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Q1 David Amess:  Welcome to each and every one of you. There is no point having any meeting, 
having any evidence session, unless something comes out of the time we are spending today. So 
this is not just going to be a publicity stunt; a report done to gather dust. This is going to be a 
meaningful inquiry and - as one of the 646 members of parliament here - I am going to make 
sure that the other 645 MPs take note of the report we are going to issue.  
 
The fact that liver disease is the only major cause of mortality where annual deaths are rising is 
crazy. Absolutely crazy. Getting the interest of the media, my parliamentary colleagues or the 
Ministers in the Department of Health is the challenge. So I want to congratulate the secretariat 
on their timing of this inquiry. Now we were going to have two clinical witness sessions but Dr 
Peter Moss cannot be here, so we will have our four clinical witnesses first. So could I ask 
Professor Graham Professor Marsha Morgan and Dr Michael Glynn to take their seats? Now, I 
was on the Health Select Committee for ten years, so I have had more evidence sessions than I 
care to remember. And I have reached a stage in politics where if I hear anything that is original 
I will be absolutely shocked. Nevertheless, it is up to my colleague and friend Baroness Masham 
here, and myself in the House of Commons, to make sure something happens as a result of this 
inquiry. So can we first of all ask our three witnesses to briefly introduce themselves?  
 
Professor Marsha Morgan: I am a hepatologist by training and I am here today on behalf of the 
Institute for Alcohol Studies. 
 
Dr Michael Glynn: I am a gastroenterologist and hepatologist, and I am here today in my role as 
National Clinical Director for GI and liver disease, which sits within NHS England.  
 
Professor Graham Foster: I am Professor Graham Foster, and I am a professor of hepatology in 
East London, and I am here today representing British Association for the Study for Liver 
Disease.  
 
David Amess: And just by the by Professor Foster, where in East London are you? 
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Professor Graham Foster: I am based in Barts Health which covers a large remit, from Whipps 
Cross to Newham. 
 
David Amess: I am from the East end of London so those hospitals I know extremely well and I 
can tell you which I rate and which I don’t. 
 
Q2 David Amess: Now, there are a panel of four, and obviously we have written questions to 
ask you, but we are going to share them out. But I think the first obvious question is would you 
all tell us a little about your experience on the liver wards, and how this has changed over the 
last ten or twenty years?  
 
Professor Graham Foster: If I start with the experience of the Royal London, where ten years 
ago there was no liver service. So the entire 2 million population of North East London had no 
one to look out for patients with liver disease. We now have five hepatologists to cover that 
patch and we still feel like we are significantly under resourced. You can appreciate how very 
poor the service was, despite the very best efforts of clients to produce something out of 
nothing. I think that is very representative of a very large swathe of the country; where 
embryonic liver services are provided by well-meaning individuals without appropriate 
support, without colleagues to cover, and very large populations in the UK do not have access to 
liver specialists. And I think that came out very clearly in the NCEPOD report on alcohol, where 
a large proportion of patients with advanced liver disease from drink were simply left to die by 
consultants who, perhaps didn’t understand, didn’t have pathways, didn’t have referral 
processes and were simply not in a position to deliver high quality care. I think if we are going 
to change things in the UK we need a significantly greater number of people trained in 
hepatology and it may well mean taking current gastroenterologists with an interest and up-
skilling them so they can start to deliver the service. So at the moment my view would be that in 
many parts of the country the service is not fit for purpose.  
 
Dr Michael Glynn: I would agree, I am a colleague of Graham’s in East London and it used to be 
just a tiny bit of me and now there are a whole lot of colleagues doing a great deal of work, but 
still not enough. I mean I think there quite a lot of analogies - and we are going to bring them up 
today - with stroke. Stroke is now a specialty of its own having grown out of a mixture - elderly 
care and a few others. I think hepatology is gradually growing out of gastroenterology and 
maybe one day there will be a split, although one mustn’t predict that because there are some 
disadvantages to that. But undoubtedly we need more people. And if there are not, because they 
are not around or there is not the money, then there is going to have to be a real division 
between the two sub-specialities amongst doctors, let alone all the other healthcare staff we 
need to help us.   
 
Q3 Baroness Masham: Are you getting your patients quick enough? Are they sent to you by the 
GPs? Or do you get them in late stages?  
 
Dr Michael Glynn: In general we get them in late stages. 
 
Baroness Masham: So more difficult to treat? 
 
Dr Michael Glynn: There are a whole lot of reasons for that. Some of it is about public 
understanding of liver disease. Most patients hardly know what the liver is and what it does, let 
alone that you can have serious disease with no symptoms. And that works against us, but we 
have to face that and work with it and educate everybody.  
 
Q2 David Amess: Professor Morgan, before Sue’s question did you want to say something about 
the change over the last ten, twenty years? 
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Professor Marsha Morgan: Yes, in distinction to my two colleagues, I work on one of England’s 
longest established liver units. It was established by Professor Sherlock and it has an active 
transplant service. We too have seen a lot of changes over recent years. 
David Amess: Sorry, can you remind us where? 
 
Professor Marsha Morgan: The Royal Free Hospital which is part of University College London. 
So we are an established unit but we too have seen changes over the last ten years. We have 
seen changes in the demography of patient population. So we are seeing a lot more younger 
patients with live injury (in common with everyone else), and we are seeing an influx of 
individuals from the ethnic minorities with liver disease, and they are proving particularly 
challenging. Even though we are well-established, we struggle also to cover many of the 
exigencies our patients present for us. We are concerned there isn’t sufficient in the way of 
prevention so patients are being referred to us very very late. And we are having a very real 
problem in that, as a specialist service, we are finding it very difficult to send patients back and 
to have them looked after effectively by our colleagues in the district general hospitals. So, we 
have seen a change in the demography of the patient population group, we have also seen a 
change in the timing at which we see these patients - often far too late, and we are having still 
considerable difficulties in managing them as technology moves forward and we don’t 
necessarily always have the capacity in our HTUs and ITUs to actually provide the services that 
we would like to provide.  
 
Q4 David Amess: Before I open up questions to my colleagues on the panel, can I just have your 
insight why you think – and you touched on stroke – why you think this is the only major 
disease which is on the increase compared to the others? 
 
Professor Graham Foster: I think it is frank discrimination. 
 
David Amess: Discrimination? 
 
Professor Graham Foster: Discrimination. There is a strong perception that liver disease is 
your own downfall, and therefore we shouldn’t bother with it, and I think that goes right 
through the NHS I’m afraid. If you read the NCEPOD report its fairly clear that the drinker is told 
to sit in a corner and die quietly, that he has really brought it upon himself. So the support we 
provide to people with liver disease is dominated by an appearance that says alcohol is the main 
driver of liver disease and it’s their own fault. Firstly, that’s factually incorrect; there are many 
other things that cause significant liver disease other than drink. I think people with drink 
problems have other mental health problems, psycho-social problems that drives them to drink, 
but certainly there are significant co-morbid factors. So the idea that liver disease is all 
someone’s fault couldn’t be more wrong. But that perception overrides the whole structures.  
 
David Amess: Could I just ask you though, because obviously what you’ve said is very profound, 
we have already had some written evidence submitted to us but if you have any evidence for the 
assertion you have just made we would be very pleased to receive it 
 
Professor Graham Foster: I think the easiest way to deal with that is to just read the NCEPOD 
report.  
 
Dr Michael Glynn: Yes it’s very powerful on that subject. Sensible health professionals were 
clearly being judgemental, and either writing people off too early or simply not offering them 
what they should have been offered in terms of care. 
 
Professor Marsha Morgan: And I think it doesn’t stop with alcohol. Because if we look at 
hepatitis C, that is perceived to be the domain of the drug misusers. The non-alcohol related 
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fatty liver disease we are seeing now, again, it seen to be the individuals’ own fault - that they 
have allowed themselves to get where they are. So the three major causes – alcohol, obesity and 
viral hepatitis – all of them have the undercurrent that the patient themselves is somehow 
responsible. So it is across the board with liver disease, it isn’t just the alcohol. 
Dr Michael Glynn: I think if we look at what has been achieved with the other big killers – that 
is cardiovascular or cancer – I think there is this problem that most liver disease is hidden. And 
there are a lot of people out there developing serious liver disease and nobody knows it. And 
that is in contrast to those other diseases that are being tackled, which present very acutely 
(although cancer is obviously a whole area on its own), so that’s a difficult challenge for 
everybody, to get that message out there. 
 
David Amess: I’m going to bring in Andrew Langford now, but just to use the three of you for 
the moment. We unfortunately operate in the world of celebrity. Our APPG with the best of 
intentions had George Best as our celebrity. It got us a lot of attention at the time, but it did sort 
of end literally in tears. You might want to think of anyone who is respected for the right 
reasons – given as the three of you have spoken about prejudice – and could help us because we 
parliamentarians operate in the way politics is now. And it would help us tremendously. We had 
Anita Roddick, who was absolutely fantastic but she is sadly no longer with us. If you could think 
privately of anyone; we don’t have any funds so there is no payment, but if you could help us in 
any way privately that would be greatly appreciated.  
 
Q5 Andrew Langford: I completely agree with Professor Foster about discrimination; it’s a 
huge issue. But my question is really what more can we do in primary care to at least start to 
pick up people earlier or change their habits? 
 
Professor Marsha Morgan: All three of the major conditions we spoke about have very clear 
antecedents. So you don’t develop alcohol related liver disease suddenly one day; you have been 
drinking for many years. And the same pertains for hepatitis C; you may have been a drug 
misuser for a relatively short period of time but nethertheless that would have been 
documented. And of course you have the problem of increasing weight in the population. So, all 
three of those very very clearly are open to campaigns to address them. If we can address them 
at that stage then we can potentially prevent down the line. We know for example, that brief 
interventions far as alcohol is concerned are very effective. We know at least as effective for a 
year or two. There have been no follow up studies, and one suspects that you may have to go 
back in every few years and repeat the message, but certainly that works. Certainly, there are 
initiatives in relation to drug misuse and there are now large initiatives with regards to obesity. 
But they all need to be concentrated and there must be some form of over-arching control over 
that. You can’t have preventative issues that are not linked in other ways into the larger body 
that is taking care of health. You see there should be some form of over-arching link between 
PHE and NHS England and that for me will be the prime focus of getting out acts together so we 
can emphasise more prevention. But where prevention fails we are able to pick up at the other 
end. 
 
Q6 David Amess: Andrew, following on from your question, thinking of joining up, isn’t it a 
tragedy that we are coming up to Christmas and we are having the drink driving campaign and 
whether or not anyone takes advantage of it, it would cost nothing to link drink driving and liver 
disease- just an extra sentence? Really, it’s just so frustrating. Andrew, were there any further 
comments? 
 
Andrew Langford: Well I think there is a need for more efficiency in primary care and I think 
you could certainly help a lot of patients with liver disease if they were diagnosed a lot earlier. 
So really it’s just to ask whether or not they have seen any improvement in the last fifteen years 
in the knowledge base of the GPs in primary care, and we finding those referrals have changed 
or are we still in a situation where we need a lot of improvement. 
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Professor Graham Foster: We certainly need a lot of improvement. I think we can get into a 
virtuous circle where patients are referred appropriately, seen appropriately, and information 
goes back. Take hepatitis C for example, if a GP diagnoses a person with hepatitis C, refers him 
to a specialist who says “there is not much we can do about this”, then the GP stops talking and 
testing. But if the specialist says, “yes there are wonderful drugs I can cure you” then the GPs 
keep referring and the virtuous circle builds up. I think in East London we have seen a ramping 
up of referrals from GPs and I think the quality is getting much better; people are testing for the 
right things. But that takes a long period of time, a lot of effort from a lot of individuals to move 
from a position where GPs are ill-informed and unskilled. So I would agree with Martha that we 
need an overarching structure but I think if you don’t have a local leader, a local champion, 
things will not move forward.  
 
Dr Michael Glynn: I think in terms of non-alcohol related fatty liver disease, GPs are at sea. They 
understand it’s out there, they see a lot of abnormal liver function and I think we as a profession 
don’t yet really understand what the algorithms are. We don’t have anything simple saying “you 
test this this and this, and this part you refer for and this part doesn’t matter”. Now there is 
quite a lot of work going on and hopefully this will produce some simple results. But we are not 
there yet. 
 
Professor Marsha Morgan: I think that there are some local initiatives that work extremely 
well and I think in our written submission we gave some very good examples from Liverpool 
and Nottingham. But the key to all of those was that there was finance involved; so there was 
payment involved. I received, and was on the receiving end, of a very poor initiative that took 
place in Camden which really did a lot of harm. The GPs were being paid in order to screen 
subjects for their alcohol use and they employed two psychologists who were supposedly going 
to do the brief and extended interventions. Now neither of those were sufficiently qualified to 
actually be autonomous practioners and they didn’t have a supervisor. The GPs were screening 
(and not doing very much more with the patients) but were sending the very dependent 
patients, the ones that really you couldn’t in any way put into that scheme, to the psychologists 
who frankly couldn’t cope. The whole system fell to pieces, so I think some ill-conceived local 
initiatives can actually do more harm than good. And I think if there are local initiatives they 
really do have to be done in concert with the experts who can see where maybe the traps are 
lying. So there are some failed initiatives because they have been ill-conceived; certainly that 
was my experience with Camden. 
 
Q7 & 8 David Amess: Thank you, Charles – you wanted to take us onto another subject? 
 
Charles Gore: Well actually, can I just probe around prevention. You talk about local initiatives; 
do you feel that there is any room for a national initiative? Clearly we have these beginning to 
take place with health checks which are designed to be largely preventative. What do you feel 
about the do-ability or cost effectiveness of introducing some kind of liver test into that? So 
that’s my first question. And my second question, what is your view about - and I would be 
delighted if you had a firm view on this one way or another – about universal vaccination 
against hepatitis B? 
 
Dr Michael Glynn: Well health checks of course kick in at forty and for alcohol that’s probably 
too late. So that’s a particular problem but it’s hard to say it shouldn’t be in there. We should be 
doing something younger than forty, although there are plenty of forty year old drinkers who 
are beginning to get into trouble or are already in trouble. In the QOF, which of course drives a 
lot of what happens in primary care, alcohol has just crept in I believe for hypertensives. If you 
are hypertensive, then of course you now get asked a question about alcohol. Hypertension is 
very well understood by some people, but not by most. Think how many tablets could be saved 
if people cut their drinking. But that is a foot in the door possibly through the QOF - assuming 
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the QOF survive, as there are rumours that it is not terribly popular at the moment. So Health 
Check yes, but they are limited. 
 
Professor Marsha Morgan: It came in in April didn’t it, and they said they would add alcohol to 
it; it should have been in there from the beginning. 
 
Professor Graham Foster: Its madness not to take this opportunity. We need to pick up all liver 
disease, but understand that a large proportion - those with hepatitis B or hepatitis C - will have 
normal liver tests. The fact that GPs are thinking about livers and referring those on, I share 
Michael’s view that it is too late, but I think it is a positive step forward. There is no 
disadvantage at all; once you have the needle in for a cholesterol test you might as well take an 
ALT. And ok that might not pick up all liver disease, but if a GP has to do it, they have to read a 
little bit about it, they have to get engaged, they have to make links with their local referral so I 
very strong support it. In terms of vaccination, I would be jumping up and down with joy if we 
got a universal programme. 
 
Professor Marsha Morgan: Absolutely. 
 
Professor Graham Foster: My own children are vaccinated against hepatitis B. They’ve gone to 
university and presumably they are going to have sex and enjoy themselves and it’s monstrous 
to put them at risk of an infection which is very easily prevented. So I think everyone should be 
offered that; I really do think that it’s a scandal that there are only two countries which don’t 
vaccinate. We have a very large group of immigrants who have hepatitis B and are highly 
infectious, and as the communities mix it will be transmitted. And once it becomes clear that 
when you go out with a Chinese girl you go yellow, race relations will take an enormous step 
backwards. All of that strife is entirely predictable and entirely preventable. I cannot 
understand why we are not doing it.  
 
Q9 Andrew Langford: Can you explain to us why we don’t have universal vaccination against 
hepatitis B? 
 
Professor Graham Foster: There is a mathematical model that has been produced by the Health 
Protection Agency which says that it is not cost effective. And on numerous occasions I’ve asked 
the data on which that model is based and on numerous occasions I have been denied. So, based 
on a rather vague calculation, it has been decided it’s not worth doing. But when you add up the 
potential psychosocial harm, and the potential damage to communities, it seems to be absolute 
madness. We are focusing on a very very narrow question; would vaccination reduce the 
amount of patients with hepatitis B? and the answer is it probably wouldn’t that much, but it 
would stop a lot of people getting sick for long periods of time and stop a lot of acute hepatitis 
and stop a lot of angst. 
 
Dr Michael Glynn: It does seem odd that a model’s figures does not come out in favour for 
hepatitis B but does for vaccination for cervical cancer. That doesn’t feel right to me. 
 
Q10 David Amess: Are you sort of thinking Lord Fowler, when he was in charge of the health 
service, did some amazing stuff with AIDS, very effective advertising. What do you have in mind 
to shock people all these years on; are people shockable about anything?  
 
Professor Graham Foster: Yes, I think particularly for hepatitis B and hepatitis C, one only 
needs to hold up a few exemplars of people who have fallen into real problems. Lou Reed died 
following a liver transplant complication. I’ve no idea what the diagnosis was but I suspect that 
was a lifestyle decision, I suspect hepatitis C may well have played a role in that. That is all 
preventable and treatable with the medications that are becoming available. So a campaign now 
would save us vast sums of money in the relatively near future. So we know that the peak of the 
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hepatitis C transmission was twenty to thirty years ago. We know it takes thirty to forty years to 
get liver problems from hepatitis C so you don’t have to be a rocket scientist to work out what’s 
coming next. And if we pick a few exemplars, who are willing to declare themselves and explain 
some of the problems they have had as result of this infection and that there is now a treatment 
that works and cures, it strikes me as a being a very appropriate time to be doing it.  
 
David Amess: Well, when it comes to producing a report Anna Soubry was the previous 
Minister for Public Health and her sort of style was trying to be a bit like Edwina Currie. We now 
have a different style perhaps with the new health Minister, so we will reflect how we might be 
able to influence. But presumably you’ve got so idea of the cost of a campaign? 
 
Professor Graham Foster: No; but I think the cost of doing nothing is going to be catastrophic. 
There are going to be very large numbers of people presenting with end stage liver disease. The 
difference here is that the mortality from liver disease among people under 65 is on an 
exponential rise. And there is no other condition which is on that exponential part of the curve. 
Now I accept that alcohol has a big role in that, but alcohol is more challenging to treat and viral 
hepatitis we could eliminate, we actually could eliminate.  
 
Dr Michael Glynn: If you drink and have hepatitis C you feel much worse, so let’s at least deal 
with hepatitis C.  
 
Professor Marsha Morgan: Yes, and I think one of the things is dealing with the very human 
side of things. You have a middle aged gentleman who presents with jaundice and you discover 
that he is hepatitis B positive. You are then in a position as the clinician saying, “I need to test 
your wife. And I’ll probably need to test your children”. And the strain that puts on your family 
is really quite extraordinary. I think if there was a programme where individuals from 
particularly high risk communities such as immigrant populations were tested then we could 
move in so much earlier and we could prevent so much of that. Particularly if we can vaccinate 
those that are unaffected at the particular time. So I think that the real human cost that we’re 
seeing is something that doesn’t figure in the money books. 
 
Q11 Andrew Langford: I really agree with what Marsha has just said. David, you brought up 
the wonderful work Lord Fowler did with HIV and I know you find it hard to believe but I am 
old enough to have worked on that campaign. But I think that campaign took a great leap of 
faith. It didn’t have the statistics or the money or the finance to prove it would work. It was done 
because it was needed, and I think that there is exactly the same need around viral hepatitis. It’s 
a sad reflection on the United Kingdom that we don’t know how many people are infected with 
viral hepatitis. But what we know is that a small percentage is being treated and we’ve got 
people unnecessarily - and we will have more - people dying. So my question really is what have 
we got to do to convince the politicians and the necessary bodies to take this on board? Michael, 
particularly in your role, is there more that can be done to influence the decisions? 
 
Dr Michael Glynn: Well my role is quite constrained down at NHS England. We work with PHE 
but they are two bodies, as indicated, that are working on parallel tracks and getting the links 
right…I’m not sure that they are there yet. It doesn’t mean that the intention isn’t there. 
 
Q12 Baroness Masham: With the Prison Health APPG, we visited several prisons. We visited 
Wormwood Scrubs, and then Belmarsh. The two biggest problems were different; there was 
hepatitis C in Wormwood Scrubs, and the biggest problem in Belmarsh was hepatitis B. And I 
suppose that reflected the different populations, with a lot of Eastern Europeans coming to 
Belmarsh. But they did have a fast track treatment to vaccination programme for prisoners. The 
fast track was really quite good.  Anyway, what I wanted you to tell us was that if someone 
comes in with the later stages of liver disease, how do you treat them?  
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Professor Graham Foster: The simple truth unfortunately is that by the time you have 
advanced cirrhosis the only option is transplantation so what we really want to do is pick 
people up before they reach that stage. And in that stage there are curative treatments available. 
So with hepatitis C, with the sorts of drugs we now have available, we can cure eight out of ten 
patients and that will only get better with time. With hepatitis B, no-one on proper treatment 
progresses to end stage liver disease. So these are controllable conditions. And if we catch 
drinkers early there’s a good chance we can help, likewise fatty liver disease, so the real 
premium is on getting to people before they get to us.  
 
Dr Michael Glynn: Having said that, it’s never too late to stop people drinking. So there are 
people that are on the borderline of transplantation who then stop drinking and then by the 
time their transplant comes up they actually don’t need it; they’ve got better. 
 
Professor Marsha Morgan: There’s a remarkable turnaround if you can get individuals to stop 
drinking. You go from someone who is moribund to someone leading a very reasonable life - it’s 
quite miraculous. It’s a fairly emotive word to say but it really is.  
 
The other problems I wanted to bring up at this stage was that fifteen years ago we had separate 
groups and now we are now seeing a whole panoply of mixture so that we are seeing 
individuals maybe during their lifetime who have moved from substance misuse to alcohol 
misuse and the back to drug misuses. Who are carrying a burden of alcohol and hepatitis C, 
which is a vicious combination because those individuals are 31 times more likely to develop 
cirrhosis and if they develop cirrhosis they are much more like to develop primary liver cell 
cancer. It is this rigidity that we had before - where you have doctors who look after alcohol and 
doctors who look after viral hepatitis, and organisations that look after hepatitis C and 
organisations that look after alcohol - that has to broaden out now.  There has to be more of a 
mix across the way.  I was recently approached by a group who were interested with hepatitis C 
saying we wonder whether we should be doing something also with alcohol.  And I think that is 
becoming very important for us as a profession to accept. That if you are interested in alcohol 
you shouldn’t ignore the fact that patients may have problems with obesity and problems with 
hepatitis C, and likewise for our colleagues working in the viral services. In particular we have 
seen that patients who are drinking and have hepatitis C respond much better to treatment if 
they are abstinent before they start. Efforts must be made across the board to join us up because 
I think we are still a little bit singular in terms of our interests and I would like to see a much 
broader remit for us all where we can see the causes and deal with all the causes rather than 
sticking with what we know.  So I would like to see that in the profession. 
 
Q13 Baroness Masham: I have heard that networks for liver disease would be useful but the 
Government doesn’t seem to like networks at the moment. The cancer network was extremely 
good so that’s a shame.  But about campaigns, I was on the HIV committee and we were told that 
Public Health England should do campaigns.  I think that it would be rather good to get one on 
the television about the liver. 
 
All panellists agreed. 
 
Professor Graham Foster: Just to pick up a little bit, I think you made some strong points that 
there are very good exemplars of good practice. The network delivery of care for cancer has 
been extraordinarily successful.  If we took that on board for viral hepatitis and early liver 
disease so an inexperienced physician would have access to a group of specialists, that would 
transform management of the disease. And then to have a care system where the very sick 
patients are moved into tertiary centre, recovered, and then moved back, then whilst you are 
doing that you are up-skilling the people at the general hospital who suddenly start to 
understand that there is more to be done. No one wants to deliver bad care, it’s just lack of 
knowledge. So I think those two archetypical models are exactly where we need to go.  
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Dr Michael Glynn:  There probably won’t be major funding and support for networks.  There 
won’t be offices and people and systems to run them but that doesn’t mean that clinicians can’t 
get things to work.  The trick will probably be to define the centres and to ensure the tariff to 
drive the change is right because if the centres are getting paid for treating very ill people and 
the periphery is not getting paid, the periphery mangers will say we are not going to look after 
these patients you have got to send them in to the specialist centre. And that has produced 
change in other areas and would probably work. 
 
Q14 David Amess: Witnesses, you may want to reflect on this, I understand all the points you 
making on prevention, and perhaps we can separate problems with liver caused from alcohol 
from other sorts of problems, but if we can concentrate on the alcohol induced problems. Here I 
am as a politician who can only exists as a result t of people voting for me day in day out week in 
week out some of my colleagues come up with the bright of idea of taxing alcohol, deal with the 
business of supermarket sales and all the rest of it. Now, it’s all talk. It’s never going to happen. 
So could you tell the committee, what help there is out there for people who are alcoholics who 
can’t afford to go to the priory, what help is there? 
 
Dr Michael Glynn: Can I just allude to your point where it’s never going to happen. I think as 
professionals we would be disappointed by that… 
 
Professor Marsha Morgan: That would be awful. 
 
Dr Michael Glynn: It is universal across the profession that we believe minimum unit pricing 
will work. It will achieve considerable reduction in consumption by the harmful drinkers with 
very relatively little effect on the majority. 
 
David Amess: What I meant was that I have been here for thirty years. 
 
Dr Michael Glynn: I understand that… 
 
David Amess: It’s that it has been said before by politicians, it gets a lot of attention but when it 
comes to doing something about it, it just doesn’t happen. It’s not that I am disagreeing with you 
Dr Glynn it’s just in my experience here has been that politicians won’t make it happen, I could 
be wrong… 
 
Professor Graham Foster: Could I urge you not to give up?  
 
David Amess: That’s why I am still here after thirty years! 
 
Professor Graham Foster: The tide is changing. It’s interesting that if you talk to people, they 
all know someone who is running into trouble with drinking. I met a taxi driver the other day 
who, having discovered that I was a liver doctor, talked about his alcohol problems. His wife is 
in terrible shape from alcohol abuse. His children have been taken away and he waxed lyrical 
about the fact we need to do more about drink. When people get damaged and have their own 
family members damaged by drink they will be more receptive. And I think for that to happen, 
the moment will come when the voice of public will say we have had enough of our family life 
ripped apart by drink. People wandering around the streets at midnight are not amused to see 
the amount of drunken behaviour. 
 
Q15 David Amess: I accept the points that you are saying, but let me share with you the way 
life is. We all used to go to bed at a certain time but youngsters these days go out when we are 
going to bed. When we were young we didn’t get slaughtered before we went out, but today all 
the young people get slaughtered before they go out. TV programmes glamorise ‘Brits abroad’ 
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and that’s out there with the internet and youtube.  And MPs are being elected by all these 
people. So politics is the art of the possible and although I am with you I am not going to give up. 
How do we counter all this when its actually being glamorised, you see I go back to what 
Andrew was saying about AIDS and the shock element how do we shock anyone now? What is 
shocking?  
 
Professor Graham Foster: I sympathise with your challenges but I do think the tide will turn 
because more and more teenagers are running into problems. More and more young men and 
women who are really getting into difficulties. 
 
[DR HUDSON ENTERS THE ROOM]  
 
David Amess: Dr Hudson would you introduce yourself? 
 
Dr Mark Hudson: My name is Dr Mark Hudson, I am a consultant hepatologist in Newcastle and 
also president of BASL. I also chair the north east and north Cumbria hepatology network.  
 
Professor Marsha Morgan: I was just going to echo what Professor Graham Foster was saying, 
if you look back twenty years there were innumerable people who drank and drive and there 
were innumerable campaigns. And gradually the public became less tolerant of it and it 
changed. It’s very hard to put a finger on why that changed, I mean the drink drive campaigns – 
there would be a blip and then a reduction in the number of people that were stopped for drink 
driving. But generally there was a change in public appreciation for how bad this was and you 
now get people who take keys of people who look like they are about to drink and drive.  So 
there has been a shift that was brought about the public’s gradual intolerance of the situation. 
And I would agree with Graham, that I would love for you as our representatives to keep 
pushing on MUP. And we think there will be a tide of public opinion behind you that will 
eventually remove those barriers. 
 
Dr Michael Glynn: We could have been sitting here ten or six years ago talking about the 
smoking ban in public places and saying – it will never happen. I think there is hope.  
 
Professor Marsha Morgan: The Alcohol Strategy really was a damp squib, and it was the only 
thing we held hope out from and the one thing that was there has disappeared. Very sad to see. 
 
Baroness Masham: I just wanted to say I come from North Yorkshire and Newcastle has very 
high drinking rates.  I worked with young offenders for years and many came from the North 
East and it was a big problem.  I used to say to them “what are you hobbies?” and they replied 
“drinking”.  
 
Dr Mark Hudson: Its part of the culture. There has been a three-fold increase in deaths from 
chronic liver disease in the North East of England in about sixteen years, that’s about 16.5 per 
100,000 population.  
 
Baroness Masham: How do these youngsters get the money?  
 
Dr Mark Hudson: Alcohol is made readily available; there are so many offers that are available 
in supermarkets. If we go back to MUP, but the other thing is that many young people now of 
course pre-load before they go out to clubs, they pressure drink before they the go out to others 
areas so they can reduce the cost later on in the evening.  
 
Q16 Andrew Langford: Would this panel like to see the adoption of the Alcohol Health 
Alliance’s report on alcohol, to go alongside the alcohol strategy? Would it be helpful if the he 
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Health First report sat alongside, was perhaps adopted by the politicians, alongside the less than 
adequate alcohol strategy? 
Dr Mark Hudson: The answer is yes obviously.  MUP is the area that we would really like to see 
pushed, we see it as a major opportunity lost.  
 
Professor Marsha Morgan: I think this inequality in the services and the differential in terms of 
the effects of the various lifestyle issues as well actually identified in the atlas of liver disease 
which showed where the greatest deprivation and where the greatest inequalities were. Then 
NCEPOD gave very good examples of where there was good practice, and where there was not. 
And the saddest thing of all was that where there is good practice, often that is dependent on 
one enthusiastic individual and when that individual disappears, so does the service in that 
areas. So there isn’t the backing even for those very interested individuals who are able to take 
things forward. I think the Atlas had been very good in actually highlighting that. 
 
Q17 Baroness Masham: what do you think of the AA? 
 
Professor Marsha Morgan: AA works, I think there are no doubts about that, although they 
don’t provide figures. Groups for doctors and dentists who run into difficulties, whether with 
the GMC or just into difficulties, have clear evidence that that it provides an excellent support 
network with as many as 60 to 70% of doctors and dentists getting back to full practice. So 
certainly in that environment where I have experience it works, and the general consensus is 
that works very well although the figures aren’t available. It doesn’t suit everyone and I think 
that is the most important factor. We started a group in our hospital which is only for 
individuals which have been our patients and that also works extremely well. They come up 
onto the wards and speak to new patients, sponsor them and take them down. And probably 
about 50% find that they can utilise that as a support network but the other 50% don’t. And 
ours is not run on religious grounds is not even run on spiritual grounds.  I think any form of 
support network is going to be useful. You have to allow for that individual choice. For some 
they almost become addicted to going to AA, they swap alcohol addiction for attending these 
support groups. Sometimes you have to wean them off.  But yes, as a support group I think yes, 
they are extremely useful as are any forms of support groups that are available.  
 
Q18 David Amess: I am rather hoping that our report will have not only recommendations but 
a bit of carrot rather than stick. So I would like to go back to opportunities and threats in the 
new NHS as Dr Hudson is with us. So Dr Hudson, what do you think are the biggest 
opportunities in the new NHS to improve outcomes in liver disease? 
 
Dr Mark Hudson: I think one of the things we need to do is really look at prevention. I mean, 
one of the real targets for me is primary care, and if there is anything we can do to try and aid 
primary care practitioners to identify patients at an early age, as well as encouraging screening 
patients. A lot of this connects to the role of PHE and how they are going to integrate with the 
NHS. In terms of alcohol and obesity, they have the opportunity to take things forward. 
 
Professor Graham Foster: There is I think another opportunity with specialist commissioning, 
to put a sensible tariff on managing advanced liver disease, to drive patients into tertiary 
referral centres. So I think there is an opportunity there if we can grasp it, and it just requires 
the tariff to be set at the right level and the standards to be set in the right way. And I think that 
would really make a difference at relative modest cost. 
 
Baroness Masham: Will the CCGs have to pay for it? 
 
Professor Graham Foster: Well that would come out of specialist commissioning so that would 
come out of the NHS England budget. So that then becomes a real win-win for the local GPs, if 
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they can find people early they feed them into specialist centres and someone else picks up the 
tab. So there is a strong reinforcement to everybody, so I think we could use those levers.  
 
Baroness Masham: Does that information go out to GPs? 
 
Professor Graham Foster: I’m not anyone is sure about how this information will be 
disseminated we would certainly make them aware of it if we had the opportunity. 
 
Dr Michael Glynn: The links between CCGs, who are very local and autonomous, and specialist 
commissioning through Local Area Teams is variable across the country. Some are working very 
well together - London actually probably works quite well probably because it is very 
geographically coherent. Other patches are big and spread-out and may be working less well at 
the moment, there is room for improvement. 
 
Dr Mark Hudson:  It’s trying to get them to recognize that if you pay now you save later on. It’s 
trying to get that message across. Because in my experiences there is incredible nihilism that 
still exists especially in primary care and some aspects of secondary care for liver disease.  
 
Dr Michael Glynn: Just to talk about what’s happening in NHS England. I mean the word 
“strategy” is not really allowed in NHS England, particularly when it relates to single organs or 
single systems. So NHS England is set up around domains, which everyone is trying to achieve to 
improve health outcomes across the country. There are some advantages: paradoxically, the fact 
that liver disease has grown enough to get into the top five, if it was number six it would be 
much less. The fact that it is number five on the list means that it is very much on the radar. And 
needs to contribute to the intended reduction in mortality for patients under 75. So that is 
advantage: there are systems there, people are looking at it and they have to provide 
information. We have to provide goals to CCGs, and say your goal is to reduce premature 
mortality in your area, liver disease is one area that you are going to have to tackle if you are 
going to achieve that. You know, those systems are there, time will tell how well they work. 
 
Q19 Andrew Langford: in the absence of a strategy, Michael, what are we going to do? A lot of 
hard work was put into the development of a strategy. A lot of us saw a final draft.  How can we 
go on to ensure that some of the support and guidance that would have been in the strategy can 
be used to make sure that we do improve liver services? 
 
Dr Michael Glynn: Well that’s probably one bit that I am contributing to. My role hasn’t 
burgeoned immediately mainly through lack of resource, mainly because NHS England was set 
up on a much contracted budget than what the equivalent that was the previous system. We can 
use mortality projections with alcohol - if you do this, you can predict that this many few people 
will die in five years. Those calculations are not particularly difficult, they are not rocket science. 
So that information is going in there. And the Clinical Reference Groups will put liver services on 
the map. Supporting centres and networks, and getting away from this idea that the only liver 
centre is a transplant centre, which a lot of people still believe, and that will happen I think. So 
those are probably the two things that are going to drive some change.  
 
Q20: Andrew Langford: Will there be any levers to address the discrimination identified in the 
NHS Atlas?  That you highlight that transplant centres tend to have better services but on the 
whole there are a lot of people not getting very good liver services so how can we work more on 
that? 
 
Dr Michael Glynn: Data is always good, and I think the Atlas of Variation is somewhat 
underpublicized. A fantastic amount of very accessible data. Everybody needs to promulgate it.  
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Q21: David Amess: Dr Hudson, comments please on the postcode lottery of care and examples 
of best practice.  
 
Dr Mark Hudson: One of the things I am very aware of because in my region the match with 
social deprivation.  That is a major concern and as a result of which I think there is a lot of 
stigmatisation.  
 
I think there are opportunities that are missed far too readily to address and intervene. Areas of 
good practice: we have seen from the Alcohol Care teams that there are examples of best 
practice but unfortunately they are not universally available and generally they are not available 
24/7, only limited times. Going back to that NCEPOD report, where up to 70% of district 
hospitals claimed to have a liver-interested gastroenterologist, I would be very intrigued to 
know what definitions they used for that for the interested person, considering that there is 
only something like 27% of teaching hospitals with a consultant hepatologist available to them.  
So I think it comes back to what was said before, you have one motivated individual but it’s 
when they go on holiday there is no one to back them up so overall services are really lacking. 
Other areas of best practice are at tertiary level, I think it is very hard to demonstrate 
comparable examples of best practice further upstream when we start thinking about primary 
care. What disturbs me is the scepticism that people express seeming to think that whatever 
they do won’t make a difference. We need to demonstrate that you can make a difference, that 
you can take someone at their annual diabetic review and look at the liver alongside looking at 
their heart and kidneys. You could very easily identify those at risk of liver disease and 
hopefully you can identify those now. The problem is the grey area in the middle and what is 
often thrown back at us is that we couldn’t possible manage, we would be overwhelmed with 
the patients we would receive, but there are ways of working through this.  
 
Q22: David Amess: before I ask the witnesses to make their closing statements, Charles –  
 
Charles Gore: Could I just ask two questions, the last being very specific. The first question is to 
you Dr Glynn: in the absence of a national liver strategy is the DH going to produce some 
document around liver disease?  I have had repeated assurances from the department over the 
last three years that something would be produced, including one from the now ex Public Health 
Minister Anna Soubry MP as recently as June. So I would like to know is there going to be 
something. And secondly, I would like to know if how you see your role, seeing as you’ve been 
given the probably poisoned chalice and what levers you think you are going to have to drive 
improvements throughout the NHS.  
 
Dr Michael Glynn: I have to be slightly boring and point out that NHS England and the 
Department of Health are very distinct and therefore I cannot comment on what the 
Department of Health is going to or might do. I think the answer is that they are probably are 
not; my hunch is that there won’t be a document but that’s not an official statement. I can’t say 
one way or the other.  I’m not sure why they said they were because they are not producing any 
official documents on any other disease. So while we might like liver to be in there, I’m not  sure 
it will be.  
 
In terms of my role, I think if there are 26 National Clinical Directors, some very organ specific 
some very generic.  If think if you talk to any of us they would say it hasn’t been an easy start. 
We are very different to the previous NCD – so-called Tsars – because we work in a different 
organisation and work with very little infrastructure in terms of people to do stuff and take 
things forward. And we are all jobbing clinicians with other work to do and were appointed as 
such, because they wanted people like that in there. So that’s the downside; the upside is that 
we are in there and the influences are through the NHS England structure through influencing 
domain outcomes and influencing CCGs (who are of course legally autonomous bodies who we 
can’t tell what to do). They are of course have to follow NICE. And NICE is probably the one 
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critical area, that we are not good enough at using what there is in NICE to drive change and to 
influence NICE to produce more.  
Dr Mark Hudson: I was going to say there are NICE guidelines but they are not really enforced. 
And it’s heartening to see that there is going to be NICE guidance on managing cirrhosis, but 
that’s going to take two years to complete. And that’s why it is so sad to all of us that we don’t 
have a national liver strategy. That’s why my own network was proposed initially because we 
thought we would go onto the back of that and drive some things through but we were left 
really floundering. We have our own approaches to things – you asked about areas of best 
practice, we do have guidelines and approaches to end of life care.  But what we don’t have is 
something to ride on the shirt tails off to say right this is really what we want to deliver and 
push for it, it’s trying to find out own way.  
 
Dr Michael Glynn: CCGs are obligated to follow NICE, one of the few bits of obligations that are 
in there.  
 
Q23 Charles Gore: Can I ask one very specific question about something completely different in 
some respects; there has been a recent case where a gynaecologist and obstetrician discovered 
they had hepatitis C after retiring. There is a look-back that has discovered at least two cases of 
transmission. Now, the current practice in the NHS is that people who enter the service doing 
EPPs after 2007 are tested for hepatitis C. There is not testing for anyone who is continuing to 
practice and started prior to 2007. What are the witnesses’ views on this? Because we are 
concerned from a patient risk perspective that people are needlessly being put at risk and we do 
not see the logic if you are testing someone forward, you are not testing backward either.  
 
Professor Graham Foster: I’m very clear in this. We test all our surgeons for hepatitis B and I 
think we should throw hepatitis C into the mix. Those infected should be tested, given access to 
drugs that cure and then put back to work. So I can’t see the logic for not doing it other than 
historically there were some concerns that we would lose some good surgeons because 
treatments were not available. I think those arguments are now null and void, and to be honest I 
don’t think they were robust in the first place.  
 
Dr Mark Hudson: Absolutely, if we can go back to education and awareness, people need to be 
made aware that we have effective treatments for hepatitis C now. Particularly surgeons need to 
be made aware now.  
 
Professor Marsha Morgan: Might I just return to Charles’ question about strategies? We 
understand, and it may not be correct, from Sir Ian Gilmore that he has just been asked to chair 
the Prescribed Service Advisory Group for the management of liver services per se so this is 
different to specialist commissioning which Graham is involved with.  And my assumption 
would that if they are going to look at and provide advice about how this should be done and 
one would hope it would include something along the mechanisms by which it might be 
designated as a specialist centre so I am assuming that there should be some documentation 
that kind has the look of a strategy about it and we can use that as a source. 
 
Dr Michael Glynn: Yes. A service definition set might look like the paragraphs of a strategy 
without the bits in between.  
 
Q24 David Amess: before hearing from our patients I would like to ask our patients to ask a 
closing statement. Professor Morgan? 
 
Professor Marsha Morgan: I think that we are at a difficult time, I think that my concerns are 
that opportunities may be missed because of bureaucratic quagmire, because of the new moves 
in terms of the organisation of our NHS. I think it is imperative that we don’t lose opportunities. 
I think that we need to look very clearly at prevention of the lifestyle issues that lead to a lot of 
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liver disease which is the remit of PHE.  And I think we should take whatever opportunities we 
can, particularly through specialist commission to do the best for our patients that slip through 
the early preventative nets. I think it is a time of opportunity but I have concerns that we might 
lose it. I very much welcome being of the APPHG and I wish you good luck with your 
endeavours.  
 
Dr Michael Glynn: I must echo what Professor Morgan has said; it is a difficult time but there 
are always opportunities and we must work to identify them.  The fact is there are a number of 
groups and clearly committed individuals to drive this forward if you look historically at the 
development of other services, maybe we are not that different if look at the development of 
some other timelines.  We have opportunities to go forward and I would urge everyone to keep 
their eye on the ball on minimum unit pricing. 
 
Professor Graham Foster: More testing, more treatment. That’s it.  
 
Dr Mark Hudson: I would like to reinforce the lifestyle issues which are absolutely paramount 
in the disease.  There is a lot of enthusiasm and a lot of expectation with the national liver 
strategy and a lot of disappointment.  There are a lot of able people who want to move this 
through and there is a lot of support out there to make this happen if the opportunity is there to 
make this happen. 
 
Q25 Baroness Masham: Are there enough consultant in liver disease? 
 
Professor Marsha Morgan: No. 
 
Dr Mark Hudson: No.  At this present moment in time 15% of the whole gastroentology 
workforce would be classed as hepatologist.  We are significantly lacking. 
 
Dr Michael Glynn: I do have to say, wearing both my hats, that we must not rob Peter to pay 
Paul.   
 
David Amess: Well on behalf of the committee, I would like to thank the witnesses very much 
indeed for the time they have spent with us this morning. Your expertise, your advice, is very 
well directed. It is the intention of the committee to produce this report by the end of the year 
and to a launch perhaps the first two weeks of January. We will do our very best to make sure 
that this time you spent with us is not just a further part of the journey of a glorified talking 
shop. That there is action and that the circumstances of people who have problems with their 
liver are improved substantially. So thank you very indeed for the time you have spent with us 
this morning.  
 
 
 

 
EXAMINATION OF PATIENT WITNESSES 

 
Witnesses: Dr Susan McRae, Mr Martin Manning and Mr Simon Marks.   
 
Q1 David Amess: Now I know you have been sat there patiently, listening to what has been said 
already. We are very grateful for you joining us at this lunch time, to give evidence. Can I ask you 
all to share with the committee a few opening thoughts about your own circumstances. Ms 
McRae?  
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Susan McRae. Yes. I have been under the care of NHS Liver services since the 1980s when I was 
diagnosed with hepatitis C. I have been under the care of three London hospitals, so do have 
quite a broad range of experience of the services based in London; I have gone from diagnosis of 
the disease through to liver transplant stage. 
 
Martin Manning: I was referred to the Royal Free Hospital in the late 1980s, where I was 
diagnosed with auto-immune hepatitis. I received a transplant in 2000 and I continue to be 
looked after by the Royal Free. And I have to say at this stage, I have absolutely no criticisms of 
the service I have received at all. 
 
Simon Marks: I was diagnosed in 2005 with hepatitis B after a very painful diagnosis period. I 
saw a liver consultant privately for a couple of years because I couldn’t see someone on the NHS 
for a while, and then fought to be seen at UCH, and also have had no complaints since then. But, 
rather a bad primary care experience before that. 
 
Baroness Masham: Do you know how you got hepatitis B, Mr Marks? 
 
Simon Marks: They think at childbirth. I was born and brought up in East Africa, and after 
diagnosis my mother went for a test and she had antibodies and so did my sister, so they are 
assuming I had it at childbirth. I don’t know what the process is but I think it can sero-covert, 
the disease.  
 
Q2 David Amess: Now, would you kindly tell the committee a little bit about your experience of 
liver disease; living with it, the support you have received? 
 
Susan McRae: For me, just listening to the clinical witnesses echoed my experience. They were 
talking about the system being too reliant on individual motivation of certain clinicians that 
were keeping liver services together. And that has been the experience of my care through all 
these nearly twenty years. From liver failure at the end, to the very beginning after diagnosis 
and just being monitored and treated, my experience was that my quality of care depended on 
an individual within a department in each of the three hospitals. And when that person left, then 
the department went downhill. So, a system too reliant on individuals within the department, 
and secondary care not working in concert with primary care have been two of the main issues 
through my whole journey with this. I have found tertiary care on some levels – urgent care and 
intensive care – extremely good. I have found primary care with my GPs very good. But 
everything in the middle has been inconsistent and there have been many failures in 
communication between secondary care and primary care. After you have had a transplant, you 
are involved in a shared care agreement between your clinician at the hospital and your GP. And 
the hospital has not supported the GP in their care of me at all. It’s been really dangerous. There 
has also been an issue of under-resourcing and under-staffing in these middle levels of care, 
where I have been looked after by junior doctors who don’t have knowledge of hepatitis C;, they 
have either transplant knowledge or they have knowledge of hepatitis C but more often than 
not, they don’t have knowledge of both areas. And there have been such gaps in communication 
between primary and secondary care that it has led to mis-prescribing, and things like leaving 
unnecessarily long gaps between appointments. So monitoring has not been as systematic as it 
should be.  So, what I would say is patchy care, too reliant on individuals. I have been put at 
serious, life-threatening dangers two or three times in the process. But at the same time, the 
NHS has saved my life because I got a liver transplant. So it is a very difficult situation for a 
patient to be in. This very moment, the past month, I have been having scans to check for 
recurrent liver cancer and have been trying to contact the hospital for results and have phoned 
almost every day for the past two weeks. And not had a reply. So that is unnerving because you 
don’t know if its lack of communication or it’s an issue with the hospital, or that there is indeed 
no health problem. And that to me exemplifies what I have been through in the past twenty 
years. 
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Martin Manning: I have always had the same consultant at the Royal Free. And over the time, 
you can imagine, we have developed a “matey” relationship. It started with experimenting with 
different sorts of treatment, some of which went well, some less well. I woke up one morning in 
2000 feeling dreadful; I had an internal bleed, and he said if you can get to the hospital on your 
own we will admit you and eight days later he gave me a transplant which one can’t complain 
about at all. And since then I go up every two or three months and I may not see him every time 
but I see one of his colleagues who I have met and know and so far so good, well, so far excellent. 
 
Simon Marks: As I said, since I was diagnosed my care has been fantastic but my experience of 
trying to get diagnosed was rather painful. I was misdiagnosed four times over a period of about 
six months and told I had irritable bowel syndrome, and told I was depressed. Finally, when I 
was ill I could barely pull myself out of bed I insisted on seeing a different GP in the same 
surgery who was fantastic and by a process of elimination found out what it was a couple of 
weeks before she left the surgery. I was incredibly ill for five or six months and in hindsight, 
more ill every time, you know on Monday mornings I would feel terrible; obviously I would have 
had a drink at the weekends, even if it was just one or two drinks I would feel considerably 
worse. No one picked it up but I think that one of main complaints is that I was born and 
brought up in Africa and my parents divorced and I came to live in England from the age of 
fifteen. My father stayed in Africa, and twice a year, every year from the age of 15 to about 25 I 
would go back to visit him and my other family in Kenya, and of course every few years you 
have to go and get jabs and in all that time no one, no one offered me a hepatitis B preventative 
and they still don’t offer them and you have ask. I find it incredible that despite the fat I went to 
a high risk area twice a year for ten years, no one asked whether I wanted one. And unless you 
know to ask for one you don’t get one. So with primary care I have reason to be a bit upset but 
afterwards I don’t have any complaints at all.  
 
Q3 Andrew Langford: What elements of the good care you have experienced should be 
replicated nationally? 
 
Martin Manning: Well I’m rather shocked to hear that there are not specialist liver units 
everywhere, not transplant unit but why don’t a large amount of hospitals have people whose 
career is in hepatology? I find that extraordinary. 
 
Susan McRae: Yeah I think under-resourcing and lack of knowledge in specialist care. Because 
when I have had specialist care it’s been good.  
 
Simon Marks: I have access all the time to specialist hepatology nurse at UCH which is a 
fantastic resource and I don’t know how widespread that is. But whenever I’ve got a worry and I 
am between appointments I can call up, I can get any knowledge I want, I can get my 
appointment brought forward, put back I can get it changed  I can get my mind put at rest; 
whatever I need it’s a fantastic resource to be able to call on. But I don’t know how widespread 
that is, I mean. 
 
Susan McRae: I’ve had that resource at other hospitals and it’s been very good. And I had it at 
my current hospital, but because of cut backs and the recent restructuring things have become 
very blurred particularly as I said  communication between primary and secondary care. And I 
have nobody now that I can contact. 
 
Q4 Charles Gore: Can I ask you something about your experiences with the NHS. 
Discrimination, as you know, came up in the NCEPOD report, have you had experience of stigma 
and discrimination within the NHS? 
 
Susan McRae: I haven’t at all, never. 
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Martin Manning: No.  
 
Simon Marks: I haven’t, apart from when I went to have my wisdom tooth out. I wouldn’t call it 
discrimination but it caused a bit of a scene, because of course no one really wanted to do it. It’s 
a risky procedure if you have got a highly contagious disease, so eventually I was referred to a 
hospital who did it under general anaesthetic. So it’s not discrimination as such, but a little bit of 
stigma I suppose. 
 
Andrew Langford: Simon, did you tell them you had hepatitis B? 
 
Simon Marks: Yes I felt it was worth mentioning.  
 
Andrew Langford: So there is obviously an issue about universal precautions. But because you 
identified the circumstances they went to a lot of bother.  
 
Charles Gore: I think that is discriminatory. If you have proper infection control, which is one of 
the thing we know about hepatitis is that it is largely undiagnosed, so all the people who are 
turning up there who have undiagnosed hepatitis B and C are not being referred somewhere 
else, which is slightly concerning. 
 
Simon Marks: Correct.  
 
Q5 Baroness Masham: You brought up the subject of a lack of middle doctors. That is a very 
serious problem throughout the country. Junior doctors are left and they haven’t got enough 
experience. So something must be done about getting more middle doctors who can become 
experts because they are interested. 
 
Susan McRae: Like the clinical witnesses were saying, up-skilling gastroenterologists to 
hepatologists is a good idea. But there is something even in between that: anyone working in a 
gastroenterology department should have more knowledge as well. Part of the reason why I 
moved hospital was because my gastroenterologist recognised his limitations and that my 
condition was becoming more complex and so he referred my referral on to someone more 
specialist. There are not enough of the higher grade clinicians to go round so the juniors have to 
look after you. It can be very dangerous. I am knowledgeable, and I am confident and I question 
a lot of decisions. For instance, six weeks after transplant I was told that I didn’t need to be seen 
for another six months. Now that is not the protocol: I needed to be seen in a couple of weeks’ 
time and I had to point that out to the clinician and insist on seeing  another doctor and have a 
huge argument about it. It was a junior doctor, she wasn’t trying to do me any harm but she 
didn’t have the education. 
 
Martin Manning: I think it must be quite hard to be a single-handed hepatologist in a district 
general hospital. The clinic I go to there must be four or five consultants sitting in separate 
rooms. And it’s not uncommon for the man I am talking to go down the corridor and ask for 
advice. I think you are better being in significant group: a critical mass of doctors who can share 
skills.  
 
Baroness Masham: I am very glad you mentioned the specialist nurse. I think they are 
absolutely vital. My husband had very complicated diabetes and the nurse was absolutely 
invaluable. When things went wrong you could ring them up and that’s really serious if they cut.  
 
Susan McRae: Absolutely. 
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Simon Marks: I use my specialist hepatology nurse more than I use my GP actually, because my 
local GP surgery are ignorant about hepatitis. Two years after I was diagnosed I went back with 
something unconnected and my doctor assumed I had been drinking too much. He hinted at, 
and I said “I don’t drink at all”. He was a little bit unbelieving so I said I had hepatitis and he was 
surprised I didn’t drink because I had hepatitis. He didn’t know you shouldn’t drink if you have 
hepatitis. So, you know the guy who misdiagnosed me got sent back from training as part of the 
deal. So my big thing is that GPs should have better liver knowledge and from that you would 
have more hepatologists.  
 
Q6 Baroness Masham: When you catch hepatitis B, when it develops does it stay with you? Are 
you free now, or do you have it for life?  
 
Simon Marks: Some people catch it, get rid of it within weeks and then you are immune for the 
rest of your life. Others like me are carriers for life so I can’t get rid of it.  
 
Q7 Andrew Langford: You’ve all described how you have received good treatment for your 
liver disease, but do you feel you have had enough access to all the support and holistic services.  
 
Simon Marks: I approached my GP for extra care actually because I decided to find out if I could 
help myself and I went off to see all kinds of people and everyone said you know the big thing is 
nutrition – how you refuel yourself so actually, I went back to my GP and said I want you to refer 
this to a nutritionist or whatever else you and although they were non-plussed eventually I got 
what I wanted. But I had to push, I didn’t really get offered anything, I had to push and ask for it. 
 
Susan McRae: It’s never been brought up in my whole twenty years - I have never been asked 
whether I wanted any help or support in terms of nutrition or emotional support.  
 
Baroness Masham: I think that is one of the problems now. I can speak from a patient point of 
view: one has to ask it doesn’t just happen.  
 
Q8 David Amess: A few questions for our two transplant patients, you look like anyone else. 
Now how do you both feel about the question of donation. Do you think that people should opt-
in or opt-out in terms of donation of their organs? 
 
Martin Manning: I think I believe that the presumed thing should be that organs are available 
for transplant. Certainly in my own case, I would like anything harvestable to be harvested. But I 
guess I have not thought through the consequences would be. 
 
Susan McRae: I work for The Hepatitis C Trust and have been involved in a lot of the NHS Liver 
transplant discussions about the distribution and allocation of livers and opt-in and opt-out. For 
me it is very complicated and would take hours to explain what my position is. But we will wait 
and see what happens in Wales. I do think there can be better systems in place without going to 
an opt-out system. Where there are specialist organ retrieval nurses might be the way, who 
negotiate with families of those who have died. 
 
Martin Manning: I believe the example that is often used is Spain where there is an opt-out 
presumption, but I certainly hope conversations about when it actually comes to the moment, 
there are financial implications, the hospital contributes to the family, and the organs are 
bought. I’m not sure I would be very happy with that situation. 
 
Q9 David Amess: Now the three of you are in the situation that you are for different reasons. 
Two of you have heard the exchange with our witnesses before about alcohol abuse, particularly 
with young people. And the remarks about pricing of alcohol. Do the three of you have any brain 
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waves about how we could turn the present situation around and not have so many young 
people ruining their lives? 
 
Susan McRae: I think screening is an answer initially. I think reducing the cheapness of alcohol 
and its accessibility too, but this thing about primary care and screening of people, would that 
not be more sensible? Screening for alcohol, hepatitis B and hepatitis C?  
 
Q10 Charles Gore: Simon, you talked about being misdiagnosed. Can I ask the other two about 
what your experience was around diagnosis? Martin, I understand yours took some time, did 
you go to your GPs not feeling well and complaining of symptoms? 
 
Susan McRae: I did but I got my hepatitis C in the 1970s so the virus was not identified until 
1987. So I was just diagnosed with non-A and non-B hepatitis. So the question of quick diagnosis 
really does not come in, except at the time I eventually went to get tested because of articles in 
the press and campaigns by Anita Roddick. So I went to my GP and could only get an antibody 
test, and you had to wait several weeks for the result. And if that was positive you then had to go 
on for another test to show if the virus was still alive, and because of GP funding – which I can 
see happening again now - they split the testing process so I had to wait another two months 
before I was tested by secondary care. Now there is improvement. However I do know that 
certain GP surgeries will not test someone for hepatitis C unless they have symptoms, and the 
problem with hepatitis C is that if you have symptoms it’s generally too late, you have advanced 
liver disease. So what we have to do is identify the at-risk communities and test them.  And I 
think that has to be the case, from what I was hearing, about hepatitis B too. Because a lot of 
people don’t know they have got it.  
 
Martin Manning: I had recurring bouts of jaundice in the 1980s, which seemed to happen when 
I had another infection, or was particularly tired and working too much. And after three or four 
bouts, my wife – who worked on a liver unit – said “I think we should take you to a specialist”. 
She worked at Kings, and so was quite clear we were not going there. And so we went to Royal 
Free. I think the diagnosis probably took – it wasn’t immediate. 
 
Charles Gore: But when you had gone to your GP with your bouts of jaundice what happened? 
 
Martin Manning: I was told to stay at home and rest. 
 
Charles Gore: This was such a while ago that you probably don’t remember, but did they give 
you any blood tests? 
 
Martin Manning: No I don’t think so, but this was the mid-1980s. And I have to say my GP is a 
skilled person, I would not want to criticise her at all. 
 
Q11 Baroness Masham: Do you think there should be more communication between primary, 
secondary and tertiary care? 
 
Susan McRae: Definitely. My prescription has been continually mis-prescribed over the years, 
and it is secondary care that is at fault.  
 
Martin Manning: My experience is that there is always someone available at the Royal Free 
Hospital to offer advice to my GP on my prescription 
 
Susan McRae: I wish I had that. 
 
Simon Marks: I would appreciate more communication between my GP and Liver Unit.  
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Q12 David Amess: Can I now invite the witnesses to make some closing statements? 
 
Martin Manning: I would encourage groups of specialist hepatologists to be gathered together 
at particularly affected parts of the country, and recommend MPs push for minimum unit 
pricing; if you get vote out as a result, hard luck! This is crucial for liver disease.  
 
Simon Marks: I would echo Martin’s statement but also I would push for a national campaign to 
inoculate all young teenagers against hepatitis B. When I was diagnosed, no one offered my 
family or current girlfriend to get inoculated. Really all young people should be inoculated; 
there are all these sexually active young people dabbling with drugs and hepatitis B is never 
mentioned.  
 
Susan McRae: There needs to be more awareness raising of all liver diseases at both primary 
and secondary care levels, and clear testing and referral pathways in place so that patients 
know where they are heading next, and not left dangling in the system. 
 
David Amess: Thank you, it is clear that you have all had different experiences, and all your 
evidence has been invaluable. This meeting is now closed. Thank you very much to all the 
witnesses for coming.  
 
 
 
 
 
 
 


