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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION & TRANSPLANTATION DIRECTORATE 

 
MINUTES OF THE FIRST MEETING OF 

OCULAR TISSUE PATIENT SUPPORT GROUPS AND ODT, HELD ON  
WEDNESDAY 30 MAY 2012 

AT THE ROYAL COLLEGE OF ANAESTHETISTS, LONDON 
 

PRESENT:      
 Prof. Stephen Kaye   Chair of NHSBT Ocular Tissue Advisory Group 
 Prof. James Neuberger  Associate Medical Director, ODT (NHSBT) - Chair 
 Ms Bernadette Howard Senior Commissioning Manager, ODT 
 Ms Victoria Armitage Royal National Institute of the Blind 
 Ms Anne Klepacz UK Keratoconus Group 
 Mrs Patricia Perry   Patient 
       Ms Christine Rose                  Fuchs Friends UK 
 
IN ATTENDANCE: 
 Mrs Kamann Huang  Secretary - Corporate Services, ODT (NHSBT) 
       Mrs Ambreen Iqbal Secretary – Corporate Services, ODT (NHSBT) 
          

  ACTION 
 Apologies  
   
 Apologies:  

Ms Anne Greer                    Bristol Eye Hospital 
Ms Elaine Nickolay              UK Keratoconus Group 
Mr John Thatcher                UK Keratoconus Group 

 

   
1 Welcome and Introduction  
   
1.1 James Neuberger welcomed attendees to the first meeting. 

The two main roles of NHSBT regarding ocular tissue transplantation is the 
collection of corneas and allocating corneas from donors.  This work is done 
in collaboration with the four Eye Banks.  These are the Manchester and 
Bristol Eye Banks which form the Corneal Transplant Services (CTS) Eye 
Banks and are funded by the Department of Health whilst Moorfields and 
East Grinstead Eye Banks work independently. 

The objectives of the meeting are to create a forum to hear views and 
problems from patients and patient groups and where NHSBT can consult 
when considering developing or changing any policies and providing relevant 
information 

NHSBT is keen to work closely with patient groups to advance the field of 
donation and transplantation. 

James Neuberger invited attendees to inform NHSBT of any other patient 
groups that should be invited to this forum. 
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  ACTION 
2 Organisation of eye donation, eye banking and corneal transplantation  
   
2.1 There are about 150 different transplant centres in the UK.  The NHSBT 

Ocular Tissue Advisory Group (OTAG) meetings, chaired by Stephen Kaye, 
have representation from surgeons from the thirteen Regions in the UK.   

OTAG, with input from the Royal College of Ophthalmologists, the Joint 
Professional Advisory Committee and other groups, develops the standard of 
the corneal transplantation pathway from donation, processing and allocation 
to the patient, and provides guidance to the Department of Health. 

Work is currently taking place to look at improving donation rates as well as 
examining the area of donation and how it is accessed.     

There are currently ten eye retrieval schemes based in the UK, which are 
funded by NHSBT. 

The Duty Office, which manages requests for transplant passes the 
information to the eye banks for allocation along with input from NHSBT 
Statistics and Audit.  Corneas for transplantation are issued via the four Eye 
Banks.  The corneas are stored and preserved in solution for a specified 
period of time prior to transplantation by the Eye Banks and allocated by the 
Duty Office on request.  

Details of all patients who have undergone a corneal transplant are recorded 
on the national transplant database as well as follow up information on 
outcomes.  Corneal transplant forms are completed by the surgeon after one 
year, two years and five years to monitor patients’ progress.  Outcomes are 
reviewed at the NHBST Ocular Tissue Advisory Group meetings. 

 

   
3 Types of corneal transplantation undertaken in the UK  
   
3.1 Stephen Kaye gave a presentation on the types of corneal transplants 

undertaken in the UK and their success rates.  He reported on new 
procedures such as Endothelial Keratoplasty and Deep Anterior Lamellar 
Keratoplasty, which are now being undertaken in most centres.  He presented 
data on the corneal transplant graft survival at two, three and five years.  
Graft survival depends on the indication but the overall average at five years 
is approximately 72%. 

 

   
4 Eye Donation  
   
4.1 Refer to item 2 above.  
   
5 Access to corneal transplantation  
   
5.1 Approximately 3,000 to 3,500 corneal transplants are undertaken each year 

for NHS entitled patients.  Some corneas are sourced from outside the UK 
but this process tends to be carried out under private treatment and is down 
to the choice of the patient.  NHS patients are entitled to have corneal 
transplants through the NHS or can choose to have private treatment.  It was 
pointed out that private treatment does not entitle patients to be given priority 
to corneal tissue.  Eye Banks follow the same allocation procedure for both 
NHS and private patients.   
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The waiting time for a corneal transplant varies for a variety of reasons.  This 
could be down to a hospital having only one theatre and therefore restricting 
the number of transplants that can take place.   

Analysis is currently being undertaken to examine the waiting times at 
different transplant centres throughout the UK.  Data from this study will be 
reviewed; the results are anticipated at the end of the year.   

Work is being undertaken to develop a more equitable allocation policy to 
deal with routine corneal transplants  

Recently eye donation rates have significantly improved and it is hoped that 
the demand will be met. 

It was recognised that corneal transplants do not get a high profile in 
comparison to solid organ donation.  Patient groups can raise awareness 
through a joint campaign for corneal transplants.   

An option of increasing corneal donation is accessing hospices.  Currently 
there is no formal structure for hospitals to access donation through this 
process.  There needs to be a pathway for donation from hospices to enable 
consent to be given from families at an early stage 

NHSBT will ask their Communications Team to meet with patient groups to 
review how they can work effectively together to tackle the issue of peoples’ 
reluctance to donate eyes and ascertain if it is due to religious beliefs or fears 
of disfigurement.  

Fuchs Friends UK reported they had a website offering advice and 
information to people requiring a corneal transplant to allay peoples’ fear of 
going blind.  James Neuberger stated that the NHS does provide leaflets but 
it was not clear if they reached all the right people. 

NHSBT will ask their Communications Team to liaise with the RNIB regarding 
information given in their leaflets on quality, access and the donation rate with 
a proposal to focus on the quality of life after transplantation. 

It was acknowledged that the key message for eye donation should be from a 
cost perspective to the country.  Evidencing the cost of hip fractures as a 
result of a loss of sight and having specific data on the cost benefit of people 
living independently would carry more political weight. 

V Armitage to send K Huang a report on the cost of sight loss. 

    ACTION 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  J Neuberger 
 
 
 
 
 
 
 
 J Neuberger 
 
 
 
 
 
 
  V Armitage 

   
6 Ocular tissue pathway review   
   
6.1 Bernadette Howard outlined the review of the Ocular Tissue pathway, which 

started in September last year.  The object of the review is to focus on 
retrieval and establish an equitable and transparent process with timely 
selection and allocation to ensure value for money with input from the 
stakeholders.   

Bernadette Howard will put a draft review of the work undertaken on Fuchs 
Friends UK website. 

James Neuberger reported that the way forward for eye donation is to work 
together and provide the public with more information.  NHSBT are improving 
their website aimed at the ‘informed’ patient. 

 
 
 
 
 
  B Howard 
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    ACTION 
7 Any other business  
   
7.1 C Rose highlighted that there was currently no channel for thanking people 

for corneal donations. 

J Neuberger will write to A Clarkson to develop a process for this. 

B Howard highlighted the impact of having a report with real life stories in 
terms of public awareness as well as being a source of information. 

Input and advice from the patient support groups would be helpful in 
developing future cornea selection and allocation policies.  Any suggestions 
would be passed on to the Selection and Allocation subgroup.   

Should any patient groups have any issues please email K Huang. 

 
 

J Neuberger 
 
 
 
 
Clinical Supp 
     Services  

           All 
   
8 Date of next meeting  
   
8.1 Date of next meeting to be advised. Clinical Supp 

Services 
   
Organ Donation & Transplantation Directorate May 2012 

 


