
OTAGPSG(M)(15)1)                                                                                                 OTAG(16)3 
 

 1

NHS BLOOD AND TRANSPLANT 
ORGAN DONATION & TRANSPLANTATION DIRECTORATE 

 
MINUTES OF THE SECOND MEETING OF 

OCULAR TISSUE PATIENT SUPPORT GROUPS AND ODT, HELD ON  
WEDNESDAY 21 OCTOBER 2015 

AT THE ROYAL COLLEGE OF OPTHALMOLOGISTS, LONDON 
 

PRESENT:      
 Mr Derek Tole   Chair of NHSBT Ocular Tissue Advisory Group 
 John Armitage Bristol Eye Bank 
 Martin Armstrong-Fox Fuchs Friends UK 
 Hazel Bentall Lay Member of NHSBT Ocular Tissue Advisory Group 
 Maria Dawson Royal National Institute of the Blind (RNIB) 
 Helen Gillan Head of Tissue Services 
 Chris Henderson Patient 
 Mike Oliver Chair, The Keratoconus Group 
 Patricia Perry Patient 
 Amanda Ranson Tissue Donation Manager 
 Khilan Shah Moorfield’s Eye Hospital 
 Angela Smith Friends of Moorfields 
 Emma Winstanley National Referral Centre – Tissue Donation 
 
  
IN ATTENDANCE: 
 Mrs Kamann Huang  Secretary - Corporate Services, ODT (NHSBT) 
                 

  ACTION 
 Apologies  
   
 Mr James Neuberger           Associate Medical Director, ODT (NHSBT) 

Ms Anne Klepacz                The Keratoconus Group 
 

   
1 Welcome and Introduction  
   
1.1 D Tole welcomed members to the second Ocular Tissue Patient Support 

Group meeting as the new Chair; succeeding from Professor S Kaye. 

Hazel Bentall attended the meeting as a Lay Member for the first time to 
provide an objective overview on issues regarding donation and 
transplantation.  

 
 
 
 

   
2 Accuracy of minutes  
   
2.1 No comments were made regarding the content of the minutes of the last 

meeting held on 30 May 2012. 
 

   
3 Action Points  
   
3.1 V Armitage is no longer with the RNIB.  As the new representative,                

M Dawson informed members that the report on the ‘cost of sight loss’ 
document has been completed and is going through final checks before 
publication.   

M Armstrong Fox will check with his colleagues as to whether a review of the 
Ocular Tissue Pathway has been uploaded onto the Fuchs Friends UK 
website.   

 

 
 
 

M Armstrong-
Fox 
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  ACTION 
H Gillan will at the same time check that the draft drawn up by B Howard (no 
longer a member of the patient group) has been updated with the latest 
events since 2012. 

E Winstanley has taken over from A Clarkson regarding developing a process 
for thanking families for corneal donation.   

H Gillan 

   
4 Overview of Tissue and Eye Services, NHSBT  
   
4.1 H Gillan became Head of Tissue and Eye Services in 2012 and is responsible 

for the entire ocular tissue supply chain from obtaining consent, retrieval and 
banking of tissue.  

NHSBT Tissue Services took over the CTS Eye Banks at Bristol and 
Manchester on 1 April 2015.  A modernisation programme is in place as no 
large scale investment had been made to the eye banks over the previous 10 
years.  An updated pricing model (not for profits) has been introduced, the 
cost of a cornea being £1,200 in line with North American and European Eye 
Banks.  A new Eye Bank facility for Bristol will open in April 2016 with a one 
million pound investment.  A pre-cut lamellar service for endothelial 
transplants was introduced in July 2015 by the Manchester Eye Bank with 
further refinement in April 2016 by the Bristol Eye Bank for the provision of a 
pre-prepared DMEK tissue.  The overall goal for Tissue and Eye Services is 
to provide high quality service from donor families to patients receiving 
corneal transplants and other therapies. 

NHSBT Tissue and Eye Services currently have a shortage of donor tissues 
to meet demand in the UK, therefore some hospitals on occasion have been 
required to import tissues from either the USA or Europe.  Educating the 
public about corneal donation is the key to addressing the shortage in the UK.  
Focus on promoting organ transplantation through the DVLC and the TV has 
been made but no campaigns have been seen regarding corneal donation.  
Ideas put forward for promoting corneal donation were: 

- involving an individual with some authority; 
- educating the public to break the ‘squeamishness’ of donating eyes.  (Ten   
    different grafts can be obtained from transplant is a criteria that needs to be  
    highlighted in corneal donation);   
- partnering with organisations such as the Lions Eye Institute on social  
     media e.g. 12 October 2015 was Sight day;   
- the national curriculum to include eye donation (same as PSHE);   
- schools to link with medical institutions;   
- raising awareness via Guides and Scouts; 
- J Armitage informed members that religion is not a barrier and all major  
    religions have stated their support for corneal transplantation; 
- how NHSBT deal with family refusal. Families are strictly not allowed to  
     overturn consent, therefore getting next of kin signature on donor 
     register forms would overcome this issue.   

 

   
5 Eye Banking in the UK  
   
5.1 J Armitage outlined the history of eye banking in the UK: 

- First successful eye transplant undertaken in 1905 by Eduard Zirm; an 
   Austrian ophthalmologist.   
- A Russian surgeon in 1937, Filatrov, was the first person to pioneer   

    corneas from deceased donors.  Tissue up to this point was believed to be 
    toxic and therefore not used. 
  - The first eye bank was opened in 1944 in New York. 
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  ACTION 
  - The first corneal transplantation was undertaken by Tudor Thomas in 1930  
       in Guy's Hospital.  He advocated setting up a registration bureau for the  
       collection and use of donor material.  The outbreak of war halted the  
       process.  
  - The Anatomy Act 1832 prevented the removal of fresh tissue from donors  
       until the Corneal Grafting Act in 1952 legalised the donation of bequeathed  
       eyes from deceased donors. 

- Eye and tissue banks are regulated and directed by the EU and UK  
     Government Health departments.  
- Organ culture was introduced in the early 70s in USA.  Instead of keeping   

the eye cold on ice the eye was kept at 34 degrees centigrade to preserve 
it. 

- The first eye banks in the UK were East Grinstead Eye Bank and  
     Moorfields in 1967.    
- The Corneal Transplantation Service through NHSBT has implemented a  
     distribution service from donors to recipients and extended cornea storage  
     by organ culture as well as providing clinical follow up data.  59 corneas  
     were transplanted in 1986 and has reached about 3.5k in 2014.  Corneal  
     transplantation based on endothelial cell density is not age related and    
     70% of high density cells can be obtained from patients aged 80 years and  
     over.  

K Shah reported that Moorfields can only supply for up to 50% of their 
patients and have always relied on NHSBT Tissue and Eye Services to make 
up the shortfall.    

The four eye banks work well together sharing ideas to improve donation and 
to encourage registration on the organ donor register.   

   
6 Types of corneal transplantation undertaken in the UK and outcomes  

(10 year data) 
 

   
6.1 D Tole gave a presentation to members.  Key points were:  

- there has been a dramatic increase in the number of transplants carried out  
    for Fuchs Endothelial Dystrophy and a very slight decline in those    
    undertaken for Keratoconus; 
- Corneal transplants for Fuchs has doubled from 2000 to 2014.  It is not clear  
    whether the drop in keratoconus transplants is due to the increase Corneal  
    Collagen Cross-linking;   
- Corneal transplant survival and rejection rates for Endothelial keratoplasty  
    and Penetrating corneal transplants are now broadly similar.  (Paper    
     attached).  
- The rejection rates for DMEK (Descemets membrane endothelial  
    keratoplasty) is very low therefore surgeons are moving more from DSAEK  
    to this new procedure.  The rate of rejection for DMEK at 2 years is   
    1-2 %, compared to around 10% for DSEK. 
- At 10 years post-corneal transplants for penetrating Keratoconus, 90% have  
    clear functioning corneal grafts, for Fuchs this is 85%. 

 

   
7 Eye Donation  
   
7.1 E. Winstanley, Donation Pathway Manager, informed members about the 

donation pathway from the point of public awareness right through to donor 
family follow up.  Focus is being made to centralise and standardise our 
processes.  
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  ACTION 
The National Referral Centre (NRC) in Liverpool (Speke) handles 6,000 
referrals per year with highly skilled nurses dealing in donation selection.  
Telephone consent of bereaved donor families needs to be undertaken by 
highly skilled co-ordinators who will also be involved in the follow up and 
informing families of outcome.   

There has been an introduction of ‘Super centres’ sites e.g. Manchester 
working on evidence based practice.  Research has started with 16 families 
agreeing to take part in discussing donation options through ‘cold calling’.  
This will entail a clinical audit looking at how confident nurses are in their 
effective use of language in the 15 to 30 minutes they have to introduce 
themselves from NHSBT Tissue and Eye Services with the aim of obtaining 
consent from potential donor families.   

A Donor Advisory Group involving engagement from donor families, a 
clinician and an academic met in 2013 and came up with a lot of 
recommendations.  The Group will continue meeting face to face on an 
annual basis working with NHSBT Tissue and Eye Services. 

Work is being done on developing a process to thank donor families via a 
leaflet or letter to be placed at post op clinics.  It was suggested that having a 
‘Thank You Day’ would humanise the whole process.  An ambassador/       
Co-ordinator has recently been recruited to set up a community of 
ambassadors from university students to ambassadors from donor families to 
promote public awareness.  Steps have been made to look at including 
approaching hospices, residential care homes and mortuaries for the 
donation of eyes.  It is hoped that tissue donation will be culturally treated in 
the same way as preparing for burials. 

 
 
 
 
 
     
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 

   
8 Eye retrieval schemes  
   
8.1 A Ranson, National Retrieval Manager, is responsible for managing the 

ocular tissue retrieval teams.   Two regional teams based in the north and 
south covers retrieval for England and Wales.  These teams have now started 
facilitating eye donation and will travel to mortuaries across the country.  The 
retrieval process can be challenging as eyes need to be retrieved within 24 
hours of death.  

There are now nine retrieval schemes (Manchester, Exeter, Glasgow, 
Merseyside Eye Retrieval Consortium, Newcastle, Norwich, Nottingham, 
Preston and Southampton) with the aim to embed eye donation pathway.  
Training programmes are in place to meet the same standards as NHSBT 
staff with KPI’s within the Trusts so that targets are achievable for the 
individual centres. 

H Gillan to work in partnership with organisations e.g. Specsavers, Boots 
(who already promote organ donation) regarding educating and 
communicating corneal donation to the public.   

P Perry raised the need to clarify “What is consent?”  H Gillan believes 
donors signed up to the Organ Donor Registry will make the process of 
speaking to families for consent much easier.  Proposals to facilitate organ 
donation and consent e.g. a bracelet or a driving licence on renewal whilst an 
Organ Donor Card which will record consent would be very beneficial.  This 
can be set up on I-phones with one emergency button to state whether you 
are an organ donor.  The Daily Mail recently issued a new donor card in their 
issue.  H Gillan will look into how much take up was generated from the 
campaign.   

 
 
 
 
 
 
 
 
 
 
 
 
 

H Gillan 
 
 
 
 
 
 
 
 

H Gillan 
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  ACTION 
9 Update on access to corneal transplantation/waiting times  
   
9.1 
 

Recent ocular tissue shortages and capacity issues in individual NHS trusts 
(e.g. surgeon and theatre availability) has led to a waiting time on average of 
approximately 4 - 6 months.  A recommendation has been made for a repeat 
audit to be undertaken recording the time of transplantion from the date of the 
patient being listed to the date of surgery to gain an ongoing indication of the 
need for corneal transplant surgery and waiting times. 

There is more transparency in the way corneas are ordered.  Surgeons are 
now able to book for a particular point in time thus avoiding the post code 
lottery previously experienced.  The next key intensive piece of work is to 
address the shortage in donated tissues.    

 

   
10 Research (Quality of Life surveys, etc)  
   
10.1 J Armitage reported on a Quality of Life survey by Swedish researchers.  The 

survey entails nine questions asking patients regarding ‘Quality of Life’ 
outcome measures pre and post corneal transplantation. 

 

   
11 Any other business  
   
11.1 M Henderson would like to see information regarding corneal donation made 

public at the earliest stage possible.  He highlighted that historical data on 
grafts should be able to give an indication on the average survival times for 
each indication.  

H Bentall raised the broader issue of health economics for corneal blindness 
and total costs i.e. taking into account the cost from primary care to social 
care.  How people are affected via tax benefits, quality of life, time of work, 
provision of guide dogs.  M Dawson will pick up the issue.   
M Armstrong-Fox will also give feedback on costs from Fuchs Friends. 
M Armstrong-Fox informed the group that there is a USA Fuchs group and it 
would be beneficial to have their input of their work.   

D Tole to liaise with H Gillan and E Winstanley to give feedback to the 
external communications affairs team within NHSBT.  

D Tole informed members that the NHSBT Newsletter outlines a pre-cut 
corneal service from July 2015.  This service will save surgeons having to cut 
the cornea and thus reduce theatre time.  The DMEK service will start in the 
summer 2016.  Preparation of tissue in eye banks promotes the skill in cutting 
corneas to a fine art and the preparation of tissue the day before prevents  
anything going wrong with the cutting of the cornea on the day by the 
surgeon. 

 
 
 
 
 
 
 

M Dawson 
M Armstrong-

Fox 
 

D Tole 

   
12 Date of next meeting  
   
12.1 Date of next meeting to be advised. K Huang 
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