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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION AND TRANSPLANTATION 

 
Notes of the Organ Donation and 

Transplantation in Paediatrics Meeting 
15th July 2015 

 
Summary 
 

1. The aim of the meeting was to bring together clinicians working in neonatal and 
paediatric intensive care units, those involved in the care and possible transplantation 
of children, representatives from NHSBT and the British Transplantation Society to 
start to identify the potential for organ and tissue donation from children in the UK and 
the need for organs and tissues from these potential donors. 

2. At present, there is a very small number of solid organ transplants from children under 
2 years old in the UK. Some of these organs are donated from donors outside the UK. 

 

3. The number of children on the National Transplant Waiting list, especially those 
awaiting a heart or lung transplant, does not reflect the true need for organ donation as  

a. many children die or become too sick to benefit and are removed  from the 
waiting list before an organ is available 

b. many children who might benefit from organ transplantation are not listed 
because of the perceived lack of organs for transplantation. 

 

4. There is a greater potential for organ and tissue donation from neonatal and paediatric 
intensive care units than is currently realised 

 

5. Further actions agreed: 
a. The Kidney Advisory Group will be asked to support the development of clinical 

guidelines, in conjunction with the British Transplantation Society, for the use of 
kidneys from children under 2 years 

b. Representatives from the two nationally designated heart and lung paediatric 
transplant units (Great Ormond Street Hospital and Freeman Hospital 
Newcastle) will work with NHSBT to define more clearly the need for and 
implications for the provision of a UK-wide heart and lung transplant 
programme that meets the need of patients; the work, in conjunction with 
parents, patient groups and professional bodies, will be presented to 
commissioners. 

c. The Paediatric Sub-Committee of the NHSBT National Organ Donation 
Committee (NODC) will work with intensive care clinicians, SNODs and others 
to promote organ donation to meet the need of children. 

  

6. Other considerations: expansion of the paediatric organ and tissue donation and 
transplantation provision in the UK will have wider implications for many people and 
organisations which will be coordinated through NODC 

a. Paediatric and Neonatal Intensive Care Units: there will need to be a strategy 
to ensure the potential for organ and tissue donation is realised to meet the 
need of recipients 

b. Clinicians and others: There will need to be education, training and support 
programmes for those involved in donation and retrieval 

c. Retrieval teams: commissioners will need to review the paediatric retrieval 
service 

d. Hospitals and commissioners: any expansion of the paediatric transplant 
programme will have significant implications for the provision and use of 
intensive care beds (especially for heart and lung) 

e. NHSBT: will need to review the SNOD working with intensive care units, 
selection and allocation.  
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Report from meeting 
The aim of the meeting held on 15th July 2015 was to understand the need for organs and 
tissues from children and issues surrounding donation, retrieval and utilisation. The meeting 
was attended by neonatal and paediatric intensive care consultants, surgeons and physicians 
from kidney, heart, lung, liver, pancreas and bowel transplant units, specialist nurses in organ 
donation and representatives from NHSBT Organ Donation and Transplantation and Tissue 
Services. 
 
Slides presented are attached (Appendix 1). 
 
Current UK experience with organ donation and utilisation 
Data from NHSBT were presented: 
It was asked that the slides be modified to show: 
 

- imported organs identified 
- deaths/withdrawals on list by organ and age 
- living related kidney and liver data 

  
It was noted that the PDA for children aged <2 months is incomplete; in many cases, refusal 
for donation was from Coroners/Procurators Fiscal (in part because of hypoxic ischemic 
encephalopathy or possible non-accidental injury). 
 
Joe Wright (Leeds), Angie Scales (London) presented local and national data (see attached);  
The greatest transplant benefit was for those who have the greatest need. The quality of 
organs from infant donors was higher and had a better outcome than those from adult donors. 
It is believed that some potential donors die outside intensive care units. 
There was a much greater potential than is being realised.  
There are many issues such as confidence in approaching families and use of organs. 
The data are limited but, for neonatal donors, more physiological information would be 
required to help recipient screening and help the recipients decide whether organs can be 
used safely. There was a need to learn from non-UK experience. 
 
Defining the need 
 
KIDNEY:  
NHSBT retrospective analysis: 55% of 47 potential donors under 2 years donated: 16 en bloc 
kidney transplant (EKT) and 1 single kidney transplant. Outcome 5.9% primary non-function 
(PNF) 82% functioning graft. Analysis suggests kidneys from small donors to small recipients 
is associated with greater risk of thrombosis but there is no clear guidance and centres use 
local guidelines. Children usually maintained on dialysis until 4.5kg.  
Leeds data (Niaz Ahmad) 20 EKT with 16/20 grafts functioning; 1 late acute rejection. 1 
venous thrombosis at day 0, 1 PNF. Graft function continues to improve over time. 6 
transplants with donors under 2 year (5 neonatal) 1 PNF, median GFR 49.  
 
Suitable donors   

- full term (FT) or near FT (>36weeks),  
- urine output after birth,  
- serum creatinine >50umol/L at 1 week,  
- no infection,  
- no US abnormalities and normal progression during pregnancy;  
- Renal function assessment is difficult. 

 
Suggested suitable recipients  

- age <60 years,  
- BMI<30kg/m2  
- no or well controlled hypertension, 
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- no history of peripheral vascular disease, myocardial disease or cerebrovascular 

disease;  
- no long-term or complicated diabetes,  
- non-smoker.  

 
Very crude estimates suggest around 1000 potential candidates 
 
Recommendations:  

- use neonatal and older donors in designated centres,  
- need to identify suitable recipients, maybe in pooled areas and  
- when established, programme expanded. 
 

Some papers suggest that outcomes from single kidneys from neonates as good as en bloc. 
Perfusion may be poor so machine perfusion may be preferable. 
Allocation of paed donors discussed and is regularly reviewed by Paediatric Kidney Advisory 
Group (KAG) subgroup. 
 

Action: to ask KAG to work with British Transplantation Society to develop guidelines for use 
of kidneys from children under 2 years with emphasis on retrieval, allocation, post-op care, 
selection of centres and possible recipients, this would be service development and handled 
through governance, 
 
LIVER: 
Prof Kelly presented Birmingham data: greatest risk of death on waiting list in children in need 
of liver and bowel but neonates with acute liver failure might also benefit. As children with liver 
disease could also benefit from live related, split liver grafts or reduction hepatectomies, all 
children who needed a graft were listed. SPLIT data from USA demonstrated that there is a 
very high rate of hepatic artery thrombosis for donors < 10kg and so only donors >6 months 
for DBD should be considered and avoid DCD aged < 18 months,no children were listed who 
needed a graft. 
 
Hepatocytes: in a small group of patients hepatocytes could be useful (such as ALF or some 
metabolic diseases); commercial companies may soon offer hepatocytes. Hepatocytes can be 
isolated from donors with warm ischemic time up to 1 hour. Hepatocytes may be used from 
premature donors and newborn babies. 
Research: Hepatocytes could be used for bioreactors and for research (additional issues with 
consent, licencing etc) 
 
Liver and bowel: small number of children needing liver/bowel: DBD donors only, term or 
older, >2.5kg. Most organs imported from Europe. Some children not listed. Number of 
potential recipients may be up to 10/year. 
Similar considerations for bowel only recipients. 
 
Action: NHSBT needs to set up a process so that SNODs/Intensive Unit clinicians can rapidly 
find out whether organs are likely to be used. 
BAG needs to review need for small bowel transplant and review criteria. 
 
LUNG: 
Dr Aurora presented GOS/Harefield data: donors and recipients need to be height matched. 
Until 2005, lower limit for donor and recipient was 100cm (4 years) and not on ventilator. 
There was little enthusiasm for requirement for changing ventilator status immediately, but this 
may be reconsidered depending on results in unventilated infants.  
Little information on demand: their anecdotal experience suggests 2 children/year mainly 
interstitial lung disease) at minimum, but this is probably an underestimate of the need.  
 
There are still technical issues, especially with bronchoscopic biopsies, lung function tests for 
children <2 years. Other concerns re capacity and impact on resources. 
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Prof Dark presented Newcastle data, based largely on older children; indications in <5 years 
include IPAH, Congenital heart disease, CF, surfactant deficiency.  Limitations include access 
to ITU both pre and post transplant for lung transplant  Potential lower limit at present around 
1 year; ABO matching desirable but ABO mismatching is not a concern.  At present there is 
an unexplored pool of patients aged <1 year who are not being referred for lung transplant. 
There are no technical issues with transplant, although some with post transplant surveillance. 
Most of these would be ventilated, with major resource issues for already overstretched ITU’s 
if considered for transplant. 
 
Action: need to understand need for lung transplantation in children. 
GOSH (PA) and Newcastle (JD) will agree how they wish to develop with support from 
NHSBT to ensure a properly funded and resourced service 
 
HEART: 
Prof Dark presented the international and local experience showing significant numbers of 
patients successfully transplanted with good outcomes. Mechanical and other support often 
ineffective for some patients such as those with HLHS or pulmonary atresia. Of 13 <5kg listed, 
only 4 transplanted.   
DCD heart transplantation is not yet an option as appropriate technology is not yet available. 
Dr Fenton from GOSH: suggested there were 30-40 potential paediatric heart recipients/year; 
of those listed, there was a 30% mortality on list, most of these were on VAD. 
At present role of ABO matching not major, HLA less 
There is an unmet demand for hearts from DBD donors and also donors <2 months. 
 
PROFESSIONAL, LEGAL AND ETHICAL ISSUES: 
Dr Brierley: legal and ethical issues largely resolved. Routine end of life care. Death can be 
diagnosed on neurological criteria in infants from 37 weeks corrected gestation to 2 months of 
age. Major resource issues in ITU. Training and confidence of neonatologists in donation is a 
major issue which will take time and resources to allow donation. This remains a controversial 
area 
 
TISSUES: (Emma Winstanley) 
 
HEART VALVES 
The clinical requirement for valves from neonates [< 8mm diameter] is very low. Currently 
donation from neonates is sufficient to meet demand. The age range from 32 weeks gestation. 
NHSBT is the only bank that retrieves these smaller valves so they will be available if 
required.. The demand for these is low 1-2 per year and have a 10 yr storage period. Family 
expectations need to be managed as these valves may be banked for many years. In 
contrast, valves from paediatric donors older than 12 months are in much demand. Neonatal 
transplants in patients under 12 months are usually the default choice. Heart defect surgery 
may be deferred to occur at age 7/8 years so the demand increases but the availability of 
donors in this age group is very low. 
 
Other practical considerations when dealing with a neonatal heart valve donation: The baby 
must weigh more than 2.5kg (babies weighing less than this are likely to have heart valves 
that are too small for clinical use). There must be no congenital heart valve abnormalities 
present, or intervention/surgery of the heart performed .Presence of systemic or significant 
local infection is a reason for exclusion for compliance with EU Tissues and Cells Directive. A 
maternal blood sample taken at the time of delivery for serological and nucleic acid testing is 
essential. In the event of the baby living for >48 hours after birth, a small blood sample from 
the baby may also be required, if there are identifiable risk factors for possible viral 
transmission [breast feeding] 
 
CORNEAS: 
Age range 3yrs and over. Not a great demand until age 15yrs. Donors aged < 3 yrs are very 
rare [maybe stem cells]. Individual case review by the Eye Bank Managers. 
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ATTENDANCE LIST 
Name Surname Role 
Rachel Andrews Cardiac Transplant Consultant - Great Ormond Street Hospital 

Niaz Ahmad Consultant, Surgery, Leeds 

Paul Aurora Consultant Paediatric Respiratory Medicine & Cardiothoracic 
transplant, Great Ormond Street Hospital 

Joe Brierley CLOD, Great Ormond Street Hospital 

John Dark National Clinical Lead for Governance, NHSBT. 

Anil Dhawan Consultant Paediatric Hepatologist  , Kings College Hospital, 
London 

Matthew Fenton Consultant Paediatric Cardiologist, Great Ormond Street Hospital 

Laura Fidge Cardiothoracic Transplant Recipient Co-ordinator , Great Ormond 
Street Hospital 

Jayne Fisher Team Manager, Yorkshire, Organ Donation Team 

Girish Gupte Consultant Paediatric Hepatologist, Birmingham Children's Hospital 

Kay Hawkins Clinical Lead for Organ Donation, NODC Paediatric Sub - Group, 
Central Manchester Foundation 

Rachel Hodge Specialist Nurse - Midlands Team (NHSBT) 

Deidre Kelly Consultant Liver Physician, Children’s Hospital Birmingham 

Chris Kidson CLOD, Glasgow 

Anne MacNiven Sister, CICU, Great Ormond Street Hospital for Children 

Nizam Mamode Consultant Transplant Surgeon, Guys Hospital 

Derek Manas BTS President, Newcastle upon Tyne 

Stephen Marks Consultant Paediatric Nephrologist, Great Ormond Street Hospital 

Rosanna Meryon Cardiothoracic transplant recipient co-ordinator, Great Ormond 
Street Hospital 

Reinout Mildner CLOD, Children’s Hospital Birmingham 

Paul Murphy National Clinical Lead Organ Donation & Transplantation, NHSBT 

James Neuberger Associate Medical Director, ODT, NHSBT 

Sarah Regan Transplant Recipient Co-ordinator, Great Ormond Street Hospital 

Rutger Ploeg National Clinical Lead for Organ Retrieval, NHSBT 

 
Angie 

 
Scales 

 
Practice Development Specialist,  NHSBT 

Sheryl Snowball Ward Sister, Flamingo ward (CICU), Great Ormond Street Hospital  

Helen Spencer Consultant in Transplant and Respiratory Medicine , Great Ormond 
Street Hospital  

Emma Winstanley Tissue Services, NHSBT 

Joanne Wright Neonatologist, Leeds 
 


