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Events 

• There were 2 excellent meet-ups for patients and parents.  The first 
in Newcastle was hosted by Kelly and served as a warm up for the 

later conference. The second in London after Sight Village brought 

several old and new members together, overseen by Katie and 

James. Both led to new friendships and fruitful conversations. 

• The Aniridia Europe Youth Camp held in summer 2015 was 

extensively publicised. One adult and 8 young people (4 with 

aniridia) went from the UK for 10  days of activities in and around 

Venice. 



Conference 2015 

• Hugely successful. Over 70 adults and children attended the very accessible venue. 

The event included an exhibition, food, creche and a raffle  

• 89% said they were satisfied. 

• Sessions:  

– Consultant Ophthalmologist Mr Michael Clarke 

– Aniridia: Check your knowledge by James and Jenny 

– The cornea: in health and disease by: Prof Martin Collinson 

– Developing a human model for aniridia related keratopathy by: Dr Victoria Tovell 

– Befriending with Lyn, Mary and Olwen 

– One Vision - European Youth Exchange by Tim Broome and Lois 

– VI tennis by: Wendy Glasper - 

– EHC Plans by: Clive Matthews 

– Services for families, children & young people by Wendy Sainsbury, Blind Children 

UK 

– WAGR families convention  

 



Befriending and 

Enquiries 
• In the past year we have created 30 buddy 

relationships 

• Personal stories from two buddy relationships 

presented at 2015 conference 

• 52 of our members have befriended someone 

since the service began 

• Enquiries team has answered around 10 

enquiries by email/phone this year as well as 

contributing to many discussions in Aniridic 

Family and other Facebook groups 

 



Education Advice 

• Three requests for pupil passports which are also 
available on our website 

• Development of passport for children aged 0-3 

• Development of guidance for practitioners working 
with children 0-3 

• Advice and information given to two students from 
Leeds University doing a presentation on teaching 
children with aniridia 

• Attended day conference at NatSip on Education 
and Health Care Plans (EHCP) 

• Liaised with Living Paintings for 2016 Conference 

• Liaising with RNIB to source information on counselling 
support for children and young people 

 

 



Patron’s Progress 

• Helped with introductions for organizing 

the September 2015 ANUK Annual 

Conference in Newcastle, but was, 

sadly, unable to attend the meeting. Will 

be at May 2016 meeting! 

• Met with some ANUK members at 

informal London meet-up in November 

• Gave several talks during the year 

including to ophthalmologists in training 

and in celebration of Marcelle Jay, one 

of the earliest pioneers for eye genetics 

at Moorfields, as well as recent research 

talks in Berlin and Paris. Always talk 

about different aspects of PAX6, the 

major aniridia gene. Have accepted 

invitation to Aniridia Europe meeting in 

August in Germany. 
  

With Marcelle Jay, 

pioneer of eye genetics 

 



Patron’s Progress 

• Worked with colleagues Sanjay Sisodiya and Mahinda Yogarajah on a scientific 

paper, which will be published soon, about how having aniridia and PAX6 mutations 

alters some aspects of brain structure that can be observed by MRI (Magnetic 

Resonance Imaging). 

• The PAX6 mutation database continues to be maintained from Edinburgh: it 

documents over 900 independent aniridia mutations  

http://lsdb.hgu.mrc.ac.uk/home.php?select_db=PAX6 

• Colleagues in Edinburgh, in parallel with  scientists in France, have identified a new 

gene, ITPR1, mutated in a rare form of aniridia, Gillespie Syndrome, where the 

unusual iris phenotype is associated with poor motor control and mild learning 

difficulties. 

• Although retired, still working in different scientific areas, for example on a macular 

malformation of the retina with a new PhD student at the Institute of Ophthalmology 

(Moorfields).  

• Attend some scientific meetings: met young scientist working on how brain adapts in 

people with visual impairment. Learning about possibilities of gene editing. 

• Sit on several committees, including one promoting diversity (gender and racial 

balance, disability equality) in science. Ideas extend to all areas of life and work. 

 

http://lsdb.hgu.mrc.ac.uk/home.php?select_db=PAX6


Fundraising: Highlights 

• Raffle and T-shirt sales at our 2015 Conference raised 

over £300. Thanks to Kelly for all her hard work on this 

• Number of one off donations from supporters such as 

£60 from Michaela Halsey received in December. 

Thanks to her and others who have contributed. 

• Donation of £200 worth of audio recording equipment 

from Katie’s colleagues at Dassault Systemes UK. 

 

• A big donation of £1500 received in 

October from the Fairy Queen Dream 

Team cyclists who took part in the 

Prudential London 100 cycling event 

again this year for what is probably 

final time. Many thanks to Elly Chapple, 

family and friends for facilitating this. 

• Thanks to Ceryl Roberts for the £100 

donation from proceeds of a nursery 

auction . 
 

 



Fundraising:  

Regular Income 
We have had fewer big events this year so income is lower. 

Big events can provide a real boost to fundraising but the 

number can vary year to year so regular income is also 

important. 

• Regular monthly giving from supporters continues and is 

a vital income stream for us.  

• Give as You Live continues to give us a small but steady 

amount of income from on-line shopping. 

• Newly launched PayPal Giving Fund brings together 

donations made via PayPal and EBay for 

Charity. Positive start with £300 donation (thank you 

mystery donor!) and could be a growth area for us. 

 



Liaison/Public Relations 

 • We had one of our blog posts about a member’s experience with 
SEN  republished as an article in RNIB Insight magazine. 

• We advertised the Same But Different project. As a result two 

members with WAGR, Faith and Mari were featured in beautifully 

written articles with delightful photographs. These were extremely 
popular on social media. 

http://www.samebutdifferentcic.org.uk/new-blog/?tag=aniridia  

• The #irisselfie campaign from Rare Diserase Day 2015 was featured 

on the JustGiving Blog as “4 Brilliant Social Media Campaigns 
You’ve Never Heard Of”. 

• Tracy took 400 ANUK leaflets to an ECLO seminar and handed them 

out, thereby distributing them around the country. 

• Andrew Edwards represented ANUK at the Genetic Alliance UK 
Annual General Meeting. 

• Katie represented ANUK at the NCVO Trustees Conference and the 

Genetic Disorders Leadership Symposium. 
 

Andrew E represented ANUK at the Genetic Alliance UK Annual General Meeting.
Andrew E represented ANUK at the Genetic Alliance UK Annual General Meeting.
Andrew E represented ANUK at the Genetic Alliance UK Annual General Meeting.
http://blog.justgiving.com/four-brilliant-social-media-campaigns-youve-not-heard-of/
http://blog.justgiving.com/four-brilliant-social-media-campaigns-youve-not-heard-of/


Aniridia Europe 

• Aniridia Youth Summer 

Exchange 

• Preparations for the 3rd 

European Aniridia 

Conference 27th-28th 

August 2016, Duisburg, 

Germany 

• Participating in EURODIS 

project to develop a 

European Reference 

Network for rare eye 

diseases 

 



Membership Statistics 

Category 2012/13 2013/14 2014/15 2015/16 

Year on year increase % of estimated 

affected people 

in the UK 2013-14 2014-15 2015-16 

familial 

aniridia 
83 114 134 143 37% 18% 7%   

sporadic 

aniridia 
73 94 116 135 22% 23% 16%   

aniridia  but 

origin 

unknown 

87 87 84 88 0% -3% 5%   

Total with 

aniridia 
243 295 330 366 21% 12% 10% 26% 

Traumatic 

aniridia 
0 2 2 2 200% 0% 0%   

WAGR 22 31 34 36 41% 10% 6% 54% 

None/unkno

wn 
187 237 265 316 27% 12% 19%   

Total 452 565 635 720 25% 12% 13%   

Note: Increases in familial and sporadic cases may be due to clarification of type from unknown 



Membership Statistics 
• It has been estimated that there are1344 people with aniridia in the UK. 

• Only a fraction of people with aniridia in the UK have contacted ANUK. Of 

course many more may have accessed our information without us 

knowing. 

• We have gained new members this year but the trend of a slower rate of 

increase each year continues. 

• New members are usually families with new-born cases of aniridia. 

• We may be reaching a plateau, at least based on our current recruitment 

methods.  

• James continues to manage membership. His diligent research and 

persistence has led to several new affiliations.  

• We need a dedicated Membership Officer to recruit and retain members.  

• James and Keith have made some improvement to our database, 

including: 

– Ability to show members on a map 

– Adding a category and data for ECLOs  

– Facilities to manage volunteers 

– Upgrading to latest software 

 



Website and Email 

Website 

• Usage of our website has increased: 

• Visitors: 8217 (+16%) 

• Views 15,637 (+12%) 

• Blog posts: 20 (-17) 

Email broadcast 

• 10 campaigns, mainly relating to events 

• 366 subscribers 

• Between 30-50% open rate 

• Mainly read using mobile devices, predominantly iOS  



Social Media 

  Followers     

Site 2012/13 2013/14 2014/15 2015/16 
Year on year increase 

2013-14 2014-15 2015-16 

Facebook 383 531 607 705 148 39% 76 14% 98 16% 

Twitter 282 416 517 597 134 48% 101 24% 80 15% 

• The growth of our social media has continued but slower, 

in-line with membership.  

• We trialled livestreaming sessions at Conference 2015 

with some success. 

• Monitored and promoted mentions of “aniridia” online. 

• Actively engaged in Aniridic Family Facebook group, 

including posting on a member’s behalf to protect their 

privacy.  

• James currently manages our social media but we really 

need an outgoing, enthusiastic Social Media Officer to 

build on our excellent base.  



Charity registration 

• At our last AGM members voted to close existing 

organisation and create a new one to allow us 

to become a Charitable Incorporated 

Organisation (CIO), and register with the Charity 

Commission.  

• The trustees are working towards this goal. 



Restructure 

• We reorganised how the now smaller trustee 

board works.  

• Each trustees has an area of responsibility within 

which they carry out the work and/or recruit 

and manage teams of volunteers.to do so. 



Management Roles 

• James 
– Chief Executive  

– Head of Communications and Membership 

• Katie 
– Head of Services and Information 

• Ben 
– Head of Finance and Funding 

• Martin 
– Head of Volunteering and Development 

 



Financials 
2014/15 



Accounts 2015/16 
Income   

   Conference Tickets £2,494.75 

   Conference Stands £182.00 

   Fundraising £3,354.60 

   Other Income £571.11 

Total Income £6,602.46 

Expenditures   

   Conference Costs £435.00 

   Conference Venue £1,606.90 

   Administrative £276.64 

   Professional Services £99.00 

Total Expenditures £2,417.54 

Net income £4,184.92 

Notes 

• Conference income is 
high as it includes a 
transfer from PayPal of 
ticket sales for  2014, 2015 
and 2016 events 

• Fundraising income has 
declined 

• Up to £2,000 is earmarked 
for rebates Summer 
Camp participants 
pending European grant 
administration 

 



Volunteers and trustees 
2015-16 



Volunteers 2015/16 

We would like to thank all our volunteers for their 

work over the year: 

• Mary Cox 

• Jenny Langley 

• Tracy Wilson 

• Lyn Buller 

• Heather Phagan 

• Keith Spink 

• Liz Atkinson 

• Kelly Graham 



Trustees 2015/16 

April-September: 

• Chair: Katie Atkinson 

• Treasurer: Ben Rendel 

• Secretary: Sarah Hargraves 

• Trustees 

– James Buller 

– Jenny Langley 

– Liz Atkinson 

– Chris Moore 

– Mary Cox 

– Craig Anyon 

October-March: 

• Chair: Katie Atkinson 

• Treasurer: Ben Rendle 

• James Buller 

• Martin Fleming 

We would like to thank our trustees for their work over the year: 

 


