           1                                     Wednesday, 18th April 2007

           2   (10.30 am)

           3   THE CHAIRMAN:  Good morning.  I think my colleagues are

           4       known to almost everyone.  On my right is Lord Turnberg,

           5       former president of the Royal College of Physicians.  On

           6       my left is Miss Judith Willetts, who is the chief

           7       executive of the British Society for Immunology.

           8           It is a pleasure to see our friend Lord Morris here.

           9       This must be at least a milestone on what has been

          10       previously a very long road.  We are grateful to him for

          11       all his help.

          12           One other matter I should announce at the outset:

          13       when we met last I said that I had written to

          14       the Secretary of State and had been told that they could

          15       not trace my letter.  Well, I sent a copy and have

          16       received a reply, which is very courteous and very

          17       helpful.  We have been invited to meet a senior official

          18       of the department, which we hope to do next week.  He is

          19       going to tell us what records are available to

          20       the department and we will discuss with him what will be

          21       most helpful to us.  So it is looking much more helpful

          22       than it was initially.

          23           Then I see another of our colleagues here,

          24       Lord Corbett who is sitting very quietly in the corner.

          25           Could we have Mrs Murphy.
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           1                   MRS MAUREEN MURPHY (called)
           2   THE CHAIRMAN:  Some of us heard Mrs Murphy on the Today

           3       programme yesterday.

           4           Could I just make two things clear for a moment

           5       Mrs Murphy.  The first is that our terms of reference

           6       are to inquire into how contaminated blood came to be

           7       administered to patients.  We are not expected to

           8       discuss what happened about the treatment after

           9       the infection.  If there is a complaint about

          10       a particular doctor, or a particular hospital, it may be

          11       that we will not be able to go into that if only

          12       because, if we did, we would be here certainly until

          13       this time next year, I fear.  We will have to confine it

          14       to that.

          15           The second thing is that we do have your statement,

          16       we have all three statements.  So perhaps you will

          17       forgive us if we assume that some of this is already

          18       known to us.

          19   MRS MAUREEN MURPHY:  Yes.

          20   THE CHAIRMAN:  Your husband was William Murphy, was he not?

          21   MRS MAUREEN MURPHY:  That is correct, yes.

          22   THE CHAIRMAN:  He was a haemophiliac.  Do you happen to know

          23       when he was first diagnosed with haemophilia?

          24   MRS MAUREEN MURPHY:  He was born with haemophilia.

          25   THE CHAIRMAN:  Yes, I see.  He was aged 59 when he died?
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           1   MRS MAUREEN MURPHY:  When he died, yes.

           2   THE CHAIRMAN:  When did you marry him?

           3   MRS MAUREEN MURPHY:  In 1959.

           4   THE CHAIRMAN:  Then do you know a great deal about his

           5       earlier medical history or -- he obviously would tell

           6       you some things about it.

           7   MRS MAUREEN MURPHY:  There was no treatment when he was

           8       a child, no treatment available, so as a child he would

           9       have suffered a lot of discomfort.

          10   THE CHAIRMAN:  Indeed, when the first treatments became

          11       available which was in the form of blood transfusions

          12       I believe?

          13   MRS MAUREEN MURPHY:  Yes, blood transfusions.

          14   THE CHAIRMAN:  He had those, did he?

          15   MRS MAUREEN MURPHY:  Yes, when necessary.

          16   THE CHAIRMAN:  How often was he getting those, do you know?

          17   MRS MAUREEN MURPHY:  It is difficult to say, really, because

          18       you never knew when it was going to happen.

          19   THE CHAIRMAN:  It just depended his condition at any

          20       particular time?

          21   MRS MAUREEN MURPHY:  Yes.

          22   THE CHAIRMAN:  On average would it be every week, every

          23       month or --

          24   MRS MAUREEN MURPHY:  That could happen but then he would

          25       have spells where he would go a few weeks and he was
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           1       okay.  It depended on what happened.  So it is difficult

           2       to say with haemophiliacs.

           3   THE CHAIRMAN:  Then when the treatment was changed to

           4       plasma, he was treated with that no doubt from time to

           5       time?

           6   MRS MAUREEN MURPHY:  Yes, he was but he was a bit uneasy

           7       about it all because he always felt there was something

           8       there but he only took it when it was absolutely

           9       necessary at first but then he did come to rely on it.

          10   THE CHAIRMAN:  He was worried about what might be the side

          11       effects?

          12   MRS MAUREEN MURPHY:  Yes.  He always felt there was

          13       something there.  I would tell him: no, you are okay.

          14   THE CHAIRMAN:  I see.  For those injections, I suppose he

          15       had to attend hospital or a surgery?

          16   MRS MAUREEN MURPHY:  Yes, did; before home treatment came

          17       into being, yes, he went into hospital for all

          18       the treatment.

          19   THE CHAIRMAN:  Then the home treatment, was that

          20       the precipitate?

          21   MRS MAUREEN MURPHY:  Cryoprecipitate, that is what he had in

          22       hospital.  It was Factor VIII, that was mainly what

          23       mainly when  he used to have the whole treatment --

          24   THE CHAIRMAN:  He had those in hospital, did he?  Factor

          25       VIII was home treatment?
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           1   MRS MAUREEN MURPHY:  It was more home treatment, yes.  You

           2       did have it when you were in hospital, when you went in

           3       for an operation, you would have to have Factor VIII.

           4   THE CHAIRMAN:  Do you know when he was first treated with

           5       Factor VIII.

           6   MRS MAUREEN MURPHY:  It was 1981 when he had to go to have

           7       an operation for an ulcer.  Prior to that, he had been

           8       getting treated with cryoprecipitate.

           9   THE CHAIRMAN:  He was diagnosed --

          10   MRS MAUREEN MURPHY:  Diagnosed in 1979 with Hepatitis B.

          11   THE CHAIRMAN:  With Hepatitis B in 1979, yes.

          12   MRS MAUREEN MURPHY:  But we were never informed of that, and

          13       then again in 1981, he was infected with -- as they used

          14       to say in those days non-A and non-B Hepatitis.

          15   THE CHAIRMAN:  What symptoms was he suffering from at that

          16       time?

          17   MRS MAUREEN MURPHY:  He seemed to get over the Hepatitis B.

          18       We didn't know -- it was referred to at the time, it was

          19       a haemophilia hepatitis.  And you were immune from it.

          20   THE CHAIRMAN:  There was no recollection of any major

          21       symptomatic problems?

          22   MRS MAUREEN MURPHY:  He had to go home under sterile

          23       conditions.  The home had to be sterilised.  We had to

          24       make sure toilet things and not to leave them -- they

          25       gave us to come home with, we had to be very careful
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           1       like that until he was back at the hospital.  That was

           2       the Hepatitis B.

           3   MR MURPHY:  There were no subparallels for Hepatitis C or

           4       what we knew at that time as non-A and non-B.

           5   THE CHAIRMAN:  When did you learn that he had been diagnosed

           6       with what we now call Hepatitis C, although I think it

           7       was called non-A/non-B initially?

           8   MRS MAUREEN MURPHY:  1981 -- 1982, I apologise.

           9   MR MURPHY:  We learnt in 1992 that he had been infected with

          10       Hepatitis C in 1981.

          11   THE CHAIRMAN:  I was going to ask you, from whom or how did

          12       you learn that?

          13   MR MURPHY:  From his haematologist in the wake of his knee

          14       replacement operation, which he patently failed to

          15       recover from.  So he underwent a series of tests and it

          16       was only on those tests that we were informed -- he was

          17       given a dual diagnosis of Hepatitis C, most likely as

          18       a result of blood -- receiving contaminated blood in

          19       1981.

          20   THE CHAIRMAN:  Were told both those things at the same time,

          21       (a) that he suffered from Hepatitis C, and (b), that it

          22       was probably an infection from previous blood

          23       administration.

          24   MR MURPHY:  He was also told at that point that he had

          25       already developed cirrhosis of the liver.
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           1   LORD TURNBERG:  Yes.

           2   MR MURPHY:  That was in 1992.  Yes, so we found out both

           3       things at the same time.

           4   THE CHAIRMAN:  What were the symptoms then of Hepatitis C?

           5   MR MURPHY:  You want me to go through the litany?  Within

           6       seven weeks of being diagnosed with Hepatitis C and

           7       indeed cirrhosis of the liver, he first experienced

           8       a massive bout of oesophageal varices.  Huge

           9       hemorrhaging.  He then underwent two more bouts of that

          10       by the June of 1992.  Throughout the next two years of

          11       his life, he underwent the whole portfolio of liver

          12       failure manifestations but chiefly he went into

          13       an encephalitic coma.  He suffered digestive chaos, to

          14       put it in the most polite terms.  Frequent styes, leg

          15       ulcers.  Dreadful psoriasis which -- pretty much all

          16       over the abdomen and limbs which simply would not yield

          17       to any soothing creams, and chronic fatigue.

          18   THE CHAIRMAN:  What about his personality, was that affected

          19       in any way?

          20   A.  His personality had indeed changed in the 1980s.  He had

          21       become, it is fair to say a very irascible person which

          22       was most unlike his previous demeanour, and this

          23       consolidated over the years because he was labouring --

          24       not labouring, he had been told that he was HIV

          25       negative, which was the case but he patently refused to
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           1       accept that he was HIV negative, except in relative good

           2       fortunate, so to speak, because he said: if I am not HIV

           3       negative, what am I?  There is clearly something wrong

           4       with me.

           5           We used to try to steer him away from what we

           6       thought was unnecessary peddling of doom but, as his

           7       health began to markedly and visibly deteriorate, we

           8       realised his pessimism had some substance after all.  In

           9       some respects, it wasn't actually altogether a surprise

          10       to learn that eventually, he had been suffering from

          11       Hepatitis C, all of those years but nevertheless it was

          12       a shock to find out that, nine years after he had

          13       obviously been contaminated, he had suffered Hepatitis C

          14       all those years to the point where at the time of his

          15       diagnosis he already had cirrhosis of the liver.

          16   THE CHAIRMAN:  He died on 5th September 1994?

          17   MR MURPHY:  3rd September 1994.

          18   THE CHAIRMAN:  What were the symptoms towards the end?  Did

          19       they get markedly worse?

          20   MR MURPHY:  Yes.

          21           The whole of the last two years of his life pretty

          22       much from his diagnosis with cirrhosis of the liver, his

          23       quality of life was zero.  He was -- when he was finally

          24       referred to a hepatologist, roughly two and a half years

          25       after he was diagnosed with Hepatitis C, he was
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           1       immediately put forward for a liver transplant and he

           2       had been transferred to the Newcastle Freeman Hospital

           3       for work-ups ahead of a prospective transplant.  But

           4       these were curtailed after two days when it was noticed

           5       that he had already developed a 7 centimetres in

           6       diameter liver tumour.

           7           So that kyboshed any chance of a liver transplant.

           8       So chemotherapy was slated to start on 5th

           9       September 1994.  However, 48 hours prior to that, his

          10       tumour burst, which induced a massive and fatal internal

          11       haemorrhage from which he never recovered from.  And he

          12       died later that day.

          13   THE CHAIRMAN:  Yes, thank you.  I think my next question

          14       probably is for Mrs Murphy.  It may seem an obvious

          15       question but what was the effect on you?

          16   MRS MAUREEN MURPHY:  It had a terrible effect on me, it

          17       really has ...

          18   THE CHAIRMAN:  You were devastated?

          19   MRS MAUREEN MURPHY:  Absolutely, yes.  It was dreadful that

          20       this was allowed to happen to these people and left all

          21       those years not knowing that I was living with someone

          22       suffering from these viruses; we were exposed to it as

          23       a family.

          24   THE CHAIRMAN:  In a sense it became harder because you only

          25       realised it at a comparatively late stage.
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           1   MRS MAUREEN MURPHY:  Yes, he goes in to have a knee

           2       replacement and you are told: it will be a three-week

           3       operation, and it took three months, and six weeks after

           4       the operation, that is when we were told as to why he

           5       was not making the necessary recovery, that they did

           6       other further tests and that is when they discovered

           7       that he had cirrhosis of the liver which -- suddenly,

           8       you go in to have a knee operation thinking, you were

           9       all right, and then you get told you may never go home

          10       again.  You have two years at the most left so it was

          11       dreadful, it was very, very hard to come to terms with.

          12   THE CHAIRMAN:  Indeed.  Could we turn to Miss L Murphy.

          13       Could you tell us a little of the effect on you, your

          14       earlier years and a little later.

          15   MR MURPHY:  My earlier years, as a haemophiliac, my dad

          16       coped very well.  He was in good health and he coped as

          17       a haemophiliac very well.  It was just a change in him

          18       during the 1980s that we did not know what it was

          19       attributed to.  We could just tell from his personality,

          20       his mood swings, his change in appetite, just things

          21       that were slowly and steadily going wrong.

          22   THE CHAIRMAN:  Then I think you had a son who suffered from

          23       haemophilia?

          24   MS MURPHY:  One of my youngest sons.  I have three sons, my

          25       youngest son had severe haemophilia.
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           1   THE CHAIRMAN:  When he was diagnosed as haemophilia, was it

           2       you who told your father about it?

           3   MS MURPHY:  I did.  I actually told my father in hospital.

           4       My dad was in hospital at the time.

           5   THE CHAIRMAN:  What was the effect on him?

           6   MS MURPHY:  He was very upset.  He was shocked, upset for

           7       me, he felt guilty that, through him and through me,

           8       Christopher --

           9   THE CHAIRMAN:  That somehow, in some way, he was to blame?

          10   MS MURPHY:  Yes.

          11   LORD TURNBERG:  This has obviously been a very traumatic

          12       experience for the whole family, not just the patient.

          13       I just wanted to clarify a couple of things.  Has

          14       the family been tested for these viruses -- family

          15       members -- you said you were "exposed to"?

          16   MRS MAUREEN MURPHY:  Yes, it was after my husband had died

          17       that I asked myself: could I be tested, but it had never

          18       been mentioned to me prior to that at all.  Yes, I was

          19       okay.

          20   LORD TURNBERG:  The Hepatitis B that he had in 1979, that

          21       manifested as an acute episode of jaundice and illness,

          22       and he recovered from that apparently, seemingly.

          23   MR MURPHY:  Yes.

          24   LORD TURNBERG:  Then he was found to have cirrhosis because

          25       he was ill, rather late at 91/92 but it is unclear when
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           1       he might have got the Hepatitis C; do you know?

           2   MR MURPHY:  We know from his medical records; they state

           3       that he was infected with contaminated blood products

           4       during the course of treatment for surgery to repair

           5       a duodenal ulcer at the Royal Liverpool University

           6       Hospital in November 1981.

           7   LORD TURNBERG:  So that was the time because it does take

           8       quite a long time for cirrhosis to develop.  It can come

           9       from Hepatitis B as well as from C.  So it is unclear

          10       which -- a double does clearly is not very helpful.

          11       Okay, thank you.

          12   THE CHAIRMAN:  Thank you.

          13   MS WILLETTS:  I echo what has been said about the tragic

          14       circumstances.  I do not know if it is possible for you

          15       to answer this but in these very tragic experiences, for

          16       you, what is the part of it that gives you the most

          17       sense of injustice?  Where do you think the worst part

          18       of this really is?  Is it something about the delay in

          19       the information?  Or is it about the original

          20       contamination?  Is it a lack of knowledge, is it a lack

          21       of support?  I do not want to put words into your mouth

          22       but I wonder if you could give me a sense of that?

          23   MR MURPHY:  I suppose there are three main aspects that --

          24       amongst many -- that our family concentrate upon in

          25       terms of injustice, certainly why this tragedy which we
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           1       believe to be at least partially avoidable, if not

           2       wholly avoidable, was allowed to happen.  Then within

           3       that context, just how much certainly the politicians

           4       and the medics knew about it in the ensuing years.  But

           5       also there, is if you like, a microcosmic injustice, in

           6       the case of my father, in so far as he was one of three

           7       haemophiliac brothers amongst a wider family of

           8       siblings.  Two of his brothers contracted HIV and

           9       perished and my father contracted, as we know,

          10       Hepatitis C.  Yet --

          11   THE CHAIRMAN:  Was that probably the reason why he took some

          12       persuasion?

          13   MR MURPHY:  That is absolutely the reason.  He was convinced

          14       that they made a mistake on his first HIV test which

          15       I think was in 1986 and he just insisted that they had

          16       got it wrong and sooner or later he would join his two

          17       brothers and eventually he would be proven that he was

          18       HIV positive, based on his health.

          19           But in terms of -- it is -- the wrong word to use is

          20       "compensation" because it was an ex gratia payment but,

          21       in terms of financial redress, there is an injustice

          22       within an injustice within this family in so far as two

          23       brothers are recognised by the Government because they

          24       contracted -- and rightly recognised by

          25       the Government -- because they contracted HIV.  My
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           1       father, if you like, from the lottery picked the wrong

           2       disease.

           3   THE CHAIRMAN:  Have you had any compensation other than from

           4       the Skipton Fund?

           5   MRS MAUREEN MURPHY:  No.  Hepatitis C widows do not receive

           6       any payment whatsoever from the Skipton Fund.  They have

           7       to be alive on 29th August 2003.  As my husband died in

           8       1994 I am excluded.

           9   THE CHAIRMAN:  Thank you very much, Mrs Murphy; thank you,

          10       Mr Murphy.

          11                     (The witnesses withdrew)

          12                 MR CHRISTOPHER HODGSON (called)
          13   THE CHAIRMAN:  Good morning, Mr Hodgson.

          14    MR HODGSON:  Good morning.

          15   THE CHAIRMAN:  Do you call yourself Chris or Christopher?

          16    MR HODGSON:  Both, but Chris, I think.

          17   THE CHAIRMAN:  You are a trustee and chairman of the

          18       Haemophilia Society, are you not?

          19    MR HODGSON:  I was chairman of the Haemophilia Society from

          20       1997 to 2003.

          21   THE CHAIRMAN:  Are you still a trustee, not connected

          22       immediately?

          23    MR HODGSON:  No, the constitution now, you have to stand

          24       down after six years.

          25   THE CHAIRMAN:  Like the American presidency.
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           1    MR HODGSON:  Exactly.

           2   THE CHAIRMAN:  Are you a trustee of the Macfarlane Trust?

           3    MR HODGSON:  Yes, I have had several spells as trustee in

           4       the past.  I had a break for a few years and then they

           5       asked me to go back.

           6   THE CHAIRMAN:  How long overall, have you any idea?

           7    MR HODGSON:  Of the Macfarlane?

           8   THE CHAIRMAN:  Yes.

           9    MR HODGSON:  Since 1992.

          10   THE CHAIRMAN:  I see.  Tell us a little about, first of all,

          11       the Haemophilia Society, will you?  What is its major

          12       purpose?

          13    MR HODGSON:  Its major purpose is really to provide

          14       information to help people with haemophilia,

          15       particularly newly-diagnosed children, parents, also to

          16       assist people who have contracted HIV, Hepatitis C, and

          17       also the concerns and how new variant CJD has been dealt

          18       with because that was another issue that

          19       the Haemophilia Society has had to deal with.

          20           Particularly also, to coordinate and bring together

          21       the campaign that the trustees of

          22       the Haemophilia Society agreed, when I was chairman in

          23       about 1998/1999, that we would have an organised

          24       campaign, we would take some advice on that, we would

          25       spend some money on that.
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           1   THE CHAIRMAN:  This is a campaign for one specific purpose?

           2    MR HODGSON:  No there were three strands of the campaign.

           3       One was recombinant clotting products for all because of

           4       the perceived risk of using plasma-based products;

           5       the second was Hepatitis C recompense; the third was

           6       a public inquiry.

           7   THE CHAIRMAN:  When you say "Hepatitis C recompense", by

           8       that time there was already some provision for HIV

           9       patients.

          10    MR HODGSON:  There was.  The conception of the

          11       Macfarlane Trust in 1990 was a foundation and

          12       the Government at that time gave the Haemophilia Society

          13       £10 million and said "this is to help people with HIV";

          14       there was also action going on in the courts and it was

          15       settled out of court.  We do not know precisely how and

          16       when but the solicitors, advised

          17       the people who were taking action against the Department

          18       of Health that they should settle because many of them

          19       were ill and sick and many of them needed financial

          20       help.

          21   THE CHAIRMAN:  Did that entail some renunciation of further

          22       claims?

          23    MR HODGSON:  Yes.  A waiver was signed but again we

          24       revisited that waiver today and we understand that that

          25       waiver would not stand up in the court or certainly
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           1       would not stand up in European courts.  Certainly with

           2       the settlement, with -- however unjust it might be,

           3       the settlement of the Skipton Fund meant that that

           4       waiver had to be overlooked because the majority of

           5       people who were HIV positive were also co-infected with

           6       Hepatitis C.

           7   THE CHAIRMAN:  You might just tell us a little about

           8       the Macfarlane Trust while we are discussing

           9       the subject.  You just explained that it was set up by

          10       the Haemophilia Society, was it, with the money provided

          11       by the Government at that time?

          12    MR HODGSON:  Alan Tanner and David Watters, Alan who was

          13       the Chairman at that time in 1990, was -- and David

          14       Watters, they had more or less given up, I think, to

          15       some extent but when John Major became Prime Minister

          16       they were called in by Ken Clarke who was the Secretary

          17       of State for Health, to the Ministry, and they

          18       completely unbelievably were given a cheque for

          19       £10 million.  And said this is -- so Alan was there

          20       clutching a cheque and David Watters, they had no idea

          21       quite how they would handle it but Alan was very

          22       friendly with a man called Clifford Grinsted who used to

          23       work for Shell Transport & Trading, he was

          24       the secretary, and Alan was very respected in the City

          25       and was able to get advice, and they invested the money
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           1       and then drew up sort of guidances to look at how

           2       the money might be paid out.

           3   THE CHAIRMAN:  So that the way the money is administered now

           4       derives from the guidance which was --

           5    MR HODGSON:  No, it is very different now.

           6   THE CHAIRMAN:  There have been subsequent amendments?

           7    MR HODGSON:  There have been lots of amendments, yes;

           8       which, you know, at times you feel quite uncomfortable

           9       about how we had to administer it to this day.

          10   THE CHAIRMAN:  Could I ask you one other general question

          11       about this: the majority of people who suffered in this

          12       way, do you know whether they were offered any form of

          13       counselling?

          14    MR HODGSON:  Unless they were offered it through their own

          15       particular haemophilia centre, the Trust had a social

          16       worker at that time, Tudor Williams who was very much in

          17       touch with registrants and certainly he gave quite a lot

          18       of assistance to registrants, either gaining some form

          19       of counselling or working through it with their

          20       haemophilia centre so the haemophilia centre would

          21       provide some sort of counselling.

          22   THE CHAIRMAN:  May we turn to your own position?  You are

          23       a haemophiliac?

          24    MR HODGSON:  Yes.

          25   THE CHAIRMAN:  Since when?
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           1    MR HODGSON:  I was born with haemophilia.  There was no

           2       history of haemophilia in my family.  It was a mutation,

           3       as they call it.  We are called mutes, I think.  There

           4       was no history and I was diagnosed at circumcision

           5       because I nearly bled to death at that stage, and that

           6       was in 1941.

           7   THE CHAIRMAN:  What was the effect of haemophilia on your

           8       childhood?

           9    MR HODGSON:  Traumatic, absolutely traumatic.

          10           My parents, slightly of the old school, I think,

          11       they did not tell me much about it.  It was only when

          12       I started to lose my baby teeth that they could not stop

          13       the bleeding so I was taken into hospital and the doctor

          14       at that time decided he would remove all my baby's teeth

          15       in one hit and then -- make a plate, pack it with gauze,

          16       tie a bandage round my head, and you were then fed with

          17       a tube around the side of your mouth because they

          18       thought, if I went on bleeding from every tooth that

          19       came out, there was a severe risk that I would bleed to

          20       death.

          21   THE CHAIRMAN:  What about bleeding into the joints and that?

          22    MR HODGSON:  Again, as you can see, there is not a joint in

          23       my body apart from my hips which is not infected -- has

          24       not been affected.

          25   THE CHAIRMAN:  What was the effect on your schooling?
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           1    MR HODGSON:  Again, that was dramatic.  I mean, my parents

           2       decided that they would send me to a normal school, it

           3       was extremely difficult.  I was not allowed to play

           4       sport.  My later school, which was Bradfield College,

           5       just out of Reading, was a public school.

           6       The headmaster agreed with my father that I could go to

           7       the school but I was constantly ill.  I was constantly

           8       having to go into hospital.  I used to catch the train

           9       from Reading to Paddington where my joints were looked

          10       at by an orthopaedic surgeon at St Mary's Hospital in

          11       Paddington.  I had splints on my legs for several years.

          12   THE CHAIRMAN:  What was the effect on your subsequent

          13       employment?

          14    MR HODGSON:  Fortunately we had a family business so I was

          15       able to go into the family business and before that, we

          16       had a connection with a business which was down in North

          17       Devon and they gave me a job which -- from 1960 to 1964,

          18       I worked in North Devon but again there was very little

          19       knowledge about haemophilia.  There was no treatment

          20       other than --

          21   THE CHAIRMAN:  I was going to ask you that.  Initially,

          22       there was no treatment, was there?

          23    MR HODGSON:  There was no treatment whatsoever.

          24   THE CHAIRMAN:  Or anything to combat the pain?

          25    MR HODGSON:  They used to prescribe aspirin which was
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           1       an anti-coagulant.  So it was totally unbelievable.

           2       When I had a bleed, there was no plasma in the hospital.

           3       First of all, I used to have whole blood but there was

           4       no --

           5   THE CHAIRMAN:  I was going to ask: initially, it was whole

           6       blood?

           7    MR HODGSON:  Initially it was whole blood.

           8   THE CHAIRMAN:  Then it was switched to plasma?

           9    MR HODGSON:  Then I had plasma.

          10   THE CHAIRMAN:  Can you put any kind of date on that?

          11       I think we probably know the answer.

          12    MR HODGSON:  That would be between 1960 and 1964 and I was

          13       treated with plasma at that time but, if they wanted

          14       plasma, they had to summon it from the hospital in

          15       Exeter so it was sent up by train from Exeter to

          16       Barnstaple in a wooden box which was kept frozen.  They

          17       would drip the plasma in when it got to the hospital.

          18   THE CHAIRMAN:  That was administered in the hospital, was

          19       it?

          20    MR HODGSON:  That was administered in the hospital.  There

          21       was no knowledge of haemophilia.  I cut myself and

          22       I pleaded with the nurse not to undo the bandage because

          23       it seemed to have stopped and she said: I have direct

          24       orders from the doctor, I have to remove the bandage,

          25       examine the wound, and she took the bandage off and in

                                            21

           1       fact I ended up in St Mary's in Paddington because

           2       the bleeding would not stop.

           3   THE CHAIRMAN:  At that time, as you say, there was very

           4       little understanding?

           5    MR HODGSON:  There was no knowledge.  I refer it to Alexei

           6       who was the son of the Tsar.  The treatment then was

           7       almost the same.  Rasputin talked about wrapping

           8       bandages around Alexei's legs to stop the bleeding.  It

           9       was just the same, I used to use tape bandages and put

          10       huge pressure on to try to stop the bleeding into the

          11       joint.

          12   THE CHAIRMAN:  Then the treatment changed to

          13       cryoprecipitate?

          14   MR HODGSON:  Yes.

          15   THE CHAIRMAN:  Was that administered in hospital at that

          16       stage?

          17    MR HODGSON:  Yes.  Some people were treated at home but it

          18       was a very complicated system.

          19   THE CHAIRMAN:  When did there begin to be a haemophilia

          20       centres?

          21    MR HODGSON:  The first one I went to was Exeter.  I still

          22       carry the card.

          23   THE CHAIRMAN:  What was the treatment at that time, can you

          24       remember?

          25   MR HODGSON:  That was the first haemophilia centre direct.

                                            22

           1       They actually had a haemophilia centre direct.  That was

           2       about 1962/1963.

           3   THE CHAIRMAN:  So at that stage it was still plasma?

           4    MR HODGSON:  It was plasma, yes.  They began through Oxford

           5       to appoint hospitals which had expertise in haemophiliac

           6       care and they were called just centres, I think.

           7   THE CHAIRMAN:  What was the difference to your life when

           8       the cryoprecipitate came to be available?

           9   MR HODGSON:  That was quite a change because I was able --

          10       I mean obviously I was working at that time and I was --

          11       the doctor who I saw used to say "if you have got

          12       a bleed, ring me" and I used to ring him first thing in

          13       the morning, about 8 o'clock when he was in the bath

          14       because he said: that is a good time to contact me.  We

          15       arranged a time to go to the hospital and they would put

          16       the cryoprecipitate in, it took about two hours, and

          17       then I was able to go back to work.  That was

          18       the beginning of the transformation.  I did not have to

          19       have bedrest at that stage.

          20   THE CHAIRMAN:  Then Factor VIII made its appearance.

          21    MR HODGSON:  Yes.

          22   THE CHAIRMAN:  So far as the actual treatment is concerned,

          23       did that make a big difference to your life?

          24    MR HODGSON:  I clearly remember my first dose of Factor

          25       VIII because I was having cryoprecipitate and I had
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           1       a bleed into my back in the iliopsoas which was quite

           2       serious.  I rang the centre up and they admitted me.

           3       This was 1973.  The sister came in and she had a small

           4       syringe.

           5           I said "what is that?"  She said "this is a new

           6       treatment called Factor VIII."  I said "well, it is not

           7       enough, it will not work."  She said "I assure you it

           8       will", and they administered my first dose of Factor

           9       VIII in 1973.

          10   THE CHAIRMAN:  Do you happen to know where that was

          11       produced, that particular batch of it?

          12    MR HODGSON:  Yes, I have submitted two tapes to Vijay.

          13   THE CHAIRMAN:  We do have your tapes but I thought I would

          14       like that bit on the record.

          15    MR HODGSON:  It shows clearly it was called Hemofil.  It

          16       was manufactured by Travenol Laboratories which are now

          17       a division of Armor Pharmaceuticals and within

          18       a fortnight the centre rang me and said "are you feeling

          19       all right?"  I said "yes, as far as I know."  I said

          20       "why?"  And they said "well, we have had one or two

          21       boys -- because my centre was based at Treloar College

          22       which is a college that looked after -- any one year had

          23       about 80 boys with haemophilia.  She said: we have had

          24       some boys go sick.  And within a week I got flu-like

          25       systems.
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           1           It was at that stage that I began to question

           2       the haemophilia sister.  I said: what is the reason for

           3       this?  She said: we are using this new Factor VIII.

           4       This was in 1973.  She said: we have some concerns

           5       because we believe it might be infected with

           6       hepatitis -- they did not know what hepatitis -- for

           7       whatever reason but we believe it might be infected with

           8       hepatitis.  I said: how can I stop it?  She said:

           9       I will, if I can, give you the British product, which

          10       was Lister.

          11   THE CHAIRMAN:  Did she tell you at that stage whether anyone

          12       had any idea from whence the initial blood had come?

          13    MR HODGSON:  They just told me at that time that

          14       the blood -- it was imported Factor VIII and it had come

          15       from the States.

          16           But subsequently, of course, a lot more information

          17       came to light.

          18   THE CHAIRMAN:  Yes.  You say that she marked your record to

          19       try to confine it to British products, was that

          20       possible?

          21    MR HODGSON:  I think mainly we achieved that apart from one

          22       stage when I was very ill and they had to administer

          23       huge doses of Factor VIII from a bleed into my elbow

          24       which destroyed the elbow.

          25   LORD TURNBERG:  That was 1973?
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           1    MR HODGSON:  No, that was later.

           2   LORD TURNBERG:  When did you first get the Lister?

           3    MR HODGSON:  In 1973.

           4   THE CHAIRMAN:  Would you like to continue that for

           5       the moment?  I want to ask about the compensation later

           6       but if Lord Turnberg would like to pursue the medical

           7       aspects of this.

           8   LORD TURNBERG:  What happened to you after that, from 1973

           9       when you were able to get hold of some of the Lister,

          10       the Factor VIII?

          11    MR HODGSON:  I was not on home treatment then.  I was on

          12       treatment by demand.  They had not really developed home

          13       treatment.

          14   THE CHAIRMAN:  But you say you had flu-like symptoms?

          15    MR HODGSON:  I had flu-like symptoms as regards

          16       the hepatitis.

          17   THE CHAIRMAN:  Were they prolonged?

          18    MR HODGSON:  Yes, they kept coming back.  In 1977 I went on

          19       holiday in Scotland and I suddenly became yellow.

          20       Completely yellow.  By that time, concerning

          21       the hepatitis infection, I was being treated by

          22       a Dr Joan Trowell who is the hepatologist at the

          23       Radcliffe Infirmary in Oxford and I used to go and see

          24       her on a regular basis.  I rang her up from Scotland and

          25       she said: this sounds quite sinister; how soon can you
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           1       get here?  I drove from the North of Scotland to Oxford

           2       in one hit and when I was admitted into the hospital,

           3       they shut the door, everybody was capped and gowned.

           4       They would hardly touch me and when the meals came they

           5       would open the door, poke them through the door, and

           6       they would say: collect the tray, we will collect them

           7       latter.

           8   THE CHAIRMAN:  How do you feel about that?

           9    MR HODGSON:  Dreadful.  Dr Trowel came the next day because

          10       I think it was the night when I got there.  She said:

          11       this is a load of nonsense, went back to normal

          12       treatment or --

          13   LORD TURNBERG:  Can I get the time sequence of when the

          14       various Factor VIIIs were given?  73, you had

          15       the American version.  There was a suggestion that this

          16       may be causing your feeling ill?

          17    MR HODGSON:  Yes.

          18   LORD TURNBERG:  The suggestion then was you change to

          19       the British one and you were on it from 73 then,

          20       intermittently or frequently?

          21    MR HODGSON:  I was on the British product for most of that

          22       time.

          23   LORD TURNBERG:  How often did you have to have that?

          24    MR HODGSON:  On demand but certainly whenever I had a bleed

          25       which was roughly once a fortnight.
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           1   LORD TURNBERG:  It was 79 when you became jaundiced; is that

           2       what you said?

           3    MR HODGSON:  77.

           4   LORD TURNBERG:  So it is not clear whether the jaundice was

           5       due to a virus from the American or from the British --

           6    MR HODGSON:  No.  Initially it was an unknown form of

           7       hepatitis.  Then what made me really ill and which we

           8       called the yellow jaundice was Hepatitis B.

           9   LORD TURNBERG:  When did that happen?

          10    MR HODGSON:  That was about that time they were able to

          11       diagnose Hepatitis B and from that my wife became

          12       infected with Hepatitis B because it is sexually

          13       transmitted, as you know.  Then my main problem from

          14       then on was the continuing infection with the hepatitis,

          15       non-A, non-B it was called.  That was an ongoing problem

          16       which Dr Trowel endeavoured to treat and I used to say,

          17       you know: what is the prognosis?  And she said: probably

          18       your liver will be destructed in due course.  We do not

          19       know how long it will be.  I said: well, how long am

          20       I likely to live to?  And she said: probably not much

          21       beyond your 50s at that stage but she treated me with

          22       steroids.  There was no treatment for hepatitis, non-A,

          23       non-B or Hepatitis C.

          24           She treated me with steroids which, as you know,

          25       have pretty bad side effects.  You swell up in the face,
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           1       you damage your bones.  At various times I was told to

           2       go home and rest and take it easy because of the ongoing

           3       infection with hepatitis.  But slowly, slowly,

           4       the steroids seemed to have some effect and she reduced

           5       the steroids down to a tiny, tiny does and then I was

           6       all right for two years and then two years after that

           7       I became yellow again and so they put me on steroids and

           8       then they ran it for about another four or five years

           9       and tried to reduce it again, and thank God the virus

          10       disappeared.

          11   LORD TURNBERG:  Is the virus still around now?

          12    MR HODGSON:  No.

          13   LORD TURNBERG:  You have been on the synthetic Factor VIII,

          14       presumably?

          15    MR HODGSON:  Not for long.  Only for about a year.

          16       The Haemophilia Society assisted in the roll-out of

          17       the recombinant and initially the Department of Health

          18       said: we have not got enough money to give it to

          19       everybody straight away.  Consultation with

          20       the haemophilia directors and the society, how should it

          21       be rolled out, and the younger people got it first.  As

          22       I was fairly ancient, I have only just got it.

          23   THE CHAIRMAN:  Thank you.  Could I ask you to tell us

          24       a little more about Government payments.  You have been

          25       very much concerned, of course, with the Macfarlane

                                            29

           1       Trust.

           2    MR HODGSON:  Yes.

           3   THE CHAIRMAN:  That was established in 1989?

           4    MR HODGSON:  I think 1990.

           5   THE CHAIRMAN:  They began to sort it out and discuss it.

           6    MR HODGSON:  Exactly, yes.

           7   THE CHAIRMAN:  1990.  Perhaps you could tell us a little bit

           8       about the structure now -- I mean payments that people

           9       actually get?

          10    MR HODGSON:  People now get -- these were the registrants

          11       who have survived and please understand, I think there

          12       are only about 350 survivors out of the original 1,200.

          13       The Macfarlane Trust gets a sum of money every year from

          14       the Department of Health to provide help and assistance

          15       to people who are infected and who have survived and

          16       also to the widows and families.  That money --

          17       the Trust has to go to the Department of Health every

          18       year which I think is a nonsense but we have to go cap

          19       in hand to the Department of Health and ask for further

          20       funding --

          21   THE CHAIRMAN:  They presumably have to budget with

          22       the Treasury?

          23    MR HODGSON:  They budget with the Treasury.  They say: we

          24       asked for increase.  We say: we would like to give more

          25       help to the widows and the families.  We would like to
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           1       increase the monthly payments because everyone gets

           2       monthly payment if they have survived.  We would like to

           3       give further help and you mentioned counselling.  There

           4       are many sort of different things that the Trust tries

           5       to assist people with to enable them to carry on with

           6       their lives.  It can be educational degrees.  It can be

           7       further studies.  It can be computers.  It can be

           8       a number of things but people have to apply for that

           9       and, to me now -- with any trust, as you know, it is

          10       very bureaucratic, the trustee law is very closely

          11       monitored.

          12   THE CHAIRMAN:  The terms of the Trust are fairly closely

          13       defined.

          14    MR HODGSON:  Exactly, very closely defined.  Everything has

          15       to be sort of decided by the trustee board.  It takes

          16       a long time.  People get extremely frustrated, extremely

          17       angry because they ask for assistance and very often it

          18       takes quite a long time to happen.

          19   THE CHAIRMAN:  Can you give us any broad bracket about the

          20       payments.  I mean how much are we talking about?

          21   MR HODGSON:  What the Government pays --

          22   THE CHAIRMAN:  Through the Macfarlane Trust, yes.

          23    MR HODGSON:  The monthly allowance is dependent on a number

          24       of issues, like health, like benefits, like whether you

          25       have a family, children.
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           1   THE CHAIRMAN:  What would be the biggest that people get?

           2    MR HODGSON:  Monthly?

           3   THE CHAIRMAN:  Yes.

           4    MR HODGSON:  I suppose something like £350, something like

           5       that.  It is not a huge amount.  I think if you look at

           6       what the Trust has paid out over the years and divide it

           7       by the registrants, it equates to quite a small amount

           8       of money.  But people did get the one-off compensation

           9       in the early stages, which was different.  The money --

          10       people can apply for a grant, for assistance, and

          11       the Trust tries to assist in that.

          12   LORD TURNBERG:  Is it the Government that sets the rules on

          13       how that money is spent or is it --

          14   MR HODGSON:  No, the trustees do.

          15   THE CHAIRMAN:  The Government pays a lump sum?

          16    MR HODGSON:  Every year it equates to roughly about

          17       £3 million.  The running costs of the Trust are provided

          18       by the Department of Health.

          19   THE CHAIRMAN:  Then the Skipton Fund deals with

          20       the hepatitis sufferers.

          21   MR HODGSON:  Yes.

          22   THE CHAIRMAN:  That required a further campaign, I think?

          23   MR HODGSON:  That was part of the campaign which I briefly

          24       mentioned, which the Haemophilia Society set up.  And

          25       the Haemophilia Society took advice from publicists and
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           1       lobbyists about running that campaign.

           2   THE CHAIRMAN:  I think we know there are two specific

           3       payments there, are there not?

           4    MR HODGSON:  There is an extra payment for cirrhosis.

           5   THE CHAIRMAN:  The extra payment is for cirrhosis?

           6    MR HODGSON:  For severely-damaged liver but again you have

           7       to go through a medical tribunal for that to happen --

           8       not tribunal but you have to fill in a form.  That goes

           9       to the haemophilia centre and a lot of the people are

          10       still waiting payment because it is not -- it has not

          11       been defined exactly how serious or how their treatment

          12       has been administered because, if you had treatment and

          13       cleared it, you would get a payment but, if you had not

          14       had treatment but had cleared it quite quickly, and it

          15       is perfectly possible with hepatitis that it might come

          16       back, then it could be deemed that you do not get any

          17       payment at all.

          18   THE CHAIRMAN:  Thank you.

          19   MS WILLETTS:  What were the Trust's original expectations in

          20       terms of the specific aims for which awards would be

          21       made and also for how long that funding would possibly

          22       be necessary?

          23    MR HODGSON:  Exactly.  I think, when the Trust started, HIV

          24       infection was absolutely rampant in the haemophilia

          25       community.  People were dying at a very high rate and in
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           1       fact one of the reasons why I became trustee is because

           2       the current vice-chairman, two of them, John Prothero

           3       and Ken Milne, who I would like to be remembered because

           4       they had a huge effect and were very much involved with

           5       Alan Tanner in the society's early days, they had died

           6       and of course they were wanting further trustees and

           7       David Watters approached me concerning that.  But it was

           8       perceived, probably, to be quite blunt, that we would

           9       give people a holiday, we would pay for that, and

          10       probably most of them would be dead within the next two

          11       years, two or three years, and that was the perception

          12       at that stage because there was very little treatment

          13       for HIV, as you know.

          14   MS WILLETTS:  Thank you.

          15    MR HODGSON:  And that had an enormous impact on the Trust

          16       and of course from my own personal perception,

          17       the people that I knew, the people who were treated with

          18       me at Treloar.

          19   MS WILLETTS:  Thank you.

          20   LORD TURNBERG:  Can I ask the amount of money that the

          21       Department provides to the Macfarlane Trust is rather

          22       small compared with the grand order of funding in

          23       the Department of Health.

          24    MR HODGSON:  Exactly.

          25   LORD TURNBERG:  You would think they might not notice it.
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           1       I am sure you have thought about what sort of sums would

           2       be more reasonable for the Macfarlane Trust to be

           3       disbursing.  Do you have a picture for that?  Given

           4       the numbers of people involved?

           5   MR HODGSON:  The Trust has actually applied for a doubling

           6       of the money but it has actually had a complete no-no on

           7       that.  But I mean --

           8   LORD TURNBERG:  Would doubling do it?

           9    MR HODGSON:  No.

          10   LORD TURNBERG:  What would do it?

          11    MR HODGSON:  I would like to see that there should be some

          12       one-off.  There should be a payment to the survivors and

          13       to their families to give them an opportunity to perhaps

          14       get on and --

          15   THE CHAIRMAN:  A one-off payment rather than --

          16    MR HODGSON:  This is my own personal view, please

          17       understand.  This may not be the view of the trustees

          18       but from my own personal perception, I believe

          19       the money -- because to save people going through this

          20       huge bureaucratic system of having to apply -- they need

          21       help to run their lives now.  They need it simplified.

          22           Bear in mind that the people, the survivors are now

          23       getting on in age.  They are not young.  They are having

          24       to deal with haemophilia, HIV, hepatitis in old age.

          25       I mean, it is bad enough for me but for those people,
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           1       they do not need to keep asking for grants for financial

           2       assistance.  They need a sum of money where they could

           3       actually run their lives -- and their families and

           4       the widows and the families need money now to help them

           5       run their lives.  Many of them have lost

           6       the breadwinner, they have lost a partner, they have

           7       lost everything.

           8   LORD TURNBERG:  Do you have a figure in mind for that?

           9    MR HODGSON:  That would be very difficult but it would

          10       be --

          11   LORD TURNBERG:  Think about it.

          12    MR HODGSON:  It would be a considerable sum of money,

          13       I think.  A considerable sum of money.

          14   THE CHAIRMAN:  Thank you, Mr Hodgson.

          15    MR HODGSON:  Let me put it this way, you read in the papers

          16       that a naval rating, a Wren or something, was

          17       compensated by a million pounds for bad treatment in the

          18       Navy.  Why should not those sort of sums of money --

          19       should that not be applied to people who have contracted

          20       HIV from contaminated blood which has been known about

          21       for a huge number of years?

          22   THE CHAIRMAN:  I do not think perhaps we can pursue

          23       the details of the payment.

          24    MR HODGSON:  It would be very difficult and that is why

          25       I have not --
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           1   THE CHAIRMAN:  Thank you.  You have very helpfully provided

           2       some literature on this and --

           3    MR HODGSON:  I submitted the World in Action tapes.  There

           4       were three of those.  One of those clearly shows Lord

           5       Owen making a statement that we should be --

           6   THE CHAIRMAN:  I hope we may hear from Lord Owen.

           7   MR HODGSON:  -- that we should be self-sufficient in blood

           8       products by 1990 and we were not until 1993 and of

           9       course by then it was too late.

          10   THE CHAIRMAN:  Thank you very much, Mr Hodgson.

          11   MR HODGSON:  Thank you.

          12                      (The witness withdrew)

          13        MRS HARRIET BULLOCK and MR GIDEON BULLOCK (called)
          14   THE CHAIRMAN:  Morning, Mrs Bullock.  You are Harriet

          15       Bullock and we are largely concerned with your husband

          16       Ken for these purposes, are we not?  He was born,

          17       I believe, in 1936, is that right?

          18   MRS HARRIET BULLOCK:  (Witness nods)

          19   THE CHAIRMAN:  Can you tell us something about his

          20       haemophilia?  When was he diagnosed, at what stage?

          21   MRS BULLOCK:  He was born a haemophiliac, the family history

          22       was known.  He had an uncle that was born with forceps

          23       in 1900 and that uncle spent 60 years in a mental

          24       hospital with petit mal.  My husband had a younger --

          25       older brother and he had his tonsils taken out when he
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           1       was three and died on the operating table.

           2   THE CHAIRMAN:  So his knowledge that he had haemophilia went

           3       right the way back to the beginning of his childhood.

           4   MRS BULLOCK:  Yes, and my mother-in-law too.

           5   THE CHAIRMAN:  What effect -- we have heard of some of the

           6       symptoms of haemophilia.  What was the effect on his

           7       schooling?

           8   MRS BULLOCK:  I think, looking at his school notes, he spent

           9       half a year actually in school but in spite of that he

          10       did win a scholarship to Latymer and had a very good

          11       career ahead of him.

          12   THE CHAIRMAN:  In fact he became a graduate of the Civil

          13       Engineers Society.

          14   MRS BULLOCK:  Yes, he became a chartered civil engineer.

          15   THE CHAIRMAN:  Tell us a little about his career will you?

          16       I think he began with Cementation, is that right?

          17   MRS BULLOCK:  That is right.

          18   THE CHAIRMAN:  Joined in the design department.

          19   MRS BULLOCK:  Yes.

          20   THE CHAIRMAN:  I think it was he who designed the structure

          21       for the Magpies Cross fly-over.

          22   MRS BULLOCK:  Yes.  He did numerous viaduct, bridges,

          23       motorways.  His work was terribly, terribly important to

          24       him.  I think it was -- as his wife -- I think it was

          25       a matter of self esteem as well to not let haemophilia
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           1       stand in the way of work.

           2   THE CHAIRMAN:  He did not let haemophilia stand in the way

           3       of a --

           4   MRS BULLOCK:  Yes, he was very stoical about everything.

           5   THE CHAIRMAN:  I think in 1973 he headed the British team on

           6       what was the largest oil production unit ever

           7       constructed?

           8   MRS BULLOCK:  Yes, a semi-submersible.

           9   THE CHAIRMAN:  Just to run ahead of the story.  In 1996

          10       I think he became part of the Royal Dutch Team at

          11       The Hague and dealt with the gas pipeline crossing

          12       the Andes?

          13   MRS BULLOCK:  Yes.  We had a flat in the Hague and he was

          14       working from the Hague and from home as well.  He had

          15       occasional business trips to Lima but at that time he

          16       was also very reluctantly allowed to try the haemoglobin

          17       (inaudible) treatment and he was desperately ill with it

          18       but he was still at the office.

          19   THE CHAIRMAN:  Can we come to that in a moment.  I ran ahead

          20       because we were talking about his career.

          21   MRS BULLOCK:  Yes.

          22   THE CHAIRMAN:  What treatment was he receiving when he began

          23       his career?

          24   MRS BULLOCK:  Elastic bandages.  As a boy scout he was

          25       treated with penicillin once when he was ill while on
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           1       camp.  He had appendicitis.

           2   THE CHAIRMAN:  So no blood transfusions at the early stage?

           3   MRS BULLOCK:  No.

           4   THE CHAIRMAN:  I think in 1982 he had a tooth extracted.

           5   MRS BULLOCK:  In the late 70s he had a number of

           6       transfusions and he really became ill in 83.

           7   THE CHAIRMAN:  What was the treatment at the time of the

           8       extraction of the tooth?

           9   MRS BULLOCK:  The teeth had to be padded and the jaw was

          10       always supported and bandaged.  There were blood

          11       transfusions before and blood transfusions after and

          12       blood products at that stage.  The 70s.

          13   THE CHAIRMAN:  Did that include Factor VIII at that stage?

          14   MRS BULLOCK:  Yes, and CYRO.

          15   THE CHAIRMAN:  Do you happen to know the name of the product

          16       which he was given --

          17   MRS BULLOCK:  I do not.  I probably have the hospital notes

          18       that refer to it though.

          19   THE CHAIRMAN:  When did the symptoms become more serious?

          20   MRS BULLOCK:  Sorry?

          21   THE CHAIRMAN:  When did his symptoms become more serious?

          22   MRS BULLOCK:  That was the beginning of 1983.  We realised

          23       that he was really feeling very unwell and the main

          24       symptoms were the intense fatigue and from January 83

          25       and from November 83, all his hospital notes refer
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           1       repeatedly to exposure to blood products at CYRO

           2       (underlined), Factor VIII (underlined) and that went on

           3       for 11 months while they treated him with very high

           4       doses of steroids.

           5   THE CHAIRMAN:  Do you happen to know when it was made known

           6       to him that he may have been infected?

           7   MRS BULLOCK:  He was never made known.  No, I think after

           8       that year -- at the end of that year, his notes actually

           9       referred to an acute alcoholic cirrhosis.  It changed in

          10       the course of two weeks.

          11   THE CHAIRMAN:  What in fact was his normal alcohol intake?

          12   MRS BULLOCK:  Very little.

          13   THE CHAIRMAN:  Was there any question of alcoholism?

          14   MRS BULLOCK:  No, it would have interfered with work above

          15       all things and he certainly would not risk his driving

          16       licence.

          17   THE CHAIRMAN:  I think you have had access to his medical

          18       notes subsequently?

          19   MRS BULLOCK:  Yes, I collected medical notes covering

          20       a period of 14 years from six different hospitals and it

          21       took me two years to collate them.  He died having no

          22       idea of the years of references to acute alcoholism and

          23       I think the children and his colleagues and friends were

          24       shocked beyond belief.

          25   THE CHAIRMAN:  Never discussed with him, so far as you know?
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           1   MRS BULLOCK:  No and he died not knowing.

           2   MS WILLETTS:  So they had made those assumptions about his

           3       alcohol intake and had referred to those throughout

           4       the taking of the medical notes?

           5   MRS BULLOCK:  Up until 3 months before he died he was still

           6       being accused of acute alcoholism and clinical

           7       alcoholism.

           8   MS WILLETTS:  But for many years he had not know that that

           9       is what was being recorded basically?

          10   MRS BULLOCK:  He never knew.  It was something I discovered

          11       when I went through the notes, none of us knew.

          12   MR BULLOCK:  It was our GP who had some notes and passed

          13       them on to us after his death.

          14   MRS BULLOCK:  Yes, after he died.

          15   THE CHAIRMAN:  I think his last journey to -- was it

          16       to Lima?

          17   MRS BULLOCK:  Yes.

          18   THE CHAIRMAN:  That was in 1982 or 1983?

          19   MRS BULLOCK:  That was in 1998.

          20   THE CHAIRMAN:  So the dates we have here of the medical

          21       notes relate to 1998, do they?

          22   MRS BULLOCK:  Yes.

          23   THE CHAIRMAN:  We have 1st August, 16 litres of fluid

          24       removed?

          25   MRS BULLOCK:  Yes, he arrived home in that state.  The skin
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           1       on his legs and feet had burst and he collapsed as he

           2       walked through the door.

           3   THE CHAIRMAN:  By September the illness had become worse?

           4   MRS BULLOCK:  Yes.  At that point he had been having

           5       varices, oesophageal varices for three years.

           6   THE CHAIRMAN:  For some three years prior to that.

           7   MRS BULLOCK:  1995.

           8   LORD TURNBERG:  Did he bleed from the varices?

           9   MRS BULLOCK:  Yes.

          10   THE CHAIRMAN:  And then I think it was 3rd October that he

          11       died?

          12   MRS BULLOCK:  Yes.

          13   THE CHAIRMAN:  Did you ever receive any counselling?

          14   MRS BULLOCK:  No.  One doctor suggested that a few glasses

          15       of wine did not do any harm and that was six months

          16       before he died, of liver failure.

          17   THE CHAIRMAN:  Do you know how that suggestion arose?  Had

          18       he asked whether he could have a glass of wine?

          19   MRS BULLOCK:  No.

          20   THE CHAIRMAN:  So it was volunteered?

          21   MRS BULLOCK:  Yes, yes.

          22   THE CHAIRMAN:  Presumably the doctor read the medical notes

          23       although your husband had no knowledge of them?

          24   MRS BULLOCK:  Yes.  I think it was something that was

          25       attached to Hepatitis C affecting the liver.
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           1   THE CHAIRMAN:  It is not normally, I would have thought,

           2       advice that you would give unless it has arisen in the

           3       course of some sort of conversation.

           4   MRS BULLOCK:  Well, it arose in the course of conversation

           5       because treatment certainly was not being offered, or

           6       information.  We only found out about the effects of

           7       alcohol and the prognosis for liver disease from

           8       the Liver Trust.  I telephoned them, they were very

           9       informative and they sent quite a lot of material.  And

          10       we based my husband's future on their notes and

          11       leaflets.

          12   THE CHAIRMAN:  Of course, since then you have done a great

          13       deal of research?

          14   MRS BULLOCK:  An enormous amount, yes.

          15   LORD TURNBERG:  We have not spoken about the treatments he

          16       had for his haemophilia which resulted in him

          17       contracting the hepatitis but presumably he had various

          18       injections and infusions of plasma and so on over

          19       the years and clearly it is very difficult to pin down

          20       exactly when he contracted the virus.  Is that

          21       a reasonable assumption?  He got it some time during

          22       the period when he was receiving these injections or

          23       infusions?

          24   MRS BULLOCK:  It was the late 70s and we were told this was

          25       a new treatment, we were jolly lucky to get it because
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           1       like most haemophiliac wives, they probably drive their

           2       husbands and go to the appointments with them.  We were

           3       very lucky to have this new treatment.  There was no

           4       hint or suggestion that there could be any risk attached

           5       to it and -- I say "we" because I was there -- we were

           6       not given a choice.  You are lucky to have this, it was

           7       jolly expensive and do not trouble us too often.

           8   LORD TURNBERG:  Thank you.

           9   THE CHAIRMAN:  Thank you very much, Mrs Bullock.  I do not

          10       know, have you already made your copies of the notes

          11       available, the medical notes?  May we have those at some

          12       stage?

          13   MRS BULLOCK:  Yes, there is an awful lot.  Yes.

          14   THE CHAIRMAN:  Thank you very much.

          15                     (The witnesses withdrew)

          16                    MR DAVID FIELDING (called)
          17   THE CHAIRMAN:  Good morning, Mr Fielding.

          18   MR FIELDING:  Morning.

          19   THE CHAIRMAN:  Mr David Fielding, is it?

          20   MR FIELDING:  It is, yes.

          21   THE CHAIRMAN:  Could you gives your date of birth, please?

          22   MR FIELDING:  It is 5/2/1956.

          23   THE CHAIRMAN:  When were you diagnosed with haemophilia?

          24   MR FIELDING:  As you all know that haemophilia is

          25       a hereditary disease, you are born with it, so I would
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           1       say around about 1 or 2 years old.

           2   THE CHAIRMAN:  Right from early childhood?

           3   MR FIELDING:  Yes, I already had two older brothers.

           4   THE CHAIRMAN:  Can you give us some idea of its effect on

           5       you, on your life?

           6   MR FIELDING:  Yes.  If you do not mind, would I be allowed

           7       to tell my story because my story has been a painful one

           8       to write down so, in order to keep some control of my

           9       emotions, you see?

          10   THE CHAIRMAN:  All right.  You do not mind if we interrupt

          11       from time to time to clarify things?

          12   MR FIELDING:  Not a problem.  Because of what has happened

          13       to me, you will appreciate what has gone on.

          14           Can I first of all thank Lord Morris for all his

          15       endeavours over the years.  He has never let this go.

          16       On behalf of the haemophilia community, I thank him for

          17       all his hard work.  Thanks very much.

          18           "My story has to start off by thanking my donor and

          19       the donor's family because without the wonderful gift of

          20       life I would not be here at this inquiry.  I cannot

          21       express how grateful I am to them; the St James's Liver

          22       Unit team, the skills of the surgeons and all the care

          23       which I am still receiving to this day.

          24           I first became aware that I was infected with

          25       Hepatitis B in the 1980s and then came the blow in
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           1       June 1993 when I was informed that I was infected with

           2       Hepatitis C.  I was told not to worry, just get on with

           3       my life.  It was an unknown virus at that time and not

           4       a lot was known about it.  It came to light later on

           5       that I had been tested a few years earlier than when

           6       I was diagnosed with Hepatitis C.  And I had two

           7       daughters between 1992 and 1993.  So theoretically

           8       I could have infected two innocent young babies --

           9   THE CHAIRMAN:  Did you know you were being tested?

          10   MR FIELDING:  No.

          11           I had a dear brother called Brian.  He was infected

          12       with HIV, and he died in 1990, aged 46.  He had been

          13       married just six months.  I got a phone call from

          14       the HIV counsellor at 12 o'clock at night who told me my

          15       brother had died and I had to drive and tell my mum and

          16       all my family what had happened to him.  We went to see

          17       him in his hospital bed.  We were assured that he would

          18       be dressed and laid on rest but actually he was

          19       basically stuffed in a bodybag and then into a sealed

          20       coffin.

          21   THE CHAIRMAN:  Just to clarify this.  He had suffered from

          22       haemophilia, had he?

          23   MR FIELDING:  Yes.

          24   THE CHAIRMAN:  So far as you know, his condition was

          25       a result of contaminated blood?
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           1   MR FIELDING:  Oh yes, there is no doubt about it.  So our

           2       family just feel he was buried with no dignity.

           3       I cannot go to his grave as much as I would like.

           4       The pain is just so awful.  I knew he had HIV but we

           5       never ever spoke about it.  He never ever told me, he

           6       never told any of my family.  I think the fear of losing

           7       his own family just haunted him.  I can understand now

           8       why he did keep it away from me because the way some of

           9       the haemophiliacs -- what happened to them, they were

          10       treated in a disgusting and degrading way.  The stigma

          11       at that time was borne out of sheer ignorance and it

          12       still is today in some cases, as you can appreciate.

          13           I joined a Manor House group, which was

          14       predominantly set up to fight for those with HCV to get

          15       some form of recompense and in that we had also HIV

          16       members as well, who were hepatitis infected, and we

          17       were also fighting for them as well.  Unfortunately all

          18       our members who were HIV sadly died.

          19           I am just going to go on about what happened to me

          20       at my transplant et cetera.

          21   THE CHAIRMAN:  Yes, please, if we go on to your experience

          22       now.

          23   MR FIELDING:  I worked all my life with very little time off

          24       work as a watch and clock repairer.  Around 1985, I was

          25       told I had cirrhosis of the liver.  In 1997 it was
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           1       suggested I go on Interferon treatment to see if they

           2       could clear Hepatitis B.

           3   THE CHAIRMAN:  Could I just stop you there, forgive me.  You

           4       obviously knew, as you said, from early childhood that

           5       you suffered from haemophilia.  What treatment had you

           6       been having?

           7   MR FIELDING:  I had been having mainly the British BPL 8Y

           8       and then the 8Y high purity.  My brother -- actually,

           9       I know you have not asked me this, but my brother

          10       actually was on the American products.

          11   THE CHAIRMAN:  This was by the time that we were dealing

          12       with Factor VIII, was it?

          13   MR FIELDING:  Yes.

          14   THE CHAIRMAN:  Earlier than that had you been receiving

          15       treatment?

          16   MR FIELDING:  I was basically on cryoprecipitate and before

          17       that I would say plasma.  I do not recall having whole

          18       blood.

          19   THE CHAIRMAN:  Can you remember when you first started to

          20       have Factor VIII?

          21   MR FIELDING:  1995 -- sorry, 1990 is on my brain.

          22           Around about 1975.  I actually started home

          23       treatment in 1977.  I was one of the first patients.

          24   THE CHAIRMAN:  Thank you.  I interrupted you.

          25   MR FIELDING:  No problem.
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           1   THE CHAIRMAN:  You were told that you developed cirrhosis of

           2       the liver?

           3   MR FIELDING:  Yes.  I started on this Interferon treatment.

           4       Within less than two months of being on Interferon

           5       treatment, I started to go yellow.  I stayed in hospital

           6       for a week whilst some tests were carried out.  Whilst

           7       in hospital, the doctor told me in front of a lot of

           8       other medical doctors that I would not get a transplant

           9       because of my Hepatitis B was chronic and aggressive and

          10       that the immunosuppressive drugs would not work.  That

          11       night I never slept --

          12   THE CHAIRMAN:  Was that the first time that you had been

          13       told that you had developed Hepatitis B?

          14   MR FIELDING:  No, I had been told previous to that.

          15           When my sister came to see me the day after, I was

          16       so upset.  I tried to tell her and I just couldn't.

          17       When you are deeply upset, words just cannot come out.

          18       That is how I felt at that time.  I stopped

          19       the Interferon treatment in May because I asked whether

          20       it was going to work or -- whether it was going to work,

          21       and they said no.  I said: right, I want to stop.  I was

          22       on 18 million units a week.  It just made my life hell.

          23       I am not going to talk about that period of the hell

          24       that I went through.  You will obviously hear that from

          25       other people at some other time.  I just existed in them

                                            50

           1       months I was on ...

           2           That July I took part in a lobby of Parliament.

           3       There is a photograph of how I looked there.  I have

           4       actually got photographs for you to leave today so you

           5       can go through them, of how I looked in July.  Then two

           6       months later I was golden yellow and I was sent to

           7       St James's for a liver assessment and I went for

           8       a battery of tests.  On the Friday, when all

           9       the evidence had been collated, I went into a quiet room

          10       with my wife and a friend of mine and I was basically

          11       told that my liver was shot and, if I did not have

          12       a transplant, I would be dead in six months.

          13   THE CHAIRMAN:  Up to this stage, you had been diagnosed with

          14       Hepatitis B; had you been diagnosed with Hepatitis C?

          15   MR FIELDING:  Yes, I was told in 1993 I had Hepatitis C.

          16           I cannot honestly say how I felt at that time, when

          17       I was told I only had six months to live.  As you can

          18       appreciate, donors -- livers are not on the shelf

          19       waiting for you.  So I had basically to rely on somebody

          20       else to die in order for me to live.  It just left me

          21       sick with worry.

          22           The liver team was great with me, by the way, that

          23       week.  I obviously said I wanted to be placed on the

          24       transplant list.  I had not been home long from

          25       the assessment.  Then I was admitted to Manchester Royal
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           1       because my health was declining rapidly.  I was being

           2       sick a lot and going to the toilet up to nine times

           3       a day.  No matter what I ate, my body would not retain

           4       it.  The toilet must have been sick of the back of me.

           5       I was on a drip for most of the time but I was only

           6       allowed a litre of fluid a day.

           7           I was in Manchester Royal for three and a half

           8       weeks, prior to being taken to St James's.  It was

           9       awful, to say the least.  The water tablets what I had

          10       to reduce my ascites which was really bad -- you will

          11       see in the photographs that I had really bad --

          12   THE CHAIRMAN:  There is a photograph of your condition?

          13   MR FIELDING:  Yes.  I had a photograph taken every day while

          14       I was ill.  Whether I made it or not, I felt that the

          15       world had to see what had happened.  Like some of the

          16       widows I spoke to today, I am just one of the lucky ones

          17       and you will see from hundreds of people who never made

          18       it, including the widows here today.

          19           I never ever slept while I was in hospital because

          20       of the night cramps I used to get from the water

          21       tablets.  You were quinine sulphate which helped to

          22       reduce the cramps but like I said, I slept roughly one

          23       or two hours a day.  It is really painful to try to

          24       sleep.  When you have ascites, you will see from some of

          25       the photographs, when you are laying on your back, all
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           1       the fluid is going right up into your lungs; when I try

           2       and go onto your side, all this fluid will go this way.

           3       It is like having a water bed strapped to your stomach.

           4           We also booked a family holiday and I realised

           5       I couldn't go.  I was told I am a very sick man so I had

           6       to let my partner go with my three children.  She would

           7       ring me a few times during the day, saying how

           8       the holiday was going, and I just told her to stop

           9       ringing me.  It was so painful not being there with my

          10       young kids who were 9, 5 and 6 at the time.  As you can

          11       see, they were only very young.

          12           I can honestly say to everyone here, I was

          13       a 42-year-old man at that time and the number of times

          14       I broke down was a hell of a lot.  You can imagine what

          15       distress I went through.

          16           I do not want to describe it today because I have no

          17       tissues on me.

          18           I am trying to move it on a bit for you.  When me

          19       partner came back from holiday, I decided then, because

          20       we weren't married, we got married in hospital.  We got

          21       married, actually, on the day that Mrs Bullock who just

          22       spoke before, her husband died, I got married on that

          23       day because I thought I was not going to make it.

          24           But later on that week I was transferred to

          25       St James's hospital.  I underwent a successful
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           1       three-and-a-half-hour operation.  But before I went

           2       I would obviously joke with the doctors: just cause some

           3       mayhem on the motorway.  I was joking but deep down

           4       I meant it.

           5           Some of the emotions I can talk to you about,

           6       though, is before I actually had my operation was that

           7       I actually had visions of my kids crying at my funeral.

           8   THE CHAIRMAN:  Then you had the operation and happily it was

           9       successful for you?

          10   MR FIELDING:  Yes.

          11   THE CHAIRMAN:  Indeed your life was saved.

          12   MR FIELDING:  Thank God I am here, thank God for my donor.

          13       This is something every haemophiliac has been waiting

          14       for, this day.  I am just one of the few who is lucky to

          15       be here to be in front of you.  I would like to thank

          16       you all for taking it on as well.

          17   THE CHAIRMAN:  How are you now?

          18   MR FIELDING:  I am quite well but, as you go through stages

          19       of a transplantee, because the immunosuppression drugs

          20       and there are side effects, you can -- in my case I have

          21       developed high blood pressure.  This is after

          22       seven years of taking immunosuppression drugs.  That is

          23       one of the problems with it.  I developed gout.  I got

          24       rid of one disease, haemophilia, and got another one but

          25       I wouldn't swap.
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           1   MS WILLETTS:  David, may I ask, throughout these experiences

           2       that you are describing for us, did you have any help or

           3       support in terms of emotional support or counselling or

           4       financial support of any sort?

           5   MR FIELDING:  Apart from support from, obviously, my own

           6       family and friends, medically, no.  I thought I was

           7       treated appallingly and disgustingly by the medical

           8       profession.

           9   MS WILLETTS:  Why do you think that was?  What is your

          10       perception of that?

          11   MR FIELDING:  I just do not know.  They were never ever

          12       sympathetic to the viruses we were infected with.

          13       I cannot be more blunt than that.  I hope somebody has

          14       got the guts to come here and say: I am sorry the way we

          15       treated our patients.

          16   MS WILLETTS:  Did you receive any financial help?

          17   MR FIELDING:  I received the Skipton Fund.  I received both

          18       payments, the first payment of 20,000 and then a further

          19       25,000 because I had actually had a transplant.

          20   MS WILLETTS:  What sort of difference did that make?

          21   MR FIELDING:  I will be honest with you, I have not really

          22       touched much of it because I am still insulted.

          23       I basically left it because, for what I have gone

          24       through, it is just -- it is three years' wages what

          25       I have been paid and, you know, if I hadn't have been
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           1       ill, that is what I would have earned.  Words fail me.

           2       Is that a good enough answer?

           3   MS WILLETTS:  Thank you.

           4   LORD TURNBERG:  Have you cleared the viruses you have?

           5   MR FIELDING:  I am unfortunately one of the few

           6       haemophiliacs who still has Hepatitis B but I have been

           7       tested negative for Hepatitis C since 1996.  So --

           8       the future is quite good but you do not know.  You live

           9       from day to day when you have had a transplant.  You

          10       could easily reject tomorrow.

          11   LORD TURNBERG:  You cleared the virus before the transplant?

          12   MR FIELDING:  Yes.  I am one of the few who has cleared it

          13       spontaneously.  Whether it is still there or not is

          14       another question.

          15   LORD TURNBERG:  You have a new liver anyway.

          16   MR FIELDING:  I have a new liver that is not doing too bad

          17       and there is one thing I must -- I have to pay tribute

          18       to -- let me just gather my thoughts.

          19           This man's wife is here today to support him because

          20       he is too ill to come but this man, Fred Bates, was

          21       a rock.  He used to pick my wife up and take her for

          22       seven weeks to whichever hospital I was at and I am

          23       forever grateful.  And that is the man there.  (Shows

          24       picture)

          25   THE CHAIRMAN:  Thank you.  Mrs Bates will no doubt will be
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           1       pleased to hear that.

           2   MR FIELDING:  It is actually a constituent of Lord Morris.

           3   THE CHAIRMAN:  Thank you very much, Mr Fielding.

           4   MR FIELDING:  Can I leave this with you.

           5   THE CHAIRMAN:  Yes, please do.  Thank you.

           6                      (The witness withdrew)

           7                    MRS SUE THREAKALL (called)
           8   MRS THREAKALL:  If it is okay, I have done the same as

           9       David, I have prepared a short statement.  There will be

          10       plenty of gap for questioning.  It is just to keep me

          11       focused.

          12   THE CHAIRMAN:  We have read your statement.

          13   MRS THREAKALL:  No, it is a different one.

          14   THE CHAIRMAN:  All right, please give it us.

          15   MRS THREAKALL:  Okay.  I should like to begin by saying

          16       that, whilst acknowledging Lord Morris's many years of

          17       hard work which have brought us to this point and thank

          18       him for it, I should not be here today.  None of us

          19       should.  Not the inquiry panel who are doing this

          20       unpaid, not the widows, certainly not those people

          21       sitting here today who are having to battle on a daily

          22       basis just to stay alive, and I say this for two

          23       reasons.  The first reason is that this terrible tragedy

          24       should never have happened in the first place.  It was

          25       wholly avoidable.  Warnings were ignored, lessons were
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           1       not learned and our community was lied to by the people

           2       it should have trusted the most.

           3           The second reason is that, given the gross

           4       incompetence and worse that happened in the first place,

           5       this should have been acknowledged by the Government of

           6       the time and dealt with honourably nearly a quarter of

           7       a century ago.

           8           The next bit is a little bit of background history

           9       about Bob's early days and early treatment history.

          10           I met him in the late 70s at the time when he had

          11       become divorced from his first wife.  He had gained

          12       custody of his two sons which, as you know, was no mean

          13       feat in those days.  He eventually moved from his own

          14       home back to live with his mother Hazel who helped look

          15       after the boys while he was at work.

          16           I had just left teacher training college and worked

          17       for a few weeks at a branch of the DSS where Bob was

          18       employed as an executive officer.  My sister worked

          19       there too along with her future husband who was Bob's

          20       best friend.  Bob was hard-working, he was very popular

          21       and it was the sheer determination shown first by his

          22       mother and then by Bob himself that enabled him to work

          23       in the first place.  She battled, she had to battle, to

          24       get him an education.  Mainstream schools would not

          25       touch him because of his haemophilia and he ended up at
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           1       a local special school where he eventually became head

           2       boy.

           3           After school, because he left that school with no

           4       qualifications, no formal qualifications, so after

           5       school he studied in the evenings to gain enough

           6       O-levels in order to get a job.  Until 1977 he had had

           7       a number of treatments for his haemophilia including, at

           8       one time, a derivative of snake venom but, by using

           9       cryoprecipitate which was invented in 1964, he was able

          10       to lead a relatively normal life.  Yes, he had

          11       arthritis, yes, one of his knees was locked and his

          12       elbows did not flex properly but he had managed to get

          13       married, he had two sons, held down a job, he had loads

          14       of friends and a social life.

          15   THE CHAIRMAN:  Just interrupting you, I think I read that he

          16       played table tennis?

          17   MRS THREAKALL:  He did.  I have mentioned that actually,

          18       I think, in a while.  He was quite an active man.

          19           Until sometime in 1977 when he was only 34 years

          20       old -- and I have only just found out, we are still

          21       finding out as we go along -- I have only just realised

          22       from David's statement that he too must have been one of

          23       the very earliest.  He was given Factor VIII in the form

          24       of at that time an NHS product, I think it was Lister.

          25       In October that year he was taught to inject himself and
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           1       put onto home treatment.

           2           I knew Bob quite well at that stage.  He was not

           3       happy with it.  Despite all the assurances from his

           4       consultants and as he once said to me: you do not know

           5       what is in it.  I remember, I went round one day to his

           6       mum's house.  He had a nasty elbow bleed, I think.  I do

           7       not know what we were doing, going off out somewhere,

           8       and I said: for goodness sake, just treat yourself.  And

           9       he was very, very reluctant and when I said: why, that

          10       is when he said: you do not know what is in it; which,

          11       as we all know, is famous last words.  Shortly after he

          12       said that in 1981, he suffered a bout of Hepatitis B.

          13       His hospital records say that he had an attack, of serum

          14       hepatitis which shows quite clearly they knew where he

          15       came from.  The doctors and the Haemophilia Society

          16       continued to encourage the use of commercial concentrate

          17       since cryoprecipitate was not an option any more, simply

          18       because they were quite deliberately phasing it out.

          19           As a severe haemophiliac who had 0 per cent natural

          20       clotting factor, he had no option but to use

          21       the commercial products occasionally.

          22           In 1981 we married.  Bob was 38, I was 28.  We moved

          23       into a beautiful four-bedroom Victorian house.  He was

          24       really good at DIY so he soon sorted it out and made it

          25       into a really comfortable home.  Two years later in
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           1       August 1983, our youngest son was born.  I must add that

           2       my two stepsons from Bob's first marriage lived with us.

           3           In January 1985 his medical records state that he

           4       had had venopuncture for Hepatitis B virus and HTLV3,

           5       which, as we know, is the virus later known as HIV.

           6       The notes also say that he had "been found positive for

           7       HTLV3" but they did not tell us.  Again in March 85 his

           8       medical records say that he was positive to HTLV3, and

           9       they still did not tell us.

          10           Indeed, it was not until around the beginning of

          11       July of that year, six months later, that we were

          12       informed of the result.  Throughout these six months we

          13       had been having unprotected sex and they knew this,

          14       because we wanted another child, yet they did not think

          15       to warn us.  They did not think to say: actually, you've

          16       got something rather nasty and we know for a fact it can

          17       be passed on to your wife.  They let us carry on.

          18           We have documentary evidence --

          19   THE CHAIRMAN:  Just interrupting you for a moment, was he

          20       aware that he had been tested?

          21   MRS THREAKALL:  He was aware that he had been tested because

          22       rumours were going around at that stage that there was

          23       something going through the haemophiliac community.  He

          24       knew he had been tested.

          25           We have documentary evidence that proves that [a
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           1       doctor] knew in October 1984 that HTLV 3

           2   THE CHAIRMAN:  For the moment, I think we had better not

           3       mention individuals because we do not have their

           4       comments.

           5   MRS THREAKALL:  Okay.  That a doctor from Manchester knew in

           6       October 1984 that HTLV3 could be transmitted by sexual

           7       contact.  This was three months before Bob was tested

           8       and a whole nine months before we were informed of

           9       the result and, to put it more simply, it was nearly

          10       a whole year at which I was at completely unnecessary

          11       risk of contracting HIV.  Fortunately I did not.  I was

          12       one of the lucky ones.  More recently, we found

          13       conclusive evidence that the haemophilia centre

          14       directors were aware of a possible risk to spouses in

          15       October 83, which was a whole year earlier still, and

          16       that was 21 months before we were told of Bob's status.

          17       So that is nearly two years at which I was put at

          18       unnecessary risk.

          19           Minutes from a meeting discussing a clinical

          20       follow-up of patients noted that: spouses of patients

          21       who receive Factor VIII will also be followed.  They do

          22       not follow up people for no reason.  They do not just

          23       think, oh well, it might be a good idea.  They knew what

          24       they were looking for, they knew there was a risk.

          25           Note that this refers not to Bob's HIV status but
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           1       merely to the tact that he had received Factor VIII.

           2       Why weren't we warned?  As it was, I was lucky.  Many

           3       other people were not, including a friend of mine

           4       whose -- three brother-in-laws died, one of whom was her

           5       husband.  She died and her son was positive.

           6           All because they did not warn us when it was quite

           7       apparent that they knew.

           8           On 28th January, I received a letter from Bob's

           9       consultant, who I won't name but he was one of the two

          10       consultants at the Queen Elizabeth Hospital in

          11       Birmingham which stated:

          12           "The current advice from the Haemophilia Society is

          13       that the risk of death from bleeding for severe

          14       haemophiliacs outweighs the risk of using the present

          15       heat-treated Factor VIII.  This would be my advice

          16       also."

          17           The fact that Bob had survived perfectly well

          18       without it until 1977 seems to have escaped them

          19       completely.  He did not bleed to death when he fell over

          20       as a child or had teeth extracted.

          21   THE CHAIRMAN:  It seems, but we do not know at the moment,

          22       that the Haemophilia Society had suggested that, for

          23       the majority of cases or the classic case, there might

          24       be greater danger from bleeding than from administering

          25       it?
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           1   MRS THREAKALL:  I am not entirely sure what they were

           2       suggesting, we would have to ask them that, but I would

           3       say that, since Bob was as severe as you could get, he

           4       had no natural clotting factor of his own and he still

           5       managed to survive all those years without Factor VIII

           6       speaks volumes.

           7           Having heard that from [the doctor], I wrote to him

           8       the following day -- sorry names -- and asked why, if

           9       there is even the slightest risk of the HIV virus still

          10       being in heat-treated Factor VIII, can Bob not be

          11       offered National Health products where the risk would

          12       presumably be less?  The reason I asked this was I was

          13       concerned about any problems relating to being reexposed

          14       to virus, multiple exposure, because we did not know and

          15       I do not think they did either.  Maybe in retrospect

          16       they did not care because he had already been tested

          17       positive.

          18           As somebody has pointed out earlier on, from

          19       the Haemophilia Society, they did not particularly

          20       expect them to last long anyway so I think the problem

          21       was being brushed under the carpet.  The consultant's

          22       reply eight days later says that it was, and I quote:

          23           "... very much a question of supply and demand, I am

          24       afraid, lack of supply."

          25           We now know that any perceived problems with lack of
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           1       supply could have been completely eliminated if warnings

           2       had been heeded --

           3   THE CHAIRMAN:  I do not quite follow that.  You say that

           4       the problems from lack of supply could have been

           5       eliminated?

           6   MRS THREAKALL:  I am absolutely certain they could.  If

           7       people had listened to Dr David Owen and if they had

           8       listened to the warnings which had started to filler out

           9       from America and they had listened to the warnings that

          10       were starting to go round in this country years before

          11       to try to make us self-sufficient in blood products,

          12       most of that problem could have been eliminated.

          13   THE CHAIRMAN:  I see what you are saying if we had been

          14       self-sufficient in blood products, of course this

          15       wouldn't -- yes, I follow that.

          16   MRS THREAKALL:  If the money had not been diverted to other

          17       causes, yes.

          18           Just to give you an idea of the sort of person he

          19       was, throughout our time together, as you pointed out,

          20       he lived life to the full.  We had lovely holidays, all

          21       in this country.  His first holiday abroad which was

          22       actually only Guernsey but it involved a boat trip so

          23       that counted as abroad to him was booked and paid for

          24       but he never made it.

          25           We took our son to places like Chester Zoo, Warwick

                                            65

           1       Castle, Stratford, the Cotswolds, Wales, Devon,

           2       Cornwall, had a great time at the Centre for Alternative

           3       Technology; at the time we thought it was trendy.  We

           4       went on cable cars, we hired boats and built

           5       sandcastles.

           6           These are all the sort of things that many thousands

           7       of people do because there was nothing particularly

           8       special about him.  He was just an ordinary man, living

           9       an ordinary life.  He was a great dad, partner,

          10       brilliant friend.  He was good fun.  He was practical,

          11       dependable, reliable and as honest and honourable as it

          12       was possible to be.

          13           You have to ask or rather comment on what a pity it

          14       was that those who were meant to be helping him and in

          15       whom he placed great trust, and I think that is the crux

          16       of the matter, the fact that they did not display any of

          17       the same qualities.  Because the basic thing here is

          18       that these people here trusted their doctors.  That is

          19       what you are supposed to do with doctors.

          20   THE CHAIRMAN:  To your knowledge, was he ever offered

          21       counselling?

          22   MRS THREAKALL:  When he was told that -- first informed

          23       about his positive test, he was told: we do not really

          24       know what it means, we suggest you use a sheath when you

          25       have intercourse.  Don't have a baby for two or three
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           1       years.  You may be lucky, you may be inoculated against

           2       it because of the way you were given the virus in

           3       the first place.  We then had to go and look for

           4       counselling and we ended up at the Oxford haemophilia

           5       centre because there was none in Birmingham.  We

           6       certainly were not offered any from anywhere else.

           7           The original version of the Hippocratic Oath states:

           8           "I will never do harm to anyone."

           9           Even the modern version says:

          10           "I will prevent disease whenever I can, for

          11       prevention is preferable to cure."

          12           Neither version, in my opinion, comes even close to

          13       addressing what can happen when doctors forget their

          14       responsibilities and their oath and they blunder blindly

          15       on with no respect for their patient's rights or for

          16       informed choice.

          17           The next thing I want to tell you about is what

          18       happened towards the end.  From early in 1988, he became

          19       progressively poorly.  He suffered repeated infections

          20       and became, quite frankly, very frightened.  He was

          21       scared of becoming ill and scared of dying.

          22           On 25th August 1989, a letter from our consultant to

          23       our GP reports that Bob had been prescribed AZT 1,200

          24       milligrams per day which was enough in my opinion to

          25       kill a horse.  He was never the same again afterwards.
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           1           Even then he made the best of things.  He enjoyed

           2       his life and wanted to be there to see his children grow

           3       up.  Sadly that was never to be and, on 20th

           4       February 1991, he died in the Queen Elizabeth Hospital,

           5       Birmingham, and he was 47 years old.

           6   THE CHAIRMAN:  Can you tell us a little about the effect on

           7       you, Mrs Threakall.

           8   MRS THREAKALL:  Me personally?

           9   THE CHAIRMAN:  Yes.

          10   MRS THREAKALL:  In my best friend's words, I cannot sum it

          11       up any better, she would sit here happily and tell you

          12       that for years after Bob died I was like a mad woman.

          13       I think I have described it --

          14   THE CHAIRMAN:  Were you looking after him, obviously you

          15       were --

          16   MRS THREAKALL:  I gave up work to look after him.  I was

          17       a teacher for primary school.

          18   THE CHAIRMAN:  Were you able to resume work after his death?

          19   MRS THREAKALL:  I went backwards and forwards to it.  If

          20       I look back retrospectively, I was in no state to handle

          21       a classroom of children.  I used to be good at the job.

          22           Can I interrupt for moment, has anyone got a tissue?

          23       (Handed).  It's all right, I'm not getting emotional.

          24       Thank you.  I don't want to drip all over the ...

          25           Right, yes.  I gave that up to look after him.  My
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           1       next stage careerwise, I suppose, would either have been

           2       a deputy head teacher of a large primary school or

           3       possibly head teacher of a small primary school and then

           4       move up from there.  It was unfortunate, it was

           5       particularly bad timing, really, that at the time Bob

           6       became ill, the National Curriculum was coming in.  So

           7       I did not get any of the in-service training.  By

           8       the time I was functioning as a human being again, I was

           9       way behind.  I am also getting too old and I am too

          10       expensive to employ, really.

          11   THE CHAIRMAN:  Yes.

          12   MS WILLETTS:  What about the effect on the children?  You

          13       have not said an awful lot about that.

          14   MRS THREAKALL:  I have a statement from Bob's eldest son

          15       which he would like to hear.  The effects have been

          16       quite catastrophic.  The eldest one will speak for

          17       himself in a minute.  The middle one, my youngest

          18       stepson, I had not heard from for about ten years until

          19       fairly recently.  We are just about getting in touch

          20       again.  He almost turned into a recluse.  He lives in

          21       Brighton.  He is married.  He has a job.  To all intents

          22       and purposes he is living a sort of stable ordinary

          23       life.  You see, it did not help that, two years after

          24       Bob died, his mum died too.

          25           Basically again, I keep using these words, "in my
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           1       opinion" but it only is, she could never come to terms

           2       with losing this son, her only son, who she had fought

           3       for.  She kept him safe, she kept him well.  Then, like,

           4       she trusted in the doctors to treat him properly and we

           5       all know what happened.

           6   THE CHAIRMAN:  You have told us about the effects on your

           7       employment.  What sort of financial help have you had?

           8   MRS THREAKALL:  We had the original payment for HIV.  Can

           9       I just say, people can using the word "compensation".

          10       We have never been compensated.  We have only had, and

          11       I will mention this again in a minute, a series of ex

          12       gratia payments.  To achieve compensation, someone has

          13       to admit liability and even fairly recently -- am

          14       I allowed to mention ministers' names if I cannot

          15       mention doctors?  Well, the Health Secretary mentioned

          16       that this is "not a matter for this department".  If it

          17       is not a matter for the Department of Health, what do we

          18       do, take it to Trade and Industry, Agriculture, I don't

          19       know?

          20   THE CHAIRMAN:  What I am actually asking you is what you

          21       personally have received.  You have received some

          22       payment in respect of the HIV?

          23   MRS THREAKALL:  We received the equivalent to one and a half

          24       years of our combined salary.

          25   THE CHAIRMAN:  What about what the Skipton?
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           1   MRS THREAKALL:  No, widows are not entitled to any payment

           2       from the Skipton Fund.

           3   THE CHAIRMAN:  Was that because he died before

           4       the Skipton Fund --

           5   MRS THREAKALL:  Yes, I think so.  He sort of died at the

           6       wrong time.

           7   THE CHAIRMAN:  Yes, I see.  We'll hear from --

           8   MRS THREAKALL:  Can I just tell you quickly about his final

           9       days?

          10   THE CHAIRMAN:  Yes.

          11   MRS THREAKALL:  His final days were like a horror story.

          12       Even they were littered with medical errors that

          13       resulted in a great deal of unnecessary pain and

          14       suffering.  He died a really nasty death but his last

          15       words to me were: is everything sorted?  He wanted to

          16       know that everything had been put in place to make sure

          17       that we, his family, would be okay on a practical level

          18       without him.  I am afraid I lied to him and told him

          19       everything was fine.  It was the only time in all the

          20       years I knew him that I did not tell him the truth but

          21       it couldn't go on like that.  He was literally hanging

          22       on to make sure we would be okay.  A few minutes later,

          23       literally, believing everything was all right, he died.

          24           I did say earlier that Bob was not special.

          25       Obviously that is not strictly accurate because he was
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           1       very special to all of us.

           2           I look to this inquiry to provide a mechanism

           3       whereby Bob can have his wish, albeit 17 years late.

           4       I look to you to ensure that the very strongest

           5       recommendations are given to the Government to look

           6       after the bereaved, especially the children, and to make

           7       sure that those who are still alive can stop fighting

           8       this battle for truth and finally can, in Haydon

           9       Lewis’s words, "put it to bed".  For some of us,

          10       the actual events happened a long time ago and in

          11       practical terms we have been able to move on with our

          12       lives and I think that is important to remember.  But

          13       what has happened has been there in the background,

          14       sometimes coming through to the surface, every single

          15       day since, and the reason for this is that what happened

          16       has never been honestly addressed.  It has never been

          17       properly dealt with.  Even as I speak, people in this

          18       room are still struggling every minute of every day with

          19       the fall-out from what happened.  We will only be able

          20       to move on and truly live our lives when we know

          21       the truth has come out and everything possible has been

          22       done to address this catastrophe.

          23           This inquiry also has to recognise that for many

          24       people the practicalities will only get worse as time

          25       goes on, regardless of what you achieve.  You cannot
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           1       bring back those who died but you can demand answers to

           2       questions and you can, with our help, reveal to

           3       the world the truth about what happened.

           4           I wondered about touching on this because it is

           5       a delicate issue but, although money is not the answer

           6       to all this, you can and you should address the matter

           7       of finances.  Many people have lost jobs, pensions,

           8       insurance, good job prospects because of what happened.

           9       Many are living with great financial hardship as

          10       a complete direct result of this.  Many are suffering

          11       the daily humiliation of begging for charity money

          12       whilst continuing to struggle with their health.

          13           You must make strong informed representation to

          14       Government about the haphazard ex gratia payments which

          15       have been afforded to us over the last 20 years,

          16       payments which have not fully addressed financial need

          17       and which in some ways have served only to divide our

          18       community.  True financial compensation can only be

          19       offered when there is an admission of wrongdoing and we

          20       all look to you to make plain this wrongdoing.

          21   THE CHAIRMAN:  Thank you, we take note of that.

          22   MRS THREAKALL:  I have one more sentence.  It is said that

          23       women always like to have the final word and, as some of

          24       you here today know, I am usually no exception to this

          25       perfectly rule of nature.  However, just for today, I am
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           1       prepared to let a man finish off what I started, in

           2       fact, two men.  The first is my stepson Paul, Bob's

           3       eldest son, who has written the following statement --

           4   THE CHAIRMAN:  I think we have that statement.

           5   MRS THREAKALL:  Yes, but I need them to hear it too, if that

           6       is okay:

           7           "My name is Paul Threakall, the eldest son of Robert

           8       Threakall who died February 20th 91, aged only 47.

           9           "I never saw my dad as outside people did.  Although

          10       disabled by haemophilia, he was a very active and

          11       involving person.  He loved life and tried to make

          12       the most of what he had.  He taught me DIY, chess,

          13       table-tennis, badminton and too many other things to

          14       mention here.  He tried to teach me to fish and failed,

          15       much to his disappointment.  But most of all, he was my

          16       dad.

          17           "My parents must have decided when I was quite young

          18       to shield me and my brothers from some of the realities

          19       of my dad's haemophilia.  We were all aware of his need

          20       to inject reconstituted Factor VIII and the fact that he

          21       was, as other people put it, disabled.  But, as

          22       I recall, there was a definite change in the level of

          23       openness about it all during my very early

          24       teenage years.

          25           "Then in 1985 the world was turned upside down.  My
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           1       dad was diagnosed with HIV.  I am pretty sure that my

           2       parents decided to be very selective in what truths they

           3       exposed the family to.  This seems very odd in the age

           4       of internet openness but in the mid-80s it was probably

           5       very easy.

           6           "I distinctly remember being told not to touch any

           7       of my father's Factor VIII or injection equipment, his

           8       toothbrush, razor and to use different towels et cetera.

           9       At one point, there was confusion over the loo seat,

          10       whether to wipe it or not.  It was all very confusing

          11       for a teenager but as always dad saw us through.

          12           "I left school with nine O-levels and two A-levels,

          13       mainly due to the support and help from dad and mum.

          14       I found a good job in an R&D laboratory [please do not

          15       ask me what one of those is] and left the family home

          16       around 1986/7.  I visited the family home very

          17       frequently and always helped out whenever I could.

          18           "Then one day I was asked to repair the roof on

          19       the shed so I went round at the weekend and got up on

          20       the roof and started.  I noticed my dad had sat down on

          21       the lawn.  Ten minutes later he was still sitting down.

          22       I asked if he was all right.  He looked up and asked me

          23       to help him stand up.  I hadn't seen him fall over and

          24       he couldn't get up again.  This was the point I knew

          25       somethings was very wrong with him.  My dad was wasting
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           1       away.

           2           "I cannot remember how long after that he died but

           3       I was there at his bedside when he did.  My dad was only

           4       47.  No one should see anyone die like that.  It was

           5       probably the single worst experience of my life to see

           6       my dad, 8 stones in weight in a hospital bed, dying from

           7       a terrible wasting disease he should never have

           8       contracted.

           9           "Not long after my dad died, the family slowly went

          10       to pieces especially David the youngest, now 23.  He was

          11       severely affected and dad's death really drove him off

          12       the rails.  He dropped out of school, failed his exams

          13       and now drinks to excess.  Me and my mum help him as

          14       best we can.

          15           "I made some very poor decisions without my father's

          16       guidance and I am still suffering from them: a failed

          17       marriage leading to divorce and an estranged 10-year-old

          18       daughter 250 miles away whom I do not see nearly enough.

          19           "My grandma died two years after her son, my dad.

          20       She was never the same after she died and I still

          21       believe she died of a broken heart.

          22           "My mum grieved heavily and now tries to help

          23       everyone in the family as best she can, much to her own

          24       detriment.

          25           "My younger brother, now 35, has suffered greatly

                                            76

           1       and almost become a recluse.

           2           "My auntie, dad's sister, was heartbroken and has

           3       also become very reclusive.  There have been and still

           4       are times when I could do with his counsel and I think

           5       all of us would have made better life choices under his

           6       guidance.

           7           "My dad was the glue that held our family together.

           8       He was the Threakall family barometer and is sadly

           9       missed.  How can you sum up a person's life or

          10       the effects of their death on other people in a few

          11       pages?  You cannot.

          12                  (Pause while video is set up)

          13   MRS THREAKALL:  Can I explain, this is a series of short

          14       clips from the press work that we did in the 80s and

          15       early -- late 80s, most of it.  They are in

          16       chronological order.

          17   THE CHAIRMAN:  For those who have not seen this, the website

          18       is at the bottom.

          19                         (DVD is played)

          20   THE CHAIRMAN:  Thank you very much, Mrs Threakall.  May we

          21       retain this for the moment?

          22   MRS THREAKALL:  You can have it.

          23   THE CHAIRMAN:  I think we will now adjourn so everyone can

          24       get some lunch.  May we resume at 1.30, please.

          25   (12.33 pm)
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1                

(The short adjournment)

           2   (1.30 pm)

           3   THE CHAIRMAN:  Our apologies for the late resumption.

           4       The fault was mine.  I had simply failed to notice

           5       the passage of time.  Mr Mossman, sir, would you like to

6 come to the table.

7.



MR PETER MOSSMAN (called)
           8   THE CHAIRMAN:  You are Mr Peter Mossman?

           9   MR MOSSMAN:  That is correct, yes.

          10   THE CHAIRMAN:  I think previously you were a coach-driver.

          11   MR MOSSMAN:  That is correct.

          12   THE CHAIRMAN:  Can I put it neutrally and let you give

          13       the answer; how old were you when you first learned that

          14       you were a haemophiliac?

          15   MR MOSSMAN:  I have stated in my statement, I was 32 at the

          16       time, going on 33.

          17   THE CHAIRMAN:  How did that come about?

          18   MR MOSSMAN:  Well, what happened was, as I have stated,

          19       I had a duodenal ulcer, which I did not know about at

          20       the time and I obviously was losing blood.  I did not

          21       know that either.  I became very ill.  In fact, I was

          22       laid up in bed for over a week having doctors coming to

          23       see me.  Of course, they realised, as I say, that I was

          24       losing blood so they got me into hospital where I had to

          25       have ten pints of blood.

                                            78

           1           The doctor who gave me the blood come to me and

           2       said: I think you have a bleeding disorder; we do not

           3       know what it is yet.  It is either haemophilia,

           4       (inaudible words) or whatever.  So he said: what I would

           5       like you to do, when you leave here, is go for a blood

           6       test at Manchester Royal Infirmary, which after a few

           7       months, it was in the June, I did.

           8           It was there that it was confirmed that I had mild

           9       haemophilia at 6 per cent.  Would you mind if

          10       I quoted --

          11   THE CHAIRMAN:  If you wish, quote the statement.  I have

          12       your statement.

          13   MR MOSSMAN:  I feel it might lead up to things.

          14   THE CHAIRMAN:  I was trying to get it into the appropriate

          15       order.  By all means, if you would prefer to read your

          16       statement do, if you do not mind us interrupting.

          17   MR MOSSMAN:  That is quite all right.  I prepared myself

          18       beforehand, you see.  So we are up to June.  As I say,

          19       ten pints of blood.  I was in hospital approximately

          20       a week.  The doctors made me aware that I had this

          21       bleeding disorder.  I got over that and they diagnosed

          22       me with mild haemophilia.  It was nine years after that,

          23       before I had any real problems regarding bleeding.  As

          24       I said, my first was on a return journey from Rhyl,

          25       driving my coach.  I developed a pain in my left thigh.
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           1       I never bothered until I got home and I had a shower, as

           2       I always do, and it was there I realised that I had

           3       a big bleed in my left thigh.

           4           Of course, also I had been told if I have any of

           5       these problems, bleeding or whatever, to come and get it

           6       seen to in the hospital, which is what I did.  When

           7       I went there they said it looked like I did have what

           8       was called a bleed.  As you can imagine, I did not know

           9       much about haemophilia then.  They said I had a bleed.

          10           I got some treatment which was given to me

          11       intravenously, it was a white tea-coloured substance.

          12       I was not made aware, as I said, at that time what this

          13       was or more to the point, should there be any risks

          14       involved with this which, as far as I am concerned,

          15       knowing what I know now, they knew about all this.

          16   LORD TURNBERG:  Can I ask you a question, you say here that

          17       after March 1976 when you had these ten pints of blood,

          18       you then say:

          19           "They think I was infected with Hep B from the blood

          20       transfusion."

          21           What made you think that?

          22   MR MOSSMAN:  They had done tests on me -- hang on a sec.

          23       I think I am a bit previous there with that.  The doctor

          24       actually told me that she felt I had hepatitis and it

          25       may be Hepatitis B.
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           1   LORD TURNBERG:  Was that after the bleeding ulcer?

           2   MR MOSSMAN:  After the blood, that is right.  That is after

           3       the blood transfusion of ten pints I had, that is right.

           4       Where am I up to now?

           5   THE CHAIRMAN:  Then you begin:

           6           "At my doctor's surgery ..."

           7   MR MOSSMAN:  After I had this injection of this treatment

           8       I had, approximately six weeks later I started

           9       developing pains in my right side.  I felt a bit off

          10       colour but I kept on going, as I said.  A few weeks

          11       after that, I decided to go and see my mother.  My

          12       mother is at the top of the lane where I lived.  When I

          13       got to the top of the lane I was really out of breath

          14       and the pain in my side was really getting bad.  So

          15       I decided, instead of going to my mother's I would turn

          16       right and go to the doctor's, the doctor's surgery being

          17       just down the road.

          18           When I got there I asked to see the doctor and after

          19       a little while the doctor called me in after I had

          20       waited.  On entering the door, he stopped me and he saw

          21       me, I was very jaundiced, and he realised that I must

          22       have had something wrong with me and asked me --

          23       I forgot to put this down -- had I had any treatment

          24       recently because he knew I was a haemophiliac.  I said

          25       I had.  He said: it looks to me as though you have
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           1       hepatitis and you really should be going to the

           2       hospital.  So I went to my hospital at Manchester Royal

           3       Infirmary.  I saw the doctor there --

           4   THE CHAIRMAN:  Stopping there for a moment, did the doctor

           5       say anything about how you should behave?

           6   MR MOSSMAN:  No, there were no comments whatsoever.  He

           7       stopped me, he said: I'm sorry, you look jaundiced

           8       I can't let you in here, you look infectious sort of

           9       thing.

          10           When I went to the Royal Infirmary -- I missed out

          11       the doctor's name, it was a lady doctor.  She examined

          12       me and informed me I had a very large liver and it

          13       looked like -- as confirmed, the doctor said I had

          14       an infection of hepatitis.  I was advised to go home and

          15       rest for approximately two weeks and return back to see

          16       her, which I did.  After several tests I had, including

          17       blood tests, on my next visit she said to me: I think

          18       you have got hepatitis, which we term as non-A and

          19       non-B.

          20   THE CHAIRMAN:  Which we now know to be C?

          21   MR MOSSMAN:  Correct.  However, my two weeks' rest turned

          22       into 12 months.  I was absolutely just shattered.  I was

          23       just -- but the energy was just sapping out of me, it

          24       was unbelievable.  Of course, I lost over three stone in

          25       weight.  It just dropped off me.  I never worked again
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           1       as I have stated.  From that day to now, my life and

           2       that of my family has just been completely destroyed by

           3       this.  I have never been told to this day, actually, in

           4       writing that my non-A/non-B is now called Hepatitis C.

           5       It has never been confirmed in writing to me that, ever.

           6       I knew absolutely nothing, as I said, about haemophilia

           7       at the time or hepatitis or any dangers that might have

           8       been involved with any of these subjects.

           9   THE CHAIRMAN:  Were you offered any counselling?

          10   MR MOSSMAN:  No.  However, after all this, I have settled

          11       down a little bit and decided I would do my own research

          12       into this and find out for myself about the whole

          13       business, in particular hepatitis.  What I have found

          14       out in my estimate is beyond belief because after many

          15       years, nearly 18, I have managed to collect a lot of

          16       information -- I have them in folders at home --

          17       covering all aspects of this infection, how it was

          18       caused, products that were used which I found out now

          19       should not have been used, cover-ups, as far as I am

          20       concerned, regarding the blood products laboratory.

          21       I found out a lot of information on that.  Also products

          22       that were bought from the United States.  I found out

          23       some have been coming from the state prisons, from

          24       down-and-outs selling their blood, from drug addicts and

          25       all sorts, which of course they were selling their blood
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           1       to feed their habit.

           2           All this and more, as far as I was concerned, now

           3       knowing was known by the medical professionals,

           4       Government departments and in certain circumstances

           5       the legal profession.

           6           Disgraceful and disgusting as all this is, what

           7       I find even worse is the lengths that all these

           8       different professions seem to have gone through to cover

           9       up this disgusting state of affairs and all the time

          10       telling people like me infected that I was given

          11       the best available treatment at the time.

          12           Knowing at the time, of course, that warnings were

          13       given and completely ignored, I know now in my

          14       estimation why blood is called "red gold" because

          15       the buying and selling of this is actually big business.

          16       I have also found that out.  However, I have never felt

          17       that any doctor deliberately went out of their way to

          18       infect me but in my case, as being a mild haemophiliac,

          19       and this was known and, as I have said, there could have

          20       been other products given to me, such as DDAVP, which

          21       I found out now should have been used on mild

          22       haemophiliacs like myself.

          23           These warnings had been known by many haemophiliac

          24       clinicians and it was even stated at the Lindsay

          25       Tribunal in Ireland by a Professor Christine Lee here in
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           1       London, 

           2           For a long time after realising about these

3 infections, I would not take any treatment because I

           4       felt I could not trust it because by this time, of

           5       course, I was seeing a lot of literature about Aids and

          6       things which was frightening.  Whilst I realise that HIV

          7       is a very serious problem, I have tried and tried to

          8       find out the difference in how Governments and doctors

          9       can say that there is a difference in how we were all

          10       infected, which is what they imply.

          11           As I said, I am talking about haemophiliacs here,

          12       nobody else.

          13           We were all infected through our treatment because

          14       the contaminated blood products, both HIV and

          15       Hepatitis C, is the cause I find out now to be many

          16       deaths in this country amongst haemophiliacs.

          17       The families of both HIV and Hepatitis C, as far as I am

          18       concerned, are equally devastated and yet when it comes

          19       to some form of recompense we are treated completely

          20       differently.

          21           My lawyers' hands seem to be tied by what is known
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           1       as a "waiver agreement" which is what I have got here

           2       which was signed by all the infected HIV haemophiliacs.

           3       This was in order for them to obtain this recompense

           4       that was offered.

           5   THE CHAIRMAN:  This was through the Macfarlane Trust?

           6   MR MOSSMAN:  I did not know that at the time but of course

           7       you are quite correct.  I found out this had to be done

           8       in order for them to receive this recompense.  I also

           9       have since found out that, if nobody signed this waiver,

          10       then nobody got anything which I find absolutely --

          11   THE CHAIRMAN:  It was a condition of their receiving it.

          12   MR MOSSMAN:  Yes, but of course if one didn't sign it, then

          13       they all didn't get it.  This is the point I am trying

          14       to make.  Whilst I personally have never signed this

          15       waiver, access to evidence is being withheld from me and

          16       my legal team because of this waiver because -- I think

          17       I have mentioned that I am taking action in this

          18       country.

          19           To my estimation, this cannot be right and in my

          20       opinion the haemophiliacs infected with HIV were not

          21       treated fairly, I have to hold my hands up, and should

          22       have received much more recompense but, as far as I am

          23       concerned, the Government played into their hands and

          24       the illness of this, and the time factor that was needed

          25       for the infected person to look after their families and
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           1       of course they knew they did not have long to live -- or

           2       so that was proposed to be.

           3            At the moment, I am still trying, as I have said,

           4       to get my case into court.  I have been trying now for

           5       nearly 20 years and I have had five different solicitors

           6       in that time.  At the moment I am nowhere nearer getting

           7       to court than I was nearly 20 years ago.  I have been

           8       blocked at nearly every turn and most of the problems

           9       always come back to this waiver.

          10           I dread to think what it has cost in Legal Aid from

          11       the public funds but I have pushed and pushed without

          12       success to get my case into court.  I have done most of

          13       the legal searching myself, as far as I am concerned.

          14       This, I know, was passed onto my solicitor.  Whatever

          15       I have found I have passed onto them but nothing ever

          16       seems to move on.

          17           I am even today prepared to go to court with

          18       the evidence I have for the courts to make a decision if

          19       they want, whether or not in my favour.

          20           Because I did not feel that the Haemophilia Society,

          21       of which I was a member, were doing enough for

          22       haemophiliacs with Hepatitis C, I formed my own group

          23       called the Manor House Group, which is in order to help

          24       other haemophiliacs with the same problems and to create

          25       pressure support groups for haemophiliacs with
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           1       Hepatitis C because, as I said, I knew there was one for

           2       haemophiliacs with HIV.

           3           Sadly, I was doing a lot of to-ing and fro-ing with

           4       the Haemophilia Society, to London, to try to get them

           5       to do something and was actually appalled when after

           6       maybe a year or two I received some haemophilia reports

           7       from the Society, and one of the statements made at

           8       36.1, Member Services Committee, under the "hepatitis"

           9       was that, as far as they were concerned, hepatitis was

          10       not a major concern for the Society.

          11           I could not believe that.  I was appalled.

          12   THE CHAIRMAN:  I think we are aware that there was a dispute

          13       within the Society.

          14   MR MOSSMAN:  There was.  As I stated, on page 1 of this

          15       statement, I did my own research into the knowledge of

          16       hepatitis.  I looked everywhere and it was unbelievable,

          17       I couldn't find any, not even at my hospital.

          18           However, in 1989, 90 possibly, at my own GP's

          19       surgery I came across this leaflet and got in touch with

20 the lady whose name is on the back. 

21 From her I obtained a lot of information.

          22       I phoned her and whenever I phoned, we spoke a lot into

          23       detail, and, as I said, I have obtained a lot of

          24       information from her.  When I spoke to her, I asked her

          25       why she felt it was that I couldn't get this information
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           1       and obviously she had and she plainly said: Peter, they

           2       don't want you to find it.  I just could not believe she

           3       said that, unbelievable.

           4           As I said, I was shocked.  But I did believe her

           5       because of the amount of information she had.  As

           6       I said, I could not find any myself, not even at the

           7       hospital.  This made me more and more determined that

           8       I would find out more on this disease.  Over a period of

           9       time, she continually helped me by sending me a lot of

          10       information on hepatitis whenever she could.  It made me

          11       fully aware of the seriousness of, in particular, this

          12       non-A/non-B, ie Hepatitis C, hepatitis.

          13           I also mention on page 1 the knowledge of the lack

          14       of investment as far as I am concerned into

          15       the DHSS owned Blood Products Laboratory, at BPL, where

          16       in 1979/80 there was a visit by the Medicines

          17       Inspectorate, and they actually condemned the appalling

          18       hazardous conditions that they found at this place.

          19       I have a report here from 5th and 6th March 1981, where

          20       they have actually put in their comments all about

          21       the place and condemned it.

          22           Also, I have got minutes of a meeting here that was

          23       done in the House of Commons in December 1980, where

          24       they actually spoke about this in detail, all of this.

          25           The Medicines Inspectorate also said in their report

                                            89

           1       that, because of the hazardous conditions, that BPL

           2       would have cut production of the blood products, Factor

           3       VIII --

           4   THE CHAIRMAN:  I think it may be helpful, to shorten this if

           5       we may, if you let us have copies of these notes.

           6   MR MOSSMAN:  There is no danger of that, you can have

           7       the copies.  That is no problem, it is just that

           8       I wanted to stress -- to bring it out.

           9           As I say, they advised that, had BPL been

          10       a commercial concern, they would have had no hesitation

          11       whatsoever in closing the place down.  It was in

          12       an appalling condition.  And it was known by

          13       the Department of Health but unfortunately

          14       the Department of Health had what was known as Crown

          15       immunity -- which must have swayed things.

          16           Because of this production, however, was not cut

          17       completely, it was cut to 30 per cent, which was why

          18       the Department of Health ordered in this same letter, on

          19       31st July, the release of £10 million in order to

          20       purchase known contaminated USA blood products.  I say

          21       "known" because it is in there as well; they knew they

          22       were importing a hepatitis risk, they knew.

          23           Also in my statement on page 1 is my finding -- it

          24       is a reference of known contaminated blood products

          25       being imported from the United States.  This was also
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           1       reported in a Granada television documentary, which was

           2       in 1975 and then again in 1985.

           3           These films reported that the Department of Health,

           4       then the DHSS, knew about this and it can be confirmed,

           5       as I have said, by the knowledge known of importing

           6       these viruses.

           7   THE CHAIRMAN:  I think we do have access to that programme.

           8   MR MOSSMAN:  Right.

           9   LORD TURNBERG:  I wonder if I could ask you a couple of

          10       questions, firstly about yourself and about your own

          11       hepatitis.  What has happened to the hepatitis and your

          12       own health over the last five or ten years?  Are you

          13       still infected with the Hep B, Hep C.

          14   MR MOSSMAN:  Yes, I have still got Hepatitis C and B, and E

          15       and possibly G, as well as A.  I forgot to mention A.

          16       Not bad for a mild haemophilic, is it?

          17   LORD TURNBERG:  How does it affect you?

          18   MR MOSSMAN:  At the moment I have a lot of pain, the fatigue

          19       is just unbelievable and it is getting to me now because

          20       I have had a long train journey to get here and I am

          21       absolutely shattered now.  My mouth is going dry because

          22       I am trying to get as much as I can out before I seize

          23       up altogether, before I seize up completely.

          24   LORD TURNBERG:  The other question --

          25   MR MOSSMAN:  Getting back to my infection, I have been
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           1       diagnosed, by the way, as being 25 per cent cirrhosis of

           2       the liver through the Hepatitis C.

           3   LORD TURNBERG:  Can I ask you another question, you have

           4       obviously done a lot of research and have enormous

           5       amounts of information available; just two things, from

           6       your research, do you know when they started testing

           7       donor blood for Hepatitis B?

           8   MR MOSSMAN:  I have gone back, as I say, through the 60s

           9       even, they knew then.

          10   LORD TURNBERG:  When did they start testing blood donors?

          11   MR MOSSMAN:  The actual blood donors?  You mean in this

          12       country or in America?

          13   LORD TURNBERG:  In this country.  Most blood came from this

          14       country.

          15   MR MOSSMAN:  Mine did not, mine came from the States.

          16   LORD TURNBERG:  Your ten pints of blood.

          17   MR MOSSMAN:  Sorry, that did, I beg your pardon.

          18   LORD TURNBERG:  Were donors tested then?

          19   MR MOSSMAN:  As I say, I have got reference to the late

          20       60s, early 70s; when they were doing testing then, they

          21       knew.  They certainly knew about the non-A/non-B

          22       hepatitis about 73/74.  That was well before I was even

          23       diagnosed with haemophilia, in 1976.

          24   LORD TURNBERG:  But there was no test for non-A/non-B, that

          25       was the problem.
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           1   MR MOSSMAN:  But they knew there was a virus there that was

           2       neither A nor B, but they still called it non-A/non-B.

           3   LORD TURNBERG:  There was not a test that allowed them to

           4       detect donors who were carrying it at that time, is that

           5       true?

           6   MR MOSSMAN:  You have got me on that one because I have not

           7       got all of my stuff with me.  Like I say, I can only

           8       refer to the fact that they did know about non-A/non-B

           9       well before I was diagnosed with haemophilia.

          10           Now, where am I up to now?

          11   THE CHAIRMAN:  I am sorry, who are you?

          12   MS GRAYSON:  I was going to give you the answer -- you were

          13       asking Peter a question, I was just going to help him

          14       out with the answer.

          15   THE CHAIRMAN:  May I suggest that you leave it for a moment

          16       and then you can tell us when he has completed his

          17       evidence.

          18   MR MOSSMAN:  Can I come back to this before I forget

          19       because, as I say, I am getting very tired now.

          20           As I said, I was exposed to these products in 1985,

          21       which I have since found out was Hemofil and Koate and

          22       this is also mentioned in the Granada documentary.

          23           I firmly believe that all this came about because of

          24       the lack of investment into the self-sufficiency of the

          25       BPL labs at Elstree, and what sickens me and infuriates
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           1       me: as a mild haemophiliac, I need not have been exposed

           2       to these filthy blood products.

           3           As I say, there were other alternative products

           4       available.  One was called "cryoprecipitate".  Now

           5       although that was not completely guaranteed free from

           6       hepatitis, because of the small donations, two to three

           7       maybe, the risk was obviously unbelievably completely

           8       low as compared to the commercial products where 150,000

           9       donors were actually put into a pool.

          10           Also, what could have been given to me was

          11       a synthetic product which is called DDAVP and that was

          12       completely free from blood and I found out you can still

          13       actually get that to this day, I have levers on that,

          14       but never at any time have I ever been offered that,

          15       ever.

          16           As I said, I have stated earlier that I have been

          17       waiting to get my case into court in this country for

          18       nearly 20 years and I am still waiting, all coming down

          19       to this waiver.  However, because of this, I, like other

          20       haemophiliacs, have approached a firm of lawyers in

          21       the United States of America.  We have been waiting now

          22       for nearly five years.

          23           All the haemophiliacs in this country, as far as

          24       I am concerned, owe this to a lady who is present in

          25       this room, a lady from Newcastle, Carol Grayson, a great
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           1       friend of mine, and sadly she lost her own husband just

           2       two years yesterday.

           3           We all owe her a great gratitude and, as far as I am

           4       concerned, we will be ever grateful to you, always.

           5           The lawyers in the USA told us that we needed, all

           6       of us, to get our medical records to prove that we were

           7       infected with United States products.  We were allowed

           8       to achieve these copies at a cost of £50.  However,

           9       a lot of us found that a great deal of these records

          10       were in fact incomplete and missing.  Mine were of no

          11       exception.  Even though I had seen them previously and

          12       said I would like these records, copies of them, when

          13       I got my records I knew there were parts missing.

          14           On finding this, I made an appointment with my

          15       consultant around about -- I put September here; it

          16       might have been earlier than that, I am not sure but I

          17       have got reference to that.

          18   THE CHAIRMAN:  It does not matter, the date.

          19   MR MOSSMAN:  To try to find out the reason why this was.

          20       When I got the appointment with him, he welcomed me in

          21       and he asked me to sit down and said: Peter, what can

          22       I do for you?  I said: I have received my records and

          23       I am looking at these records, there are parts missing,

          24       missing treatment records and he said: well, what do you

          25       expect me to do?  I said: well, being my consultant,
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           1       I would hope that you would try and find them for me.

           2       He said: no, I can't.  I said -- well, it was then

           3       actually that I quoted him from a reference I have got

           4       here, on 29th April which was the United Kingdom

           5       Haemophiliac Centre directors' organisation reference,

           6       where it was advised that the Department of Health told

           7       all the centre directors they should undertake to keep

           8       records in such a manner as would enable them to provide

           9       data on a commercial Factor VIII concentrate used in

          10       their area.

          11   THE CHAIRMAN:  I gather at that stage he closed

          12       the conversation?

          13   MR MOSSMAN:  This is what he did.  He promptly stood up,

          14       slammed down the record and told me to go to hell.

          15       I was shocked beyond belief.  I could not believe he

          16       could say this to me.  I just sat there in the office

          17       and he just walked out and left me.  Unbelievable but

          18       I also have all the references to that.  I was not going

          19       to stand for that.  I reported him to the --

          20   THE CHAIRMAN:  I do not think we can have the history of

          21       that part, if you do not mind.  For reasons I will

          22       explain --

          23   MR MOSSMAN:  As far as I am concerned, this is what we are

          24       up against with this medical profession.  This is the

          25       point I was trying to get across.
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           1   THE CHAIRMAN:  I understand your frustration.

           2   MR MOSSMAN:  Very angry.  As far as I was concerned, he

           3       should have been in a better position to know that.  He

           4       is no longer my consultant, he got rid of me.  Sorry if

           5       I am a bit tongue-tied but I am very, very tired.  There

           6       was a 25-minute delay on the train.  Anyway, thank you.

           7   THE CHAIRMAN:  Just a moment, I have been asking you

           8       questions; my colleagues may have some.

           9   MS WILLETTS:  Peter, may I just ask you a little bit more

          10       about what you were told about your hepatitis and

          11       whether it was directly linked back to the injection

          12       that you were given after your thigh bleed?  What were

          13       you actually told about it?

          14   MR MOSSMAN:  When I had this -- what started off -- I mean,

          15       the thigh bleed, that settled itself.  Six weeks after

          16       I started having this problem with this, this is what

          17       really started everything off.  They referred me to the

          18       liver clinic -- I forgot to mention that -- where I had

          19       a lot of tests.

          20           As I have said, at the time, they were not sure what

          21       it was.  They knew it was not A, they knew it was not B.

          22       They called it non-A/non-B, as I said.  But regards

          23       knowing about the treatment, I knew nothing about this

          24       infectivity of the treatment until I got my records;

          25       where it came from.
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           1           I was surprised, after learning about the American

           2       stuff, that they actually gave me a first time dose ever

           3       of commercial Factor VIII, which they knew could be

           4       highly infectious and yet they give it me.  That was

           5       the first time ever in 1985 I had a Factor VII.  It was

           6       not English, it was American/USA.

           7   THE CHAIRMAN:  Thank you very much, Mr Mossman.  You can

           8       arrange with Mr Mehan to let us have some of the things

           9       you have referred to.

10 MR MOSSMAN:  No problem.

          11                      (The witness withdrew)

          12                    MS CAROL GRAYSON (called)
          13   THE CHAIRMAN:  Thank you very much for coming, Mrs Grayson.

          14   MS GRAYSON:  Thank you.

          15   THE CHAIRMAN:  I do not know whether you would like to go

          16       through your evidence in your own way or whether you

          17       would like to answer specifically the question that was

          18       put to Mr Mossman a few moments ago.

          19   MS GRAYSON:  Could you repeat it?  You were asking for

          20       testing for --

          21   LORD TURNBERG:  There are two questions really that I wanted

          22       to know.  We could probably get it but if you have got

          23       it to hand, that would be great.  One is when blood

          24       donors in the UK first started being tested for

          25       Hepatitis B.
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           1   MS GRAYSON:  I think that was around, if I remember rightly,

           2       71, the early 70s.

           3   LORD TURNBERG:  So from 71 blood donations in the UK should

           4       not have contained Hepatitis B because it would have

           5       been excluded?

           6   MS GRAYSON:  Yes and then there was a vaccine developed.  So

           7       people could be vaccinated against Hepatitis B.

           8   LORD TURNBERG:  Then the other question was in relation to

           9       when a test for Hepatitis C became available because

          10       before that it was not possible to test for non-A/non-B.

          11       They just diagnosed it by exclusion, if it was not A and

          12       it was not B, then it must be non-A/non-B.

          13   MS GRAYSON:  That is right.  They diagnosed it by liver

          14       function tests.  There was actually a first generation

          15       test for Hepatitis C in 1989.  There is an issue around

          16       this because the problem was the Government said there

          17       were too many false positives.  So they did not want to

          18       adopt it, but other European countries did adopt it.  So

          19       from a period between 1989 and 1991 a lot of people

          20       became infected in this country.

          21           Other countries decided to err on the side of

          22       caution.  We waited until 1991, until a second

          23       generation test came in.  So there was a two year window

          24       where it was unsafe.

          25   LORD TURNBERG:  That is very helpful.
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           1   THE CHAIRMAN:  Would you like me to ask you questions

           2       Mrs Grayson or would you find it easier to go through

           3       your statement?

           4   MS GRAYSON:  Could I present.  I will do it fairly quickly.

           5           Can I say thanks to Lord Morris  and thank you to the

           6       panel.  If I can introduce myself.  My name is Carol

           7       Grayson.  I am 47 years old and a widow and I am here

           8       today to give evidence in a sense wearing three hats.

           9           As I say as a widow, as a campaigner who set up my

          10       own campaign group and as a person who has written an MA

          11       dissertation on the global blood trade.

          12           If I give some background information first.  My

          13       husband, Peter Longstaff, was a severe haemophiliac with

          14       less than 1 per cent clotting factor.  Pete became

          15       infected with HIV, Hepatitis B and Hepatitis C after

          16       receiving contaminated blood products and died aged 47

          17       on 16th April 2005.

          18           As I say, I find it extremely difficult to write

          19       about the suffering of my husband as he suffered twice

          20       over, first, as a result of his infections, secondly,

          21       through the treatment he received from many

          22       professionals for speaking out and campaigning on

          23       the issue of contaminated blood.

          24           Pete was a very great husband and father.  He was

          25       a kind, caring and brave man, who I loved very much.  He
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           1       inspired others and campaigned tirelessly to change

           2       Government policy even in the final days from his

           3       hospice bed.

           4           I have one stepson, Craig, who is 23, who suffered

           5       greatly watching his father deteriorate and experienced

           6       prejudice whilst still a child because of his father's

           7       infections.

           8           I am very lucky in that I escaped infection with HIV

           9       and Hepatitis C.  My brother-in-law, Stephen,

          10       a haemophiliac, died aged 20 in 1986.  Another victim of

          11       what I believe to have been a largely avoidable

          12       disaster, a tragedy that Lord Winston describes as "the

          13       worse medical treatment disaster in the history of the

          14       NHS".

          15           I would just like to give you a little bit of

          16       an idea of what it was like in the early days of AIDS,

          17       perhaps just to remind the younger people in the room.

          18           At the time Stephen was dying, in 1986, there was

          19       mass hysteria in relation to AIDS and the family

          20       experienced one particular incident where the family

          21       home was daubed with AIDS slogans, which was covered in

          22       a local news article.

          23           Pete and his mum Alice recalled that Stephen was

          24       terrified of infecting anyone.  He was afraid to touch

          25       others and he would not leave the house without wearing
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           1       gloves, even in the middle of summer.  He insisted on

           2       using his own knives and forks and got very distressed

           3       if the family cleaned up his bodily fluids.  When he was

           4       in hospital dying, reporters attempted to take pictures

           5       of patients with AIDS at that time by peering through

           6       the windows, so they had to try and black out

           7       the windows or they would try and gain access to the

           8       wards by pretending to be staff.

           9           Stephen was a young man, aged 20, who lived and died

          10       in fear.  Even after death he was buried in a special

          11       coffin and Stephen's brain and other body parts were

          12       taken without the family's knowledge and permission,

          13       which we discovered years later when we were part of the

          14       Organ Retention scandal.

          15           Stephen's remains were finally returned to me in

          16       a white casket in 2005 after an investigation was

          17       carried out and they were cremated alongside my husband.

          18       Peter and Stephen's father, Arnold, was very courageous

          19       as he campaigned with local press during the 1980s and

          20       agreed to be interviewed for a documentary called "First

          21       Tuesday" to raise awareness of HIV.

          22           His widow Alice, now deceased, believed that the

          23       stress of campaigning, dealing with ongoing prejudice,

          24       and seeing his youngest son die and his eldest son

          25       becoming ill, contributed to his early death, aged 58.
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           1           Pete also experienced fear alongside Stephen because

           2       of discrimination.  On one particular occasion Pete's

           3       house was surrounded by a baying mob, who wanted him run

           4       out of his home because he was infected by HIV.  Pete

           5       barricaded himself in as he feared for his life.  He was

           6       finally rescued when the police arrived to disperse

           7       the crowd and his GP persuaded him it was safe to come

           8       out.

           9           If I can just give you some background into how we

          10       began to campaign.  In 1994, after finding out that Pete

          11       was infected with Hepatitis C, which I will go into

          12       later, my husband and I set up a campaign group to

          13       educate haemophiliacs on how they came to be infected,

          14       to empower individuals to fight for their human rights,

          15       combat prejudice and provide support to those families

          16       infected and affected.  We called our group

          17       Haemophilia North.

          18           I soon became aware that many haemophiliacs outside

          19       the north-east of England were contacting me for

          20       information regarding their infections and to share

          21       information.  So we changed our remit and we began to

          22       campaign on a global scale for those infected through

          23       blood and blood products and we became

          24       Haemophilia Action UK.

          25           Although I was a full-time carer to my husband, who
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           1       was in receipt of severe disability allowance due to his

           2       infections, I was able to utilise my nursing background

           3       and former teaching experience gained whilst a

           4       Registered Mental Nurse.  I adopted the research skills

           5       I had acquired years earlier whilst working in the

           6       health section of a university library and began to

           7       research the contamination of the UK haemophilia

           8       community.

           9           Pete and I ran a "Bad Blood" campaign from home and

          10       were supported very well by the Newcastle Journal, which

          11       published I would say around 70 articles.  One result of

          12       our campaign was the Government agreement to provide

          13       an internal, informal review into past blood policy,

          14       which was a direct response to evidence presented to the

          15       journal, to support the need for a full and open

          16       independent public inquiry.

          17           This extremely flawed Government report was entitled

          18       "Self Sufficiency in Blood Products in England and

          19       Wales: A Chronology from 1973 to 1991."

          20           That was published in 2006.  As I say, even

          21       the title is incorrect.  It should be renamed: "Successive

          22       Government's Failure to Achieve Self Sufficiency In

          23       Blood Products" because it did not actually happen and

          24       has not happened to this day.

          25           Despite campaigners offering to assist the current
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           1       Government by supplying our own collection of documents

           2       to help politicians with their own collective memory

           3       loss regarding certain key evidence, this offer was not

           4       taken up by the Department of Health.

           5       As campaigners, Pete and I were able to access

           6       copies of some Government documents several years ago

           7       that were held at a solicitor's office in,

           8       We wrote to the

           9       solicitors more recently asking that all those documents

          10       be released into the public domain.  The firm then wrote

          11       to the Government and when the Government were informed

          12       of the existence of these records, their legal

          13       department recalled them.  Because, as you may be aware,

          14       over zealous civil servants had already inadvertently

          15       destroyed many of their own copies.  The Government then

          16       decided themselves what would be released under freedom

          17       of information.

          18   THE CHAIRMAN:  Your understanding is that -- we know that

          19       some records were destroyed by civil servants -- but

          20       your recollection is that there were copies of these in

          21       the hands of the solicitors and the Government recalled

          22       copies of those documents?

          23   MS GRAYSON:  They did.  I contacted the solicitors

          24       who then -- they had to contact the Department of Health

          25       because in the original HIV litigation there was

                                           105

           1       an exchange of documents.  So they quickly recalled them

           2       back and then they released what they decided they

           3       wanted to release, under freedom of information.

           4           Other haemophilia campaigners, as well as I, were

           5       able to source some of these documents under freedom of

           6       information and these are some of the documents that are

           7       now on the Tainted Blood website and in the Tainted

           8       Blood document that has been passed round today.

           9   THE CHAIRMAN:  Sorry to keep interrupting but just to get

          10       this clear; some of the documents were released under

          11       the schedule to the Freedom of Information Act but there

          12       were some that were not?

          13   MS GRAYSON:  Yes.  I think there are around 60 documents

          14       being held on commercial grounds.

          15   THE CHAIRMAN:  Commercial confidentiality?

          16   MS GRAYSON:  Yes.  Just to get onto the next part.  In a

          17       letter dated 9th February 2004, Melanie Johnson wrote to

          18       Lord Morris that "all the information is in the public

          19       domain" and because of this the Government did not think

          20       a public inquiry was the way forward.

          21           As I say, this statement is incorrect because

          22       the Government are withholding 60 documents on the

          23       ground of commercial interest and I have approached

          24       the organisation Liberty to see if they can assist me

          25       legally to access these documents.
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           1           Just to mention about this document, which is my MA

           2       dissertation.  After my husband died in 2005, I became

           3       a full-time mature student at Sunderland University

           4       doing an MA in Gender Culture and Development.  I wrote

           5       my MA dissertation on the contamination of our

           6       community, which is entitled "Blood Runs Not Just

           7       Through Our Veins But Through Our Minds: How Has The

           8       Global Politics Of Blood Impacted On The UK Haemophilia

           9       Community?"

          10           The aim of this study, which I brought a copy for

          11       you today, was to provide a critique of the self

          12       sufficiency report, analysing the documents included in

          13       the Government report but more importantly examining

          14       the documents that were excluded from the Government

          15       report, that were lost or inadvertently destroyed.

          16           The other part of my dissertation was to send out

          17       a detailed questionnaire to haemophiliacs, respecting

          18       their confidentiality.  The aim of that was to identify

          19       key themes within the haemophilia community.  That is

          20       the second part.  This is anonymous questionnaires which

          21       might find very helpful for attitudes.

          22           As I say, it was to identify key themes and to look

          23       at how being infected with HIV and Hepatitis C had

          24       affected their personal identity and that of their

          25       partners.  But also, quite importantly, to establish how
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           1       participants viewed the organisations that were supposed

           2       to support and treat some of the most vulnerable

           3       patients in society.  I would ask that you look at these

           4       because what comes across very strongly, for example, 19

           5       out of 20 people in my questionnaire say that they were

           6       tested for infectious diseases without informed consent.

           7       So I think that is quite important.

           8           I am aware that I have limited time today so I ask

           9       the panel, could they please read this and I would be

          10       very happy to come back and answer questions on any of

          11       my evidence.

          12   THE CHAIRMAN:  We may invite you to do that after we have

          13       read them.

          14   MS GRAYSON:  I claim that the evidence within my study

          15       changes the timeline of who knew what and when in

          16       relation to the risks of HIV and Hepatitis C.

          17           I believe I have also demonstrated with documents in

          18       the study, that much of the evidence in relation to

          19       alleged incompetence, cost cutting and

          20       the prioritisation of economy over safety has been

          21       withheld from the public domain.  Some of you may have

          22       seen the Newsnight programme last night, which I

          23       contributed to with a lot of the documents that were

          24       mentioned last night, as did other people.  Tainted

          25       Blood also did that.
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           1           Testing without permission.  If I can just mention

           2       my husband's case.

           3           My husband was informed in my presence -- and I can

           4       back all this up with copies of documents -- in May 1994

           5       for the first time that he had been infected with

           6       Hepatitis C.  He did not give informed consent to test

           7       for HCV at that time.  In fact a note in his medical

           8       records for that period states clearly "no to testing".

           9           In 1994 we were starting to read about Hepatitis C

          10       and haemophilia literature but wanted to research this

          11       issue and consider the implications of testing first,

          12       rather than make a spur of the moment decision.  We did

          13       not did not know at that stage that Pete had already

          14       been tested without his knowledge and consent.

          15           When I got hold of his medical records, it turned

          16       out that Pete was in fact tested -- and I have the test

          17       results -- on 24/12/92 without pre or post test

          18       counselling and against General Medical Council

          19       guidelines.  The reason I was aware of that was because

          20       I worked with HIV from around 1984 onwards as a nursing

          21       sister and I helped set up the first guidelines in the

          22       country.  So I am fully aware of the need to do pre and

          23       post test counselling and I accompanied Pete on all of

          24       his hospital appointments.

          25           I would like to point out, and these are the GMC
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           1       guidelines, that blood given for clotting factors should

           2       not be used for testing for infectious diseases without

           3       the full consent of the patient.

           4          At that time we went abroad for a year and we did

           5       not have insurance because we did not know Pete had

           6       hepatitis C.  So if he had become ill, we would not have

           7       been covered, although we had paid for very expensive

           8       insurance for HIV.

           9           We did go to the GMC to make a complaint, along with

          10       a number of Newcastle haemophiliacs who had also got

          11       hold of their records.  This went on for two years.

          12       The GMC concluded -- I think this is important -- what

          13       they said was, it was not that what we said had not

          14       happened, but because doctors had failed to document

          15       matters, like pre and post-test counselling and written

          16       content, they could not reach a conclusion through lack

          17       of information in the medical records.

          18       Sorry, as a nurse, I always got written permission

          19       for testing and I always put in my nursing notes when

          20       I had carried out pre and post-test counselling.

          21       Also what disturbed me was, although the doctors

          22       were able to see everything that we had written, in

          23       terms of our complaints, we were unable to see anything

          24       the doctors had written, despite asking under Freedom of

          25       Information.
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           1           I find this a grossly unfair system, weighted

           2       entirely against the patient, which allows the medical

           3       profession ultimate protection.  So those cases were

           4       dismissed through lack of information in the notes.

           5           To talk about my husband's treatment, in the early

           6       1970s, when my husband had a bleeding episode, he was

           7       treated with cryoprecipitate from a single or small

           8       number of UK volunteer donors, which could be at that

           9       time around ten.

          10           Pete found cryoprecipitate to be an effective

          11       treatment, although it did mean going to hospital.

          12           In fact, he returned to this treatment at the end of

          13       the 90s and 2000, when he went on treatment strike in

          14       protest because he refused to be treated with pooled

          15       plasma from paid donors, which I will go into later.

          16       Part of that was on moral grounds.

          17           Around 1973 to 1974, the UK began licensing pooled

          18       factor concentrates imported from US paid donors.  These

          19       were virally high-risk donors, including prisoners and

          20       what they used to call skid-row donors, homeless donors.

          21       I make no judgment at all on the donors, it was

          22       the system.  The plasma pools, at their largest, and

          23       the documentation is in here, could be up to 60,000

          24       donors.  If you could imagine going from somebody having

          25       a treatment with one donor to a pool of 60,000, then you
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           1       get an idea of the level of hepatitis risk.

           2           I question why haemophiliacs were discriminated

           3       against in terms of their medical treatment.  Other NHS

           4       patients requiring blood were given blood from well

           5       screened, volunteer UK donors and there was a strict

           6       code of practice with regards to the collection of blood

           7       in the UK, which at that time was seen to be amongst

           8       the safest in the world.

           9           How then could the UK Government ignore

          10       the importance of their own safety rules when it came to

          11       the haemophilia community and source treatment products

          12       from large plasma pools, from the highest risk donors in

          13       the US?

          14           It must be remembered that US companies also sourced

          15       at one time from countries in Central America, where

          16       the impoverished people of Belize, Nicaragua et cetera

          17       were exploited for their blood in practices which also

          18       put the donors' health at risk.

          19           If I give you one example.  There was a notorious

          20       place Casa de Vampiros in Guatemala.  People went to

          21       give blood, they became very ill, people disappeared,

          22       some died and the locals burnt it to the ground they

          23       were so disgusted and this was exploitation by American

          24       companies.

          25           The World Health Organisation in 75 provided good
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           1       practice guidelines in relation to both donors and

           2       recipients and advised at that time that if you had

           3       a country with a low incidence of hepatitis, such as

           4       the UK, governments should not source from countries

           5       with a higher instance of hepatitis, such as the US.

           6           I would like to point out, I think this is very

           7       important to get some balance, that no treatment comes

           8       without risk.  But the question is, what is the level of

           9       that risk, who decides what is an acceptable risk and is

          10       the risk known and understood by patients and relatives?

          11           As far as back as 75, I got a letter

          12   THE CHAIRMAN:  I do not know whether you heard what we were

          13       saying this morning, we do not mention individuals at

          14       this point.

          15   MS GRAYSON:  a very supportive letter.

          16   THE CHAIRMAN:  I follow that.  But I think individuals we

          17       approve of could perhaps be in the same category for

          18       this purpose as those we disapprove of.

          19   MS GRAYSON:  Okay.  In 1975 a hepatologist,

20 with many years experience of studying hepatitis, 

          21       wrote a letter to another prominent

          22       doctor.

          23       He described one American plasma product, as

          24       "extraordinarily hazardous" with a 50 to 90 per cent

          25       hepatitis risk.  This American doctor, that I can't
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           1       mention, explained -- this was because -- can I mention

           2       a company or not?  Can I mention a plasma company?  

           3       Can I?

           4   THE CHAIRMAN:  Just a moment, we don't want to be too

           5       restrictive but you do follow that if allegations are

           6       made against a person or a company, then we must give

           7       them an opportunity to comment if we are going to use it

           8       in our report.  If we open up that, our report will not

           9       be written for the next ten years.  That is the reason

          10       for this.

          11   MS GRAYSON:  This was because an American company's source

          12       of blood was in my view 100 per cent from

          13       skid-row derelicts and the American doctor,

          14       refers to a new strain of

          15       hepatitis that is not A or B, this is non-A/non-B, later

          16       known as Hepatitis C.  

          17            It still seems to be more frequently encountered

          18       in the lower socio economic groups of paid and prison

          19       donors.  It is minimal among volunteer donors.

          20           So the UK was very clearly warned in 75 about the

          21       dangers of imported plasma.

          22           In order to write my MA, I spent about 15 years

          23       prior to this in a Newcastle Medical Library going

          24       through medical journals, getting documents from all

          25       over the world and the American doctor warned that
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           1       pooled plasma was inherently dangerous and he was later

           2       quoted as saying the drug companies had known all along

           3       that: "no medical, economic or social reason could

           4       justify ever using pooled plasma and its concentrates.

           5       Large pools are highly profitable but medically

           6       bankrupt".

           7           Unethical treatment.

           8           I ask the panel to consider why such an unethical

           9       treatment could have been allowed onto the UK market by

          10       UK licensing authorities before financial investment was

          11       put into developing a way to eliminate hepatitis

          12       viruses, such as A or B.

          13           Because what you normally do, if you know you have

          14       a very high risk in a medical product, is you say: that

          15       is not safe for the market, we must find a way to get

          16       rid of the hepatitis.

          17           As doctors and scientists are so keen to remind us,

          18       history has shown it is not if a new virus emerges but

          19       when, it is an inevitable fact.

          20           If money had been invested into finding a process to

          21       eliminate hepatitis viruses, many people would have

          22       escaped infection with both Hepatitis C and later HIV.

          23           What happened instead was the Governments,

          24       pharmaceutical companies and the medical profession

          25       reacted only after HIV came along.  Then they actually
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           1       developed viral inactivation techniques very quickly

           2       considering.  So why they could not have put the money

           3       into doing that before they brought pooled plasma onto

           4       the market, I just do not know.

           5           I fear we will look back on this period of medical

           6       history as a moment of madness, the madness lays in the

           7       fact that so many doctors went along with this new

           8       factor concentrate treatment whilst ignoring

           9       the dangers.  It was marketed as a miracle treatment

          10       when trials on humans began in the UK.  The medical

          11       profession, Governments and the pharmaceutical companies

          12       will tell you that haemophiliacs: "demanded this

          13       experimental treatment".  But what they will not tell

          14       you is that they did not bother to discuss where

          15       the treatment was sourced or make sure haemophiliacs

          16       knew the risks of the treatment.

          17           I would like to quote from the Nuremburg Code, which

          18       came after medical experiments on patients in Auschwitz

          19       and other concentration camps:

          20           "The voluntary consent of the human subject is

          21       absolutely essential.  This means that the person

          22       involved should have the legal capacity to give consent;

          23       should be so situated as to be able to exercise free

          24       power of choice, without the intervention of any element

          25       of force, fraud, deceit, duress, over-reaching or other
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           1       ulterior form of consent or coercion and should have

           2       sufficient knowledge and comprehension of the elements

           3       of the subject matter involved as to enable him to make

           4       an understanding and enlightened decision.  This latter

           5       element requires that before the acceptance of

           6       an affirmative decision by the experimental subject,

           7       there should be made known to him the nature, duration

           8       and purpose of the experiments; the methods and means by

           9       which it is to be conducted; all inconveniences and

          10       hazards reasonable to be expected; and the effects upon

          11       his health or person which may possibly come from

          12       participation in the experiment."

          13           Now, I ask did this happen when they brought in

          14       factor concentrates in 73?  I allege the professionals

          15       abused their power, adopting a paternalistic attitude

          16       and made a decision for their patients that "the

          17       benefits of the treatment outweighed the risks".

          18           They failed to properly explain the dangers to

          19       patients or inform them where the treatment was sourced

          20       so that the patient could not be part of the joint

          21       decision-making process.

          22           Many haemophiliacs will state that the risks from

          23       pooled factor concentrates outweigh the benefits of the

          24       treatment and their decision to take factor concentrates

          25       in the early days was not based on full, informed
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           1       choice.

           2           You will no doubt hear the arguments from

           3       the medical profession that the decision not to tell

           4       patients of the risk was part of the culture at that

           5       time.  Unethical experiments on disabled patients were

           6       once part of the culture of the Nazi Germany, in places

           7       like Auscwitz which I visited.  But these practices were

           8       grossly unethical, immoral.

           9           I would also like to make comparisons between what

          10       happened to haemophiliacs and the Tuskagee Syphilis

          11       Experiment, which President Clinton apologised for years

          12       after the event.  This was a research project which

          13       tested black men in the States for syphilis and failed

          14       to inform them that they had the disease.

          15           Those carrying out the experiment wanted to study

          16       the progress of the disease and did not treat these men

          17       for their condition.  In the same way many haemophiliacs

          18       were not informed of their positive Hepatitis C test

          19       results, sometimes for years, which also put

          20       the partners at risk.

          21           They were infected through their NHS blood products

          22       and often no active treatment was offered when it was

          23       available because if people do not know that they have

          24       a virus, they do not even know that they need treatment.

          25           Patients were kept in-house and often not referred
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           1       over to liver specialists.  Treatment only improved when

           2       haemophiliacs began finding out from their records about

           3       their positive test results and then they had to fight

           4       very hard to get treatment for Hepatitis C.

           5           Conflict of interest.

           6           It has to be remembered going back to the 70s and

           7       80s this was an era when a blind eye was turned to

           8       financial incentives offered to doctors from plasma

           9       companies.  This is well documented in books like

          10       Douglas Starr, "An Epic History of Medicine and

          11       Commerce."

          12           I think it is very important for the panel to ask

          13       any doctor that comes before you and gives evidence at

          14       this inquiry whether they have ever received financial

          15       incentives, money for research, expenses to conferences,

          16       from plasma companies or acted as consultants to

          17       pharmaceutical companies during their careers working

          18       with haemophiliacs as a conflict of interest issue.

          19       There may be a conflict of interest issue here.

          20           I note, for example, and this is an example in my

          21       dissertation, in 1982 the UK Haemophilia Society

          22       Director Organisation minutes -- they minute that

          23       the post of a haemophilia nurse was funded by plasma

          24       companies.  As we know and I brought this up many, many

          25       times with the Haemophilia Society, it also has
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           1       a funding or receiving funding from the same companies

           2       which supplied contaminated treatment.

           3           I have to be absolutely honest here because

           4       otherwise I would be here if I was not going to be

           5       honest and say many haemophiliacs have had conflict over

           6       the years with the Haemophilia Society, although

           7       the situation is improving now.  I can show you letters

           8       going back many years.  For example, I started

           9       campaigning for Hepatitis C in 1994 and

          10       the Haemophilia Society was -- it was another full year

          11       before we could persuade them to campaign on

          12       Hepatitis C.  Then they ran a divided campaign and

          13       people were told: if your husband already has HIV, we

          14       don't want you coming down to the rallies, we are only

          15       doing this for Hepatitis C.  I said: excuse me, my

          16       husband has Hepatitis C as well and I am entitled to

          17       campaign, that is my right.  I was told: we don't want

          18       you there.  So this went on for years.

          19           Going back to 1975.  This is very important.  My

          20       husband watched a Granada, World in Action blood money

          21       documentary which looked at the collection of US plasma,

          22       tracing treatment used by Newcastle haemophiliacs back

          23       to source.

          24           It featured donors that Professor Arie Zuckerman,

          25       who accompanied the programme, who is a specialist in
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           1       hepatitis, and he stated that the donors used in America

           2       were an offence to human dignity, with donors who any

           3       British physician would have rejected straightaway.

           4       That is from the Douglas Starr book.

           5           After watching this programme in 75, my husband was

           6       so disgusted he returned his plasma treatment to the

           7       hospital, refusing to take it any more.  He recalled for

           8       a documentary team, that were filming us at one stage,

           9       that he was so annoyed he threw his treatment bottles on

          10       the desk and one accidentally bounced off and hit

          11       a doctor.

          12           He stated that both he and the consultant were angry

          13       and member of staff intervened.  He was then falsely

          14       reassured that this practice had ceased and treatment

          15       was no longer coming from these unsafe sources.

          16       However, doctors at the same hospital went on to write

          17       a number of articles, which are referenced in here,

          18       talking about where the plasma was sourced and how

          19       seriously concerned they were over the type of donors

          20       and the sourcing of the plasma.

          21           My friend, Colette, here went to the Department of

          22       Health and met with Lord Hunt at one point and presented

          23       him with a copy of the World in Action documentary.  Yet

          24       there is no reference to it in the self sufficiency

          25       report, neither is there any reference to the letter
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           1       from the doctor in the States warning in 75 that the

           2       American treatment was dangerous.

           3           I got in touch with Lord Owen several years ago and

           4       asked him if he would help us to campaign again, he has

           5       been very good and has done.  Lord Owen recognised

           6       the dangers of using imported blood and this is why he

           7       made a parliamentary commitment, as a medical doctor --

           8       he had been at one point -- to self sufficiency in

           9       the mid-1970s and put funding aside for this to happen.

          10           Unfortunately, when Lord Owen accused the Government

          11       of gross maladministration, his records, which

          12       I understand were supposed to be kept for 30 years, were

          13       also inadvertently destroyed.

          14           The post-mortem examination of my husband, which

          15       utilises all his volumes of medical records from birth

          16       to death, states:

          17           "One way or another all the significant disease

          18       found at the post-mortem examination has either

          19       indirectly or directly occurred as a consequence of

          20       viral infections apparently transmitted during human

          21       Factor VIII therapy and/or as a result of the various

          22       treatments which Mr Longstaff had undergone for

          23       the complication of those infections."

          24           To add insult to injury, when I went to the inquest

          25       into my husband's death, I also found out only at the
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           1       inquest that he also had C Difficile, a hospital

           2       acquired infection.

           3           My brother-in-law's death certificate reads: 1a)

           4       bronchopnemonia due to b) Malignant Lymphoma due to c)

           5       HTL Virus Infection (2) Haemophilia.  Then it says

           6       "natural causes".

           7           Both Peter and Stephen were informed of their HIV

           8       infection after being tested in 85.  They were told by

           9       their consultant both on the same day that they were

          10       infected through the American plasma.

          11           What he understood at the time from the consultant

          12       was that there was some samples of blood kept from

          13       haemophiliacs and they back tested blood, so they had

          14       an idea when people were infected.

          15           I contacted the Public Health Laboratory Service

          16       the other day and spoke to one of the head people there

          17       because I had got a letter from a doctor, who I cannot

          18       name, and that is

          19       dated 9th May 1983.  He sent the other part of it to me

          20       the other day with his permission.  This letter called

          21       for all US plasma, manufactured after 1978, to be

          22       withdrawn from use because of the risk of AIDS.

          23           This doctor showed great foresight.  He laid out his

          24       reasons for the withdrawal, which included the sourcing

          25       of US plasma from donors deemed to be at high risk of
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           1       transmitting AIDS and also he pointed out the fact that

           2       haemophiliacs in the US and Spain, that had been treated

           3       with factor concentrates, were showing symptoms that

           4       indicated AIDS.

           5           This letter was sent to another doctor at the

           6       Department of Health and Social Security but

           7       the treatment was never withdrawn.

           8           This was another letter that was not in the self

           9       sufficiency report, but it is in my dissertation.  There

          10       was a very courageous journalist at the time called

          11       Susan Douglas of the Mail On Sunday, who I tracked down

          12       about three years ago, she wrote one of the very first

          13       articles on AIDS in this country, 1st May 1983.  It was

          14       called "Killer Blood".

          15           That was actually quoted by this doctor at the

          16       Public Health Laboratory Service because interestingly

          17       the reporter had found out before the public health

          18       authority services that there were cases of AIDS in

          19       haemophiliacs in this case.  One was in Cardiff.

          20           She had even warned of and located, as I say, the

          21       first two cases of UK haemophiliacs and spoken to

          22       families.  The reward for her brave article was

          23       a complaint to the Press Complaints Commission by my

          24       a consultant, who described her article as

          25       an alarmist and upsetting to patients.
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           1           I would like to point out what was alarmist and

           2       upsetting was that patients were not being told

           3       anything.

           4           According to HIV litigation papers, that same

           5       doctor, my husband's consultant, had noticed

           6       immunological abnormalities in his own patients similar

           7       to AIDS earlier on that same year.

           8           Susan Douglas was not to be put off and she wrote

           9       a very good article, which I have got with me today,

          10       entitled "AIDS, This Scandalous Cover-Up".

          11           On June 24th 1983, six weeks after the Public Health

          12       Laboratory had warned to withdraw the treatment, two

          13       haemophilia doctors wrote to all haematologists up and

          14       down the country stating that there was insufficient

          15       evidence to warrant the restriction of the use of

          16       imported concentrates on haemophiliacs other than

          17       certain restrictions in children and mildly affected

          18       patients.

          19           Had the Public Health Service warning been heeded,

          20       I believe many lives could have been saved.  However, as

          21       my dissertation goes on to show, the Government had

          22       failed to adequately invest in BPL.  So that relying on

          23       UK production alone would have been very difficult

          24       because of the lack of investment.

          25           A document to the Treasury
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           1       Department states:

           2           "In 1979 the Laboratory was inspected by

           3       the Medicines Inspectorate.  The gist of the Inspector's

           4       report was that conditions of manufacture at BPL,

           5       Blood Products Laboratory, were 'unsafe and potentially

           6       hazardous to patients'.  The report concluded that, 'If

           7       BPL were a commercial operation we would have no

           8       hesitation in recommending that manufacture should cease

           9       until the facility was upgraded to a minimum acceptable

          10       level."

          11           That document was not included in the Government

          12       Self Sufficiency Report either.  Presumed inadvertently

          13       destroyed.

          14           Litigation.

          15           Basically, I instructed a former solicitor of ours

          16       to get in touch with American lawyers on behalf of

          17       myself and Pete because I campaign a lot with American

          18       haemophiliacs.  They located a legal group and they came

          19       over and met us in Claridges.  That was to take on

          20       a case for my husband initially, but they took on a lot

          21       of other haemophiliacs.  So we are now litigating in the

          22       States against four American plasma companies and

          23       the names are here and I can give you the names of the

          24       lawyers.

          25           American haemophiliacs were successful and they even
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           1       had American prisoners testifying in court to the

           2       terrible, unsafe conditions of prison plasma collection,

           3       which is my next issue.

           4           Arkansas prison plasma; I would like to point out

           5       that I had a meeting with an official in

           6       the Department of Health.  When I spoke to her about the

           7       use of US prison plasma, she clearly stated in front of

           8       witnesses that if we could prove that haemophiliacs had

           9       been treated with prison plasma, the Government would

          10       investigate.

          11           I asked if she would assist us because

          12       she had worked on the past Clinton campaign in Arkansas

          13       and I thought she might be well placed to request the

          14       assistance of the former governor of Arkansas,

          15       Bill Clinton, 

          16       

          17       

          18           As Clinton now travels the world on AIDS

          19       prevention, surely he should be willing to assist with

          20       investigations into a past prison plasmapheresis

          21       programme in his own backyard.

          22           Perhaps the Inquiry could write to him officially

          23       and ask him to help us secure the relevant documentation

          24       relating to Cummins Unit Arkansas Prison.

          25           I would like to quote from a letter written by my
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           1       friend Arkansas documentary maker, Kelly Duda, who made

           2       an excellent documentary called "Factor VIII:

           3       The Arkansas Prison Scandal".

           4           Kelly's letter was submitted as evidence to our

           5       former QC in relation to Pete's past

           6       legal case in the High Court, for the right to be given

           7       the safer recombinant, synthetic treatment as opposed to

           8       human plasma.

           9           We wanted to explain why Pete felt so strongly about

          10       the use of paid plasma donors, as he and many other

          11       haemophiliacs throughout the world were victims of this

          12       immoral "blood for money" trade after receiving prison

          13       plasma in the 1970s and 80s.

          14           Kelly Duda states and what he did for us was he

          15       traced my husband's batch numbers back to the prison.

          16           "The prison system remained unconstitutional in

          17       May 1980, when for three days Peter Longstaff infused

          18       several vials of [then it names the company and it names

          19       the batch number] to stop a bleeding episode.  He had no

          20       idea when he took [this batch number] that it was made

          21       with the plasma of 297 inmates from Arkansas and

          22       an undetermined number of convicts from Avon Park,

          23       Florida.  A former Inspector and retired

          24       director of Blood Centre Licensing for the FDA,

          25       remembered catching inmates performing phlebotomies at
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           1       the Arkansas prison.  A former Arkansas

           2       inmate infected with hepatitis C, who sold plasma

           3       regularly at the time my husband infused [then there is

           4       the batch number] stated: 'They didn't care.  If you had

           5       to crawl to get there you were able to give blood'."

           6           Just to point out the prisoners themselves often did

           7       the paperwork for the plasma programme.  We have had

           8       prisoners testifying and if somebody was glowing yellow

           9       with hepatitis, then another prisoner falsified their

          10       name and then they sold their blood.

          11           My friend, Linda Tant Miller, who I am very grateful

          12       to, who was the sister of a Cummins Unit plasma donor

          13       prisoner, also wrote a letter to Tony Blair dated 22nd

          14       March 2001, which I handed in myself at 10 Downing

          15       Street accompanied by a number of MPs and Lord Morris.

          16       We have never received reply.

          17           One quote from Linda reads:

          18           "My brother, Bud Tant, was a prisoner in the Cummins

          19       Unit from 1984 until his death from Hepatitis C [and

          20       I have photographs of him dying] on March 14th 1999.

          21       Neither my brother nor his family was aware of the fact

          22       that he had this virus until approximately 1996, but

          23       

          24       the ADC [that is the Arkansas'

          25       detention centre] Bud had the virus at the time he was
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           1       first incarcerated there.  During part of the time that

           2       my brother was donating plasma, a Registered

           3       Nurse worked in the Cummins Unit Infirmary, so he is in

           4       a position to know this fact.  Bud was nonetheless

           5       permitted to donate plasma at every collection session

           6       from 1984 until the programme was terminated in 1992."

           7           The alleged safety violations in the letter -- and

           8       they are just a couple of -- the letters are in

           9       the dissertation -- make shocking reading and they have

          10       been provided as documentation from prisoners in US

          11       courts.

          12           As I say, I would like to make no judgment on those

          13       that sold their blood in prison, but I do wish to

          14       condemn those who set up the plasma programme.  I can

          15       supply the panel with a document from 1984, an internal

          16       document entitled -- it is an American document:

          17       "Plasmapheresis Centers In Correctional Institutions:

          18       An Information Bulletin", which gives an idea of the

          19       safety issues involved.

          20           My friend, Kelly Duda, is willing to testify by

          21       videolink or come in person if he is able and show his

          22       evidence to the Inquiry and I believe Linda would also

          23       testify by videolink.

          24           There is a particular damning document there about

          25       the collection of plasma in the Arkansas State
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           1       Penitentiary.  If I can just summarise it in a couple of

           2       lines.  What it said was that there was an investigation

           3       at the highest level at the Centre for Disease Control.

           4           They were looking at an outbreak of hepatitis

           5       amongst 19 prisoners and they were worried was it

           6       the plasma programme that was causing this because

           7       sometimes they used to re-use needles.  I mean, one

           8       prisoner's job was to re-sharpen needles using sandpaper

           9       so that it could be re-used to take plasma.

          10           But interestingly the FDA and the highest bodies

          11       that were -- the Centre for Disease Control said: we do

          12       not have to worry, the reason being that 18 of the 19

          13       prisoners that have come up with hepatitis were already

          14       IV injecting users anyway and contributing to the plasma

          15       programme.

          16           Treatment strike.

          17           My husband led a treatment strike for five years

          18       from around 2000, refusing to take human plasma on moral

          19       grounds.  Not that he was against blood products in

          20       total but the reason he did this was because the UK,

          21       still to some extent, relies on the use of paid donors,

          22       even now.  And most people do not realise, if you go

          23       into hospital today and you have got a turn or you have

          24       a car accident or you need an operation, we have messed

          25       up our system with CJD now, so we cannot use our white
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           1       cell plasma, only the red cell plasma.  So if any of you

           2       people in this room went into hospital tomorrow, it

           3       would come from paid donors in America, your white cell

           4       blood plasma.  But the Government do not like mention it

           5       too much because it links to the same companies that

           6       supplied all the contaminated treatment.

           7           So my husband went on the treatment strike to

           8       protest, saying we have a system in this country that

           9       uses volunteer UK donors, why are we breaking our own

          10       rules and buying it in from America where they still use

          11       paid donors?

          12           My husband asked for recombinant at the time, which

          13       is the synthetic product, and was turned down on the

          14       grounds of cost.

          15           Pete and I strongly oppose the immoral blood for

          16       money trade, where international companies continue even

          17       today to exploit sick and impoverished people around

          18       the world, who sell their blood for a pittance.

          19           If I give you an example: one of the first things

          20       that happened was, the recent earthquake in Kashmir.

          21       One of the first things that happened, when people lost

          22       everything, they went and sold their blood.  And some

          23       people gave kidneys for money, which is really sad.

          24           Plasma is often collected using dangerous practices

          25       which then infects the recipient.
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           1           I was able to see this first-hand when I went to

           2       China before Christmas and I interviewed haemophiliacs

           3       there, who have a very hard time because if you speak

           4       out there, unlike here, you get imprisoned.

           5           And in fact I was invited to speak at a conference

           6       and my topic was litigating against the state.

           7       The doctor who had invited me, Dr Wan Yan Hei(?), who is

           8       a top AIDS activist, was imprisoned.  So I spent

           9       the first few days trying to get him released.

          10           There is a gentleman called Richard Titmuss who

          11       wrote a very good book, an absolutely excellent book in

          12       1970, which was on the shelves of many haematologists,

          13       called "The Gift Relationship".

          14           Back in 1970 he directly compared the UK system of

          15       blood collection to that of the US.  Our volunteer

          16       system compared to the paid donor system.  I urge

          17       the panel to look at this book.  This is what he said in

          18       1970:

          19           "Short of examining human kind itself and the

          20       institution of slavery of men and women as market

          21       commodities, blood as a living tissue may now constitute

          22       in Western Societies one of the ultimate tests of where

          23       the 'social' begins and the 'economic' ends.  If blood

          24       is considered in theory, in law, and is treated as

          25       trading commodity, then ultimately human hearts,
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           1       kidneys, eyes and other organs of the body may also come

           2       to be treated as commodities to be bought and sold in

           3       the marketplace."

           4           Which of course now happens all over the world.

           5           CJD.  In addition to receiving US prison plasma,

           6       Pete received UK blood products.  He received those from

           7       BPL.  My husband was also more recently exposed to

           8       plasma from UK donors infected with variant CJD.

           9       Although examination of his brain after death by

          10       The CJD Surveillance Unit -- that

          11       was with Pete's preplanned informed consent --

          12       fortunately showed he was not actually incubating CJD.

          13       But for a number of years we did not know this.

          14           We were not told of Peter's exposure to v CJD until,

          15       as a campaigner, I was sent leaked letters, which I have

          16       brought with me today.  One was from the Products

          17       Laboratory, which said to withdraw the treatment and it

          18       gave the batch numbers, but do not tell haemophiliacs.

          19           Anyway, I sent copies of those letters to The

          20       Guardian and the Government were then pressurised to

          21       change their position, do a look back study and ask

          22       patients if wished to know of that exposure.

          23           Withholding of such information was of great concern

          24       to Pete and I.  As a full-time carer to my husband at

          25       that time,  I was not given any guidance on what to do
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           1       if he had a blood spillage, so I was potentially put at

           2       risk.

           3           I wrote to the Government and

           4       the Local Health Authority begging them to learn from

           5       their mistakes with HIV and hepatitis C and to err on

           6       the side of caution.  I requested back in 1996 that the

           7       patient be treated recombinant.  The Health Authority

           8       turned us down in the spring of 1996 on the grounds of

           9       cost.  Pete's first exposure to variant CJD was in the

          10       autumn of that same year, along with a lot of children

          11       who were also exposed.  This need not have happened.

          12           I even had to ask for guidelines on how to deal with

          13       a blood spillage.  Advice was contradictory, from: do

          14       not worry, wash bloody clothing as normal to dispose of

          15       soiled clothing in special bio-hazard bags.

          16           There was one incident when Pete bled onto the

          17       carpet and I rang the insurance company and they rang

          18       the Public Health Department.  Men in full bio-hazard

          19       suits turned up and would not cross my doorstep until

          20       they had put on the full suits.  And they then took all

          21       the waste from Newcastle to Leeds to be incinerated and

          22       the sofa was disposed of in the same way.

          23           I thought, this is crazy, people will not come

          24       across my doorstep without wearing a bio-hazard suit

          25       because my husband has been exposed to CJD and I, as
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           1       a carer, who was injecting him every day and also

           2       dealing with blood spillages, do not have guidelines.

           3           To mention what my friend, Pete Mossman, said about

           4       the hepatitis waiver.  My dissertation argues that the

           5       dangers of non-A/non-B, Hepatitis C, were known about

           6       much earlier than the Government claims in the Self

           7       Sufficiency report.  I also have a Hepatitis C state of

           8       knowledge document which I am supplying to you today,

           9       paid for with Legal Aid funding and written by

          10       Professor Preston who is very eminent.  He did some of

          11       the very early studies in haemophiliacs, so he is

          12       somebody that -- he was one of the key people in this

          13       country and he concludes --

          14   THE CHAIRMAN:  I am wondering whether some of these

          15       quotations you could leave because we can read them

          16       afterwards.

          17   MS GRAYSON:  Basically he said that they could demonstrate

          18       in 78, through liver biopsy, there is clear evidence of

          19       chronic liver disease as a result of non-A or non-B

          20       hepatitis.

          21           To sum up, haemophiliacs were made to sign

          22       a hepatitis waiver in the HIV litigation and they would

          23       not take further action for hepatitis infection.
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          1           A particular Lord, Lord Warner, said to the House

          2       very recently --

          3   THE CHAIRMAN:  I think we have seen the exchanges.

          4   MS GRAYSON:  Just to summarise it because it is very, very

          5       important to the haemophilic community.

          6           Basically, when the Skipton Fund came about, they

          7       were looking at the level of payment and Lord Warner
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           1       states in Hansard that the reason that the UK didn't pay

           2       out at the same level as Eire, which was ten times

           3       the amount, was that he said the Irish Government

           4       claimed legal liability and they paid out after their

           5       public inquiry.

           6           I got letters from the Irish Government and the

           7       Irish lawyers backing me to the hilt, saying this Lord

           8       is wrong, he has his facts wrong.  In fact Ireland paid

           9       out -- they did not admit liability and they paid out in

          10       advance of the public inquiry, on moral grounds, ten

          11       times the level that was paid out here.

          12           I have sent these letters to this Lord, asked him to

          13       apologise and he has not done so, nor has he raised

          14       the level of payments to the same level as Eire.  I give

          15       you two brief examples.

          16   THE CHAIRMAN:  I do not think he is now a minister.

          17   MS GRAYSON:  Whether he is minister or somebody can rectify

          18       that.

          19   THE CHAIRMAN:  Somebody else might do.

          20   MS GRAYSON:  I have the evidence there, so it does not

          21       matter if he is retired.

          22           I will just give you two brief examples.  We have

          23       the case of a haemophiliac in the UK that received blood

          24       products in Eire and the UK, so he got both payouts.  So

          25       he got the English payment and the Irish one ten times
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           1       higher.  This includes widows and the bereaved

           2       defendants.

           3           There is another -- my good friend here, Colette,

           4       who was given contaminated blood in the UK and her

           5       cousin was given contaminated blood in Eire and her

           6       cousin has got ten times the level.  Same circumstances.

           7           I suggest that the only reason the Government has

           8       not paid out as the same level as Eire is that they have

           9       infected ten times more the number of haemophiliacs and

          10       they deem it too costly.

          11           In a nutshell, as other widows have mentioned this

          12       morning, we gave up our careers to care for our

          13       husbands.  We lost pension rights.  Many widows have not

          14       received a penny in compensation.  My husband would be

          15       the first to say that I was not an appendage of him.  As

          16       a woman I am a person in my own right.  I gave up my

          17       career, I looked after my husband for years and my

          18       husband would expect that widows, including myself,

          19       would receive recompense.  We are not appendages of our

          20       husbands, we are women in our own right.  Again, you

          21       need to look at the Eire settlement.

          22           The other thing which distresses me is that, as a

          23       wife of a haemophiliac, I did not have my own children

          24       because I did not want to infect a child.  The one time

          25       I was pregnant, I was treated with such insensitivity
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           1       and prejudice, I was asked to sign a sterilisation form,

           2       I was made to wait for hours while doctors argued who

           3       would remove the foetus of my dead baby after a routine

           4       scan showed no movement.  All this was discussed in

           5       public.  They considered me a risk.

           6           The policy was that they should treat everybody as

           7       a risk.  In other words, treat everybody the same, treat

           8       everybody equally.

           9           So within an hour of coming round from having

          10       the foetus removed, I got showered myself and discharged

          11       myself from hospital.  So I was made to feel hurt,

          12       vulnerable and dirty.

          13           Another time, when my husband had clearly said he

          14       was on treatment strike, doctors waited until he was in

          15       a confused state, when he was in the last stages of his

          16       illness with liver disease and he had severe (inaudible)

          17       and confusion and they tried to pressurise him into

          18       giving him treatment when he was in a confused state and

          19       I had to pay for an independent psychiatric report to

          20       say that that was his mental state.

          21           My husband used to beg me not to leave hospital

          22       because he would not even let other people do his

          23       injections in the hospital and he used to say: please

          24       don't leave me Carol, you don't know what it is like

          25       when I am on my own.  They pressurise me, I have told
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           1       them in writing for many, many times for five years I do

           2       not want their treatment and they try and give it to me

           3       when you are not there.

           4   THE CHAIRMAN:  Could I just clarify this, our remit is to

           5       consider how the infected blood came to be administered.

           6       Admittedly part of this is how it was dealt with

           7       afterwards, but I do not think we can go into

           8       the details of a lot of individual cases after this for

           9       obvious reasons.

          10   MS GRAYSON:  I have finished now anyway really.  Just to --

          11       as I say, my husband died a horrible death.  Basically

          12       I managed to get an inquest but I think it is worth

          13       pointing out that when there is a legal case, it is

          14       really important there should be an inquest and many

          15       people have had legal cases and it has not gone to

          16       inquest.  But the inquest gives the full conditions of

          17       my husband's death.  Basically, just to end by saying

          18       blood safety is an issue for everybody, not just for

          19       haemophiliacs.

          20   THE CHAIRMAN:  Thank you very much, Mrs Grayson.  There was

          21       a great deal of very helpful material there and you will

          22       make the documents available to us.

          23   MS GRAYSON:  You can have all the documents and a copy of my

          24       dissertation.

          25   LORD TURNBERG:  I have no questions, I am looking forward to
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           1       looking through all your research.

           2   MS WILLETTS:  May I just ask, does your thesis draw

           3       comparisons about European experiences and practice

           4       there as well?

           5   MS GRAYSON:  No, I would have had to do a Phd, to be honest.

           6   MS WILLETTS:  It is really looking at UK and the US plasma?

           7   MS GRAYSON:  It is.  It is looking at the direct links.

           8   MS WILLETTS:  We have some reading to do.

           9   THE CHAIRMAN:  I think we do.  Thank you very much

          10       Mrs Grayson.

          11   MS GRAYSON:  Thank you.

          12   THE CHAIRMAN:  I think that is as far as we can go today.

          13       We are not yet in a position to know when our next

          14       evidence session is.  We have not had yet had

          15       an opportunity of reading all the statements we have

          16       received.  We really have had a very full category of

          17       statements, all of them very helpful.  So that we will

          18       be able to announce what we are going to be able doing

          19       in the immediate future I hope within the next few days.

          20       Thank you very much.

          21   (3.10 pm)

          22                     (The hearing adjourned)

          23

          24
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