks to 

all the riders involved and to Elly Chapple for facilitating this. 

 

We have a small number of people giving a regular monthly 

amount but it is a valuable source of income for us and is an 

area we need to grow.  

 

We have had some substantial one-off donations from 

individuals, plus smaller amounts from T-shirt sales and sales of 

old clothes.  

 

Gift aid has been vigorously pursued by our Treasurer and we 

have been able to raise substantial extra amounts, on 

activities such as the sponsored events. We have also had 

more success with commissions from online shopping. A 

number of members use Give As You Live when shopping 

online. These are both areas of fundraising that we are 

looking to improve on in the coming year. 

 

There are a number of events such as a car boot and cake 

sale, charity work days and sponsored 10k which hopefully will 

be completed by conference in June 2014. There are also 

two collection boxes out in large workplaces. 
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At the end of March 2014 we had raised over £5,000. The 

trustees would like to take this opportunity to thank everyone 

for all their efforts and hope we can keep it going. 

Aniridia Europe 

Over the past year Katie Atkinson has represented the UK on 

the board of Aniridia Europe. She has participated in Board 

meetings via Skype every two months and travelled to 

Germany at the end of May 2013 to meet in person.  

 

This trip also provided the opportunity to observe the annual 

conference of the German aniridia association. It is relatively 

new. The attendance and the style of their conference were 

like the level ANUK was at a few years ago, but they are 

making progress fast. They have developed a close 

relationship with doctors and researchers at the hospital 

where the conference was held. Although the talks given by 

the doctors didn't cover anything which was new to us 

medically, it was an excellent example of dedicated doctors 

who were genuinely interested in aniridia and understood the 

importance of interacting with patients. They are a positive 

addition to the growing network of doctors we are building 

across Europe. 

 

Over the past year Aniridia Europe has focused on improving 

the medical treatment of aniridia through research and 

collaboration. The Scientific Committee has been tasked with 

developing several research proposals which can be used to 

apply for European funding. We hope this will lead to at least 

one major research project being carried out with 

collaboration from doctors and patients across Europe.  

 

The Italian aniridia association has been working over the past 

two years to organise the 2nd European conference on 
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Aniridia which will take place in Venice, Italy in September 

2014. This is primarily a conference for clinicians and medical 

researchers, encouraging them to focus on aniridia and share 

knowledge and ideas. There will also be a day of patient 

information, where a panel of doctors will summarise the 

conference for patients in easy to understand English. The 

next Aniridia Europe General Assembly will also be held 

alongside the conference.  

 

The Board has also been working on developing a European-

wide list of aniridia experts and people with aniridia which will 

be the first step in creating a European aniridia registry. The 

registry would provide researchers with a clearer picture of 

the prevalence of aniridia and symptoms experienced. It 

would also provide an easier way for researchers to identify 

possible participants for research projects. 

 

Aniridia Europe has also launched its first non-medical project. 

It received "Active Youth" funding to organise a summer 

camp of outdoor activities for young people with aniridia and 

their siblings from across Europe. This will take place in Italy in 

the summer of 2015. The programme for the trip will be 

designed and developed by young people themselves. The 

aim of the event is to allow young people with aniridia to 

meet, bond, share experiences and learn from each other 

while having fun. There are free places for 8 young people 

from the UK plus 2 adults to assist with running the event. 

Befriending 

In the past year 12 individuals/families made contact with the 

Befriending Scheme or were contacted when they became 

ANUK members. 

 1 did not respond to emails. 

 2 preferred to continue to make links through Facebook. 

 2 were referred to Jenny Langley regarding WAGR. 
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 1 requested general information about the service. 

 6 were successfully linked to other families; some had 

previously been befriended themselves. 

 

There was a presentation to explain the Befriending Scheme 

at the Conference in 2013 and two successful case studies 

were shared. 

Conclusion 

Everyone who has contributed to the success of ANUK over 

the past year hopes that the product of their time and effort 

has been a benefit to ANUK’s members and we look forward 

to seeing you at future conferences and events. If you think 

you would be able to help with any of the services that ANUK 

provides to members who need our support, please get in 

touch. 

 

 

 


