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NHS BLOOD AND TRANSPLANT 
 

LIVER ADVISORY GROUP 
 

OUTCOME OF APPEALS PROCESS 
 

SUMMARY 
 

INTRODUCTION 
 
1 This report provides comprehensive information on patients referred to the National 

Appeals Panel over the 6-month period from 1 November 2012 to 30 April 2013 and 
the outcome of the appeal together with the patient’s status as at 30 April 2013. 

 
2 This paper also provides information on the outcome of all appeals referred to the 

panel since the introduction of the new selection criteria for an adult first elective liver 
transplant on 1 September 2007. 

 
OUTCOME  
 
3 Between 1 November 2012 and 30 April 2013, seven patients were referred to the 

National Appeals Panel.  Two patients were from Cambridge; one was accepted for 
registration onto the elective liver transplant list and transplanted and one was 
registered for a super-urgent liver and bowel transplant.  Four patients were from 
King’s College; one was declined, one was declined for a deceased donor but it was 
agreed they could be registered for a living donor and two were accepted.  Of the two 
accepted, one was registered on the elective list and is still waiting for a transplant 
and one was registered on the super-urgent list and was subsequently transplanted.  
One patient was from Edinburgh who was accepted on to the super-urgent list and 
transplanted.   

 
4 There have been 56 patients referred to the National Appeals Panel between 1 

September 2007 and 30 April 2013, with the first patient being referred on 14 October 
2008.  King’s College referred the most patients (17) and Newcastle referred the 
least (2). 

 
5 Of the 56 patients referred, 40 were accepted, 38 were subsequently registered (five 

as super-urgent) and 28 (74%) were transplanted.  Of the 28 transplanted patients, 
four were super-urgent.  Two of these 28 transplanted patients have subsequently 
died.    

 
ACTION  
 
6 Members are asked if they would prefer to have specific clinical details rather than 

detailed information on the recent appeal cases in Table 1. 
 
7  Would members like a summary of patients accepted by the appeals panel on an 

annual basis? 
 
 
Claire Counter           
May 2013 
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NHS BLOOD AND TRANSPLANT 
 

LIVER ADVISORY GROUP 
 

OUTCOME OF APPEALS PROCESS 
 
 
INTRODUCTION  
 
1 This report provides comprehensive information on patients referred to the 

National Appeals Panel over the 6-month period from 1 November 2012 to 30 
April 2013 and the outcome of the appeal together with the patient’s status as 
at 30 April 2013. 

 
2 This paper also provides information on the outcome of all appeals referred to 

the panel since the introduction of the new selection criteria for an adult first 
elective liver transplant on 1 September 2007. 

 
OUTCOME  
 
3 Between 1 November 2012 and 30 April 2013, seven patients were referred to 

the National Appeals Panel.  Two patients were from Cambridge; one was 
accepted for registration onto the elective liver transplant list and transplanted 
and one was registered for a super-urgent liver and bowel transplant.  Four 
patients were from King’s College; one was declined, one was declined for a 
deceased donor but it was agreed they could be registered for a living donor 
and two were accepted.  Of the two accepted, one was registered on the 
elective list and is still waiting for a transplant and one was registered on the 
super-urgent list and was subsequently transplanted.  One patient was from 
Edinburgh who was accepted on to the super-urgent list and transplanted. 
More comprehensive information about these patients is given in Table 1. 

 
4 There have been 55 cases referred to the National Appeals Panel between 1 

September 2007 and 30 April 2013.  One case related to two specific patients 
so within the time period there were 56 patients referred, with the first patient 
being referred on 14 October 2008.  Table 2 shows information on these 
referrals by centre.  King’s College referred the most patients (17) and 
Newcastle referred the least (2). 

 
5 Of the 56 patients referred, 40 (71%) were accepted and 14 (25%) were 

declined.  Of the two remaining cases, one patient was withdrawn from appeal 
and died within 3 days of multi-organ failure.  In the other case, it was felt the 
patient shouldn’t have been referred to the panel as they were already 
registered on the elective transplant list and should be prioritised locally.  This 
patient subsequently received a transplant and is still alive with a functioning 
graft.    

 
6 Of the 40 patients accepted by the panel for registration, 38 were registered 

(five as super-urgent patients) and 28 (74%) were transplanted.  Of the 
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remaining 10 patients, six are still actively waiting (one super-urgent patient), 
two were removed from the list, one patient died and one is currently 
suspended from the list.  Of the two patients accepted by the panel and not 
listed, one is known to be alive.  The other was an overseas patient and no 
further information has been obtained. 

 
7 Of the 28 transplanted patients, four were super-urgent and of the remaining 

24 transplants, 19 received a donor after brain death, three received a donor 
after circulatory death and two received a domino liver transplant.  Two of 
these 28 transplanted patients have subsequently died, one of them with a 
functioning graft.  Of the remaining 26 transplanted patients, 24 were known 
to be alive with a functioning graft at last follow-up.  Two patients were 
recently transplanted so no follow-up has been received yet. 

  
8 The transplant survival times for the 24 patients known to have survived, 

range from 74 days to nearly 4 years. 
 
9 Of the 14 cases declined by the appeals panel, two patients were accepted 

and registered for a living donor transplant and one has since had their 
transplant.  Of the 12 remaining patients, no information on the outcome of the 
patient was provided in six cases and the remaining six patients were alive.  
Table 3 provides additional information on these cases.  

 
ACTION  
 
10 Members are asked if they would prefer to have specific clinical details rather 

than detailed information on the recent appeal cases in Table 1. 
 
11  Would members like a summary of patients accepted by the appeals panel on 

an annual basis?   
   
 
Claire Counter  
Statistics and Clinical Audit              May 2013 
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Table 1    Details of patients referred to the National Appeals Panel between 1 November 2012 and 30 April 2013, by referral date 
 
1. Cambridge 
Herewith another cases for the Appeals Panel. 
61 year old female previously fit and well presents to her DGH July 2012 with an upper GI haemorrhage; OGD performed and a posterior DU 
identified; this was (interestingly) injected with cyanoacrylate (superglue).  Subsequent scans demonstrate that the superglue has embolised the 
whole hepatic artery (incl Lt and Rt branches); Fig 1 showing hyperdense material in artery on scout film, confirmed at CT 
She was referred to us October 2012 with her main symptom of ongoing severe RUQ pain; normal PT, creatinine, Na and bilirubin but elevated 
CRP.  No upper GI symptoms so gastroduodenal collateral presumably intact.  At our MDT we advised a conservative approach.  
Since then she has continued to deteriorate with development of multiple liver abscesses (fig 2).  Largest abscess is growing candida species 
MRCP shows biliary stricture forming. 
Despite abscess drainage/antibiotics and antifungal therapyetc persistent pyrexia, high CRP, new lesions forms. 
 UKELD < 49 , In hospital, Not ventilated, Creatinine 73, Bili 2, PT 13 
We believe as she was fit before this event she has a >50% 5 yr survival should she get to a transplant 
Although she continues to have treatment for the abscesses (external drainage) and biliary stricture we do not think that a conservative approach 
will be successful now 3.5 months from the original injury.  More abscesses are forming on the most recent scans.   
Her case was reviewed at the Transplant MDT on 23/11/2012 and it was agreed to put this forward to the Appeals Panel. 
 

Referred 24 November 2012.  Accepted 27 November 2012.  
Patient transplanted December 2012  

  

2. King’s College 
I write to ask for consideration the above patient (whom Varuna discussed informally with you) for listing on appeal.  A is a 26 year old patient with 
cystic fibrosis who has significant portal hypertension with cirrhosis.  She has had two life threatening variceal bleeds with requirement for ITU, 
transfusion and gastric glue injections.  On these two occasions she has required Liver ITU admission and, pertinently, at this juncture she 
demonstrated signs of decompensation with an elevated bilirubin, (approx 89umol/l at nadir) low albumin (22g/l) and significant ascites.  She has 
re-compensated and currently her UKELD and MELD are below minimal listing criteria. It is important to know that she is O blood group. 
 
From CF lung disease perspective she has excellent function and in the summer, prior to these episodes, ran a 5k in a time that you and I would 
be proud of (30 minutes).  She is not deemed a good TIPS candidate as she is technically difficult. I am concerned that while she has re-
compensated her weight is gradually falling and, given the waiting time of blood group O we should consider listing her now as the standard 
MELD UKELD assessment does not serve such patients well. She was discussed at our transplant MDM after her most recent admission and the 
composite view of the team was that she should be listed.  Interestingly Mike Allison also attended that day and also felt strongly that listing was 
appropriate given her clinical course. I believe she should be listed in the context of the trajectory of her CF related liver disease in the context of 
no other satisfactory interventions. 

Referred 20 December 2012, accepted 26 December 
Patient currently waiting 

3. King’s  College 
We would be grateful if you consider this 16 year old boy for Super-Urgent listing for Liver Transplantation 
He has a 1 year history of Autoimmune liver disease, has been on treatment and has been compliant with his treatment.   He has presented with 
Acute Liver Failure on 4th January 2013.  He currently has an INR of 5, Bilirubin of 511 Lactate of > 4 with Hepatic Encephalopathy. 
Diagnosis: Acute Liver failure  
Reason out with standard listing criteria: Fulfils on Cat 6  
Sudden acute decomposition, more typical of acute liver failure on a background of a 1 yr hx of AIH managed appropriately. No issues regarding 
non compliance in a 16 yr old. Small abdominal cavity.   
Clinical Status, HE Grade 2, INR 5 Bili 511, Lactate > 4, 50% 5 year survival: Yes, In Liver Intensive care, not ventilated, no renal RRT  
Lab results: Hb 12.5, WCC 13.8, Plat 200, Urea 3.9, Creat 54, Alb 29, INR 5.2, Bili 511, Na 144, K+ 4.6 Lactate 4.9, Ph 7.49, PO2 17.3  
MELD 33/ UKELD 64 
 

Referred 9 January 2013, accepted for super-urgent 
registration 10 January 2013 and transplanted. 
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4. King’s College 
The patient is a 37 year old male who presented in November 2008 with acute abdominal pain. Subsequent investigations identified a 13cm right 
lobe HCC in a (biopsy-proven) non-cirrhotic liver. AFP was moderately elevated. Right Hepatectomy was performed on March 2009. Histology of 
the resected liver showed a well-differentiated HCC with clear resection margins.  He participated in the STORM study (evaluating adjuvant 
sorafenib following resection). 
 
Metachranous HCC was diagnosed one year post-resection, in April 2010. At this time, axial imaging demonstrated showed multi-focal 
metachranous HCC. Treatment for new disease has been with multiple cycles of loco-regional therapy and further surgical resection (of segment 
4). He has been tumour free, on the basis of serial axial imaging and negative AFP, since July 2012.  

He suffered spontaneous acute Hepatic arterial thrombosis in November 2012. Clinical tolerance of this acute insult was good, reflecting his 
excellent functional reserve. However, the multiple cycles of intra-arterial loco-regional therapy in addition to the acute HA thrombosis have 
resulted in  the development of substantial and irreversible biliary damage manifest as severe ischemic cholangiopathy, intra-hepatic bile lakes 
and persistent bile leak. In the last 6 weeks, there has been progressive hepatic synthetic dysfunction manifest with hyperbilirubinaemia, ascites 
and cholangiopathy. 

His baseline functional status and overall health are excellent. The basis for this appeal, to summate, is therefore: 
1. HCC diagnosed in a non-cirrhotic liver, in an otherwise fit man. 
2. Effective treatment of metachranous disease, with no evidence for viable HCC since July 2013. 
3. Iatrogenic (at least in part) biliary damage being the predominant cause for current liver dysfunction 
4. The current clinical picture is of progressive liver failure 
5. There being no realistic mechanism by which liver function can be improved aside from transplant 
6. The patient otherwise representing an excellent candidate for transplantation. 

As a unit, we unanimously felt he should be put forward for transplant in view of the demonstration of favourable tumour biology. 
 

Referred 30 January 2013, Declined 5 February 2013 

5. Edinburgh 
Female in 50s, listed for PBC.  
DCD graft, WIT; 7 minutes, CIT 6 hrs 57 minutes 
Transplanted February, 2013. 
At day 5, laparotomy for clinically evident abdominal sepsis. 
Findings: No abscess at laparotomy.  Bile staining around porta.  Donor duct infarcted.  Choledochoscopy revealed infarcted intrahepatic duct 
system.  Hepatic artery patent.   
Request: We request that the patient be listed as a super-urgent case, citing a previous successful appeal on the same basis (Appended). 
Situation is analogous to early HAT with biliary infarction. 
 
Listing Diagnosis; PBC.  Current Diagnosis; Biliary Infarction day 5 post DCD OLTx. 
No agreed criteria for Super-Urgent listing in these cases despite analogous situation with early HAT. 
Aside from liver status, 5 year survival exceeds 50%. 
Clinical status - In ITU, ventilated, anuric, receiving vasoconstrictors (22ml/hr of NA, 8mg%). 
Ventilated,Renal replacement therapy – CVVH, Serum bilirubin; 201, serum creatinine; 263, serum Na; 133, INR; 1.5, lactate/H+  2.04/53 
MELD; 43, Attached please find previous successful appeal listed on same grounds, and a summary of the case. 
Super-urgent listing. 

Referred 23 February 2013, accepted 24 February and 
transplanted  

6. Kings College 
I would be grateful if you could consider the above patient as an appeal to be added to the cadaveric and/or living donor transplant list.  You have 
already heard from Roger Williams about her and she has been under his care.  I have only seen her once and she has been presented in 
principle at our transplant meeting and has been accepted by the Institution for support for this appeal. 
 
She presented in February 2012 with a 15x10cm Hepatocellular Carcinoma which developed during her pregnancy the previous year.   
She has been identified with an adenoma for a long period of time and the earliest record I have of it was from 2008.  It subsequently grew during 

Referred 20 March 2013, accepted for living donor tx only 
and registered on 24 April 2013 
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her fourth pregnancy which concluded in 2011. 
Following her left liver resection the resection margin was compromised and it was re-resected by Satvinda Mudan.  After this she had a bile leak 
which persists to this day and I think it is because of a right posterior sectoral duct that drains into the left hepatic duct. 
 
Currently therefore she is a 38 year old woman with four young children and she has a brother who is willing to donate either a left or right lobe 
(probably left lobe) for her.  Her most recent scan now demonstrates what appears to be further disease within segment I.  Roger’s view is that 
she would be best served by liver transplantation and I would concur with this. 
 
In line with recommendations form the LAG meeting in November 2012, I enclose below the minimum listing criteria: 
Diagnosis:    Hepatocellular Carcinoma 
Reason outwith listing criteria: Residual tumour- Young age 
Greater than 50% 5 year survival: Potentially 
Clinical status:   Stable with bile leak 
At home/Inpatient/ITU:  At home 
Spontaneous breathing:  Yes 
Serum bilirubin:   Normal 
Serum creatinine:   Normal 
Serum Na:   Normal 
INR:    Normal 
Lactate:    Normal 
MELD/UKELD:   No liver disease 
Proposed Transplant:  1.  Living Related 
    2.  Cadeveric? 
7.  Cambridge 
This is a 33 year old lady, previously fit and well, who presented to her regional hospital 5 days ago with a 24 hour history of severe abdominal 
pain on the background of a 1 month period of feeling non-specifically unwell. CT scanning performed on presentation demonstrated acute 
occlusion of the coeliac axis, SMA and IMA together with infarction of her small bowel (figure below). At operation 4 days ago all but 55 cm of 
small bowel was excised and attempted arterial reconstruction using vein grafts to a branch of the SMA from the aorta and the ileocolic artery 
from the right common iliac artery was performed. The stapled ends of the bowel were left intra abdominally and she was transferred to 
Addenbrookes 2 days ago. At the time of this initial operation it was noted that the SMA was a fibrotic cord and the aorta and iliac arteries were 
essentially normal. 
  
She was taken to theatre yesterday and the residual small bowel and colon up to the splenic flexure were found to be infarcted and were excised. 
The 3rd part of the duodenum was stapled and a venting gastrostomy was placed. The duodenum is itself ischaemic although not definitively 
necrotic. The liver was pale and very soft and its only current vascular supply is via an arterial collateral to the replaced left hepatic artery from the 
left internal thoracic artery. The portal vein is thrombosed.  
Please find attached a CT reconstruction of her abdominal aorta. 
 
She is currently on HDU, not ventilated, with normal renal function and on no inotropes. Her ALT has been rising since theatre (64 on the 25/4 
and currently 156) and her bilirubin is 21. Her PT is now rising 22.3 although her lactate remains currently normal at 1.4. 

Referred 26 April 3013 for a super-urgent liver and bowel 
transplant. Registered 29 April 2013 
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Table 2 Patients referred to the National Appeals Panel, 1 September 2007 to 

30 April 2013, by transplant unit 
  
Transplant 
Centre 

Patients referred 
(% of total) 

Accepted  
(% of referred) 

Listed Transplanted  

Birmingham 12 (21.4) 12 (100) 11 8 
Cambridge 7 (12.5) 5 (71.4) 4 4 
Edinburgh 4 (7.1) 4 (100) 3 2 
King’s College 17 (30.4) 10 (58.8) 10 8 
Leeds 3 (5.4) 2 (66.7) 2 2 
Newcastle 2 (3.6) 1 (50.0) 1 0 
Royal Free 11 (19.6) 6 (54.5) 6 4 
       
Total  56  40 (71.4) 38 28 
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Table 3 Details of 14 patients declined by the appeals panel, 1 September 2007 to 30 April 2013, by centre 
   
Cambridge Glycogen storage disease type 1; multiple hepatic adenoimas not respectable; indeterminate lesions on radiological 

criteria (arterial uptake but poor venous phase washout; biopsy - high grade dysplasia but not HCC. 
Pt was reassessed, listed 5/3/10 and removed 7/5/10 due to 
progression of HCC outside LT criteria. 
Pt subsequently had resection and continues under follow-
up with no recurrence of tumour documented yet. 
Pt was not thought to have HCC at time of appeal (atypical 
adenoma only) but subsequently developed this 
radiologically hence listed 

Cambridge 12-months since receiving therapy for lesions and current imaging does not show any enhancing areas and his 
alphafetoprotein remains in the normal range. Current UKELD is 51 

Pt was reassessed March ’11 and subsequently listed 
10/5/11. Pt was transplanted on 28/11/11 
Explant showed multiple areas of HCC. So at higher risk of 
recurrence post-LT. Recent imaging, however, shows no 
recurrence at 15 months. 
At time of listing the indication was solely UKELD (thought to 
be tumour free at that time following treatment and period of 
follow up) 

King’s College The patient is a Cypriot gentleman aged 63 who has cryptogenic cirrhosis complicated by three foci of Hepatocellular 
Carcinoma.  On his initial scan in October 2009 he had a 4.6cm lesion in segment IV, a 1.7cm lesion in segment III and a 
1.7cm lesion in segment VII.  He has subsequently had four rounds of Transarterial Chemoembolisation and has had an 
excellent response with complete treatment of the tumours and no visible sign of tumour activity.  Our radiologists think 
that the disease has been treated effectively.  One lesion is difficult to follow up with Radiofrequency Ablation because of 
its location.  If he is not a candidate for liver transplantation then laparoscopic ablation would be considered in 
combination with Sorafenib. 

Received a live liver transplant 

King’s College See Patient 6 in Table 1 Registered for a live liver transplant 
King’s College First presentation to liver services with clinical picture of severe alcoholic hepatitis. 

3 month history of abdominal distension followed by 1-2 week history of jaundice. Significant preceding history of heavy 
alcohol intake for past 18 months of approximately 450 units/week with commencement of alcohol consumption at age 
14 years. He did not have any alcohol free days during this period, commencing drinking at 6 am daily and drinking both 
alone and socially. He smokes 10-15/day and has no illicit drug use history. During his inpatient stay he has attempted to 
obtain alcohol on at least 1 occasion and attempted to self-discharge for that purpose twice (at that stage formal 
assessment indicated that he probably had capacity). He has however now expressed remorse and expressed a desire 
to change his behaviour. There have been no prior attempts are modification of his drinking pattern but it has had no 
adverse effects on work (as a building labourer), family and finances. 
At presentation had stigmata of chronic liver disease and no encephalopathy. 
Investigations have revealed no cofactors for his underlying liver disease and histology indicative of severe alcoholic 
hepatitis, advanced fibrosis (probably pre-cirrhotic) and no evidence of copper or A1AT deposition. 
Clinical course; he did not respond to prednisolone for 1 week prior to transfer to King’s and since transfer has had a GI 
bleed treated endoscopically, mild renal impairment, currently no evidence of sepsis and no encephalopathy. 

No information received 

King’s College The patient who was diagnosed with hepatocellular carcinoma on the background of probable NAFLD-related cirrhosis in 
June 2009.  On the basis of vascular phase imaging with biphasic CT, the intra-hepatic staging of hepatocellular 
carcinoma at the time of diagnosis was two tumours, a segment 3 hepatocellular carcinoma 37 mm in diameter and a 
segment 8 hepatocellular carcinoma 15 mm in diameter.  Underwent two cycles of transarterial chemo-embolisation in 
July 2009 and November 2009.  CT scan performed six weeks after the second cycle of chemo-embolisation indicates a 
good treatment response with good lipoidal deposition into both tumours.  The current dimensions of the tumours are 33 
mm and 10 mm respectively.  There are no new lesions or evidence for extra-hepatic disease spread or vascular 

No information received 
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involvement. Alpha-fetoprotein level is 6. 
Although strictly speaking the intra-hepatic staging of tumour at the time of diagnosis was beyond the current UK criteria 
for transplantation (on the basis of one of the measured tumours being > 3cm in diameter), favourable tumour biology 
has been demonstrated over a six-month period with a good response to chemo-embolisation.  We thus feel she would 
be a good candidate for liver transplantation.   
 

King’s College Patient previously had Hepatitis C related chronic liver disease from Genotype 4a.  He developed Hepatocellular 
Carcinoma in the liver and was found to have two tumours; one in segment IVa measuring 4.7cm and the second in 
segment II measuring 1.6cm.  Subsequently he has been treated with Transarterial Chemoembolisation and 
Radiofrequency Ablation and at present there is no evidence of active disease and the segment II lesion appears to have 
infracted, and the segment IV lesion appears to have been effectively ablated.   
Additional information includes that he has been treated with Pegylated Interferon and Ribavirin for one year in 2006 and 
has been HCV PCR negative since then.  Although he is an insulin dependent diabetic managed on insulin, his general 
condition is satisfactory and he has come through formal transplant assessment. 
I believe that his disease has declared itself to be stable.  Currently there is no evidence of active tumour, but having had 
two lesions he is at high risk of further disease and I believe that he would benefit from liver transplantation. 

No information received 

King’s College Hepatocellular carcinoma on the background of cirrhosis secondary to genotype 3a chronic hepatitis C infection was 
diagnosed in July 2010.  On the basis of vascular phase CT performed on 18 August 2010, staging of hepatocellular 
carcinoma at the time of diagnosis was of five HCC nodules as follows:  Segment 2 27 mm, segment 4 27 mm, segment 
8 15 mm, segment 8 capsular surface 25 mm, segment 6/7 36 mm.  Alpha-fetoprotein at diagnosis was 450. 
Therefore, initial staging was beyond current UK guidelines for liver transplant on the basis of the dominant lesion being 
> 3 cm in size.   
Liver synthetic function at the time of diagnosis of HCC showed significant impairment.  However, performance status 
was very good and he had never previously suffered with distinct episodes of hepatic decompensation.  We proceeded 
to transarterial chemoembolisation utilising a modified dose of Doxorubicin.  He has undergone three cycles of treatment 
in September 2010, November 2010 and January 2011.  Following the third cycle of treatment, he developed 
encephalopathy and ascites.  There is probably scope for some recompensation. 
CT scan following the third cycle of chemo-embolisation was performed on 14 March 2011.  The current radiological 
evaluation is that the dominant segment 6/7 lesion is effectively treated with dense lipiodol deposition.  The four other 
foci of tumour show some lipiodol deposition with evidence for ongoing viable disease.  However, these lesions have not 
increased in size compared to initial staging and now new lesions have developed.  There is no evidence for extra-
hepatic disease spread.  In essence, from a radiological perspective, controlled disease has been demonstrated over a 
six month period.  Alpha-fetoprotein has reduced from 450 at the time of initial diagnosis to 80 following three cycles of 
chemo-embolisation. 
The only other significant past history is of hyperthyroidism. 
The request for listing as an exception is therefore being made on the basis of: 
1. Favourable tumour biology being demonstrated over a six month period with loco-regional therapy - controlled 

disease on radiology and significant reduction in alpha-fetoprotein. 
2. The current degree of liver synthetic dysfunction meaning that other treatment modalities will be severely restricted. 
3. The patient otherwise being an excellent candidate for transplantation. 
The transplant hepatologists and surgeons at King's College Hospital would strongly advocate his case. 

No information received 

King’s College See Patient 4 in Table 1 No information received 
Leeds CF related liver disease with portal hypertension and ascites; Recent onset of large volume ascites - large doses of 

diuretics; Oesophageal varices and intermittent banding; CF related diabetes; CF related lung disease with severe 
respiratory compromise FEV1 ~45%; Overall Deteriorating pulmonary function. Allergic bronchopulmonary aspergillosis ; 
3 monthly IV antibiotics. Pseudomonas colonised. Previous laparotomy x2 - meconium ileus. Proteinuria intermittent 
haematuria - IgA nephropathy confirmed on renal biopsy. Nutritional insufficiency. Some previous compliance issues, 
which would require a plan of action if liver transplant accepted. 

Patient could not be identified by centre as no unique 
identifier could be provided. 
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Royal Free Patient 1 Hereditary Aa systemic amyloidosis with the E526V variant Renal Tx end of last year – due to be seen shortly, I don’t 
know the outcome 

Royal Free Patient 2 Hereditary Aa systemic amyloidosis with the E526V variant May be on dialysis by now, but otherwise ok as far as I know 
Royal Free A young woman born 1976 with multiple adenomata with little reduction in size despite stopping HRT. Many are over 

5cms. She does not have mutation for glycogen storage disease type 1. We would like to consider her for 
transplantation, but she does not fulfil standard criterial. 

Last seen in clinic RFH Feb 2012 - stable adenomas on 
MRI. No metabolic issues 

Royal Free Metastatic (low grade, well differentiated, Ki-67 = 1%,with perineural and vascular invasion, 4/8 lymph nodes+) midgut 
neuroendocrine tumour 

Last aseen RFH May 2012 stable disease on imaging at that 
time 

 


