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           1                                        Thursday, 24th May 2007

           2    (9.30 am)

           3             Introduction by Lord Archer of Sandwell

           4   LORD ARCHER OF SANDWELL:  Good morning again.  We may find

           5       it a little warm in here as the day goes on.  As you

           6       see, I don't feel inhibited.  If anyone would like to

           7       disrobe or whatever, if you feel it's the appropriate

           8       degree, please feel free.  If there are problems in

           9       hearing please let us know.  I gather there may be some

          10       slight difficulty with the electrics of the

          11       amplification system.

          12           Before we begin, I have two announcements to share

          13       with you.  The first is that as you may have noticed our

          14       colleague Lord Ternberg isn't with us.  He was called

          15       away to a commitment which he couldn't avoid, and he

          16       only learned of it on Tuesday.  We were then confronted

          17       with a dilemma.  We could have adjourned today's hearing

          18       to another date with all the inconvenience and problems

          19       that would have caused everybody or we decided we could

          20       proceed with today's hearing.  Since there will be

          21       a complete record of everything that transpires, and he

          22       will be able to listen to the tape and to study it, we

          23       thought it was wiser to proceed with the hearing today.

          24       But he really is sorry this has happened and he sends

          25       his apologies.
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           1           The second announcement relates to the review

           2       prepared by the department.  We were told some weeks ago

           3       that it was in preparation and that as soon as it was

           4       finalised we would receive copies.  Then there were

           5       stories that it was being withheld.  I'm not sure where

           6       they originated but in fact it wasn't withheld.  It has

           7       been completed and we have been supplied with copies.

           8           It's a report of a review into all the documents

           9       which the department have held on the topic of hepatitis

          10       C between 1970 and 1985.  We haven't yet had an

          11       opportunity to read it, and it wouldn't be wise to

          12       comment on it until we have.  But they appear to have

          13       identified 5,239 documents on this subject which were

          14       sometime in the possession of the department.  They seem

          15       to believe that most of the lost documents that we have

          16       heard about have been found, and we have received what

          17       we hope are accurate copies from other sources of a lot

          18       of the documents which were destroyed.  Not all of them.

          19       For the moment we can't be more specific than that.

          20           But I hope you'll forgive us for the moment if we

          21       abstain from speculation about what we might learn.

          22       This is the introduction.  The whole file which we have

          23       been given is something of that order.  So it may take

          24       us a little time to master it.  Shall we hear from

          25       Mr Evans?
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           1                     EVIDENCE OF ANDREW EVANS

           2   LORD ARCHER OF SANDWELL:  Would you prefer to read your

           3       statement or would it be easier if I ask a question?

           4   ANDREW EVANS:  I can certainly read my statement and then --

           5   LORD ARCHER OF SANDWELL:  All right and you don't mind

           6       occasionally if I offer a little guidance.

           7   ANDREW EVANS:  I'd like to thank the inquiry panel for

           8       inviting me to give evidence today.  By now you'll have

           9       heard from various members of the community that have

          10       been affected by contaminated blood and blood products

          11       and will have some idea of the many ways in which the

          12       disaster has affected lives, including the differences

          13       in what it means to have been infected across different

          14       age groups and generations.  It is with this in mind

          15       that I submit the following to you as one of the younger

          16       people to have been infected by this disaster.  My

          17       background -- that pertinent into this inquiry, is

          18       that I have severe haemophilia A, producing less than

          19       one per cent Factor VIII.  I was infected with HIV

          20       through Factor VIII produced by Armour Pharmaceuticals

          21       at age 5, which would have been in or around 1982, and

          22       at a date unknown but probably around the same time with

          23       hepatitis C.  I have also been exposed to hepatitis B

          24       and have been told I have been given factor concentrate

          25       that was created from a pool of donors one or more of
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           1       which later went on to contract new variant CJD.

           2       Therefore these conditions are something that have

           3       always been with me.  I've not had the benefit of

           4       knowing what it's like not to be HIV positive or not to

           5       have hepatitis.  From 30 years old, as I sit here today

           6       and I've lived 25 years with these viruses, or to put it

           7       another way, more than 80 per cent of my life.

           8           I'm currently secretary to the campaign group

           9       Tainted Blood, of which you may have heard and which are

          10       campaigning on the issues you are addressing here.

          11       I have been asked to come here today from a personal

          12       perspective which would have made you aware of this

          13       fact.

          14   LORD ARCHER OF SANDWELL:  We have actually been provided

          15       with a copy of the last application.

          16   ANDREW EVANS:  You have.  I believe they are also speaking

          17       on June 4 here, so I will leave them to continue with

          18       that.

          19           Back to my personal story.  My parents were told of

          20       my HIV status when I was age 10 in 1987 by my

          21       consultant, at Birmingham

          22       Children's Hospital and this information was kept from

          23       me for a further three years, when my mother told me of

          24       my HIV positive status.  This was primarily due to the

          25       fact that I had begun to display symptoms of immune
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           1       deficiency including being unable to shake off colds and

           2       coughs and spiking high fevers on a regular basis. I was

           3       placed on a dangerously high dose regime of AZT, common

           4       in the earliest days of AZT, which killed many people

           5       back then and which caused my immune system to crash

           6       further and I was declared AIDs diagnosed at the age of

           7       15.  From that time, for around four years, I spent most

           8       of my time in hospital fighting for life.  On several

           9       occasions during that time period my parents were warned

          10       they should probably say goodbye to me as I was probably

          11       unlikely to survive the night.  My CD4 count dropped to

          12       below detectable level and my viral load rocketed.

          13       I was being tube fed constantly.  I developed candida in

          14       my mouth and throat and developed PCP pneumonia.  The

          15       steroid treatment for this caused a condition called a

          16       vascula necrosis of the femoral heads and I've had one

          17       hip replacement already and I am due to have my second

          18       later this year.  My weight dropped to seven stone and

          19       at 6'1'' this is quite critically low.  And needless to

          20       say combination therapy was not available at that time

          21       and most people believed I would not survive.

          22           The medical staff caring for me thought it a miracle

          23       that I'd survive for over four years under such

          24       conditions.  I feel it's important to point out that

          25       within the framework of history of HIV and hepatitis C,
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           1       haemophiliacs and those exposed to blood and blood

           2       products were some of the first ever to be exposed to

           3       the viruses.  As you know, with new diseases usually

           4       comes a substantial delay before effective treatments

           5       become available and in the case of a virus such as HIV,

           6       the longer the exposure, the greater the robberies of

           7       disease progression.  We, in effect, were infected with

           8       viruses associated with absolutely no treatment for

           9       10 years and no effective treatment for more than

          10       15 years.  Additionally, treatment resistance and

          11       exposure to early HIV medications combined to mean that

          12       more people in that situation are multi-drug resistant

          13       than the general populous of infectees.  These facts,

          14       I believe, explain some of the more than 1,700 deaths

          15       and the very fragile state of health of those remaining

          16       within our community.

          17           Personally and for those others that were infected

          18       at a similar age to me, add to this the permanent effect

          19       of the viruses that they have had on a growing child as

          20       the body is still forming and you can see that, you

          21       know, it's quite a devastating thing.

          22           I saw many of my friends, also haemophiliacs, die

          23       from HIV contamination and some from hepatitis C

          24       infection.  This was still while I was still in the

          25       children's hospital as a child.  I've seen people bleed
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           1       from their heamophilia until they were in agony rather

           2       than treat themselves with potentially contaminated

           3       blood.  When I was three or four years old my father

           4       read of the potential for contamination of blood

           5       products with a new deadly virus called HTLVIII, later

           6       known as HIV, and told me specifically to try to not

           7       hurt myself so we wouldn't have to use any more Factor

           8       VIII than absolutely necessary.  Both parents attended

           9       a conference with the --

          10   LORD ARCHER OF SANDWELL:  Yes, can we come on to the next

          11       paragraph?

          12   ANDREW EVANS:  Certainly, yes.

          13   LORD ARCHER OF SANDWELL:  If you have been told what the

          14       choices were, how would you have chosen?

          15   ANDREW EVANS:  Well, being a young age I'd have to have let

          16       my parents choose.

          17   LORD ARCHER OF SANDWELL:  Yes, I follow that.

          18   ANDREW EVANS:  Had we been in full knowledge of the facts

          19       with regard to contamination of blood I believe my

          20       parents would have requested that I continued on

          21       Cryoprecipitate which I'd been using formerly.

          22           Where are we now?  That cuts out much of the next

          23       paragraph.

          24   LORD ARCHER OF SANDWELL:  Can we begin "Because of this I've

          25       had my life destroyed"?
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           1   ANDREW EVANS:  Because of this I've had my life destroyed,

           2       as have my family.  My sister who is almost four years

           3       younger than me virtually had to bring herself up

           4       because my parents had to concentrate on me during my

           5       severe illness.  This has badly affected her and

           6       probably will for the rest of her life.  My health --

           7       even on combination therapy, which carries some horrible

           8       side effects with it, akin to taking low-dose

           9       chemotherapy for the rest of your life -- is precarious

          10       at best and my body has been wrecked because of

          11       prolonged illness and exposure to medications.  And I am

          12       one of the luckier ones because I survived.  So many

          13       others did not and their families have their lives

          14       devastated also.

          15   LORD ARCHER OF SANDWELL:  Can you tell us a little about how

          16       you learned you had hepatitis C?  Were you ever actually

          17       told straight out you had it?

          18   ANDREW EVANS:  No, what happened was --

          19   LORD ARCHER OF SANDWELL:  There was a passing comment

          20       rather, by the doctor who was treating you at that time.

          21   ANDREW EVANS:  That is correct.  I was attending a clinical

          22       appointment and I was due to have my regular HIV blood

          23       screenings and my physician said to me --

          24   LORD ARCHER OF SANDWELL:  Well -- sorry.

          25   ANDREW EVANS:  I won't mention it here.  My physician said
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           1       to me, we should really think about getting your

           2       hepatitis C genotypes to see if you'd be a candidate for

           3       treatment.

           4   LORD ARCHER OF SANDWELL:  And that was the first time you --

           5   ANDREW EVANS:  That's the first time I learned that I had

           6       hepatitis C.  And that was probably six or seven years

           7       ago, something like that.

           8   LORD ARCHER OF SANDWELL:  Yes.

           9   ANDREW EVANS:  And incidentally the genotype I have is

          10       genotype 1A which is the most difficult to treat, and if

          11       I were to go on to treatment, at the moment, I would

          12       actually need to change my HIV combination therapy which

          13       I've been on for a good six or seven years as well now.

          14       And I'm quite stable on, so it would probably have great

          15       implications.

          16   LORD ARCHER OF SANDWELL:  Because the two would react?

          17   ANDREW EVANS:  That is right, yes.  So in fact treating the

          18       hepatitis C would cause the HIV to recur and not doing

          19       so obviously has the inverse effect.

          20           "Between the devil and the deep blue sea", I think

          21       the phrase is.

          22           I know that the inquiry is addressing the issue of

          23       financial compensation as part of its remit.  For my

          24       purposes, to my mind, the proper answers as to how and

          25       why this disaster was allowed to happen would come first
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           1       from any outcome from this is inquiry but the issue of

           2       quality of life is also very important for many.  For

           3       those people infected at my age, Macfarlane Trust's

           4       special payments made around 1990, 1991, were possibly

           5       even less significant or compensatory than older people

           6       at that time.  My reasons for this are twofold: because

           7       of our ages at the time, 13 or 14 at the most, and

           8       projected lifespan potentially three to four years,

           9       investing the money was not an option.  As with everyone

          10       else we were advised to enjoy the money while we could

          11       but even had we decided not to, a 13-year old would

          12       rarely choose to invest wisely.  The second Macfarlane

          13       special payments trust payment was scaled according to

          14       circumstances, the lowest payment of £20,500 being paid

          15       to people who A minus in 1991 with no dependent and

          16       those in my age group fit into this category.  Those

          17       people with married with children received more than

          18       £60,000 as their payment which whilst still

          19       insignificant considering the catastrophe.

          20   LORD ARCHER OF SANDWELL:  But substantially more than you --

          21   ANDREW EVANS:  Exactly and would have enabled them to make

          22       something a little more of their lives at that time,

          23       I would imagine.

          24           I am pleased to say I actually got married last

          25       week.
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           1   LORD ARCHER OF SANDWELL:  Congratulations.

           2   ANDREW EVANS:  Thank you.  And my wife has a three-year-old

           3       daughter so I am now in the same situation as those

           4       people that would have had that payment back then and

           5       yet there is no regress of the MSPT discrepancy.

           6           That's pretty much all I have to say to you.  I did

           7       write down a couple of other things with regard to

           8       violation of Human Rights when you have a virus such as

           9       HIV, so I'd just like to touch on those if I may.

          10           In particular, I've had problems getting into other

          11       countries because of immigration rules because of my HIV

          12       status, and in particular America.  And I know Australia

          13       employ the same rules.  They actually require you to

          14       prove that you are not an outstanding risk to the US

          15       population, and get a waiver for a Visa in order to

          16       actually go into United States, whereas other citizens

          17       can just go in on a Visa waiver for three months anyway.

          18           Assisted conception.  Should my wife and I want to

          19       try for a child now it's not as simple as just trying

          20       for a child.  You know, we would have to go down the

          21       assisted conception route, sperm washing and such other

          22       medical indignities, that really I don't believe we

          23       should have to go through.

          24           Of course, there is the issue of life insurance and

          25       property buying.  So just to have an HIV diagnosis and,
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           1       I would imagine, hepatitis C plays a part in this as

           2       well for those who don't have HIV, the infringement upon

           3       Human Rights and the ability to actually get on with

           4       their normal life is quite dramatic, so I just wanted to

           5       point that out to the panel.

           6   LORD ARCHER OF SANDWELL:  Thank you very much.

           7           Just one further thing.  I think you're secretary of

           8       the Tainted Blood --

           9   ANDREW EVANS:  That is right, yes.

          10   MS WILLETT:  You have been HIV positive since the age of

          11       five, did you say?

          12   ANDREW EVANS:  That is right.

          13   MS WILLETT:  But your parents were told about that at the

          14       age of ten?

          15   ANDREW EVANS:  Yes.

          16   MS WILLETT:  When did the medical people actually know?

          17   ANDREW EVANS:  They would have tested me probably at the

          18       latest at around 1983, end of 1983.  When the tests

          19       became available they would have run the tests at that

          20       time and I believe it says in my notes that I was given

          21       a positive diagnosis at that time.

          22   LORD ARCHER OF SANDWELL:  How old would have been then?

          23   ANDREW EVANS:  I would have been six years old then.

          24   MS WILLETT:  So in terms of, you know, the consequences and

          25       potential impacts of that diagnosis, how was that, if
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           1       you like, communicated or dealt with in any sort of --

           2       you know, what was the support structure like?

           3   ANDREW EVANS:  There wasn't any.  It was dealt with on

           4       a purely medical basis.  There was no counselling

           5       offered.  Obviously I didn't find out until a good five

           6       years after I was infected but from what my parents have

           7       told me and you have to remember that I am really

           8       remembering a lot of this through them, through my

           9       mother, really, because my father is no longer with us,

          10       but there was no counselling and support offered for

          11       relatives of children at that time, and then my parents

          12       at the time when they told me, being left to, in effect,

          13       counsel me without having dealt with the issue first

          14       themselves.

          15   MS WILLETT:  What sort of advice were they given in terms of

          16       the precautions they should take or any kind of special

          17       care you may have required?

          18   ANDREW EVANS:  Because HIV was very little understood back

          19       in sort of the early eighties or even the late eighties,

          20       they were told obviously, you know, you must keep your

          21       child away from other children when he has open wounds,

          22       you know.  I don't think there was the sort of dramatic

          23       over-- melodramatic requirement to keep me away from

          24       other children per se and stop me from using the same

          25       cutlery and that sort of thing but we were told that
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           1       should bleeding occur then I would definitely need to

           2       be, in effect, sort of quarantined until --

           3   MS WILLETT:  I see.

           4   LORD ARCHER OF SANDWELL:  Thank you very much.

           5           Right.  Can we have Mr and Mrs Wintle?

           6             EVIDENCE OF COLLETTE AND STEPHEN WINTLE

           7   LORD ARCHER OF SANDWELL:  Would you prefer to read your

           8       statement?

           9   COLETTE WINTLE:  Yes, if you wouldn't mind.  I'd like the

          10       opportunity.

          11   LORD ARCHER OF SANDWELL:  I hope you'll have a little

          12       guidance from me, partly because of the time it may

          13       take.  I am not sure quite how much of it.

          14   COLETTE WINTLE:  I think we tried this out the other day and

          15       it pretty much works out to half an hour.  I am Colette

          16       Wintle.  I'm a campaigner an independent campaigner and

          17       have been for, certainly, 10 years but I'm here today to

          18       talk about what it's been like for me living with

          19       heamophilia as a female and affected by the condition as

          20       well.  I was diagnosed with this condition at the age of

          21       three years of age in 1962, and that was following

          22       medical history investigations which were instigated by

          23       my mother's haematologist.  This particular doctor took

          24       great interest in her paternal history and was able to

          25       identify the pattern of inheritance of the condition and
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           1       which family relatives were most affected by it.  What

           2       he discovered was unusual in that female members of my

           3       grandfather's family appeared to be symptomatic of

           4       condition which even now is considered to be quite rare.

           5   LORD ARCHER OF SANDWELL:  Yes, normally it's the females

           6       that carry it.

           7   COLETTE WINTLE:  Correct.  My recollection as a child of how

           8       the doctors reacted to the situation was, I have to say,

           9       one of negativity.  I can remember one of several

          10       doctors referring to my family as the "little grey

          11       matters" because we did not conform to what the medical

          12       profession understood about the behaviour of inheriting

          13       heamophilia A.  The medical profession would describe me

          14       as a mild haemophiliac, although I have suffered more

          15       bleeding episodes than my male cousins who also have

          16       heamophilia A.  And although there has always been

          17       an alternative British clotting product available to

          18       treat people like me which was considered safer than US

          19       concentrates, I have discovered over the past 15 years

          20       of searching through my medical records that I have been

          21       given large amounts of American plasma throughout my

          22       haematological treatment which I should not have been

          23       given.  I was not made aware of this, nor was I ever

          24       told about the risks involved from being treated with

          25       commercial pooled plasma and yet all the hospitals
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           1       responsible for my heamophilia care over the past

           2       30 years did not acknowledge my right to inform choice

           3       of treatment which I consider is a failure in their duty

           4       of care to me as a patient.  It was a betrayal of trust,

           5       which is unforgivable, and calls into question the

           6       hippocratic oath taken by these doctors.  Seven years

           7       ago my friends Carol and Peter Greyson advised me to

           8       read a book called "An Epic History of Medicine and

           9       Commerce" by Douglas Starr.  It was published in the UK

          10       in 1999.  And I was quite staggered when I read on

          11       page 331 of that book that following the first

          12       heamophilia aids cases appearing in Britain in the

          13       spring of 1983 that he was able to report that and

          14       I quote:

          15           "Physicians watched the situation with dread because

          16       they fully understood the hazards of imports.  In 1975

          17       and 1978" --

          18   LORD ARCHER OF SANDWELL:  May I stop you there?

          19   COLETTE WINTLE:  Yes.

          20   LORD ARCHER OF SANDWELL:  I think there are reasons why we'd

          21       like to read what is there rather than have it said.

          22   COLETTE WINTLE:  Right.  Okay.  I will conclude by saying

          23       that I, along with many other victims of the viral

          24       infection, continue to question why so many of these

          25       products continue to be used until as late as this date
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           1       when so much was already known.

           2           In 1976, I went into a Glasgow hospital to have a

           3       routine tonsillectomy and I'd like to tell you about

           4       what I have discovered from that period of my life.  I'm

           5       now able to identify when and where I was given

           6       contaminated plasma products.  I've managed to recover

           7       medical records from three separate hospitals, one in

           8       Scotland, others in England and I consider it shameful

           9       that I only retrieved my 26-year old records --

          10   LORD ARCHER OF SANDWELL:  Again, forgive me.

          11   COLETTE WINTLE:  -- from the trusts --

          12   LORD ARCHER OF SANDWELL:  The difficulty is that if you make

          13       a statement about an individual hospital or an

          14       individual person, we obviously have to give them an

          15       opportunity to answer.

          16   COLETTE WINTLE:  I have not mentioned the hospital.

          17   LORD ARCHER OF SANDWELL:  I know you haven't, but if that

          18       were to happen, all the doctors in all the hospitals in

          19       the country, couldn't be brought in by the end of the

          20       day.

          21   COLETTE WINTLE:  No, I do realise that.  I'm just referring

          22       to the fact that it's to the trusts in general that I

          23       have to go to for my records and it was only as a direct

          24       result of my involvement of working with Channel 4

          25       television regarding patients' of blood records
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           1       disappearing from their medical records that Channel

           2       Four were able to assist me in getting these records and

           3       they miraculously turned up despite me being told

           4       they didn't exist.

           5           I'd like to make a point of saying that many people

           6       have been given an excuse that records don't exist

           7       because there was a duty to record and keep them.  In

           8       this instance the condition of heamophilia is from birth

           9       to death and any patient who receives treatment

          10       throughout their lives, they have a duty to record what

          11       blood products they have had.  Basically so that they

          12       can look back over their records, perhaps they might

          13       develop inhibitors or problems with those products and

          14       they need to be able to trace them, so there is a duty

          15       here to record this information.  And it's interesting

          16       that in my search for records I've found an astonishing

          17       amount of blood records that have been got rid of or are

          18       no longer in my file.

          19           So I was able to see which particular derivatives

          20       I'd had after following a post-operative bleed and

          21       unbeknown to my parents I had been injected with

          22       a substantial amount of American plasma.  The plasma

          23       I had was used on me by companies who were basically

          24       using totally unsuitable donors -- and I refer to skid

          25       row donors, drug abusers, alcoholics, prisoners.  All
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           1       these donors would have been rejected under the UK

           2       protocol for collection of blood from the UK volunteer

           3       donor system.

           4           I would like to say that this is in public domain so

           5       if you will forgive me, I think I can actually make the

           6       next statement.  Dr Ari Zuckerman filmed with "World In

           7       Action" in 1975, and in his search and his discovery of

           8       what type of donors were being used, he made a comment

           9       and I think it's quite right, he said, "The use of such

          10       donors is an affront to human dignity”.  If the British

          11       public had known that hospitals and doctors in the UK

          12       were having to use these contaminated plasma products

          13       there would have been an outcry on the grounds of

          14       safety."

          15           My parents were never told in 1976 that the clotting

          16       agents given to me were from American high risk donors

          17       or of the high risks of contracting hepatitis viruses

          18       and it's clear from my records that information which

          19       should have been given to them was withheld from them,

          20       and I'm certain they would never have consented to the

          21       type of blood products I'd received if they knew about

          22       the risks involved.

          23           The defence argument from doctors, the department of

          24       health and past governments is that they were not aware

          25       of the existence of hepatitis viruses in these blood
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           1       products and had not yet develop a test to identify

           2       hepatitis C until 1989, but that does not stand up,

           3       because the United Kingdom heamophilia doctors

           4       organisation should have been aware from 1974 that there was

           5       a previous link or direct link from using concentrates

           6       from the United States on previously untreated patients

           7       with commercial plasma.  And I will support the comment,

           8       to be quoting from a book which again was published in

           9       1989, called "HIV: the Myth" and the person who was

          10       quoted was a Doctor Rizza from the Oxford Heamophilia

          11       Centre, and he recalled that by mid-seventies it was

          12       recognised that all the concentrates were infected.  If

          13       you permit me, I'd actually like to read that statement

          14       because some people in this room may never have heard

          15       this before.

          16           He says:

          17           "We recognised in the mid-1970s and early eighties

          18       that all the concentrates were infected with non-A non-B

          19       hepatitis.  The only way we knew was that when we had

          20       someone in who needed Factor VIII, but who did not have

          21       hepatitis -- we would transfuse him and he would

          22       invariably get hepatitis, but not hepatitis A or

          23       hepatitis B.  All we know is that there is an agent in

          24       Factor VIII.  The companies were going through a variety

          25       of tests to make the Factor VIII safe and they were half
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           1       way there when AIDS came along and presented a new

           2       problem.  Factor VIII is still very impure.  It could be

           3       called a crude protein concentrate contaminated with

           4       Factor VIII."

           5           I'm sure that many people will be shocked by that;

           6       I certainly was.

           7           In 1982, I moved to England, and I moved there to

           8       become a nurse.  In that year, that same year, my sister

           9       had given birth to her one and only child and suffered

          10       a post partum haemorrhage.  She was treated with Factor VIII

          11       concentrates at the local hospital by a haematology unit

          12       which was in Kent and a matter of weeks later she became

          13       very ill and terribly jaundiced.  Her blood tests

          14       confirmed that she had contacted hepatitis C, formerly

          15       known as non-A non-B hepatitis.  That was the first and

          16       only time she received plasma.  And I think it's fairly

          17       conclusive as to the source of her hepatitis C

          18       infection.

          19           No one, including her GP or haematologist

          20       investigated the source of her infection at any point

          21       after she was diagnosed and I believe this was

          22       deliberately done to avoid linking her infection to

          23       imported Factor VIII concentrates.

          24           Later that same year, I too was given Factor VIII by

          25       the same clinician at the same hospital and I contracted
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           1       hepatitis B and hepatitis C and was very ill for a long

           2       time.  There was no follow-up care offered, which I now

           3       know was negligent, as I would later discover when

           4       I researched the cause of my illness.  I did not know

           5       then that haemophilia doctors already knew about the

           6       hepatitis risks from using the American plasma and

           7       failed to inform many of their patients.  I was at no

           8       point ever warned of the risk of having these clotting

           9       agents and had I been given the choice I would never

          10       have agreed to be treated with them.

          11           In 2002 I confronted this doctor at this hospital in

          12       Kent about my exposure to hepatitis and he admitted in

          13       front of three witnesses that he knew what he gave me

          14       carried a risk of contracting the virus, but "he

          15       considered it worth the risk and it was a mere oversight

          16       that he forgot to tell me".  I was outraged by this

          17       comment and very angry with his cavalier attitude and he

          18       did not seem to care that he had failed in his duty to

          19       offer me the safest form of treatment and I want to

          20       describe this.  His actions were biological grievous

          21       bodily harm.

          22           In 1985, I had severe nose bleeds and I was given a

          23       treatment at a London hospital after which I had

          24       a further attack of hepatitis C.  At the time, I was not

          25       aware of this, but I knew I felt quite ill and the
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           1       liverish symptoms I'd experienced before were very

           2       apparent.  I now know this should have been investigated

           3       as a post-transfusion clinical reaction.  However, I've

           4       found no evidence of it being logged or recorded in my

           5       records or on the UK database which all heamophilia

           6       doctors were duty bound to do.  I've since subsequently

           7       discovered in my records at the London hospital, which

           8       I accessed in 2001, letters referring to this infection,

           9       written between my GP and several doctors.  None of

          10       them told me I had chronic non-A non-B hepatitis and

          11       even more upsetting is the fact I was not able to inform

          12       my future husband about my health status because I'd not

          13       been told myself and I'm amazed none of the doctors saw

          14       fit to give me the information that was vitally

          15       important in order to protect myself and my partner.

          16           I'd like to talk about discrimination now, because

          17       that is something that people will have experienced as

          18       well and I certainly did.  In 1986, I was working as

          19      an air stewardess for a British airline and I flew

          20       European and long hall flights.  I was promoted from

          21       a temporary contract to a permanent one and I was

          22       required to attend a full medical.  I passed my medical.

          23       However as soon as I mentioned the word heamophilia and

          24       my bleeding disorder to the doctor, his attitude towards

          25       me changed immediately.  He became visibly panicked by

                                            23

           1       this information.

           2   LORD ARCHER OF SANDWELL:  Just so we can be clear about

           3       this, it was the effect of being a haemophilia sufferer?

           4   COLETTE WINTLE:  Yes.

           5   LORD ARCHER OF SANDWELL:  Not the effect of hepatitis?

           6   COLETTE WINTLE:  No, which, of course, I didn't know I had

           7       because I hadn't been diagnosed with it yet.

           8   LORD ARCHER OF SANDWELL:  I appreciate that but we are

           9       concerned with hepatitis infection.

          10   COLETTE WINTLE:  I will move on.  If you prefer not to hear

          11       any more of that then I will move on.

          12           Diagnosis of hepatitis C. In April 1991, two weeks

          13       prior to my wedding, I attended a meeting with my

          14       haematologist at the hospital to discuss heamophilia

          15       issues.  It was an opportunity for my future husband to

          16       receive genetic counselling.  The doctor discussed at

          17       great length the inheritance pattern of haemophilia but

          18       at no point did she mention the hepatitis C virus or her

          19       prior knowledge that I had this virus.  I wrongly

          20       assumed that I had had hepatitis B only and although

          21       I often felt very tired and unwell at times I thought

          22       I was clear of hepatitis.  I'd already undergone

          23       a course of hepatitis B vaccines to ensure I would have

          24       immune protection if I was exposed to the virus again.

          25           The first time I was tested for hepatitis C was in
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           1       1991, several months after I got married.  I was asked

           2       to go to the London hospital to have a blood test and,

           3       as previously stated, I was not offered any counselling

           4       before my husband and I got married so there was no

           5       opportunity to discuss implications of having the virus

           6       or what risks that posed to my husband, and the

           7       subsequent havoc that the disease was going to cause to my

           8       health and my family life.  I was referred to a

           9       hepatologist who repeatedly advised my husband and

          10       I that there was nothing to worry about.  In retrospect

          11       I am astounded at the way the doctor played down the effect

          12       this virus would have on me.  I was forced to retire

          13       from working part-time, aged 38, on the grounds of ill

          14       health and I now have no pension to retire on because of

          15       not being able to work, and the Government has never

          16       addressed those financial losses incurred as a result of

          17       being poisoned by NHS treatment and sadly in 2004, I was

          18       diagnosed with cirrhosis of the liver and I can only

          19       expect ongoing deterioration of my health.

          20           In direct contrast, if I had been treated the same

          21       way as my two male cousins in Ireland, who are also

          22       haemophiliacs affected by the very same viruses, I would

          23       have received substantial compensation from their

          24       Government.  But unfortunately for me, I was infected in

          25       three UK hospitals and despite campaigning for justice
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           1       in a public inquiry I feel I'm being cruelly ignored by

           2       past and present governments and I'm angry that our

           3       government is so morally bankrupt that it cannot

           4       acknowledge to past wrongdoings and apologise to British

           5       haemophiliacs for the alleged negligence that has caused

           6       the damage unnecessarily to the heamophilia community.

           7           So I accuse the governments of the past 30 years of

           8       failing to protect British haemophiliacs from what is

           9       clearly a death sentence.  Their consistent failure to

          10       become self-sufficient in blood products is the key.

          11           I'm submitting a report on the Blood Protection

          12       Laboratory in Elstree dated 1979 to July 1979, which

          13       culminates in the conclusion that the plant producing

          14       clotting factors should have been shut down due to the

          15       seriousness of its deficient standards.

          16   LORD ARCHER OF SANDWELL:  Could I just ask you a comment on

          17       this?  It has been explained to us, from certain

          18       sources, that the problem about their being

          19       self-sufficient in the required blood products arose

          20       from the fact that they did have to close down Elstree.

          21   COLETTE WINTLE:  It was due to a lack of investment by the

          22       Government in improving the standards.

          23   LORD ARCHER OF SANDWELL:  If it had been done earlier,

          24       you're saying, it wouldn't have been --

          25   COLETTE WINTLE:  Yes; and had we not become so depleted in
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           1       our supplies, then perhaps we would never have had to

           2       consider going outside of the country to get clotting

           3       products from anywhere else and especially to the US

           4       because it had the highest problem of hepatitis risk.

           5   LORD ARCHER OF SANDWELL:  Yes.

           6   COLETTE WINTLE:  Yeah.

           7   MS WILLETT:  There is a lack of understanding of the scale

           8       of the demand as well from some of what we've heard.

           9   LORD ARCHER OF SANDWELL:  Yes, they said that they hadn't

          10       realised that there was a very substantial augmentation

          11       in the need for it.  That was part of it.

          12   COLETTE WINTLE:  Yes.  I'd like to make reference to

          13       a debate in the House of Lords, if I may, and this

          14       information is in the public domain already.

          15   LORD ARCHER OF SANDWELL:  Oh, I think I see what you're

          16       saying.

          17   COLETTE WINTLE:  It is in the public domain already.

          18   LORD ARCHER OF SANDWELL:  I know it is.  It's in Hansard.

          19   COLETTE WINTLE:  Yes.  It was a debate that lord Warner

          20       spoke on 5th February 2004, where comparisons were being

          21       drawn on the Eire compensation packages and he told the

          22       house that their cases were different because the Irish

          23       Government had accepted liability following public

          24       inquiries.  That was not factually correct.

          25   LORD ARCHER OF SANDWELL:  No, he was of course basing
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           1       himself on the information he had been given.

           2   COLETTE WINTLE:  Which was I am afraid to say incorrect and

           3       I will tell you why.

           4   LORD ARCHER OF SANDWELL:  But individuals, even ministers,

           5       have their Human Rights and I think we'd better get the

           6       record straight on that.  He was basing them on what

           7       he'd been told.

           8   COLETTE WINTLE:  However, I have a letter from the Irish

           9       lawyers acting on behalf of my cousins in Ireland which

          10       clearly states that compensation was paid on the grounds

          11       of moral and legal responsibility without acceptance of

          12       liability from the Irish Government.  A payment was made

          13       in advance of any inquiry.  The levels of payment were

          14       paid out on compassionate grounds and took into account

          15       the pain and suffering that has occurred as a direct as

          16       a result of contracting hepatitis C and HIV to infected

          17       individuals, their families and the bereaved.  These

          18       payments acknowledge the financial losses incurred to

          19       those victims and this is something this Government has

          20       never acknowledged and they are morally bound to pay

          21       a fair and equitable level of compensation to the

          22       victims of this medical disaster.

          23           In my conclusion, today, I have to say my health is

          24       continuing to deteriorate and my quality of life is

          25       markedly reduced due to the debilitating effects of the
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           1       disease.  My daughter and my husband are unable to enjoy

           2       the family life we should have had because of my

           3       constant fatigue and my life is punctuated by constant

           4       visits to hospitals, scans, blood tests, monitoring the

           5       decline of my liver functions.  I sincerely hope that

           6       when all the evidence is presented to you and your

           7       colleagues by the victims of this terrible treatment

           8       scandal which has been allowed to go on for 30 years,

           9       that you can reach the conclusion that I and many other

          10       campaigning victims have in our research.  We, as

          11       campaigners, collectively allege that past and present

          12       governments are guilty of negligence on a grand scale

          13       and have colluded in a disgraceful cover-up for who was

          14       responsible for taking the fatal actions and decisions

          15       of importing blood products that failed to meet any

          16       safety regulations, contaminating a very vulnerable

          17       patient group and infecting them with multiple

          18       viruses, causing 1757 deaths.

          19   LORD ARCHER OF SANDWELL:  Thank you very much.

          20           Could I ask one other question about this.  When you

          21       go abroad, do you take a travel insurance?

          22   COLETTE WINTLE:  I have to pay a very heavily loaded premium

          23       and in fact, actually, I suspect I probably won't be

          24       able to go perhaps back to America because two years ago

          25       I had the misfortune of having an internal bleed whilst
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           1       on holiday there, and I now know that that will affect

           2       even the premium that I was paying before I went out

           3       there.  It will now be loaded again, and it just -- it's

           4       crazy.  I mean, even Europe travel is expensive.  It

           5       will be a problem for me, yes.  Indeed.

           6   MS WILLETT:  What's your response to the premise that non-A

           7       non-B that we now call C was actually not understood to

           8       be particularly serious at that point?

           9   COLETTE WINTLE:  I would disagree with that, because it's my

          10       understanding, certainly from articles that I've read in

          11       the British Medical Journal and also the Lancet, that

          12       they very much understood the dangers of using clotting

          13       product contaminated with non-A non-B.  They knew the

          14       damage it was causing to the liver and in the late

          15       seventies a hepatitis C Working Party was set up to

          16       collate data from infected batches, so really, there's

          17       no excuse to say that they weren't aware.  They did

          18       know, and I am quite angry because in my personal

          19       circumstances I've discovered, in my records, they

          20       actually knew I had hepatitis C -- or let's call it

          21       non-A non-B -- as far as back as 1983 and yet I was not

          22       told until 1991.  So all through the attack of the

          23       hepatitis B virus, I clearly also had non-A non-B but

          24       nobody ever told me that.  I only discovered that letter

          25       in my doctor's files four years ago when I moved from
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           1       Kent to Worcester and I accessed my general

           2       practitioner's records and was appalled to find this

           3       letter which clearly identified the virus and I found it

           4       in other letters since.  But those letters were never

           5       ever given or sent to me.  There was no conference

           6       with me.  It was all between the doctors so I had no

           7       opportunity at all of knowing that diagnosis, and even

           8       right up until the point where we went for genetic

           9       counselling, they knew, sitting opposite us, that I had

          10       that condition yet they failed to discuss it or even let

          11       my husband know, which I think is appalling.

          12   LORD ARCHER OF SANDWELL:  We have been told that hepatitis C

          13       sometimes requires a long period, after the infection.

          14   COLETTE WINTLE:  Yes.

          15   LORD ARCHER OF SANDWELL:  Before the symptoms surface.

          16   COLETTE WINTLE:  Yes.

          17   LORD ARCHER OF SANDWELL:  Can you remind me of when you --

          18       you said you were feeling liverish and having adverse

          19       symptoms?

          20   COLETTE WINTLE:  I can certainly remember it through the

          21       eighties but when I recovered from my tonsillectomy to

          22       me in 1986 -- and I did almost lose my life after

          23       that -- I was struck by a comment that my mother

          24       reminded me of, and she reminded me of it again before

          25       she died, that she was puzzled that the haematologist
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           1       was passing a remark before I left the hospital it was,

           2       "Your daughter will never be the same again".  And that

           3       was in 1976.  So I feel there must have been an

           4       awareness, as you see from the report I read earlier,

           5       clearly there was an awareness from the doctors' point

           6       of view that these concentrates were contaminated.  They

           7       all were.  So it explains now that at the time my

           8       mother didn't actually quite understand the implications

           9       of that comment and I think if she'd had any idea then

          10       she would have challenged him.

          11   MS WILLETT:  I don't have anything further, thank you.

          12   LORD ARCHER OF SANDWELL:  Do you want to add anything?

          13   STEPHEN WINTLE:  Yes, I would actually like to come back to

          14       Lord Warner's comment because, okay, you're quite right,

          15       obviously people do make mistakes, especially if they

          16       get fed the wrong information but Lord Warner had the

          17       opportunity to correct that and never took it.  Plenty

          18       of people, including my wife, tried to get through to

          19       Lord Warner to express and inform him of the correct

          20       facts.

          21   LORD ARCHER OF SANDWELL:  When you say, "get through --

          22   STEPHEN WINTLE:  Well literally, get him on the telephone.

          23       We wrote to him several times.

          24   COLETTE WINTLE:  We sent him copies of letters from the Irish

          25       Government and from the solicitors that were
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           1       representing my family so he had more than enough

           2       opportunity to actually go back and correct that before

           3       he retired ... and I do feel it's had a reflection on

           4       the level of payout people who have got from the Skipton

           5       Fund.

           6   LORD ARCHER OF SANDWELL:  Yes.

           7   MS WILLETT:  Is the main priority for you the lack of what

           8       you see as deserved financial compensation, or is it for

           9       you something more about the ethical thing, or is this

          10       about preventing such things happening again?

          11   COLETTE WINTLE:  It's about all of that.  I mean I have my

          12       daughter here today who is 12, and I'm trying to protect

          13       her generation and future generations to make sure this

          14       never happens again to anyone.  My generation were

          15       unfortunate and indeed Andrew's age group too, that we

          16       were caught in that minefield of time, but what I'm

          17       angry most about is I am concerned about the ethical use

18       of these products because we have such an -- and we still do 

          19       to this day -- have a very strong protocol on the

          20       collection of blood products, so it seems crazy to me --

          21       I don't understands it, why doctors were being warned

          22       about the risks of pooled plasma, were writing about it

          23       in their medical journals and they had no way of

          24       controlling what viruses existed within it and no way of

          25       making it free of virus.  So what safety measures were
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           1       put in place?  I don't see any at all.  And I'm quite

           2       astounded that they felt that they could do that on

           3       moral grounds, I don't understand how they thought that

           4       was okay to do.

           5   LORD ARCHER OF SANDWELL:  One of the questions which may

           6       exercise us, as it were, is that it does seem to have

           7       been licensed.

           8   COLETTE WINTLE:  That in itself also I have a big question

           9       mark over because I'm wondering what sort of person

          10       would licence a product which was known to be highly

          11       infective, the doctors were advising that it was so, and

          12       yet it was continued to be licensed, and used.

          13   LORD ARCHER OF SANDWELL:  Well the question had occurred to

          14       us, and we may get some evidence about that later.

          15   STEPHEN WINTLE:  I think especially when there is safe

          16       product available, then, you know, if there is

          17       a question mark over another product, which may have

          18       a better performance but in the long run have a higher

          19       risk, then it's not like you have got no alternative.

          20       There was an alternative.

          21   MS WILLETT:  But not in sufficient qualities to meet the

          22       demand at the time.

          23   LORD ARCHER OF SANDWELL:  But I think you were speaking

          24       about the crypto-precipitate?

          25   MS WILLETT:  I beg your pardon.
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           1   STEPHEN WINTLE:  Yes, which was totally synthetic and safe

           2       and I think with what you might consider to be low

           3       risk -- not that everyone, you know, should be looked

           4       after to the same degree and the same level -- but you

           5       might consider that a female haemophiliac, potentially, as

           6       you stated earlier, is typically a carrier but in this

           7       case, in a small minority affected as well, then why use

           8       a high-risk product on a low-risk patient?

           9   LORD ARCHER OF SANDWELL:  Yes, thank you very much.  That's

          10       very helpful.

          11   STEPHEN WINTLE:  I have a statement as well which, if you

          12       don't mind, is coming from a partner's angle.

          13           As you're aware, my name is Steve Wintle and I'm

          14       the husband of Colette.  Colette and I have been married for

          15       over 16 years and Colette has already mentioned the date

          16       in 1991.  However, at the time we first met I was not

          17       aware of the heamophilia issues, nor was I aware there

          18       was a problem with the blood system in this country.

          19       I naively assumed that UK was self-sufficient in

          20       producing its own blood products and indeed, my own

          21       mother was one of the regular blood donors who were

          22       actively encouraged to give blood on a regular basis.

          23       Over the many years, I have been with Colette, I have

          24       spent equal amount of time in hospital alongside my

          25       wife, supporting her whilst wanting to trust and rely on
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           1       the medical profession.  I feel very badly let down on

           2       behalf of my wife and myself in the way she and her

           3       fellow haemophiliacs have been treated, as

           4       I considered, guinea pigs.  The reason I have made this

           5       comment is because I've been campaigning with my wife

           6       and other groups on blood safety issues for many years.

           7       During that time I've seen medical reports which clearly

           8       show that this particular patient group, because of

           9       their dependency on plasma derived products, would prove

          10       to be a useful group to be experimented on.  I believe

          11       they were frequently referred to by doctors as "PUPs",

          12       (previously untreated patients), or at-risk patients,

          13       and by that I mean patients who have never been exposed

          14       to commercial factor concentrates before.

          15           I know of many haemophiliacs --

          16   LORD ARCHER OF SANDWELL:  Just to interrupt.  Are you

          17       suggesting that in this case your wife was exposed as

          18       part of a research project?

          19   STEPHEN WINTLE:  I believe so.

          20   LORD ARCHER OF SANDWELL:  Rather than part of treatment?

          21   STEPHEN WINTLE:  I believe so and I will actually come on to

          22       that later on.

          23           I know of many haemophiliacs who I have met who have

          24       tragically been exposed or died as a result of HIV and

          25       hepatitis through their NHS treatment.  New variant CJD
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           1       is now also an issue and I wonder how long it will be

           2       before a haemophiliac has to die of this vile disease as

           3       well.  As a non-medical person it seems glaringly

           4       obvious that the importation of highly hazardous

           5       commercial concentrates from the US should never have

           6       been allowed to be imported, let alone used on the

           7       grounds of safety.  There were no provisions in place at

           8       this time to virally inactivate this pooled plasma,

           9       therefore it was not a safe product to use.  Given that

          10       the Government were being advised by clinicians in

          11       America about the dangers of using pooled plasma,

          12       I wonder why the NHS and subsequent governments over the

          13       last 30 years have ignored those facts which have been

          14       highlighted by the medical profession in their

          15       publications over many years.  I would like to refer to

          16       a specific documentary made by World in Action back in

          17       1975.  The content of this documentary was to highlight

          18       the type of donor being used to donate blood.  What the

          19       programme identified was that the paid donor system

          20       encouraged skid row donors, alcoholics, drug abusers and

          21       prisoners, all of which are not only unsuitable donors,

          22       but would have been rejected by doctors in the UK.

          23           The UK government and NHS services had a duty to

          24       provide safe treatment and they have clearly failed to

          25       protect haemophiliacs within the UK.  I believe they are
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           1       guilty of gross negligence for licensing products which

           2       far from making those poor patients' lives better,

           3       resulted in a loss of their lives, 

           4       

           5           Whilst my wife is symptomatic carrier of

           6       haemophilia, and also has Factor XI deficiency.  She is

           7       still considered to be, by the medical profession, to be

           8       a mild haemophiliac in that she does not require daily

           9       treatment of Factor VIII like many of the male

          10       haemophiliacs.  This has meant that since the early

          11       1970's, she only required clotting factor whenever she

          12       requires surgery or suffered an injury.  I have

          13       discovered that at three separate hospitals within the

          14       UK she was treated with US commercial plasma which

          15       caused her to contract hepatitis B and C.  I believe

          16       this demonstrates quite clearly that she had been

          17       identified by the haemophilia doctors as a PUP or a core

          18       of at risk patients as I mentioned earlier.

          19           Looking back in my wife's medical records, it has

          20       become apparent that prior to our marriage in 1991 --

          21   LORD ARCHER OF SANDWELL:  We are not meant to be specific.

          22   STEPHEN WINTLE:  Yes I realise that.  A hospital in London

          23       knew my wife had concentrated hepatitis C many years

          24       before, and in many letters had discussed this with her

          25       GP but this had not been disclosed to either of us until
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           1       after we were married.  We were not offered counselling

           2       on this matter pre-marriage, only genetic cancelling

           3       should we have children.

           4           In 2002, my wife and I, along with an independent

           5       witness from the Tunbridge Wells Community Health

           6       Council met with a hospital in Kent who were treating my

           7       wife and her sister in the early 1980s with clotting

           8       factor sourced from the USA, acting against the advice

           9       of a London hospital.  We have discovered, after

          10       accessing my wife's GP files, that there was a letter

          11       advising him in writing to use the synthetic product

          12       called DDABP which is a non-plasma derived clotting

          13       agent.  This would have provided a safer and risk-free

          14       treatment.  My wife challenged the head of haematology

          15       as to why he had chosen to use a product against the

          16       advice of the London hospital, which he went on to admit

          17       that he knew there were high risks involved, and the

          18       inevitable chance of contracting hepatitis C viruses.

          19       I was utterly appalled when he told us, and I quote he

          20       "considered it worth the risk".  He showed no sense of

          21       remorse when my wife told him that she was chronically

          22       sick with hepatitis C.  My wife can supply a full list

          23       of all these questions, that unfortunately he was

          24       unwilling or unable to answer.

          25           It wasn't surprising that only a few months later,
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           1       that he later retired from his position as head of

           2       haematology.  Despite our repeated request for my wife's

           3       blood treatment records, we were never able to access

           4       them from the from a Kent NHS trust.

           5           We did however ascertain that he had purchased

           6       clotting products from America in the early 1980s.

           7           In my conclusion this treatment disaster has left

           8       thousands of haemophiliacs and their families suffering

           9       long-term illnesses and premature death.  Many,

          10       including my wife, have tried the cocktail of antiviral

          11       therapy drugs rivabirin and interferon, suffering severe

          12       side effects and hair loss without any success of

          13       killing or at least containing this aggressive virus.

          14       Because I needed to work to keep a house over our head

          15       I would often fear coming home not sure what condition I

          16       would find Colette in.  I would regularly find my wife

          17       collapsed on the couch in a dreadful state and it was

          18       witnessing her daily condition and deterioration that

          19       would develop my fear of coming home.

          20           At the time I was never sure if she would still be

          21       alive.  I know that sounds rather dramatic but those are

          22       the facts.  I had to try and plan in my head how I would

          23       cope and explain things to my daughter, who at the time

          24       was only four years old.  Time does not make it any

          25       easier for me, and I still fear that one day, I will
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           1       arrive home to find Colette at a point of no return.  As

           2       I've said earlier, this may sound highly dramatic but

           3       these are the facts and emotions I've had to deal with

           4       and still have to deal with on a daily basis.

           5           It was difficult enough then trying to explain to

           6       a 4-year old why Mummy couldn't play with her and whilst

           7       time has moved on, and our daughter is now older, it is

           8       still hard on us all when Colette is physically unable

           9       to attend events in and out of school, events that

          10       a normal mum would want to attend to see her child

          11       develop and succeed in sports or school plays,

          12       et cetera.

          13           I'm aware of a report in the papers earlier this

          14       week of Pegylated Interferon being described as a wonder

          15       drug:  "One injection kills the hepatitis C virus stone

          16       dead."

          17           If only it was that simple.  You could say we've

          18       been there, we've got the T-shirt.  Yes, I know that the

          19       drug companies are probably working hard at trying to

          20       develop a cure and quite rightly so, as something they

          21       created in the first place or at least are guilty of

          22       spreading the virus.  Forgive my cynicism but I can't

          23       help feeling that the drug companies actually create

          24       half the illnesses we have in the world today so they

          25       can profit from the wonder cure.
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           1   LORD ARCHER OF SANDWELL:  Well, I think that's speculation.

           2   STEPHEN WINTLE:  Well it could well be, but I do believe

           3       there is an element of truth there.

           4           My wife has suffered humiliation and dismissal from

           5       employment due to heamophilia.  She has been forced to

           6       retire prematurely at the age of 38 from employment

           7       because of her illness with hepatitis which drastically

           8       affected our household income.  She has no pension, life

           9       assurance, and as we've touched on earlier, holidays

          10       abroad are restricted and come at a very hefty price for

          11       medical or holiday insurance cover.

          12           My life and that of my daughter's has been

          13       drastically affected, in that I do not have a wife, and

          14       my daughter does not have a mother, who can take part in

          15       normal family daily functions and events.  Even walking

          16       the dog is a major effort for Colette.

          17           We have in effect become a single parent family

          18       through no fault of our own and have no support network.

          19       It has become increasingly difficult for me as a husband

          20       and father to develop my career, even though my employer

          21       to date has been sympathetic.

          22           Whilst other countries, including Ireland, have held

          23       public inquiries, it is puzzling to me that British

          24       doctors have been willing to give evidence in Eire and

          25       yet have not supported the call for a public inquiry on
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           1       behalf of their own haemophiliacs in the UK.  Although

           2       no liability has been accepted by the Eire Government

           3       they have ensured that the families and parents of

           4       patients have been compensated in a fair and equitable

           5       way to help them live their lives as best they can for

           6       the time that they have left.

           7           As human beings haemophiliacs, in whatever country

           8       they were born, are no different, so why have British

           9       haemophiliacs been ignored when it comes to compensation

          10       for wrongdoing by the very institution we should be able

          11       to trust?

          12           Why is my wife's life considered to be less value

          13       than that of her two haemophiliac cousins in Eire who

          14       have been compensated?  Within the last 12 months my

          15       wife has been diagnosed with liver cirrhosis which has

          16       caused further deterioration of her general health,

          17       inability to sleep, lack of energy and less and less

          18       interaction and ability to be a wife and mother.  There

          19       is no level of compensation that will ever give us back

          20       what we have lost, and what we are potentially about to

          21       lose, but I would expect that those involved with

          22       causing this catastrophe would at least stand up and

          23       accept their mistakes.  Parity with Eire in compensation

          24       is the very least that should be offered, and whilst

          25       I don't believe it will help people move on with their
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           1       lives, it should be there to help with what is left of

           2       their future, and offer some security for their

           3       dependents.

           4           There is one comment I would like to just finish on,

           5       and that is I've said a lot of things in there about

           6       Colette's health and the way it affects her, and for

           7       anyone passing by, and looking at Colette today, you

           8       would think "he is talking a load of rubbish because she

           9       looks healthier than probably the vast majority and you

          10       could say even me who is, you know, a normal healthy

          11       person" but this is not the way that Colette looks on

          12       a daily basis, and it takes a lot of effort for her to

          13       if you like glamourise herself but, you know, sadly, it

          14       can be very very difficult for her to even get out of

          15       bed.  Not out of depression or anything like that, but

          16       simply physically, the inability to muster up the

          17       strength to get on with the day.

          18   LORD ARCHER OF SANDWELL:  Thank you very much.

          19   MS WILLETT:  That's very clear for me.

          20   LORD ARCHER OF SANDWELL:  Thank you.  Mrs Walton.

          21                      EVIDENCE OF MRS WALTON

          22   LORD ARCHER OF SANDWELL:  Thank you for coming.  Would you

          23       prefer to read it or would you prefer questions?

          24   MRS WALTON:  I'm a bit worried that it might be too long

          25       because I submitted two statements.
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           1   LORD ARCHER OF SANDWELL:  I was really working from the one

           2       which I took to be your second statement.

           3   MRS WALTON:  Right, okay.

           4   LORD ARCHER OF SANDWELL:  Is that the one?

           5   MRS WALTON:  Yes, the second statement was written on Monday

           6       evening quite late, and you'll notice some grammatical

           7       errors in that.

           8   LORD ARCHER OF SANDWELL:  Please add anything you wish to

           9       add.

          10   MRS WALTON:  Yes, I think there's a lot to be said.  So if

          11       I do the second statement, that will be fine.

          12   LORD ARCHER OF SANDWELL:  Yes.  Would you like to read it or

          13       shall I ask you questions?  Whichever you prefer.

          14   MRS WALTON:  If you'd like to ask me questions, I think.

          15   LORD ARCHER OF SANDWELL:  Yes.  Your husband was Brian,

          16       wasn't he?

          17   MRS WALTON:  Brian, yes.

          18   LORD ARCHER OF SANDWELL:  And was he a severe haemophiliac?

          19   MRS WALTON:  Yes, he was severe.  He had less than

          20       1 percent, I think it was .6 percent.

          21   LORD ARCHER OF SANDWELL:  You were married in 1980, I think.

          22   MRS WALTON:  Eighty-three.

          23   LORD ARCHER OF SANDWELL:  Eighty-three.  And presumably you

          24       knew then that he was a haemophiliac?

          25   MRS WALTON:  Yes.  I didn't know when I first started going
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           1       out with him because he never -- he didn't mention it.

           2       It wasn't something that he felt was necessary, but

           3       there was something about him in that -- because he had

           4       very very thin legs, and he limped from the severe

           5       bleeding he'd had.  So it wasn't a surprise when he

           6       said, but it was some weeks into our relationship that

           7       he mentioned that.  And it's just something that --

           8   LORD ARCHER OF SANDWELL:  Do you know what medication he was

           9       on at that time?

          10   MRS WALTON:  It would have been Factor VIII because he was

          11       injecting it at home.

          12   LORD ARCHER OF SANDWELL:  He was already?

          13   MRS WALTON:  Yes, in 1983, and he did it when he had

          14       a bleed.  He would rest up and do his home treatment.

          15       In all the time that I was with him, he never went into

          16       hospital, he was never -- he'd had a lot of that in his

          17       early life as a child, spending time in hospital, and

          18       never went into hospital on the grounds of his

          19       haemophilia until it was the HIV that affected him.

          20   LORD ARCHER OF SANDWELL:  Until?

          21   MRS WALTON:  HIV affected him.

          22   LORD ARCHER OF SANDWELL:  Can everyone hear at the back?

          23       I think perhaps if you were a little closer to the

          24       microphone.

          25   MRS WALTON:  Is that all right?
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           1   LORD ARCHER OF SANDWELL:  That's fine, thank you.

           2           When did he learn that he was suffering from

           3       hepatitis?

           4   MRS WALTON:  I don't know whether he did.  He was never --

           5   LORD ARCHER OF SANDWELL:  It was HIV from the beginning?

           6   MRS WALTON:  It was HIV.  He was called in to -- at the time

           7       we were then living in Devon and he was called into the

           8       Exeter hospital, and just told that he was going to have

           9       a test, and so they tested him.

          10   LORD ARCHER OF SANDWELL:  So following the treatment they

          11       actually asked him to call in for a test.

          12   MRS WALTON:  Yes, he was going for his regular heamophilia

          13       check-ups and picking up his Factor VIII and I think it

          14       was about February 1985, they called him in at his

          15       regular treatment session.  They said they wanted to do

          16       a test and at that time it was called HTLVIII test, it

          17       was AIDS, of course it wasn't HIV.

          18   LORD ARCHER OF SANDWELL:  But he wasn't showing any symptoms

          19       at that time?

          20   MRS WALTON:  No.

          21   LORD ARCHER OF SANDWELL:  It arose simply because they

          22       called him back for a test, having presumably reason to

          23       suspect what he had been given?

          24   MRS WALTON:  Yes.  It was nothing.  We'd been married less

          25       than two years, we'd moved down to Devon to start a new
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           1       life and on the grounds of my profession, it took

           2       me to -- was a senior post in Devon, and he was then to

           3       get work in his field, it was retail management, and

           4       that was when he received the diagnosis.  But it was six

           5       weeks before he was given the -- it was six weeks

           6       between him giving the blood and giving the results, and

           7       then saying, "Well actually we'd like to call your wife

           8       in too" so there was a --

           9   LORD ARCHER OF SANDWELL:  So for six weeks although they had

          10       suspected that he might have been given infected blood,

          11       they didn't say anything about it to you.

          12   MRS WALTON:  They didn't ask me, no, even though we were

          13       young and we'd just got married.

          14   LORD ARCHER OF SANDWELL:  Were you told what the test was?

          15   MRS WALTON:  I think yes, we did, we knew it was for that,

          16       but I think --

          17   MS WILLETT:  Do you know what that meant?

          18   MRS WALTON:  It was about -- we knew it was about AIDS, but

          19       even though we were hearing in the news and hearing

          20       about the connection with haemophilia, we didn't connect

          21       it with ourselves for some reason, because we thought

          22       "well we'd know, wouldn't we, if we had?  They would

          23       have told us." So it was some vague chance of any

          24       infection, was something, and our information was coming

          25       through, you know, the media, so we were relying on the
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           1       doctors and the medical profession who we trusted.

           2   LORD ARCHER OF SANDWELL:  After the tests had proved

           3       positive to, were you given any advice or counselling?

           4   MRS WALTON:  No.  Our advice was to use condoms because

           5       I had a test and my test was negative at that time.  My

           6       test came back negative.  That then sent a whole series

           7       of questions in my mind, because we'd been together for

           8       years, having what we would class as normal sexual

           9       activity, and why wasn't I positive?  And it made me

          10       wonder just how transmittable it was to have infection

          11       from one to the other, and maybe there were different

          12       routes of infection.  So we did not, but I was tested

          13       negative, but then we were basically abandoned by -- but

          14       my husband decided that -- we were abandoned by the

          15       Haemophilia Centre, you know, there was no -- there was

          16       no such things as counselling, I don't think counselling

          17       was the norm in those days anyway, whereas now you have

          18       a counsellor for any trauma.

          19   LORD ARCHER OF SANDWELL:  We've heard in some cases people

          20       were told "Well don't tell anybody".  Did you get any

          21       advice of that sort?

          22   MRS WALTON:  Not in Exeter, no.  I think it was pretty

          23       obvious what was happening at the time, for some strange

          24       reason we were getting newspaper through our doors that

          25       we hadn't ordered, and it was the Sun newspaper, so we
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           1       were getting this mass hysteria at that time.

           2   LORD ARCHER OF SANDWELL:  So it was --

           3   MRS WALTON:  So we were seeing it and we thought is somebody

           4       putting this through our letterbox on purpose?  We were

           5       slightly paranoid about it, but we saw the media

           6       response at that time and my husband said, "if I'm going

           7       to die I want to go back to be close to my family" which

           8       is in the Midlands so we then moved back and we started

           9       backed his old, well it's not a centre, it's a corridor,

          10       where he used to have his -- it wasn't a proper

          11       Haemophilia Centre; it was basically a haematology

          12       department, so we didn't have the sort of support

          13       network that maybe some of the larger haemophiliac

          14       centres, but eventually we did go down to Oxford some

          15       years later when we started --

          16   LORD ARCHER OF SANDWELL:  That was some years later?

          17   MRS WALTON:  Some years later because of the really bad --

          18       because of the -- because it was also to do with the

          19       fact that I became positive, because we carried on

          20       living a life thinking well, what's happening here?  And

          21       my husband went off the rails, and we got back together.

          22       He just -- he lost sort of all sense of proportion.

          23   LORD ARCHER OF SANDWELL:  Well we haven't quite got there

          24       but let's do it now, then.  Let's talk about the effect

          25       on him.  What sort of effect did it have on him?
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           1   MRS WALTON:  He just wanted to live his life and he didn't

           2       know how long he had left to live.  He was

           3       a haemophiliac.  He was born in 1958, he probably wasn't

           4       supposed to live until his later years anyway, but by

           5       the time he got into his teens there a was a hope and

           6       a life because of Factor VIII and the better quality of

           7       life.  And then suddenly he was now being told that

           8       actually you are going to die and you have got probably

           9       a year or two".  That was the medical opinion, that at

          10       the time, that "You haven't got long to live" so he

          11       wanted to live.

          12   LORD ARCHER OF SANDWELL:  He was actually told he hadn't got

          13       long to live?

          14   MRS WALTON:  Yes, that was the whole and so --

          15   LORD ARCHER OF SANDWELL:  So as you say he wanted to pack as

          16       much into his life possible.

          17   MRS WALTON:  Pack as much loo his life as possible, he

          18       didn't want a sensible wife who was saying things that

          19       -- you know, the normal.  So we spent a lot of money,

          20       and then he started -- he did start drinking quite

          21       heavily because of it.  It affected him, but

          22       I understood why it affected him.  I understood why he

          23       felt this way.

          24   LORD ARCHER OF SANDWELL:  There was a time when he wanted to

          25       separate?
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           1   MRS WALTON:  He did.

           2   LORD ARCHER OF SANDWELL:  Or you did separate?

           3   MRS WALTON:  He did.  We separated because he was just

           4       completely off the rails.  I think he just sort of

           5       thought well, you know, things weren't working out.

           6   LORD ARCHER OF SANDWELL:  Happily your marriage was

           7       restored.

           8   MRS WALTON:  It was.  It was only a separation for a few

           9       months.  It was over a period of about six months and we

          10       returned and then we had discussions about what it was

          11       we wanted in life and one of those things was children

          12       so we hadn't been having sex because of the partings so

          13       we went back to my -- to the haemophilia doctor and we

          14       said, you know, we're interested in this.  We wanted

          15       advice.  Again, because of this, what's the transmission

          16       rate, and, you know, we had had sex for six years

          17       before, and there was no transmission and he said, "It's

          18       not a very good idea but if you want to go ahead we'll

          19       monitor it."  It was 15 minutes of his time.  There was

          20       no discussion about ovulation, whether we were actually

          21       fertile, either of us, in any case, so we were young and

          22       we went along with it.  It was a subject of a court

          23       case, that, on the grounds of professional negligence

          24       and that was settled in 1992 shortly before my husband

          25       died.  But it was about the counselling and the point
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           1       of it was not that we could do any good to us --

           2   LORD ARCHER OF SANDWELL:  And you still hadn't made it

           3       widely known how you had been diagnosed presumably?

           4   MRS WALTON:  What do you mean?

           5   LORD ARCHER OF SANDWELL:  Your family, did they know?  Or

           6       friends and neighbours?

           7   MRS WALTON:  Well again, very few.  No neighbours.  We lived

           8       in the middle of the country side and we didn't really

           9       speak, we were happy on the edge of a country village,

          10       and we didn't -- we basically from those early days, as

          11       I said in my statement, battened up the hatches and were

          12       too frightened to tell anybody because of the hysteria

          13       around it, and that included family and friends, and

          14       I mean even to this day people don't know.  There are

          15       people who don't know, but that's partly to do with the

          16       history and that's partly to do with the fact that, you

          17       know, you don't want people knowing, because as I've

          18       said in my statement, people think as a white woman with

          19       HIV, that you're a prostitute or a drug user, and

          20       I don't want to have to preface everything by saying

          21       well actually, you know, I am the wife of

          22       a haemophiliac.  I don't see why I should.

          23   LORD ARCHER OF SANDWELL:  So even if people were thinking

          24       that, you had it in your mind that they might be

          25       thinking that.
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           1   MRS WALTON:  Yes, and if I'm at the doctors -- I live in

           2       a small town.  I'd gone back to live in a small town.

           3       I was very shocked this morning when I arrived here and

           4       I was approached and said, "you know, are you Claire

           5       from so and so?"  And I was saying "How did you know?"

           6       I was very shocked.  I think it is very important that

           7       people of that town know that there are people who are

           8       living there who have HIV and they feel unable to just

           9       talk about it freely.  However, I don't want to be

          10       associated with it because I just want to walk in my

          11       street in the same way as if I had cancer or MS.  I'm

          12       private.  I don't want people knowing.  That's such

          13       juicy story, and, you know, then again it's -- when I'm

          14       like at the doctors, I -- when I had to register with

          15       the doctor, I thought I now know that there's going to

          16       be people within that town who will be, you know,

          17       nodding and winking, and, you know, I don't want that.

          18       There is a -- that is as I say the problem --

          19   LORD ARCHER OF SANDWELL:  It's wiser to be open about it

          20       because otherwise people are going to guess, presumably?

          21   MRS WALTON:  Yes, in some ways.  So to this day, now, there

          22       are a few people in -- who know me, who I tell because

          23       it's relevant for them to know.  And as I said when

          24       I was at the -- I was studying for the MA here in London

          25       and I became ill and it was suggested I didn't tell
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           1       people I had HIV, that I tell them because they were --

           2   LORD ARCHER OF SANDWELL:  That was suggested to you?

           3   MRS WALTON:  Yes, "Don't tell them, they might think you're

           4       a drug user or prostitute" and I thought this is just --

           5       this is three or four years ago.  So recently.  That

           6       those kind of attitudes still exist, and I was actually

           7       studying with the Royal College of Art and I just

           8       thought well actually, I think that if I can't speak out

           9       at the Royal College of Art about my status, so I did,

          10       and actually of course I did and they were absolutely

          11       wonderful, the board held a -- because I had to stop and

          12       I had to abandon it, and the board held over my place

          13       for me to go back as and when I'm well enough.  You

          14       know, I have to obviously apply through the normal

          15       reexaminations and things but they weren't at all, and

          16       I wouldn't have expected them to, and so I'm glad

          17       I didn't listen to that advice.

          18   LORD ARCHER OF SANDWELL:  Well then, in 1989, I gather,

          19       about four years after he was diagnosed, Brian developed

          20       a lump on his knee?

          21   MRS WALTON:  Yes.  Again, he'd been going through this mad

          22       phase and a few years of wild life, just wanting to live

          23       and do everything he could, and --

          24   LORD ARCHER OF SANDWELL:  And the diagnosis --

          25   MRS WALTON:  Was non-Hodgkins lymphoma and he was diagnosed
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           1       with that and they said, that's an actual -- it's

           2       related to HIV.  His GP was saying actually it's not.  I

           3       mean he thought that lots of young lads get non-Hodgkins

           4       lymphoma but it was deemed to be and so that's why he

           5       was then started on that AZT treatment which in those

           6       days was very very high doses, and he started taking it

           7       and he didn't like the effects of the AZT.

           8   LORD ARCHER OF SANDWELL:  What sort of effects did it have

           9       on him?

          10   MRS WALTON:  He just felt so -- I don't know, just kind of

          11       strange inside but also at the time, again, it's sort of

          12       a question of sort of nonsense in a way but you actually

          13       had to take it every 6 hours on the dot, which meant

          14       waking up, not sleeping properly and I felt well that in

          15       itself is -- has a detrimental effect on your sleeping

          16       pattern, and I don't know whether it was really

          17       necessary but no, that's what they said you must do it

          18       this way.  You must otherwise the effect will be -- so

          19       we had to, you know, take it or, you know, 12 o'clock at

          20       night and wake up at 6 o'clock in the morning and take

          21       it at 6 o'clock in the morning.

          22   LORD ARCHER OF SANDWELL:  Then he went to Iceland in 1991.

          23   MRS WALTON:  Yes.

          24   LORD ARCHER OF SANDWELL:  Still trying to live a normal

          25       life?
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           1   MRS WALTON:  Well by that time he had had the radiotherapy

           2       to reduce the lump.  And again, a normal life?  He

           3       wanted to lead a superhuman life, but that was his

           4       spirit, he was a great bloke, he was a decent fun-loving

           5       man and, you know, he -- his parents, who are with me

           6       today, you know, are decent people who brought him up in

           7       a certain way and he had a great work ethic and he

           8       decided to take a Land Rover or he bought a Land Rover

           9       and we had it kitted out as a camper conversion and he

          10       drove it on this long journey to Iceland because he had

          11       a passion to see Iceland, and --

          12   LORD ARCHER OF SANDWELL:  And then when he returned he was

          13       suffering weight-loss, I think?

          14   MRS WALTON:  Yes.  He'd lost an awful lot of weight, partly

          15       because of living for five weeks in a camper van and

          16       living off rehydrated foot and Iceland at that time, and

          17       it probably still is, an incredibly expensive place to

          18       be.

          19   LORD ARCHER OF SANDWELL:  And he died eighteen months later?

          20   MRS WALTON:  Yes, because of what happened was the

          21       non-Hodgkins lymphoma had come back, and then he was on

          22       more chemotherapy and then the effects of the

          23       chemotherapy started to go in, and the AZT he had been

          24       on, his --

          25   LORD ARCHER OF SANDWELL:  We haven't asked you about the
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           1       effect on you of your infection.

           2   MRS WALTON:  Right.

           3   LORD ARCHER OF SANDWELL:  Did you feel --

           4   MRS WALTON:  No.  I mean the first six years of my HIV

           5       infection, I didn't think about myself because I was

           6       still thinking of the effects on my husband and I was

           7       well, and remained extremely well, until -- for

           8       16 years, for years after my husband died and then I

           9       came to London and I was -- you know, I was having

          10       a great life, doing a masters degree, and I was partly

          11       at the V and A, based at the V and A, and I was doing

          12       a masters degree because my career had been suppressed

          13       slightly, obviously, and I hadn't been able to attain

          14       what I'd like to have done within my career so this was

          15       an opportunity to go into my career and it was then

          16       I started to get quite ill and I realised I was

          17       gradually getting further and further and didn't want to

          18       actually admit that.  Having lived so long and so well

          19       you don't really want to.  Because I haven't got other

          20       conditions, you know, I have no other conditions --

          21   LORD ARCHER OF SANDWELL:  So it has not had very serious

          22       effects on your income at the moment?

          23   MRS WALTON:  It has seriously affected the income because

          24       what actually happened, because doing an MA was one

          25       thing and that would have enabled me to get work in the
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           1       very specialist field I work in, it's not a very highly

           2       paid but it's very lovely privileged work and in a sense

           3       would have been recompense for any huge salary, but it

           4       was salaried enough, but because I had to start BMA,

           5       I had to go -- I was on benefits and I still remain on

           6       benefits and I'm very well today even though I nearly

           7       died, I had PCP, I had CMV on the brain.  I then later

           8       on went on to have more confusion, and I spent two very

           9       nasty, very traumatic periods in hospital alone because

          10       I had no one to care for me in the hospital.  I've come

          11       back -- I've gone back to live in a small town, to be on

          12       my own -- to be with my family around me and I've

          13       gradually built myself back up to health.  Eighteen

          14       months ago I had hardly any hair, I was two stone less

          15       than I am now.

          16   LORD ARCHER OF SANDWELL:  So at least through will-power and

          17       determination you're coping?

          18   MRS WALTON:  And good medical care.  I mean I have to thank

          19       Professor Margaret Johnson because I have a very good

          20       relationship with her, and she's on a team at the Ian

          21       Chelson Centre(?).

          22   LORD ARCHER OF SANDWELL:  What financial help have you had

          23       from the Government?  Have you had any?

          24   MRS WALTON:  In the early days we were given -- my husband

          25       was given £32,000 through the payouts.  He had an
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           1       original £20,000 exgratia.

           2   LORD ARCHER OF SANDWELL:  That's from the Skipton fund?

           3   MRS WALTON:  No, the Macfarlane Trust.

           4   LORD ARCHER OF SANDWELL:  Macfarlane?

           5   MRS WALTON:  Yes, then I received £23,500 through that

           6       scheme as well.  I do not understand, and I don't

           7       understand today, why that -- who made the decision

           8       where you get 23 and a half thousand to a single man, 32

           9       to a married man and --

          10   LORD ARCHER OF SANDWELL:  Well, I think we shall hear some

          11       evidence on that later.

          12   MRS WALTON:  But to me, if you're a single man you lost out

          13       because it's actually more expensive to have been -- you

          14       know, why would Brian have got more money than a single

          15       man?  You know, that's why equality actually -- you got

          16       it.  When you start to means test in that sort of way.

          17   LORD ARCHER OF SANDWELL:  Yes.

          18   MRS WALTON:  So -- then I --  I was working anyway, so I was

          19       working and working all the way through my husband's

          20       death, I was back at work two weeks after his death

          21       because there wasn't much to do and I was very well.

          22       Extremely well and that's when I moved to London at got

          23       involved with HIV organisations, I worked for an HIV

          24       organisation called Facts in Crouch End, or was, and

          25       that was closed, and I started to mix with hundreds of
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           1       people who were HIV positive across the world and to

           2       understand their -- you know, it wasn't just within the

           3       haemophilia community.  In fact I had hardly no contact

           4       with the haemophilia community until recent years.  It

           5       was only three or four years ago I started to meet

           6       people with haemophilia, except once back in the early

           7       days, we had a weekend away with some women, and so

           8       I got to see the sort of responses to how other risk

           9       groups had received in terms of health and support, you

          10       know, the Fact centre was a predominantly white, gay

          11       man's club if you, like, that they had set the centre up

          12       there and it has absolutely fantastic facilities where

          13       they had complimentary medicines alongside mainstream

          14       doctors coming, in, they had a cafe and a gym, and

          15       activities, and --

          16   LORD ARCHER OF SANDWELL:  These were people as you say not

          17       necessarily haemophiliacs?

          18   MRS WALTON:  No, I don't think I ever met -- maybe I'm wrong

          19       but they never mentioned haemophilia but I was involved

          20       in that because I was based there because I was working

          21       for Positive Futures which has now continued, but it was

          22       in the early days of Positive Futures, which is

          23       a programme which enables people to continue working

          24       with HIV and they kept calling it the "Get back to work

          25       scheme" which was slightly annoying because some people
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           1       had never not worked, and it was there that I learned

           2       a lot about it, and I again gave statements to the UN

           3       regarding immigration and the discrimination where

           4       I actually named the countries in a statement.  It was

           5       through an American organisation that enabled me to make

           6       those statements where I helped the America, Australia,

           7       Russia.  I think we mentioned Denmark and then Denmark

           8       turned up -- or it was Norway, saying "We don't

           9       discriminate" and it was because we had been given wrong

          10       information.

          11   LORD ARCHER OF SANDWELL:  Have you made that statement

          12       available to us?

          13   MRS WALTON:  Yes, it would be --

          14   MR MEHAN:  In the public domain you mean.

          15   MRS WALTON:  Public domain.  Just to highlight how we are

          16       discriminated against.

          17   LORD ARCHER OF SANDWELL:  Yes.

          18   MRS WALTON:  So that's why, in my statement, I make it that

          19       we have been, as a community, the haemophilia community

          20       have been woefully let down in terms of support.  I see

          21       in terms of help, in terms of counselling, in terms of

          22       financial assistance and getting benefits, I certainly

          23       have never had any help at all, in the early days.

          24   MS WILLETT:  With all this experience and all the -- you

          25       have expressed to us all the things that have happened
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           1       and it's complex and diverse and not just about

           2       haemophilia, where do you think we've sort of got to

           3       now?

           4   MRS WALTON:  Who?  Society?

           5   MS WILLETT:  Yes.

           6   MRS WALTON:  I think society still is -- there is still

           7       backwaters where people, if you mention HIV or AIDS,

           8       they will, you know, still walk away and not think

           9       (inaudible).  Unfortunately, that still happens and it

          10       is also still very much underground.  As I say in my

          11       statement, racism still exists.  It may not be -- you

          12       may not be allowed to make jokes and things in society

          13       but it still exists.

          14   LORD ARCHER OF SANDWELL:  I think we're getting a little

          15       wide of --

          16   MRS WALTON:  Yes, but it's about what HIV is.  I mean that's

          17       what we're having to live with and we live with that on

          18       a day-to-day basis and it's why I got quite upset this

          19       morning when I heard somebody come up to me and say,

          20       "You're Claire from so and so" because I'd love to be

          21       able to just walk down the street but it's the...

          22   MS WILLETT:  Thank you very much.  That's very interesting

          23       and helpful.

          24   LORD ARCHER OF SANDWELL:  Thank you very much.  You're most

          25       helpful.
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           1   A.  Okay, thank you.

           2   LORD ARCHER OF SANDWELL:  There are those who would benefit

           3       from a short break.

           4           Shall we have a 10-minute break?

           5                         (A short break)

           6    (11.12 am)

           7                     EVIDENCE OF PAUL BATEMAN

           8   LORD ARCHER OF SANDWELL:  Right, Mr Bateman, sorry to delay

           9       you.  Thank you very much for coming.  Would you prefer

          10       to read your statement?

          11   PAUL BATEMAN:  Yes I'm quite happy to read my statement.  I

          12       haven't left it before 20 minutes; I thought I'd leave

          13       a bit of time for you to ask any questions you felt was

          14       relevant.

          15   LORD ARCHER OF SANDWELL:  That's the voice of wisdom, if

          16       I may say so.

          17   PAUL BATEMAN:  I hope so.  I was born in the early 1960s, I

          18       was diagnosed with severe haemophilia at approximately

          19       18 months old.  I have no known connections to

          20       haemophilia.  During my childhood I had many internal

          21       bleeds in mostly my knees and one elbow and I spent many

          22       months in hospital and also received a variety of

          23       clotting factors available at the time.

          24           I was treated with Cryoprecipitate for a number of

          25       years until Factor VIII home treatment was available.  I
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           1       also had inhibitors to Factor VIII, which meant it was

           2       not infective treatment unless used in high doses, or

           3       with long periods without exposure to factor.  As a

           4       result of the inhibitors, I was discouraged to use

           5       Factor whenever possible due to my increasing inhibitor

           6       levels.  The reason for this is that treatment would be

           7       ineffective if I ever were to have life-saving

           8       treatment, for example a head injury, appendicitis or a

           9       road traffic accident.  But despite my inhibitors I was

          10       treated with a wide range of commercial factors

          11       concentrates from the mid-1970s.  I also continued to

          12       receive Cryoprecipitate in hospital settings up until

          13       1982.

          14           As a result of using Factor VIII, I have been

          15       infected with hepatitis B, hepatitis C and HIV.

          16   LORD ARCHER OF SANDWELL:  Can just interrupt you there?

          17       Were you ever warned that there was a risk?

          18   PAUL BATEMAN:  I was never warned there was a risk of the

          19       Factors, apart from the fact I was infected with

          20       hepatitis B, in the late seventies.  I was only 13 years

          21       old.

          22   LORD ARCHER OF SANDWELL:  That was after the infection?

          23   PAUL BATEMAN:  No, I had hepatitis B in the late seventies.

          24       So I had -- so I was a long time prior I had the HIV --

          25   LORD ARCHER OF SANDWELL:  Oh yes, I wasn't thinking only of
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           1       HIV, but were you warned before about the hepatitis, for

           2       example?

           3   PAUL BATEMAN:  Not before, no.  But obviously when I had

           4       hepatitis as a child --

           5   LORD ARCHER OF SANDWELL:  Then you weren't?

           6   PAUL BATEMAN:  Yes.  That's what my experience was.  I was

           7       told I was very unlucky to have contracted hepatitis.

           8       I was going to say that when I was infected with

           9       hepatitis, I was ill for around six months and I lost

          10       a lot of weight and became jaundiced.  I had acute

          11       hepatitis and became very depressed.  I was 13 years

          12       old.  I got over that.  That was my belief that's what

          13       hepatitis was.  It was something that made you ill for a

          14       short period, made you go yellow, made you jaundiced,

          15       that was it.

          16           As we know, things were different.

          17           In May 1985 I was informed by my haematologist, who

          18       treated me for many years, that I had a blood result

          19       which showed I was HTLVIII antibody positive.  He went

          20       on to inform me that this was the virus which causes

          21       AIDS and he thought I may only have a few years left to

          22       live.  I did not know I was being tested for this virus

          23       and I had no counselling or support at the time.  I was

          24       just 21 years of age with my life ahead of me.

          25           In 1992 I was informed at a routine hospital
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           1       appointment by another haematologist that I had

           2       hepatitis C, but I was told not to worry about this

           3       because I had probably had it for a while and HIV would

           4       probably kill me a long time before hepatitis C would

           5       cause me problems.

           6           Like many people born with disabilities, we learn to

           7       adapt and accept our lives in order to move forward and

           8       live our lives to our full potential.  I accepted very

           9       early on, and so did my family, that I had haemophilia

          10       and life was going to be different from other families.

          11           What I find difficult to accept is the viruses

          12       that I have been infected with and the way I've been

          13       treated as a result.  My family trusted the doctors, as

          14       did I.  My haematologist did not warn us of the dangers

          15       of using Factor VIII.  When concerns were being raised

          16       in the Lancet in the early 1980s it was not reasonable

          17       for laypeople to read the Lancet but it would have been

          18       reasonable for our doctors to inform us.  My parents

          19       were active members of the Haemophilia Society and as a

          20       result they were as informed as they could be.

          21           In May 1984 Dr Christine Lee of the Royal Free

          22       Hospital wrote an article and a series of information

          23       booklets called "Haemofacts".  This advised patients

          24       using Factor VIII that the incidents in less than one at

          25       a thousand patients at risk.  My parents and I believed
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           1       her.

           2   LORD ARCHER OF SANDWELL:  Yes, can we go on to the next bit.

           3   PAUL BATEMAN:  In September 1984, another haematologist,

           4       Dr Peter Kernoff in the Royal Free stated in the same

           5       information series that "one reason why the risk of AIDS

           6       in haemophilia is so low, around one in a thousand, is

           7       that many patients are immune to it".  Again, my parents

           8       read this information and trusted the doctors.  And we

           9       used this advice to make decisions about my treatment.

          10       There was a series of books written by an eminent

          11       haematologist Dr Peter Jones.  They are all called

          12       "Living with Haemophilia".

          13   LORD ARCHER OF SANDWELL:  You appreciate some of the

          14       problems we have with these ... do you have those books

          15       available, because.  I don't think I've seen them.  Your

          16       parents read that; I follow that.  You don't have them

          17       at the moment?

          18   PAUL BATEMAN:  No I didn't read them.  But they do exist and

          19       yeah, I mean they were in the public domain.

          20   LORD ARCHER OF SANDWELL:  They again persuaded your parents

          21       that the risk was something that could be tolerated?

          22   PAUL BATEMAN:  Yes.  They did.  I mean the advice was to

          23       continue using Factor VIII.  The advice was the risks

          24       were --

          25   LORD ARCHER OF SANDWELL:  Yes, could we go in to the next
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           1       paragraph.  "My HIV and hepatitis infections have

           2       devastated..." --

           3   PAUL BATEMAN:  I personally think this is quite an

           4       importance aspect.

           5   LORD ARCHER OF SANDWELL:  It is quite important, but could

           6       I explain to you afterwards, because we've tried to

           7       explain too number of people.

           8   PAUL BATEMAN:  I know what you're saying about not naming

           9       known doctors and things but if I could just read the

          10       quote, that this was in an information document that was

          11       given called "AIDS and the a Blood:  A practical

          12       guide" -- this was in 1985.  I think this was relevant

          13       because it was four months before I was told of my HIV

          14       infection.  The statement was:

          15           "Bleeding causes more crippling and premature death

          16       in haemophilia than AIDS has or is ever likely to be."

          17           That statement we now know is basically untrue.  My

          18       HIV and hepatitis infections have devastated my life in

          19       too many ways to mention.  At the age of 21 I thought my

          20       life had ended.  I was facing death at a time when

          21       stigma was so high and vicious that I couldn't tell

          22       anybody.  It broke my parents' hearts.

          23   LORD ARCHER OF SANDWELL:  Because they couldn't --

          24   PAUL BATEMAN:  They couldn't talk about it either.  I had

          25       a virus that people thought you could catch from coffee
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           1       cups or toilet seats, shaking hands.  The tabloids

           2       seemed to be so full of AIDS horror stories, I couldn't

           3       see the point of anything anymore.  I thought of death

           4       on a daily basis.  My life had been taken away, I could

           5       no longer have children, a normal relationship, a career

           6       or a future.  I still did not have an apology and I was

           7       told to get on with what life I had.

           8           Nearly two years after I was diagnosed the 1987

           9       Government campaign stated "Don't die of ignorance".

          10       I hadn't been ignorant and my parents hadn't been

          11       ignorant.  We had tried are best to access information

          12       and best possible treatments.  We weren't being

          13       ignorant.  We were just trusting our doctors and

          14       trusting the National Health Service.

          15           Many years before this when I was a young child, my

          16       father tried to become a blood donor but he was refused

          17       due to failing the medical questions.  He had had

          18       jaundice as a child himself and was therefore considered

          19       a potential risk.  This reinforced to us as a family

          20       that our families that questions were asked of blood

          21       donors and reasonable selection was enforced.  We

          22       assumed that if blood donors in the UK were health

          23       checked, the same checks would be extended to blood

          24       products being imported.

          25           We didn't realise the extent of skid row, third
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           1       world and prison blood collection which labelled itself

           2       as "commercial" concentrate.

           3           I saw a psychologist for the first time five years

           4       after I was told I had the AIDS virus.  This was the

           5       time I had an opportunity to discuss my feelings and my

           6       an anxieties.  At that time I also met many other people

           7       with haemophilia and HIV through a much needed support

           8       group.  Up to the mid-1990s I saw nearly every one of

           9       them die.  The other kids with haemophilia I knew from

          10       childhood days in hospital have all died from HIV or

          11       AIDS or liver failure due to their viral infections, and

          12       their families have never had an apology.

          13           When I tried to take litigation around 1990, my

          14       solicitors told me that legal aid would no longer front

          15       me are the ex gratia payment was offered.  They advised

          16       me to take the money and sign the waiver as I would be

          17       dead a long time before I would see any other legal

          18       remedy.  They informed me, and this is a quote on my

          19       letter, "I did not have a viable claim for medical

          20       negligence".  They advised that "settlement is very much

          21       in my interest".  They encouraged me to sign the waiver

          22       and I accepted the ex gratia payments as if I had no

          23       choice or no judicial recourse. My solicitors wrote to

          24       me informing me I was "the very last one of their

          25       clients to accept the offer" and they went on to state
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           1       that "having to go ahead with proceedings cannot

           2       possibly be in my interests".

           3           Since then I have discovered medical and solicitors'

           4       notes which have identified I injected batches of

           5       commercial Factor VIII which were later recalled due to

           6       infection risk.  I was given no warnings about factor

           7       risk from doctors and I was also continued to be

           8       prescribed non-heat treated Factor VIII five months

           9       after I discovering I have been infected with the AIDS

          10       virus.  My solicitors also stated or highlighted in

          11       their notes that I was part of a study by Dr Rizza.

          12           I have written to almost every prime minister and

          13       health minister that has been in power since my

          14       infection and their replies have stated "they don't

          15       believe anyone's interests would be served by holding

          16       a public inquiry".  "There was no evidence to persuade

          17       the Government of a need for public inquiry or further

          18       examination or history of this matter".  "The Government

          19       do not consider a public inquiry is justified".  "The

          20       Government does not accept any wrongful practices were

          21       employed.  "All information relating to our infections

          22       is in the public domain". "We were given the best

          23       treatment possible".

          24           The governments to date have lied about our

          25       situation.  They have shredded important documents
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           1       relating to our history I still retain documents not

           2       passed on to this inquiry.

           3   LORD ARCHER OF SANDWELL:  I think this was probably written

           4       before we knew that we were going to get the --

           5   PAUL BATEMAN:  Have you got them all?

           6   LORD ARCHER OF SANDWELL:  We don't know yet.  We haven't got

           7       them.

           8   PAUL BATEMAN:  We'll wait and see.  I hope you do.

           9           I feel very lucky to be alive today, although it

          10       still feels like walking a tightrope.  I've taken triple

          11       combination HAART twice a day to combat my HIV for

          12       approximately nine years.  I suffer from fatigue, nausea

          13       and night sweats.  I'm concerned constantly about the

          14       fact of the daily toxicity on my hepatitis C infected

          15       liver and the unknown long term side effects of the

          16       drugs I take.  I also have to live with the sense of

          17       injustice.  I feel so far let down by the NHS, my

          18       haematologist, successive governments and the British

          19       legal system.

          20           I would like to add that at no time during my life

          21       have I had a life threatening situation from internal

          22       bleeding.  I have never had a road traffic accident,

          23       a head injury or urgent surgery necessitating Factor

          24       VIII as a life saving treatment.  All the factor I had

          25       during the late seventies and eighties was for internal

                                            73

           1       bleeding to my knees and elbow.  If I had the choice to

           2       use Factor VIII but the risk infection of three life

           3       threatening viruses, or the choice of joint damage and

           4       arthritis I would of course have chosen the latter.

           5       I was never given any choice.

           6           I feel that haemophiliacs in the UK were used as

           7       guinea picks or laboratory rats in a very sinister

           8       experiment.  As a patient group, we prove that HIV was

           9       transmissible through blood products.  We proved that

          10       HIV was heterosexually transmittible through sex, as

          11       many patients had infected their partners and we had

          12       proved that children could be infected with the virus.

          13       The results of these experiments so far have seen over

          14       1,700 patients die prematurely.  They did not die of

          15       ignorance.

          16   LORD ARCHER OF SANDWELL:  May I just interrupt there.  Are

          17       you suggesting that everybody who was infected with

          18       infected blood was -- that it was all done as part of

          19       a research project?  I presume that some of them were

          20       done quite separately by particular doctors at

          21       particular hospitals?

          22   PAUL BATEMAN:  I hope my appreciate that my experiences have

          23       made me very cynical so I'm coming from a very cynical

          24       angle here.  Seeing what I've read now and as Colette

          25       said earlier, my eyes were open when I read the Douglas
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           1       Starr's book.  A lot of that I actually thought couldn't

           2       possibly be true.  For us to be constantly treated.

           3       I mean, I had blood tests taken every time I went to the

           4       hospital.  I never knew what they were for.  I just

           5       thought they were testing my inhibitor level.  I was

           6       never told what they were testing.  To look back now at

           7       that and see that, for anyone who is doing a research

           8       study, to have a cohort of patients that is spread from

           9       Cornwall to Scotland that span all age groups and all

          10       socio-economic angles, it must have been -- you know,

          11       it's every researcher's dream.

          12   LORD ARCHER OF SANDWELL:  I see the temptation although you

          13       would have expected them at least to get the consent of

          14       those tested.

          15   PAUL BATEMAN:  So I'd like to thank you, Lord Archer, for

          16       holding this inquiry and thank Lord Morris for pursuing

          17       this to this stage, and I only hope that as a result of

          18       this, lessons will be learned and justice will be done,

          19       the truth about our lives and the lives of those no

          20       longer with us can be told.  I hope this will bring some

          21       sense of closure for all those bereaved and all those

          22       still surviving with these viruses and I hope for an

          23       apology at the very least.

          24   LORD ARCHER OF SANDWELL:  Thank you very much Mr Bateman.

          25   MS WILLETT:  I don't know if I have anything specific to go
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           1       into with that, but thank you.

           2   LORD ARCHER OF SANDWELL:  I think you have covered it

           3       extremely well, if I may say so.  You have virtually

           4       answered all the questions we might have asked.

           5   PAUL BATEMAN:  Okay.

           6   LORD ARCHER OF SANDWELL:  Thank you very much.

           7                     EVIDENCE OF MRS PETROU.

           8   LORD ARCHER OF SANDWELL:  Would you like to read your

           9       statement or would you like us to ask questions?

          10   MRS PETROU:  Well, there are some times I'd like to read

          11       them.

          12   LORD ARCHER OF SANDWELL:  I would have thought that was

          13       perfectly the best way to do it.

          14   MRS PETROU:  I met Costas in 1981 and he was at this time

          15       a diagnosed haemophiliac.  This did not appear to be

          16       a huge obstacle to our relationship as treatment was

          17       quite clear here in the UK.  He was born in Cyprus and

          18       upon arrival in the UK he felt safe because of the

          19       treatment he received here.  I can clearly recall the

          20       first time I read about HIV AIDS in 1982, and it

          21       appeared to be isolated to the gay community in America

          22       so we did not worry about it at this time.  We were

          23       making a life together, we were happy as a couple, we

          24       had everything to live for.  By 1984 there were signs

          25       that his health was in fact deteriorating, he had
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           1       difficulty going up and downstairs and pain developing

           2       in his joints.  We had heard then that Factor VIII may

           3       be contaminated due to the blood products were collected

           4       in the USA from unscreened sources.  I recall meeting

           5       him in a restaurant for lunch about this time and he was

           6       crying heart brokenly and told me he thought he had

           7       contracted the disease.  I had to reassure him and

           8       comfort him.  I told him not to worry, it was highly

           9       unlikely, but he was right.  Haemophiliacs know their

          10       own bodies.

          11           Following this he tested positive and our lives and

          12       dreams were shattered forever.  Following this -- in

          13       1984, shortly after the restaurant incident, Costa

          14       received confirmation of his test results and was sent

          15       a letter from his GP with immediate effect that he gave

          16       notice he should no longer attend his surgery because of

          17       his diagnosis.  This was the beginning of a 20-year

          18       battle to get the treatment needed to prolong his life.

          19       He took ten further years of struggle before we got a GP

          20       to accept him in as a patient.  This was in part due to

          21       Costa's fear of stigma that HIV brought and that of

          22       rejection by the medical system.  By 1985 I had become

          23       his full-time carer.  His health had deteriorated

          24       rapidly.  He contracted non-Hodgkin's lymphona, his gall

          25       bladder, which was gangrenous, had to be removed, he
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           1       subsequently contracted MRSA, and he had a series of

           2       operations to remove lumps from his gums.  And he also

           3       had a fractured hip.  There were numerous bleeds and due

           4       to a venial collapse this resulted in his or my

           5       inability to inject Factor VIII.  As a consequence, I

           6       had to take him to hospital three times a week for

           7       prophylactic treatment.  He also had endoscopies

           8       performed on his knee because he developed singles which

           9       caused a badly swollen knee and he thought he had an

          10       internal infection.  This resulted in a trapped nerve

          11       and hospitalisation for three months.  He was given a

          12       large dose of pain killers and was unable to care for

          13       himself in any way and was in a semi-conscious state for

          14       much of the time.  On many occasions I was confronted

          15       with him being left in his contaminated bed as a result

          16       of his inability to manage his continence effectively.

          17       I had to care for him during his stay in hospital,

          18       cleaning him and changing his bed, too numerous to

          19       recount.  This clearly had a major effect upon his

          20       dignity and self worth.

          21           Following this he insisted that I stayed with him

          22       during the times as he was hospitalised.  I spent many

          23       nights sleeping in a chair alongside him in order to

          24       reassure him that he would be cared for.  This became an

          25       obsession with him which was quite understandable given
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           1       the care he had received. The disclosure of the effects

           2       of the contaminated blood he received were kept from

           3       him.  It was 1992 when he asked the sister if he had

           4       hepatitis C.  She confirmed this casually.  He was yet

           5       again devastated, the symptoms were there and were known

           6       much earlier but we were not told at any time and this

           7       is demonstrated by a letter to social services by

           8       Professor Machin in 1991.  There is a copy there.

           9   LORD ARCHER OF SANDWELL:  I think we have a copy there.

          10   MRS PETROU:  Yes, they said he didn't have hepatitis then

          11       but obviously he had.

          12           From 1984 Costa assumed that the haematology unit

          13       was the sole source of his care.  It was as late as 1996

          14       that again, in conversation with a new haematology

          15       sister that he knew he should have been referred to

          16       a specialist, HIV unit as he had a CD4 count of ten.

          17       This of course was very late in the day. We asked to be

          18       referred to such a specialist in the Mortimer Market of

          19       the U.C.L.H. hospital, and he was wheelchair bound at

          20       this time and in very poor health and required 24-7

          21       care.  After trials and errors with antiviral drugs his

          22       health started to improve slightly with his CD4 count

          23       raising to 180 at its best.  Costas was at this point

          24       deeply concerned that had the treatment been made

          25       available to him earlier, as soon as it was available,

                                            79

           1       his quality of his life would have been greatly

           2       improved. In a limited way this proved to be the case at

           3       the levels of treatment, particularly complimentary

           4       therapies were made available to him.

           5           Of course Costas was by this time excluded from many

           6       of the normal ways of provision, for both himself and

           7       the loved ones. No life cover, no health insurance,

           8       unable to obtain a mortgage.  In fact we were both

           9       condemned to a life of means tested benefits.

          10           The second part is about no children.  The greatest

          11       of our desires in our relationship.

          12   MALE SPEAKER:  It is very difficult for her to talk about

          13       it.

          14   LORD ARCHER OF SANDWELL:  Of course.

          15   MRS PETROU:  I don't really want to talk about the effect on

          16       my -- you can read that.

          17   LORD ARCHER OF SANDWELL:  Well we can certainly read it if

          18       necessary, yes.

          19   MALE SPEAKER:  Is it all right if I read it for her?

          20   LORD ARCHER OF SANDWELL:  Yes.

          21   MALE SPEAKER:  It disturbs her greatly.

          22   LORD ARCHER OF SANDWELL:  Of course.

          23   MALE SPEAKER:  "In 1985, I was only able to work on

          24       a part-time basis, never knowing when he needed

          25       a greater level of care.  He had good days, he had bad
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           1       days.  This clearly limited in the type of work I was

           2       able to undertake.  I was the sole provider for our

           3       financial affairs until such time as benefits were

           4       sorted out, and this can be seen by the consultant's

           5       letter, it was still being sorted out as late as 1991.

           6       So they were still on extremely low income at that point

           7       in time.

           8           "By 1990 his health had deteriorated so much to an

           9       extent that he needed -- she needed full-time care for

          10       him until the end of his life in 2002 and she was

          11       designated his sole carer.  As a carer they were both on

          12       means tested benefits which resulted in a daily struggle

          13       not only to care for him but also to manage on a very

          14       limited income which meant that Costas's needs took

          15       priority over mine.

          16           "I accepted this, as would all others in her

          17       position.

          18           "During numerous spells of hospitalisation I had to

          19       get to and from hospital, the worry about his health,

          20       the pressure of the travelling resulted in a first

          21       serious panic attack from which I never recovered.  It

          22       occurred during a bus journey.  Since that day I have

          23       been unable to use any form of public transport.  The

          24       cost of taking a taxi, every visit soon become

          25       prohibitive."

                                            81

           1           She started driving lessons and it became quite

           2       clear that this was the best option.

           3   LORD ARCHER OF SANDWELL:  This was getting and to from the

           4       hospital?

           5   MALE SPEAKER:  This was getting to and from the hospital and

           6       taking Costas to and from the hospital.  Most times he

           7       was at the hospital she stayed with him because he

           8       wouldn't let her go but he went to hospital two to three

           9       times a week and she had to get a taxi two to three

          10       times a week.

          11           She started driving lessons in 1990 but as a result

          12       of Costas's rapidly deteriorating health she was unable

          13       to conclude the training necessary to pass her test.

          14       She eventually passed her test in 1997, but again they

          15       bore the cost of taking lessons and bore the cost of

          16       obtaining a motor vehicle.  However it was a great

          17       moment for Costas for which she is proud.  She was able

          18       to take him in out, to hospital appointments, day

          19       centre, and improved his quality of life immensely.

          20       Something she will never regret doing for him.

          21           "On December 2001 Costas had breathing difficulties.

          22       At approximately 12.30 I called an ambulance.  Before we

          23       left he said to me, "This is it, I'm finished."  The

          24       ambulance took him to the nearest hospital, which was

          25       the Royal Free.  He was unhappy there because he wanted
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           1       to be at U.L.C.H. with doctors and nurses he was

           2       familiar with and also had first-hand knowledge of his

           3       condition.

           4           "He was transferred at nine pm on the 28th December.

           5       This was the extent of Costas's trust in the ULCH.

           6       I, however, did not share that trust but Costas felt

           7       safe with them.  They had treated him from the

           8       beginning, pre-Factor VIII and the post effects.  I was

           9       informed on new years's eve 2001 that he was going to

          10       die.  I of course withheld the information from Costas,

          11       still hoping for a miracle.

          12           "In the time leading up to his death, I suspected

          13       there was something wrong with his brain.  He was booked

          14       for an MRI scan on Wednesday.  I really wanted him to

          15       have the scan.  I wished to go what was occurring.  CJD

          16       crossed my mind.  The Tuesday before the scan without my

          17       permission or without my knowledge, two doctors went to

          18       his room and told him of his imminent death.  He asked

          19       how long he had, he was informed two weeks or so.  It

          20       was devastating to know myself, however words failed to

          21       describe how it was watching him being told and the

          22       reaction in his face.

          23           "He asked what was the purpose of the MRI scan.  The

          24       doctors told him 'We do not want Eileen asking questions

          25       further down the road'.  They also said the scan would

                                            83

           1       probably not reveal anything, and anyway, if it did,

           2       there was no treatment in any case.

           3           "Clearly this left me with the feeling that once

           4       again there was something that they knew about, but had

           5       failed to disclose to us.  I believe CJD was a distinct

           6       possibility.  Why wait until the day before the scan to

           7       tell him of his imminent death?  I have a copy of

           8       a letter confirming HIV virus was no longer a major

           9       threat just 12 days prior to me being informed of his

          10       imminent death."

          11           And that's in the evidence there.  It's a copy of

          12       his --

          13   LORD ARCHER OF SANDWELL:  Yes.

          14   MALE SPEAKER:  "He discussed his burial.  I asked the staff

          15       if he could remain in the hospital where he felt safe

          16       until he died.  I reassured him that this would be the

          17       case -- I was reassured, sorry, that this would be the

          18       case.  However, Costas clung on to life.  He did not

          19       meet the hospital's schedule for his death.  I had been

          20       at his bedside from the day he entered the hospital

          21       I was informed he would be transferred too a hospice.

          22       I asked if the hospice knew that I would be with him

          23       24-7.  This was something that they appeared not to want

          24       to entertain.  They just wanted him off the ward.

          25           "Once he was in the hospice he was fully aware of
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           1       his surroundings.  The doctor asked him if he was

           2       comfortable.  He replied, "The service is not very

           3       good".  This would make no sense to anyone else, but

           4       I knew he wanted to be back at the U.C.L.H.

           5           "From 1990 until 2002 I was Costas's full-time

           6       carer.  Every daily function had to be catered for him.

           7       I lifted him in and out of his wheelchair, bathed him,

           8       toileted him, ensured he had his medication, in essence

           9       cared for his every need in life.  I had to cope with

          10       the entire crisis he went through, both in home and in

          11       the hospital.  It is not possible to describe the

          12       anxiety and pain that you suffer when you are told to be

          13       prepared for the worst and then the crisis being

          14       resolved.  You have to appear strong but inside your

          15       heart is breaking, seeing and living with the death

          16       sentence of someone you deeply love.

          17           "I am sure I did not do any more or any less than

          18       any other wife that had to live with, care for, loved

          19       one that received the blood contaminates."

          20   LORD ARCHER OF SANDWELL:  Thank you very much.

          21   MALE SPEAKER:  There's just another bit.

          22   LORD ARCHER OF SANDWELL:  Is there -- sorry, there is

          23       another one?

          24   MALE SPEAKER:  We did it in three bits.  The effect it had

          25       on Costas, and then both -- because there's a lot that
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           1       has gone on since that.

           2   LORD ARCHER OF SANDWELL:  Oh I see.

           3   MALE SPEAKER:  There is no closure.  I had been helping her

           4       for the past few weeks.

           5   MRS PETROU:  I feel angered by the hope given by the

           6       antiviral drugs and learning that hepatitis C was the

           7       greater of the problems.  I am haunted by what I believe

           8       was a cover up of the hepatitis C infection. I was even

           9       told by the funeral director I would not be able to see

          10       his body because of the hepatitis C infection and I even

          11       had to insist that I was included in his death

          12       certificate.

          13           Costas received compensation in 1992 for the effects

          14       that the contamination had upon him.  This facilitated

          15       him a better quality of life.  From his compensation he

          16       had to plan for his own funeral and pay for it, almost

          17       £10,000, and I received a compensation of £2,000.  And

          18       to add insult --

          19   LORD ARCHER OF SANDWELL:  Was that in your capacity as

          20       a carer?

          21   MALE SPEAKER:  Yes.

          22   MRS PETROU:  Yes.  During the time I cared for Costas, most

          23       of the 17 years of my adult life, I lived on

          24       means-tested benefits.  Following his death, I also have

          25       to endure life on means-testing benefits, not even being
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           1       recognised for widow's pension status.  This was

           2       afforded to all blood contaminated widows apart from

           3       those in England.

           4   LORD ARCHER OF SANDWELL:  Could you just resolve my

           5       puzzlement about this.  Why were you not considered for

           6       widow's pension schemes?  I would have thought that had

           7       nothing to do with how he died or why he died.

           8   MRS PETROU:  A widow's pension, you only get it for a year

           9       now.

          10   LORD ARCHER OF SANDWELL:  I see what you mean.

          11   MALE SPEAKER:  She didn't get it at all because she was an

          12       unpaid carer and in England, just in England, if she was

          13       receiving the £42 a week benefits as a carer --

          14   LORD ARCHER OF SANDWELL:  You didn't get the widow's pension

          15       while you were a carer and you wouldn't get it

          16       afterwards because there was a cut-off point?

          17   MALE SPEAKER:  Yes.

          18   MRS PETROU:  Yes.

          19   LORD ARCHER OF SANDWELL:  I see, right.

          20   MRS PETROU:  So to add insult to injury, because Costas died

          21       a year too soon, he was not entitled to compensation for

          22       hepatitis C, as many others received. It was backdated

          23       for all bereaved partners to 2003.  Costas died in 2002.

          24   LORD ARCHER OF SANDWELL:  They didn't make it retrospective?

          25   MALE SPEAKER:  They did up until a point, up until 2003, had
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           1       it been a year prior to that, then -- they give it to

           2       all the bereaved --

           3   LORD ARCHER OF SANDWELL:  Yes, I remember this.

           4   MALE SPEAKER:  The bottom line is that she is now in

           5       a situation -- we've put that in there, where she is

           6       going to have to live on means tested benefits for the

           7       rest of her life.  She has had no ability in looking

           8       after him for 17 years to create any form of financial

           9       provision for herself, and being a carer and someone

          10       that loves someone it means from now, until the day she

          11       dies, her pension will be the absolute basic, everything

          12       she does is going to be means tested, and that's from --

          13       from 17 years of caring for Costas.

          14   LORD ARCHER OF SANDWELL:  No pension, no credit.

          15   MALE SPEAKER:  No pension credits, she has nothing, because

          16       she was an unrecognised carer.  If she'd had been in the

          17       industry -- she was caring for Costas, she's got major

          18       back problems, she's got shoulder and neck problems,

          19       that's only because she was lifting him on her own.  If

          20       she was in industry, she'd have been able to claim

          21       industrial injuries benefits but she can't because she

          22       was an unpaid carer, it means that, as I say, for the

          23       rest of her life -- and everybody in the same position

          24       is going to be in the same position, and to me that's

          25       a travesty.  It's a travesty seeing that someone who has
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           1       saved the Government nearly £7 million if you work it

           2       out, for 17-year's care in a care environment, it costs

           3       around about 7 million to look after him, if you -- and

           4       the thanks you get for that is being on means tested

           5       benefit, £58.50 for the rest of your life, you know.

           6   LORD ARCHER OF SANDWELL:  Yes.

           7   MALE SPEAKER:  To me that's something that also needs

           8       looking at.

           9   MS WILLETT:  May I also ask a question.  What was actually

          10       on his death certificate in the end?

          11   MRS PETROU:  Just HIV.

          12   MALE SPEAKER:  It started off with HIV, and she got it

          13       changed to HIV and hepatitis C --

          14   MRS PETROU:  And it had hepatitis C on it.

          15   MALE SPEAKER:  A, B or C whatever it was.

          16   MRS PETROU:  Because the evidence I had right up until he

          17       died, his HIV was not a major problem.  His count was

          18       good.  It's very easy to put HIV on a death certificate,

          19       but there's loads of ways you can die from HIV, so

          20       I don't think -- I really think the hepatitis C was

          21       a much bigger problem.

          22   MS WILLETT:  But no mention was made of the illnesses that

          23       were subsequent to those two viruses?  It's just those

          24       two viruses that were --

          25   MALE SPEAKER:  No it was only hepatitis C -- oh, there was
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           1       something else.

           2   MRS PETROU:  And haemophilia.

           3   MS WILLETT:  Because often it's caused by --

           4   MRS PETROU:  But I was assured by the HIV doctors that his

           5       counts were good.

           6   MALE SPEAKER:  But it just has HIV and hepatitis A, B and C.

           7   LORD ARCHER OF SANDWELL:  So we don't know if the immune

           8       deficiency created the -- what I actually call the --

           9   MS WILLETT:  Yes, that's what I was interested in.  And you

          10       insisted that the hepatitis C was included on the death

          11       certificate?

          12   MRS PETROU:  Yes, I was advised to do that.

          13   MALE SPEAKER:  Yes, and the other thing was that they had --

          14       they never give Costas a any post or pre-counselling.

          15       So when they tested him, they just tested him and then

          16       sent a letter to his doctor.  His doctor immediately

          17       said don't bother coming back to the surgery any more.

          18       They had no phone consent, they had no -- they didn't

          19       have any counselling to say, "This is the effect of what

          20       happens to you when you disclose these viruses, and it

          21       becomes public knowledge".  It was just done.

          22   LORD ARCHER OF SANDWELL:  The doctor didn't want to know.

          23   MALE SPEAKER:  The doctor himself wrote a letter -- the

          24       letter is available if you wish -- saying, "Do not come

          25       back to this surgery, we do not want to deal..." -- so
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           1       even doctors in that point in time of town were thinking

           2       that HIV or whatever else could be transmitted -- and it

           3       took 10 years to get another doctor.

           4   MRS PETROU:  He was afraid.

           5   MALE SPEAKER:  He was scared to get another.

           6   LORD ARCHER OF SANDWELL:  And part of that was because he

           7       was scared of that?

           8   MRS PETROU:  He was scared that no other doctor would take

           9       him.

          10   MS WILLETT:  There's a cultural difference, I think, in

          11       terms of, we won't have so much in a culture of having

          12       counselling but there was still ways that you

          13       communicate news to people who have a duty of care,

          14       I would suggest.

          15   MALE SPEAKER:  It was just a letter to the doctor and the

          16       letter from the doctor that just told Costas because of

          17       this --

          18   MRS PETROU:  After having been given this letter --

          19   MALE SPEAKER:  He was just absolutely devastated.

          20   LORD ARCHER OF SANDWELL:  I am sure.  Well thank you very

          21       much, Mrs Petro.  You have certainly brought to life the

          22       actual problems.

          23           Can we have Mr Kelly?

          24                     EVIDENCE OF GARY KELLY.

          25   LORD ARCHER OF SANDWELL:  How would you prefer to do this?

                                            91

           1       Would you prefer to read it or -- not necessarily the

           2       whole of it, but would it be better for me to ask

           3       questions?

           4           I'm quite happy for you to ask the questions.

           5   LORD ARCHER OF SANDWELL:  You are 43 now?

           6   MR KELLY:  Yes, I am.  I've got to the stage where I've got

           7       to get reading glasses.

           8   LORD ARCHER OF SANDWELL:  Yes, that happens to all of us,

           9       I fear.  Your problem was leukemia?

          10   MR KELLY:  That's correct, yes.

          11   LORD ARCHER OF SANDWELL:  And you were diagnosed with that

          12       in 1985?

          13   MR KELLY:  Correct, yes.

          14   LORD ARCHER OF SANDWELL:  I think it was --

          15   MR KELLY:  I had problems with my gums.  They thought I had

          16       gingivitis, or my dentist sent me up to the dental

          17       hospital and they did some treatment and it didn't work

          18       and eventually one of the consultants came along and

          19       asked to do a blood test to test for anything else.

          20   LORD ARCHER OF SANDWELL:  Yes.  I think after one course of

          21       treatment, things were getting better?

          22   MR KELLY:  Yes, I was told I was in remission after one

          23       course.  I then went along -- or after a couple of

          24       courses of chemotherapy -- and during that process I was

          25       told that I would have to have a bone marrow transplant,
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           1       which meant my parents and my sister had tests and we

           2       found out that my sister was compatible.  So we went

           3       along, and went through the process of having radiation

           4       treatment in order to kill my bone marrow, and then have

           5       some marrow from my sister.

           6   LORD ARCHER OF SANDWELL:  And the transplant.

           7   MR KELLY:  The transplant.

           8   LORD ARCHER OF SANDWELL:  Were you receiving blood from the

           9       treatment?

          10   MR KELLY:  I received blood all the way through, probably

          11       something called chemotherapy, or -- well, I think it's

          12       better now but at that point in time it was known as

          13       Domestos.  It killed everything, so they had to give me

          14       blood --

          15   LORD ARCHER OF SANDWELL:  To replace what you'd lost?

          16   MR KELLY:  -- to replace what I'd lost.

          17   LORD ARCHER OF SANDWELL:  In what form were you receiving it

          18       at that time. Was it cryoprecipitate or --

          19   MR KELLY:  No, it was actually, it was a mixture of whole

          20       blood, in the bag --

          21   LORD ARCHER OF SANDWELL:  We're talking about 1985 or so,

          22       aren't we?

          23   MR KELLY:  Yes.

          24   LORD ARCHER OF SANDWELL:  Yes, I see.  Then, when you went

          25       home, you received further blood transfusions.
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           1   MR KELLY:  Well, I was transferred from Gartnavel General

           2       Hospital to Royal Infirmary in Glasgow, to the bone

           3       marrow unit where I received the bone marrow transplant,

           4       group two transplants, and that's where I also received the

           5       contaminated blood which was platelets.

           6   LORD ARCHER OF SANDWELL:  Yes, platelets.  And the blood

           7       actually, I gather, seemed to be improving your general

           8       health?

           9   MR KELLY:  Eventually, yes, it did.  As far as I am aware

          10       what happened when I actually received the contaminated

          11       platelets was around about the same time as I had the

          12       first bone marrow transplant, but the blood levels were

          13       not coming up as well as what they should have, and

          14       that's when they decided to give me a second bone marrow

          15       transplant, because they couldn't figure out why it

          16       wasn't coming up on my count, and then they found out

          17       later, as I say in my evidence, that I had actually

          18       received contaminated blood.

          19   LORD ARCHER OF SANDWELL:  How long after you first received

          20       the bone marrow transplants was this?

          21   MR KELLY:  The bone marrow transplant was around about

          22       Easter of 1986.

          23   LORD ARCHER OF SANDWELL:  Eighty-seven?

          24   MR KELLY:  Eighty-six.  And then after -- well, the bone

          25       marrow treatment, and what happened was I went along to
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           1       the clinic and the consultant said to me, you know,

           2       "Look here, old man" you know, basically told me that

           3       I'd received infected blood, and what had happened was

           4       that the person that had donated the blood was negative,

           5       but then came back three months later and found to be

           6       positive.  So what they did then was the blood

           7       transfusion service backtracked to find out who got the

           8       blood.  It was myself and I believe it was some others

           9       as well that also got infected from the same batch.

          10   LORD ARCHER OF SANDWELL:  Yes, saying that they found out

          11       too late, after they had taken the blood?

          12   MR KELLY:  Yes, the tests then, and I believe it's still the

          13       same test today, doesn't pick up the antigen -- it

          14       doesn't pick up when the blood is -- the window period,

          15       and as far as I know, it is the same tests they are

          16       doing today.

          17   LORD ARCHER OF SANDWELL:  Did you have any symptoms from the

          18       infection, initially?

          19   MR KELLY:  Well yeah, I did.  I had some sweats and other

          20       problems, but they put it down to the bone marrow

          21       transplant, because I got a number of infections during

          22       that period as well.

          23   LORD ARCHER OF SANDWELL:  Yes, I see, but I was only when he

          24       told you about the infected blood that you realised what

          25       was really causing it?
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           1   MR KELLY:  Yes.

           2   MR MEHAN:  And that was HIV was it?

           3   MR KELLY:  Yes, it was HIV.

           4   MS WILLETT:  And you say the tests are still the same today?

           5   MR KELLY:  As far as I am aware. What they do is -- well,

           6       after what happened to myself they brought in the heat

           7       treatment, and something -- obviously not the whole

           8       blood but the thing was, because I had no immune

           9       system, the standard process in the Walton Unit was old

          10       blood -- well, platelets now -- were heat treated and

          11       irradiated, and it still got through.  So we don't know

          12       why.

          13   LORD ARCHER OF SANDWELL:  It somehow got through --

          14   MR KELLY:  It still got through the heat treatment.

          15   LORD ARCHER OF SANDWELL:  I think there was a payout by the

          16       Government to people suffering from haemophilia who

          17       contracted infected blood but not to people like you,

          18       who got leukemia or some other --

          19   MR KELLY:  No, official Government line was basically --

          20   LORD ARCHER OF SANDWELL:  Are we talking about Macfarlane

          21       here?

          22   MR KELLY:  No.  I'm talking about the Eileen Trust, which is

          23       the sister trust.

          24   LORD ARCHER OF SANDWELL:  Oh, the Eileen Trust, yes.

          25   MR KELLY:  What the Government said at the time, Virginia
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           1       Bottomley and others said, that if the haemophiliacs

           2       hadn't been given the blood they would have died, and

           3       that was the difference between us and the

           4       haemophiliacs, and our arguments was obviously well if

           5       myself and others hadn't been given the blood we

           6       probably would have died as well because it was part of

           7       our treatment.  Eventually they did -- well before that

           8       as I said earlier in the evidence that was handed in,

           9       that we had a legal case which basically said it wasn't

          10       in the public interest for us to get information that we

          11       needed, which was quite interesting.

          12   LORD ARCHER OF SANDWELL:  That was in a court session was

          13       it?

          14   MR KELLY:  Yes, in Edinburgh, Lord Morrison, although

          15       I believe he was quite sympathetic to the case but the

          16       public interest, indemnity, sort of thing.  So that's

          17       why we carried out the campaign, and The Observer

          18       newspaper, which I think I have submitted the articles,

          19       and eventually we got an MP on board to help us, and

          20       eventually they decided to pay out.

          21   LORD ARCHER OF SANDWELL:  Yes, I see.

          22   MS WILLETT:  And how much was that?

          23   MR KELLY:  I received £43,500 but again what they did was,

          24       they lumped both the payments that they had made to

          25       haemophiliacs,they got two payments, £20,000 and then --
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           1   LORD ARCHER OF SANDWELL:  £25,000 at a later stage.

           2   MR KELLY:  Well what they did was, with us they just

           3       amalgamated both.

           4   LORD ARCHER OF SANDWELL:  So you got £45,000, in effect?

           5   MR KELLY:  I got £43,500.  It depended whether you were

           6       married, whether you are single, whether you have

           7       children or whatever.  So it varied from --

           8   LORD ARCHER OF SANDWELL:  Well we'll probably have some

           9       evidence on that later.

          10   MR KELLY:  If you were an infant, you got £41,500, single

          11       adult, £43,500.  Married adult without dependent

          12       children, £52,000, and if you had children you get

          13       £80,500.  Then there was also payments made to infected

          14       spouses or children, which varies from £21,500 to

          15       £23,500.

          16   LORD ARCHER OF SANDWELL:  Yes, thank you.

          17   MS WILLETT:  To what extent did the money you received

          18       compensate you for what you lost or had --

          19   MR KELLY:  The ex gratia payment?  It wasn't compensation,

          20       you have to be careful here.

          21   MS WILLETT:  Sorry, yes, you're quite right.

          22   MR KELLY:  They keep telling us... No basically I was told

          23       when I received it "go and enjoy yourself because you

          24       have got three or four years to live" and that's what

          25       I did.  The amount of money that it got me at that point
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           1       in time, there was no -- I couldn't buy a house or a

           2       flat, because there wasn't enough.

           3   LORD ARCHER OF SANDWELL:  And you couldn't get a mortgage?

           4   MR KELLY:  No.  So, you know, it didn't really do a lot for

           5       me but I didn't have a choice of whether to take it or

           6       not.  I couldn't go back to court because I had signed

           7       the waiver, so there wasn't really a lot.

           8   LORD ARCHER OF SANDWELL:  Can I ask you a little now about

           9       the effect of the condition on you, personally?

          10   MR KELLY:  Yes, well over the years I've never actually had

          11       an HIV related illness.  My main problems are the side

          12       effects of the treatment.  I was on AZT at one point,

          13       and it damaged my mitochondrials in my legs, the cells,

          14       they never recovered properly.  My pancreas is damaged,

          15       so much so that, as you have probably seen in the

          16       articles in The Observer, at one point I was 22 stone

          17       and because my pancreas was damaged I lost all that

          18       weight and I'm now 12.5 stone, and in some ways I was

          19       lucky that I had the weight to lose, otherwise,

          20       I wouldn't be here today.  I then had to supplement --

          21       or medication when I eat to stop me from malabsorbing

          22       and I'm still taking antibiotics at the moment.  I was

          23       on one drug called Kaletra three years ago, which caused

          24       me to have a heart attack because it puts up the

          25       cholesterol, then about two months ago I had a second
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           1       heart attack.

           2   LORD ARCHER OF SANDWELL:  So you have had two heart attacks?

           3   MR KELLY:  I've had two heart attacks and at the moment I'm

           4       on a waiting list to find out whether I can get

           5       angioplasty or not. I've got to get a scan first to see

           6       if my heart's in any sort of condition that it can be

           7       done.

           8   LORD ARCHER OF SANDWELL:  What about the effect on your

           9       mind, your mentality?

          10   MR KELLY:  My mentality?  Well, for years I've been putting

          11       on a face.  People say to you, "How are you?"  I say,

          12       "I'm fine", but really I'm not.  You know, I've had some

          13       counselling over the years, and recently, after my heart

          14       attack, and also sort of doing -- putting evidence of

          15       things together, my psychologist at Brownley, who has

          16       known me for quite number of years, decided to have

          17       a chat with me and decided that I had clinical

          18       depression and put me on Prozac so I have to see how

          19       that goes.

          20   LORD ARCHER OF SANDWELL:  A bit early to decide what is

          21       happening about that?

          22   MR KELLY:  Yes, but also at the moment I'm doing a law

          23       degree, which I've been enjoying, but when it comes to

          24       the exams and things my confidence isn't as great as it

          25       should be.  And it's -- it's also affects your

                                           100

           1       confidence like, you know, if you meet a woman or

           2       whatever, it's quite hard because you have also got

           3       to -- given the current state of the law, you have got

           4       to -- well I was going to say expose but that's probably

           5       the wrong word, you have got to tell them that you're

           6       HIV positive.  Quite a lot of times it's off-putting, so

           7       they just -- or you don't have a lot of relationships in

           8       that sense.

           9   LORD ARCHER OF SANDWELL:  Is there anything else you would

          10       like to tell us?

          11   MR KELLY:  Yeah, I think Andrew and others have already made

          12       reference to countries, but -- well a couple of things

          13       I wanted to add was -- and I sent a copy of it -- I came

          14       across an article.  One of the things people have been

          15       asking me for years because the tests couldn't pick up

          16       the virus, you know, what more could the government have

          17       done?  My argument was at that point in time, and I know

          18       this as a fact from talking to people who were in the

          19       high-risk groups at that period in Scotland and I think

          20       down here, I think they gave a form for people to

          21       volunteer not to give blood, if they are in a high-risk

          22       group, ie, gay men, drug users or whatever.  As we all

          23       know people lie.  It happens.  What was happening then

          24       was that because there was only one place that you could

          25       actually get tested for HIV, and that was at the blood
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           1       transfusion service, people were using it to be tested,

           2       and I've got an article here which I've submitted to

           3       Vijay, dated 2nd March 1992 from The Scotsman newspaper

           4       which states -- that was them then just bringing in the

           5       tests in other centres for people to go to.  Why did it

           6       take so long?  I'd really like to know why it took so

           7       long because as you know the primary test was in

           8       December 1985, and that's seven years it took them to do

           9       that.  So that put our blood supply at risk, the

          10       Government, by doing that.

          11   LORD ARCHER OF SANDWELL:  I follow the question.  It's

          12       a question which is in our mind too.

          13   MR KELLY:  I have also been asked to mention the fact -- and

          14       I've said in my evidence but I haven't covered it -- is

          15       the fact that in the Eileen Trust we have been told by

          16       the official Government or the Department Of Health,

          17       that there was 400 people at that point in time who had

          18       been given infected blood.  Less -- Peter Stevens, who

          19       is giving evidence next month, will be able to go into

          20       more detail -- but less than 100 people actually claimed

          21       the ex gratia payments and the majority of them had

          22       already died, so it was like their families.

          23           At the moment, the way it stands there are less than

          24       20 of us in the Eileen Trust.  Seven or eight of them

          25       have came on board over the last three or four years.
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           1   LORD ARCHER OF SANDWELL:  The others have already died, have

           2       they?

           3   MR KELLY:  Yes.  We don't know about the 300.  We don't know

           4       what the figures are of how many have died, but there

           5       are still people coming forward today who claim an ex

           6       gratia payment because they've just recently been

           7       diagnosed.  There's one friend of mine who is also from

           8       Scotland Trisha, she had a baby down here in London.

           9       The day after the baby was born they found out she had

          10       septicaemia.  She was given nine units of blood.  A few

          11       months later, it was in the press that someone had been

          12       given infected blood, a number of people that received

          13       it in London and Wales.  And she went back to her

          14       consultant and said, "I'd like to get tested" and he

          15       said, "Don't be silly, it's impossible."  Trisha has had

          16       some very serious problems including some brain damage,

          17       and she was diagnosed four years ago and they managed to

          18       trace it back.

          19   LORD ARCHER OF SANDWELL:  And they said that was the source

          20       of it?

          21   MR KELLY:  That was the source of it, and there was one case

          22       going through just now from the Department Of Health,

          23       and there's obviously -- there's people out there who

          24       have been given HIV --

          25   LORD ARCHER OF SANDWELL:  The case you're talking about, is
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           1       that going through the Court of Session?

           2   MR KELLY:  No, there is no Court of Session cases now, but

           3       she was basically advised to accept her ex gratia

           4       payment.

           5   LORD ARCHER OF SANDWELL:  Oh I see I thought that you meant

           6       that she had brought proceedings.

           7   MR KELLY:  No.  She was advised again because of the state

           8       of her health and she should just take the ex gratia

           9       payment.

          10   LORD ARCHER OF SANDWELL:  I see.  So you're waiting for

          11       the --

          12   MR KELLY:  Well she's had it now, but in terms of her life,

          13       her husband almost lost his business looking after her,

          14       and like all of us, we don't have any private pension.

          15       We can't get a pension.  I've been living on benefits

          16       since I was diagnosed, and as I said in evidence

          17       earlier, financially, I don't have a lot of money.

          18       I can't plan ahead. In fact, Tuesday when I was coming

          19       down, I went to the Post Office to get my welfare

          20       benefits and it wasn't in, and they said it would take

          21       seven days, so I had to go and speak nicely to my

          22       mother.

          23   LORD ARCHER OF SANDWELL:  So life's become living from one

          24       week to the next?

          25   MR KELLY:  Yes, basically.  Just living off of the benefits
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           1       and the money we get from the Eileen Trust. It's quite

           2       hard to organise a holiday or whatever because of my

           3       health, and for my parents, like I said, two days before

           4       I had my last heart attack my parents were supposed to

           5       be going on holiday I was in hospital.  I would like to

           6       find, as I said, in certain evidence I've submitted

           7       that I really do believe that what we're looking for is

           8       some sort of -- well, we want to know exactly why this

           9       is happening.

          10   LORD ARCHER OF SANDWELL:  You want the explanation?

          11   MR KELLY:  We want the explanation, we want an apology and

          12       we want some decent compensation for our lives.  We only

          13       have one life, right?

          14   LORD ARCHER OF SANDWELL:  Sure.

          15   MR KELLY:  We're all living with the effects of this

          16       government policy, and as a good friend of mine, Paddy Joe

          17       Hill, from the Birmingham six said to me one day, he

          18       runs a campaign called "Miscarriage of justice" he said

          19       to me "you know, Gary, you have been given a life

          20       sentence without parole" and that's exactly it, in

          21       a nutshell.

          22   LORD ARCHER OF SANDWELL:  Any questions?

          23   MS WILLETT:  I don't have any.

          24   LORD ARCHER OF SANDWELL:  Thank you very much Mr Kelly.  You

          25       have made it very clear.
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           1   MR KELLY:  Thank you.

           2   LORD ARCHER OF SANDWELL:  Well do you think we can safely

           3       resume at one?  Shall we adjourn now and resume at one?

           4    (12.14 pm)

           5                    (The luncheon adjournment)

           6

           7    (1.00 pm)

           8   LORD ARCHER OF SANDWELL:  Mr and Mrs Smith.

           9              EVIDENCE OF JANET SMITH AND MR SMITH.

          10   LORD ARCHER OF SANDWELL:  Thank you for coming.  Were you

          11       here his morning?

          12   JANET SMITH:  We got here about 11.30.

          13   LORD ARCHER OF SANDWELL:  Either people may prefer to read

          14       from their statement or they may prefer to answer

          15       questions from me.  What would you prefer?

          16   JANET SMITH:  Read, but if you need to stop me to ask any

          17       questions --

          18   LORD ARCHER OF SANDWELL:  Right, if you would care to read

          19       your statement.

          20   JANET SMITH:  Our fourth son Colin John Smith was born on

          21       23rd August 1982.  All seemed well until a few months

          22       later when he woke up with a bruise on his knee.  My

          23       sister, who was staying with us at the time, said he had

          24       haemophilia.  She knew what the bruise looked like as

          25       she has a haemophiliac son herself.  Colin was then
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           1       diagnosed with haemophilia at ten months old.  So began

           2       the regular trips to the hospital for Factor VIII which

           3       was going very well, then he went into hospital for a

           4       routine operation to have grommets inserted into his

           5       ears.  He was then two years old.  He had Factor VIII

           6       12 hours before the operation -- he had Factor VIII

           7       12 hours later, which was -- from his medical records

           8       was old stock.  It had been there for about two years.

           9       And it was also obviously a different batch number.

          10       Then they, after 12 hours later, they went back to the

          11       original Factor VIII, which they knew children -- the

          12       contaminated Factor VIII which they knew that children

          13       under the age of four should always have stayed on the

          14       pure treatment.  Within a few weeks, according to his

          15       medical records, Colin became ill. Routine blood tests

          16       confirmed that Colin had HIV.  He was two.  We never

          17       received any information or counselling but were told to

          18       go home and not to worry about it. It was not until

          19       Colin had a severe nose bleed in the night that we were

          20       told that we had to burn his mattress.

          21           Colin then --

          22   LORD ARCHER OF SANDWELL:  Who told you that?  A doctor or

          23       someone?

          24   JANET SMITH:  Yes, we phoned the hospital.  Colin always

          25       slept with his brother which, you know, kids do, and
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           1       they were more concerned about his brother because he

           2       was caked in blood in his mouth, told us to leave Colin

           3       alone, to clean Daniel up and then to burn his mattress.

           4           It was not until Colin then began to get -- but that

           5       night we started to ask questions.  We asked the

           6       hospital: why do we have to burn his mattress?  But they

           7       just said that they were in the dark as much as we were.

           8       Colin then began to get severe chest infections, high

           9       temperatures and severe diarrhoea.  He never really

          10       gained up from that.  He was in hospital for about four

          11       months with a drip up his nose to feed him but as soon

          12       as it went in it came out the other end and he died on

          13       13th January 1990.  He was seven, and he weighed 13

          14       pounds.  But he died at home with people who loved him,

          15       and we had him for a wonderful 5 hours after his death.

          16       He left home and then he left home for the last time.

          17       We were so heart broken words cannot describe how we

          18       felt.

          19           The following day his brothers came home as they had

          20       been staying with relatives because we didn't know what

          21       sort of death Colin was going to have.  I didn't know if

          22       he was going to bleed.  I was scared myself, and

          23       I certainly didn't want to let three children experience

          24       that but he did die very peacefully.  So the following

          25       day his brothers came home.  When we told them that
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           1       Colin had gone to heaven it was the hardest thing we

           2       have ever had to do, and their howling actually filled

           3       the house, and that went on for days.

           4           We tried to carry on for the sake of the children.

           5       We did our grieving when the boys were in bed but how on

           6       earth do you comfort three heart broken boys when we

           7       were heart broken too?

           8           Then we tried to get on with our life and then

           9       around three years later we had a letter in the post

          10       asking us all to go to the hospital to be tested for

          11       hepatitis C, which --

          12   LORD ARCHER OF SANDWELL:  Was that the first time you had --

          13   JANET SMITH:  That was the first time we ever knew he had

          14       hepatitis C.  And this was such a shock that it was the

          15       first time it was mentioned to us.  When we got to the

          16       hospital I actually asked when Colin was infected.  The

          17       doctor just shrugged his shoulders and said it could

          18       have been his first treatment.  I then asked what had

          19       actually killed him -- was it AIDS or hepatitis C?  And

          20       he just looked at me and said it could have been any one

          21       of them and then we were asked to leave.  So why were we

          22       not even told that Colin had hepatitis C?  Because we

          23       went home absolutely dumbfounded, because it was never

          24       discussed, we never had counselling, that was the first

          25       we ever heard that he had hepatitis C.
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           1           I can't -- we can't understand that because of the

           2       risk to the other children, you know?  They shared

           3       a room.  I mean they had bunk beds but little children

           4       are little children.  As soon as you leave the room they

           5       were in together but we were never told we were never

           6       told how to reduce any risks, or because it was -- we

           7       just never ever even knew he had it.

           8   MS WILLETT:  Was the rest of the family tested for HIV?

           9   JANET SMITH:  No.  We never had anything.  We never -- we

          10       were just told to go home and get on with it.

          11   MS WILLETT:  You weren't given any advice?

          12   JANET SMITH:  No, nothing at all.

          13   MR SMITH:  At the time they said they were as much in the

          14       dark as we were.

          15   JANET SMITH:  All they told us was when we gave Colin

          16       treatment to wear gloves.  That was it.

          17   MS WILLETT:  But they knew enough to be concerned about his

          18       brother and to burn the mattress?

          19   JANET SMITH:  Exactly.  But that was the first we --

          20   LORD ARCHER OF SANDWELL:  Did they ever mention the

          21       possibility of infected blood in general terms?

          22   JANET SMITH:  No, never.  Never at all.  Anyway, we were all

          23       tested anyway.  Thankfully we were all negative.  But we

          24       could not change anything, you know.  I mean Colin had

          25       seven wonderful years with us.  I never regret having
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           1       that and he was a charming little boy.  And then

           2       17 years have passed, and I don't -- a dear friend of

           3       ours asked if we'd be willing to get Colin's medical

           4       records as they thought our son had been involved in

           5       some sort of trial.  We required Colin's medical

           6       records, and there are some very revealing and upsetting

           7       questions in there that we didn't even know he had.  He

           8       was given Factor VIII from an American prison.  Why

           9       was -- when Colin became so ill there were bio hazard

          10       stickers on his records.  I just don't understand why we

          11       were never told any of this, you know?  We -- the

          12       hospital knew.  They knew long, long before I think even

          13       Colin was actually born.  Colin wasn't born until 82.

          14       There were facts and figures out in the late seventies.

          15   LORD ARCHER OF SANDWELL:  Knew about the risk you mean?

          16   JANET SMITH:  Yes.  Like on Colin's death certificate, all

          17       that's gone on there is "AIDS" but I don't believe

          18       that's what killed him.  I believe hepatitis was a much,

          19       much bigger risk than AIDS, but it's not on his medical

          20       records.

          21   LORD ARCHER OF SANDWELL:  Do you still have the medical

          22       notes?

          23   JANET SMITH:  Yes, I do.

          24   LORD ARCHER OF SANDWELL:  Do you mind if we looked at them?

          25   JANET SMITH:  I didn't bring them now but yes, you can have
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           1       them.  That's not a problem.  And also in his records it

           2       shows he actually died of pneumonia.  We were never told

           3       that either.  He was just a little boy, he was dealing

           4       very well with his haemophilia.  He told us when he had

           5       a bleed, but his life was taken with no chance of life

           6       and I believe because of research.  All we want is

           7       answers, not just for Colin but for many of our friends

           8       that we have lost and our dearest friends who are still

           9       living with the consequences of many, many errors, and

          10       I know it's short but I just don't know what else to

          11       say, really.  But I just think the truth will out.

          12   LORD ARCHER OF SANDWELL:  Thank you very much.  You have

          13       presented it extremely clearly.

          14   MS WILLETT:  No, I don't have anything else.

          15   LORD ARCHER OF SANDWELL:  Thank you very much, Mrs Smith.

          16   JANET SMITH:  You're welcome.

          17   LORD ARCHER OF SANDWELL:  Would you like add to anything?

          18   MR SMITH:  No, just myself, I want to know why they gave him

          19       pure Factor VIII 12 hours before the operation, a

          20       contaminated batch during the operation and then switch

          21       back to clean, mix and match batches which they

          22       shouldn't have been doing anything.

          23   MS WILLETT:  I think it will be helpful for us to look at

          24       the original medical records you have.

          25   JANET SMITH:  Certainly.  That's no problem at all.
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           1   LORD ARCHER OF SANDWELL:  Thank you very much.  Mr Norval?

           2                    EVIDENCE OF BRUCE NORVAL.

           3   LORD ARCHER OF SANDWELL:  Well, if he is available later,

           4       then we can get him then.  We may have got ahead of

           5       ourselves.  Are Mr and Mrs Martin-Healey here?

           6           I think you were told 1:30, Mr Norval.

           7   BRUCE NORVAL:  Yes, I'm afraid it's very hot in here so

           8       I was trying to stay outside.

           9   LORD ARCHER OF SANDWELL:  Certainly.

          10   MS WILLETT:  I understand that.

          11   LORD ARCHER OF SANDWELL:  How would you prefer to do this,

          12       Mr Norval?  Would you prefer to read it or would you

          13       like me to ask questions?

          14   BRUCE NORVAL:  I've got one extra piece compared to my

          15       submission that I would like read into the record if you

          16       don't mind, a single sheet of A4.

          17           First of all, there was one thing I would really

          18       like from this inquiry that I've been trying to get to

          19       from the beginning, is actually a statement of the

          20       pathogenic potential of each and every bottle of Factor

          21       VIII and Factor IX produced in this country.  We've

          22       concentrated very much on the fatal viruses, but there

          23       were a number of viruses getting through as late as the

          24       1990s, like parvovirus that has significant implications

          25       on health and it would be useful for us, I think,
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           1       politically and certainly with the press to be able to

           2       emphasise the true scale of the haemophilia issue, and

           3       exactly how bad things are, because I mean, in my case

           4       I mean parvovirus has eaten my joints, I've got

           5       arthritis, I've got problems with my gastric system

           6       which is probably related to something else on top of

           7       the hepatitis C and I think we need to understand that

           8       we're not singularly infected, mono infected, we're

           9       actually multiply infected and multiply infected with

          10       each and every treatment and I think the statement of

          11       the pathogenic potential of each bottle would be helpful

          12       to that end.

          13   LORD ARCHER OF SANDWELL:  That would depend on the records

          14       still existing, I suppose?

          15   BRUCE NORVAL:  Very much so, but Scottish blood transfusion

          16       managed to make a reply to Charles Kennedy on my behalf

          17       who was my MP where they made a statement about the

          18       number of pathogens they acknowledged in Scotland so I'd

          19       be very disappointed if BPL can't make a similar

          20       response in England.

          21   LORD ARCHER OF SANDWELL:  Could you give us a reference, by

          22       the way.  Was this a parliamentary Act?

          23   BRUCE NORVAL:  It was a question asked by Charles on my

          24       behalf.

          25   LORD ARCHER OF SANDWELL:  You may be able to find out if you
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           1       don't have it.

           2   BRUCE NORVAL:  I will certainly make sure it's submitted to

           3       the inquiry.  I'm actually an ex-nurse, and one of the

           4       problems I've had from the beginning of this is

           5       understanding how it is that this could have lasted so

           6       long with -- I mean, in this case the ethical controls.

           7       I mean, despite the fact that we were recording liver

           8       abnormalities from the earlier issues, the ALT test and

           9       liver enzyme testing went on from almost the beginning

          10       of the use of Factor concentrates in haemophilia

          11       treatment.  What I can't understand is how that the

          12       obvious signs of chronic liver abnormality occurring did

          13       not warrant research, significant publication for peer

          14       review, did not result in caution in the use of these

          15       products, and in fact what actually happened was in the

          16       mid-seventies they extended the use of these products

          17       and by the end of the seventies the use of

          18       Cryoprecipitate was almost wiped out, which, in theory,

          19       was the safer product.  It seems to have been -- the

          20       whole practice inside medicine at that point in treating

          21       haemophiliacs seems to have been counter intuitive to

          22       the facts as were being presented so somebody who

          23       understands the science of this, what I can't understand

          24       is how did my consultant not understand the science of

          25       this?  And how did he not react to the science of this?
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           1       And I've never been given a good reason for it.  Every

           2       time I've asked the doctors have backed off or in

           3       certain cases I've asked the department of health and

           4       they've never even responded.

           5   LORD ARCHER OF SANDWELL:  We've seen a suggestion that one

           6       of the factors at work was that everybody -- a lot of

           7       people were asking for the factors because they were

           8       so -- so much more convenient.  They could be

           9       administered at home.

          10   BRUCE NORVAL:  You see, the thing is I've got moderate

          11       severe Factor IX haemophilia.  I only have bleeds on

          12       trauma and that trauma was often as a result of the diet

          13       advice of my haematologist.  He was telling my parents I

          14       should act like a normal boy, play football, go to PE

          15       lessons and once I'd had a treatment it was safely

          16       treatable.  Now the thing is if I hadn't gone to PE, if

          17       I'd stayed in when the boys had played football, 90 per

          18       cent of my bleeds wouldn't have happened.  It's like we

          19       were not empowered with the truth about the risks we

          20       were willing to face.  We had the concept of society's

          21       vision of normality thrust upon us when, in fact, the

          22       normality of being a haemophiliac isn't the able-bodied

          23       version of the world.  It's different.

          24   LORD ARCHER OF SANDWELL:  The philosophy was: treat it like

          25       everybody else, as though it didn't happen?
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           1   BRUCE NORVAL:  Treat him like everybody else and then when

           2       you have a bleed we will just whack you full of factor

           3       and then you can go out and be with the normal boys as

           4       well.

           5           On the non-consensual element, I was one of the

           6       first people to start picking up the idea that certain

           7       areas of this could fall under the Geneva Convention's

           8       definition of non-consensual experimentation.  Things

           9       like the act of testing -- I mean, most people that were

          10       tested for hepatitis C were unaware that they were being

          11       tested for hepatitis C for up to three or four years at

          12       a time.  There's certainly evidence now that HIV

          13       sufferers had similar experiences.  We were being tested

          14       raised liver enzymes which were indicative of non-A

          15       non-B hepatitis, which is by definition inflammation of

          16       the liver but no one was willing to tell us -- there was

          17       no money on our side to tell us to reduce our alcohol

          18       intake, improve our diet or avoid treatments.

          19           Calling criminal law, I was under the impression

          20       that when I worked in the hospitals there was a note

          21       from the General Medical Council in, I believe it was

          22       1985 on testing for AIDS without the patient's knowledge

          23       or consent, and the advice at the time was that you

          24       couldn't do it because it would be regarded as common

          25       criminal assault.
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           1           So I can't understand how, in 1990/91, we were all

           2       tested for hepatitis C without our knowledge and consent

           3       and it doesn't appear to have been noted as a criminal

           4       assault.

           5           The public health issue.  I mean, forgetting about

           6       us just for a minute, we became disease vectors the

           7       moment we were exposed to these viruses.  Our doctors

           8       were aware that we were these disease factors.  Yet

           9       there seems to be no regard to the fact that the one

          10       normal thing we all did as boys was we had girlfriends

          11       and had sex with these girlfriends.  So where was the

          12       responsibility to the more wider public health in the

          13       way we were dealt with?

          14           The Human Rights protections we should have had in

          15       this country -- I mean, certainly the so-called right to

          16       life, I know it's far more complex than that want act

          17       seems to me to be violated on several occasions, and for

          18       the HIV sufferers I think there's definitely that an

          19       document that the right to find a family has been

          20       severely compromised as well.

          21           There's also been this pretence that we have had an

          22       accident here, this is, "Oops sorry, we didn't mean to

          23       do it".  But if you are recording these liver enzymes

          24       from the asking of treatment, which by definition is

          25       a hepatitis inflammation of the liver, you can't say
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           1       it's an accident when you discover what virus it is that

           2       causes it.  I mean the only thing that changed in the

           3       late eighties prior to that point was that somebody

           4       looked down microscope and said, "Oh, that's the

           5       hepatitis virus we called non-A non-B.  We'll now call

           6       it hepatitis C because we have a picture of it."  That's

           7       the only change that happened and this pretence that

           8       there was this sudden leap forward in knowledge is to me

           9       a lie.  I would imagine that an awful lot of what my

          10       doctor told me when I was diagnosed as having hepatitis

          11       C about the risks attached -- and I was diagnosed in

          12       1990 and he told me liver cancer, liver failure,

          13       lymphona, reeled off this list of diseases after telling

          14       me two weeks earlier that they didn't think it would be

          15       a problem with haemophilia.  I just fail to have

          16       understood the explanations that doctors were giving me,

          17       and every time I've challenged it, all I've ended up

          18       with is a very angry reaction and on several cases

          19       doctors will no longer speak to me.

          20           I'm not being some raving loony demanding my doctors

          21       be sued left, right and centre.  I just want to

          22       understand why it is this happened; why is it that the

          23       legislative frame works that there were there failed?

          24       Why is it the ethical controls failed?  How is it

          25       science controls of peer reviews seemed to be totally

                                           119

           1       missing?  I mean, I can't find any evidence that

           2       haematologists sought the advice of hepatologists or

           3       experts from biology, on whether or not the practice of

           4       ignoring hepatitis as a side effect of blood products

           5       was one that should continue.

           6           There seems to be no tipping the hat to fellow

           7       professionals to say, "Well we're haematologists, we're

           8       specialists in blood.  You're a specialist in blood

           9       viruses.  Tell us is there anything we need to do about

          10       it?"  They've kept it very much in-house, and I've had

          11       suspicions for a long time about why it is that might

          12       have happened and how it is that we've ended up with

          13       possibly an accidental but certainly a cartel running

          14       our treatment is that I do believe that most

          15       haematologists treating haemophiliacs certainly from the

          16       seventies and early eighties were all trained in the

          17       same place, Oxford Haemophilia Centre quite openly

          18       boasts about the fact that the majority of the treatment

          19       of haematologists within the UK were trained in that one

          20       place.

          21           When you actually look at that you have got to ask

          22       yourself well where were the checks and balances.  It's

          23       like, if Oxford was making a mistake in its training,

          24       where was the oversight that made sure that mistake was

          25       corrected before it was magnified in the whole country
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           1       because you're training every doctor with that same

           2       mistake?

           3           That's the only extra stuff I want to add if you

           4       don't mind.  I will certainly go back to my initial

           5       submission.

           6           One of the things that angered me as a patient from

           7       the beginning is that I actually was suffering from

           8       hepatitis A symptoms from my late teens, and I've gone

           9       time and time to my doctors to say, "Look, what's wrong

          10       with me?  I'm trying to get a job here.  I'm holding it

          11       down for about three months and then I'm getting so sick

          12       I'm losing the job?"

          13   LORD ARCHER OF SANDWELL:  Can you just tell us what the

          14       symptoms were?

          15   BRUCE NORVAL:  For years I woke up every night, sometimes

          16       two or three times a night with my bed soaking wet.

          17       When I was younger I used to think that I'd wet myself,

          18       when in fact what it was was called night sweat.  It

          19       would saturate my mattress so badly that on certain

          20       occasions idly materially have to pull my mattress off

          21       and have to go sleep on the couch.  I was washing

          22       bedding every day.  When I met my partner, my wife she's

          23       getting up frequently, once, twice every night because

          24       I sweat in the bed and make it so uncomfortable for her

          25       to sleep in that she's got to go sleep in one of the
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           1       kids' rooms and then after helping me change the bed.

           2       We got to the point where I just actually used to go to

           3       bed on towels for greater absorbancy.

           4           I then moved on to having problems with

           5       concentration.  I had severe problems with what the

           6       doctors euphemistically called lethargy.  I mean I was

           7       basically so exhausted that I could not operate

           8       effectively within the world and that is the major one

           9       impact upon my employment and my attempts on education,

          10       was after a few months of very studiously trying to do

          11       a good job, or very studiously trying to follow a course

          12       I would find myself so exhausted that I couldn't carry

          13       on.  Now I approached my consultants about it and I even

          14       had one consultant within this city who I will not name

          15       who suggested to me it was all in my head and sent me to

          16       a psychiatrist and had me to a point where I was

          17       actually doubting my own sanity.  Am I really feeling

          18       this?  Is it what's really going on or is he right that

          19       it's just all stress?  That because of the AIDS thing

          20       there's a bit of survival guilt going on, maybe.

          21   LORD ARCHER OF SANDWELL:  What did the psychiatrist say

          22       about it?

          23   BRUCE NORVAL:  To be honest, he wanted to talk about my past

          24       and I got to the point within about two sessions where

          25       I just thought this man's a complete and utter idiot,
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           1       I'm not coming here any more.  He sat and smoked a pipe

           2       and refused me the right to light a cigarette over an

           3       hour another session.  As a smoker I found it

           4       intolerable to sit in a room with someone smoking while

           5       I'm suffering nicotine withdrawal, so as far as I'm

           6       concerned whatever kind of psychiatry the man was

           7       practicing wasn't any use to me.

           8           The things I want to understand from this inquiry.

           9       The Medicines Act, for example, famously brought in

          10       thanks to Lord Morris in reaction to the flutamide(?)

          11       disaster.  One of the primary aims of the Medicines Act

          12       was supposedly to prevent any disaster running for a

          13       prolonged period of time creating hundreds of victims

          14       before it was stopped.  I can't understand how it didn't

          15       work.  When I looked at the information that was

          16       available on the rate of reporting hepatitis, it appears

          17       that the rate of hepatitis that was actually being

          18       recorded in haemophilia was not reported under the Act.

          19       Not just the card scheme but when the Act first came

          20       into being there was a period of one year when every

          21       medicine got a licence for a period of a year and then

          22       they'd have to submit evidence over that year to see if

          23       the licence was then to be granted permanently.

          24       I cannot see any evidence that hepatitis was fully

          25       disclosed within that period of time, yet by 1973, we
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           1       know the consultants were fully aware that non-A non-B

           2       hepatitis was a significant risk and that 40 per cent of

           3       us were hepatitis B positive.

           4   LORD ARCHER OF SANDWELL:  I think -- at least I hope we're

           5       going to have some evidence on this later, because it's

           6       a question which we've been asking ourselves.

           7   BRUCE NORVAL:  One of the other things I've had a great deal

           8       of problems with is the Haemophilia Centre director's

           9       position on commercial blood products.  A number of

          10       times my mother has told me that my old consultant, as

          11       a child, would say to her, "Don't get the American

          12       stuff -- it's full of rubbish.  It's skid row donors and

          13       they harvest blood from prisons".  If they're so

          14       concerned about the American stuff because it is from

          15       prisons, why do they think it's safe to harvest blood

          16       from UK prisons. We have drug addicts in prisons in this

          17       country?  We have men on men sex within the prison

          18       system within this country.  They are places that have

          19       been acknowledged and have been for a long time as

          20       places where disease spreads readily and easily.  When

          21       I asked Andrew Pear(?), the former Labour Health

          22       Minister for Scotland, what controls there was to

          23       prevent people with drug histories inside prisons giving

          24       blood, he said, "Well, they were asked to roll their

          25       sleeves up".  So from what I gather there was no
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           1       controls to prevent IV drug users from giving blood

           2       within the Prison Service in this country.

           3   LORD ARCHER OF SANDWELL:  It wasn't my understanding from

           4       what we have been told elsewhere but we will enquire

           5       further into that.

           6   BRUCE NORVAL:  Also the other thing is that we're not

           7       supposed to pay for blood within the UK.  We're supposed

           8       to have a volunteer donor system.  When you are

           9       harvesting blood from prisoners you have got to think to

          10       yourself, well inside prison doesn't it need to have to

          11       be money as a reward.  The reward can be better

          12       consideration in your parole period and good reports

          13       from the guards when it comes to parole, smell of a

          14       woman's perfume, chance to nick a syringe, tea and

          15       biscuits. These are all things that within the Prison

          16       Service, certainly in the seventies and eighties, would

          17       have been regarded as privileges and worthy of standing

          18       in a line to give blood for.

          19   LORD ARCHER OF SANDWELL:  I doubt whether that is going on

          20       now, but -- [overspeaking].

          21   BRUCE NORVAL:  Well, it was stopped in 1984. I mean, at that

          22       point we were claiming to have a volunteer donor system.

          23       What I'm saying to you is that the use of prison plasma

          24       negated that volunteer system because the prisoners that

          25       were donating would have seen things like a cup of and
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           1       a biscuit as a an incentive to go and donate blood.

           2   LORD ARCHER OF SANDWELL:  I see what you're saying.

           3   BRUCE NORVAL:  Was any research done on the health of

           4       prisoners so we could make sure that they were a safe

           5       donor group?  I certainly can't find any.  The only

           6       records I've found on the health of the prison

           7       population are more recent and they refer to hepatitis C

           8       at rates of anything up to 60 per cent within a prison

           9       system.  Terrifying numbers, but I mean the implications

          10       of that are that if that prison plasma was ending up in

          11       the plasma pool, the number of positive donors and

          12       variants of the viruses that we were being exposed to

          13       were extreme.  I mean as we all know, viruses adapt to

          14       each individual as and when they're infected.  We keep

          15       getting concerned about these super viruses being

          16       created like bird flu, somebody with flu catching bird

          17       flew being able to mutate.  In our cases we became

          18       vessels with that potential.  If you get 100 people with

          19       hepatitis, a slight variation in the genetic make-up of

          20       each form of that hepatitis within each individual as

          21       it's adapted to that environment.  You put them all

          22       together again, they get to mix, and you get another

          23       version of hepatitis emerging within that mix.  You do

          24       that with every treatment you give patient, then the

          25       potential for a new viral strain appearing becomes
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           1       greater and greater.  I would think one of the most

           2       miraculous things that happened to haemophiliacs was

           3       that we did not end up breeding some super-virus that

           4       made it impossible for us to live in normal society.

           5       Through the eighties, when the tabloid press in

           6       particular were talking about sticking us all in an

           7       island and leaving us all there because we were too much

           8       of a risk to the rest of you.  I mean, certainly at the

           9       time, I was actually forced to leave my home town

          10       because everybody thought that because I said I didn't

          11       have AIDS I must have AIDS.  People thought they had the

          12       right to ask me if I had AIDS and I have faced violence

          13       because of people's belief that all haemophiliacs were

          14       HIV positive.  I've been beaten up, I've ended up

          15       homeless, I've lost employment, I have been referred to

          16       by a former girlfriend's father as the plague carrier.

          17   LORD ARCHER OF SANDWELL:  This because they knew you had

          18       haemophilia?

          19   BRUCE NORVAL:  Yes, and I slept rough on the streets of this

          20       city for five months before I was put in a homeless

          21       accommodation and faced the violence that that involves,

          22       hiding out from skinheads pouring petrol on people.

          23           One of the other areas I focused on very early in my

          24       campaigning days was the actual state of the blood

          25       production labs.  The number of elements of that I
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           1       cannot understand.  They were deemed unfit for the

           2       purpose in the words of the medicines inspectorate.  So

           3       when those factories had no manufacturing licence and

           4       frequently didn't have a licence for the product, I

           5       cannot understand how those were legally prescribed.

           6       How did they meet the requirements of the Prescriptions

           7       Act?

           8   LORD ARCHER OF SANDWELL:  I wasn't aware that they had been,

           9       but if it did, then my question would be the same as

          10       yours.

          11   BRUCE NORVAL:  The inspectorate reports details the fact

          12       that the manufacturing licence in the PFC factory in

          13       Edinburgh ceased to exist in 1992.  So they had no

          14       licence to manufacture.  They hid behind Crown immunity.

          15       But I cannot understand how if, a blood product was

          16       produced in a factory, regardless of its crown status,

          17       where it had no licence, where the product itself wasn't

          18       licensed, and the conditions of either named patient

          19       prescription or a proper research study wasn't

          20       undertaken, how that prescription was legally --

          21   LORD ARCHER OF SANDWELL:  Can you refer us to this report?

          22   BRUCE NORVAL:  I would hope you have them.  The Medicines

          23       Inspectorate Reports in the early 1980s on the --

          24   LORD ARCHER OF SANDWELL:  It is possible -- frankly, we had

          25       so much paper that we're still trying to work our way
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           1       through it.

           2   BRUCE NORVAL:  I certainly suggest you read them because

           3       they will probably make the most terrifying reading out

           4       of most of the documents we have seen.

           5   LORD ARCHER OF SANDWELL:  Yes, I will certainly read them.

           6   BRUCE NORVAL:  As I say, I mean I can't understands how

           7       treatment that did not have a licence can be legally

           8       prescribed in this country.  We've got to ask ourselves

           9       how much power did the inspectorate really have?  I mean

          10       we went into the fact that the factories time and time

          11       again -- the PFC in Edinburgh is actually being shut

          12       down this year finally because it appears it has never

          13       met the basic requirements to produce blood-based

          14       medicines.  It's being closed down.  The government says

          15       it's going to cost too much to keep open.

          16   MS WILLETT:  My understanding was that doctors could

          17       prescribe unlicensed products but they wouldn't because

          18       it would be such a high personal risk to them to do so,

          19       and that the products that were being prescribed that

          20       we're talking about were licensed.  That's

          21       [overspeaking] we've been led to believe.

          22   BRUCE NORVAL:  There's seems to be some oddity.  I mean,

          23       I can't understand how -- the factories certainly let

          24       the licences lapse.  It says that in the Inspectorate

          25       Papers.  The licences were allowed to lapse.  Now
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           1       I can't understand how -- how can you have a licensed

           2       product produced in a factory that doesn't have

           3       a licence to produce the product?

           4   MS WILLETT:  Good question.

           5   BRUCE NORVAL:  I don't understand, if that's the case then

           6       how can you prescribe that legally?

           7   LORD ARCHER OF SANDWELL:  I think we were told that nothing

           8       could be imported into this country commercially if it

           9       wasn't licensed here.  It couldn't be manufactured in

          10       this country, but that probably if a doctor had gone to

          11       Singapore and brought a packet back with him he wouldn't

          12       be committing an offence if he prescribed it here but

          13       I don't think that any of that was part of what we're

          14       considering.  This does surprise us, I think.

          15   BRUCE NORVAL:  Well we certainly know that the use of crown

          16       immunity was used to prevent the inspectorate from

          17       taking any action against both the BPL factories in

          18       Oxford and the PFC factory in Edinburgh.  It says it in

          19       the Medicines Inspectorate Reports, so one of the first

          20       Freedom of Information documents we ever got our hands

          21       on and they were key and Mr Mackie, who is coming later,

          22       his contribution to a programme called "Blood and

          23       Tears".

          24   LORD ARCHER OF SANDWELL:  Yes.

          25   BRUCE NORVAL:  Where it actually details certain elements of
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           1       what I've just been talking about.

           2   LORD ARCHER OF SANDWELL:  Yes.

           3   BRUCE NORVAL:  Clinical trials seem to have merged with

           4       experiments.  Seemingly obvious facts like liver enzyme

           5       testing routinely in these so-called trials of Factor

           6       VIII and Factor IX suggest to me that the doctors had

           7       this expectation of an elevated or hapathic(?) reaction

           8       to the product.  Why weren't we informed that was

           9       a possible outcome?  Particularly when you're recruiting

          10       what they used to call PUPs (previously untreated

          11       patients) that certainly should have been part of the

          12       information provided to that patient or their carer

          13       before that treatment was undertaken.  We certainly know

          14       that was never done.  We have general discussions where

          15       haematologists say things like, "Well, there might be

          16       a slight hepatitis risk" but the evidence is that they

          17       knew we were all infected, unless you believe the

          18       pretence that a raised liver enzyme is regarded as an A

          19       symptomatic disease.  It can't be.  You have got

          20       a result there that says you have a hapathic reaction.

          21       That is not asymptomatic; that's a symptom.  So to

          22       pretend that there's nothing wrong with you, there was

          23       no symptoms, is nonsense.  You have elevated liver

          24       enzymes.

          25   LORD ARCHER OF SANDWELL:  Are you saying the cases we're
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           1       talking about may be cases where the patient actually

           2       wasn't complaining about anything and the doctor was

           3       saying, "Well, he seems all right".

           4   BRUCE NORVAL:  Well that seems to be the angle.  If the

           5       patient didn't say they were sick then the patient

           6       wasn't sick.  I mean, that lies on the pretence that

           7       medicine didn't know about asymptomatic disease at that.

           8       But the history of medicine right back to typhoid mania

           9       is that there is good evidence of a series of

          10       symptomatic diseases within the populous.

          11           As I say, I mean the whole PUPs thing really

          12       troubles me and the actual active recruitment -- where

          13       were the ethical controls?  Where was the oversight?

          14       Where were the ethics committee clearances for these?

          15       I can't find any documents that tell me about that.

          16       Perhaps they're in the training documents or perhaps one

          17       thing this inquiry needs to take into account is that

          18       the haemophilia directors in Oxford have a very large

          19       archive of their own containing large amounts of the

          20       research carried out on us.

          21   LORD ARCHER OF SANDWELL:  I don't think we'd better comment

          22       on that but I'm hoping we'll get some evidence of that

          23       kind.

          24   BRUCE NORVAL:  I will hope that particularly the medical

          25       member of this panel will have a chance to look at that
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           1       because I think it is going to warrant looking at.

           2       I think the ethical -- the lack of ethical control is

           3       something that I find astounding, as an ex-nurse.

           4           One of the other things that strikes me as very odd

           5       is that adverse reactions to blood are not unusual.

           6       I mean as long as blood is being used, things have gone

           7       wrong with it.  So why was nobody looking at us when

           8       they were exposing us to 20,000 donors to make sure that

           9       adverse reaction rate wasn't being replicated?  I mean

          10       if you have an adverse reaction rate to hepatitis of one

          11       in 1,000 and you expose somebody to 20,000 donors there

          12       should be an expectation that that patient will get

          13       hepatitis, so why wasn't that expectation tested,

          14       guarded against, and well researched?  This whole idea

          15       that we were poor little bleeders who would bleed to

          16       death is a nonsense.  I have never had a life

          17       threatening bleed in my life.  I was treated with Factor

          18       IX to facilitate a normal life, not to save my life.

          19       I have never nearly bled to death at all in my

          20       existence.  As I said earlier, most of my bleeds were

          21       down to the advice of the consultant.  If my mother had

          22       had her way, I would be wrapped in cotton wool and sat

          23       in front of the telly most of the time with a good book

          24       but my doctor said, "No no, he needs to build up his

          25       joints and musculature.  Get him out there playing
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           1       football and get him out there going to PE."

           2           It's 17 years since I was first diagnosed.  One of

           3       the other things that strikes me and I heard it from

           4       other individuals earlier on was when the CJD thing came

           5       along.  2004.  We all receive a letter saying we're high

           6       risk CJD.  That letter is 34 pages long, detailing

           7       responsibilities that we have towards the rest of

           8       society, the state, blood transfusion and medicine.  In

           9       that there is no acknowledgement of our needs.

          10       I certainly can find no evidence that the Haemophilia

          11       Centre directors were provided with extra money to

          12       provide money for counselling when these notifications

          13       went out, despite --

          14   LORD ARCHER OF SANDWELL:  If you were a haemophiliac and you

          15       wanted to be a blood donor, you would have received the

          16       warning that haemophiliacs should not be blood donors.

          17   BRUCE NORVAL:  We all knew we couldn't be blood donors.

          18   LORD ARCHER OF SANDWELL:  But what you're saying is that if

          19       that was known then there was obviously a risk to treat

          20       haemophiliacs with it.

          21   BRUCE NORVAL:  Yes.  On top of that, I mean the thing is

          22       it's the failure to recognise that the letter itself was

          23       going to cause harm.  I mean we have had our bodies

          24       battered, we've had our minds battered with things

          25       that -- I mean, having haemophilia in the eighties was
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           1       hell.  People treated you like dirt.  You were

           2       ostracised frequently and if you like me and you lived

           3       in a small community you were really ostracised.  You

           4       had no friends.

           5   MS WILLETT:  Was that because there was a expectation you

           6       were infected with other diseases or was it the

           7       haemophilia itself?

           8   BRUCE NORVAL:  It was the infections -- it was the viruses.

           9   LORD ARCHER OF SANDWELL:  People rounded them up together?

          10   BRUCE NORVAL:  Yeah the red banner type papers ran headlines

          11       like, "All haemophiliacs have AIDS".  People who

          12       believed the papers wouldn't believe us and as I say, it

          13       became an excuse for people to be violent towards me,

          14       ostracise me and treat me like a second class citizen

          15       which I still feel to this day that I am treated like

          16       a second class citizen and politically disenfranchised

          17       with my own country.  What I don't understand is that

          18       there is no recognition for the need for support, there

          19       are certain areas for funding.  You have some funding

          20       for a social worker for HIV in one centre, but there was

          21       no support for hepatitis C victims.  There was no

          22       psychological back-up after the CJD notifications went

          23       out even though it was pretty clear that was going to

          24       have an impact.

          25           One written response from Patricia Hewitt she
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           1       actually said, "Well, don't ask us about what we didn't

           2       do on CJD because we might have actually got ourselves

           3       in trouble with the Products Act", and it's one question

           4       I'd like this panel to look at is: can the letter itself

           5       seen to have been significant harm resulting from

           6       a product?  Under the Consumers Act?

           7   LORD ARCHER OF SANDWELL:  That's something we should

           8       consider.  Have you given us that letter?

           9   BRUCE NORVAL:  I haven't but I can certainly make sure --

          10   LORD ARCHER OF SANDWELL:  Yes.

          11   DEFENCE:  I've just never seen it.

          12   BRUCE NORVAL:  I have a copy of it on a CD ROM.  I will put

          13       it on an email and I will send it to you and it's

          14       34 pages and I certainly think it can be seen as causing

          15       harm itself and if the Consumers Act says that medicine

          16       causing harm is worthy of compensation I think that

          17       certainly should be looked at.

          18           One of the things that I think is really striking is

          19       that we didn't seem to matter.  I mean, one of the

          20       questions my wife keeps asking as a health profession,

          21       she says, "Well, they know you have got raised liver

          22       enzymes by 1973.  They know it's getting worse by 1975

          23       they know it's getting worse by 1980.  Why didn't they

          24       stop?  Why didn't they restrict the treatments?"  It

          25       seems to me that by the time that HIV came along the
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           1       only reason that started to matter was because we became

           2       a threat to everybody else.  Nobody knew initially how

           3       HIV was initially transmitted.  Everybody thought it

           4       could become the next great plague.  We only became

           5       important when we were thought to be a risk to everybody

           6       else.  It's something that I think is quite striking

           7       when you look at the history of this.

           8           Up until that point I think it's quite reasonable

           9       for us to content that we were the proverbial canaries

          10       in the coal mine, at best, that keeping an eye on what

          11       haemophiliacs were dying from or catching gave us an

          12       idea of the general pathogens in the general blood

          13       supply and as a result in the general populous.  And

          14       I think that a number of our consultants, being that

          15       most haematologists are also fellows of the college of

          16       pathology, I believe, that they got those two

          17       roles confused and they were more pathologist and

          18       haematologists in a number of cases.  Instead of

          19       thinking, "I've got a human being here", they saw us as

          20       test tubes.  That's certainly my feeling from the way

          21       that medicine acted and progressed towards us.

          22           I actually wrote to the department of health on the

          23       CJD risk in 1994, saying that my feeling was that unless

          24       we moved over to synthetic blood products as quickly as

          25       possible, alternative blood products as quickly as
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           1       possible, that CJD was going to be the next thing and

           2       I was told that it was utter nonsense by the then

           3       conservative health minister.  You can imagine my anger

           4       when I received that letter in 2004.

           5   LORD ARCHER OF SANDWELL:  Of course.

           6   BRUCE NORVAL:  Which I would like to have on the record was

           7       the reason why I broke the law for the first time in my

           8       life and threw paint at the Scottish Parliament on its

           9       opening day because I didn't know what else was left.

          10       Because I've proved that they harvested blood from

          11       prisons.  I've shown that various practices are

          12       questionable that are worthy of looking at, that

          13       individual patients were not told -- I mean, my friend

          14       Robert proved that individual cases were not told that

          15       they had HIV for up to five years.  So what else is left

          16       to do?  I mean where is our political infringement?

          17       Sorry my tongue is getting dry again ...

          18           In the issue of CJD, was a risk assessment done of

          19       the impact status of those exposed to CJD and their

          20       families?  Now it's my belief that's what should have

          21       happened is that you should do an impact study so that

          22       you can work out what needs going to be.  I have never

          23       been able to find the evidence of an impact study and

          24       certainly in parliamentary questions we've never had the

          25       response to the question of whether or not an impact
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           1       study was carried out.  An impact study was carried out

           2       to see what risk we were going to be to anybody else but

           3       no impact study was done to work out what harm it was

           4       going to do us.

           5           Again I will bring it up, why weren't any services

           6       provided through haemophilia services, any extra funding

           7       provided to deal with the actual outcome of that?  In

           8       fact was any consideration made at all of our needs in

           9       that notification exercise that Dr John Reed carried out

          10       as Health Minister?

          11           I know that the funny symptoms I used to complain

          12       about at the doctors were caused by the impact of the

          13       hepatitis and other viruses on my body.  The fact they

          14       appear to have been aware of it all along, I get angry

          15       at the thought that my physician stood by and watched me

          16       fail at school, later at employment without empowering

          17       me with the truth.  I suffered from night sweats for as

          18       long as I can remember.  When I was a child I used to

          19       think I'd wet the bed.  Another symptom I've had since

          20       my youth is exhaustion.  In my early twenties it became

          21       more of a constant companion.  These symptoms combined

          22       with the prejudices that haemophiliacs face as disabled

          23       people and later as viral suspects gave us a life of

          24       financial hardship and social isolation.

          25           It's my feeling that we are one of the greatest
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           1       stains on the political character and the medical

           2       character of this country, and until the questions that

           3       we have asked are reasonably answered, we will have no

           4       justice, and we will have no proper political

           5       enfranchisement.

           6           When I look at the evidence, I'm left with two

           7       conclusions.  I'm either expected to believe that every

           8       haemophilia consultant in this country was collectively

           9       incompetent in exactly the same way.  That is the one of

          10       the things I can't get.  That's one of the things they

          11       all did.  They all held the same information, they all

          12       gave out the same information.  They operated as

          13       a cartel.  They got together on meetings three or four

          14       times a year and discussed what they were going to

          15       release and then released it through collective

          16       agreement.

          17   LORD ARCHER OF SANDWELL:  The directors of haemophilia

          18       centres certainly got together for obvious reasons.

          19   BRUCE NORVAL:  The thing is, to ignore a symptom affecting

          20       the most diversely important organ outside the body --

          21       the brain, the liver, one that you cannot live

          22       without --

          23   LORD ARCHER OF SANDWELL:  I think we understand that.

          24   BRUCE NORVAL:  To me it's like -- we've really got to

          25       believe that these people were indulging in the wilful
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           1       pursuit of ignorance in the face of evidence, or that

           2       they lost sight of our humanity and the research

           3       alternative we offered to them.

           4   LORD ARCHER OF SANDWELL:  Well that is one of the principle

           5       questions we'll have to address.

           6   BRUCE NORVAL:  It is certainly one I'd like to hear the

           7       answer to.

           8   LORD ARCHER OF SANDWELL:  Thank you very much, that's been

           9       very helpful.

          10           Now, Mr and Mrs Martin-Hanley.

          11              EVIDENCE OF MR AND MRS MARTIN-HANLEY.

          12   STEPHEN MARTIN-HANLEY:  Hello, nice to meet you.  I'd like

          13       to show you what -- do you want me to read the

          14       statement?

          15   LORD ARCHER OF SANDWELL:  How would you like to do this?

          16       Would you prefer to read it or would you like me to ask

          17       the questions?

          18   STEPHEN MARTIN-HANLEY:  I'd prefer the statement but I've

          19       never done this before.  Do you want me to --

          20   LORD ARCHER OF SANDWELL:  You don't mind if we interrupt

          21       from time to time?

          22   STEPHEN MARTIN-HANLEY:  No it's fine.

          23           I was been 1970 and diagnosed with severe

          24       haemophilia A at the tender age of one at the children's

          25       hospital in Birmingham.  I'm now aged 37.  The doctors
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           1       ordered blood tests which revealed my condition when I

           2       was submitted to hospital with a bleed in my mouth that

           3       wouldn't stop.  To my knowledge, my mother was

           4       devastated, not realising how the effects of this

           5       condition would hinder my future existence.  My father

           6       was a factory worker and my mother worked part time in

           7       a shoe shop, also my older sister.  My parents were on

           8       a relatively low income and constantly struggled to make

           9       a living to keep a roof over our heads.  Their main

          10       expense was running me to the hospital constantly in the

          11       middle of the night trying to maintain the calm in the

          12       event of an emergency so it would be reliable.

          13           Basic background: haemophilia, haemophilia is a

          14       severe bleeding disorder, that means part of the blood

          15       that makes your blood clot doesn't work properly.  Due

          16       to this my father would spend many countless nights with

          17       me at the hospital, and when I reached schooling age my

          18       mother had received countless telephone calls from the

          19       school to come and collect me due to my bleeds.

          20           From my family, the condition was most destructive

          21       as bleeds could occur at any time.  Due to this fact, my

          22       sister would often be left with my grandparents so my

          23       parents could get me to the hospital there were many

          24       times when my father would come home from the work in

          25       the evening only to have to travel straight to the
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           1       hospital.  Most of the time he was very tired from

           2       working, but always managed to put me first.  Very often

           3       we would be sitting until the early hours of the morning

           4       waiting for the doctors to come and administer my

           5       treatment.

           6           So in a way it was fine because I got used to it in

           7       a strange way.  I was different, none of my friends ever

           8       experienced or were allowed to stay up late.  Equally,

           9       it was boring waiting around hours on end in hospitals

          10       constantly in pain.

          11           In the junior school my mum had to persuade the head

          12       master to take me on board.  The authorities wanted to

          13       send me to a special school.  They were worried

          14       I wouldn't be able to cope in a normal school but with

          15       my mum's positive treatment, and a normal attitude

          16       towards me I coped well and fitted in well and had lots

          17       of friends.

          18   LORD ARCHER OF SANDWELL:  Up to this point you're talking

          19       about the effect of suffering from haemophilia.

          20   STEPHEN MARTIN-HANLEY:  Yes, before --

          21   LORD ARCHER OF SANDWELL:  Yes, before there was any

          22       infections.

          23   STEPHEN MARTIN-HANLEY:  Yes before there was any real

          24       problem.

          25           You can imagine as a result of my condition I had
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           1       many days off school, and I did.  I had countless ankle

           2       bleeds now, at the age of 37, this has left me with

           3       permanently damaged ankle joints and bad hips and

           4       wrists.  My childhood was full of secrets to the keep

           5       for a later age which made my life overcomplicated.  At

           6       the age of 13, whilst attending a routine hospital

           7       appointment I was told that the medication I used,

           8       called Factor VIII, had been contaminated with the HIV

           9       virus and that I needed to be tested.  When I was

          10       eventually tested I did indeed have the HIV virus.  It

          11       was through the product called Armour.  Trying to hide

          12       my status at secondary school was difficult through

          13       constant fear of verbal and physical abuse due to

          14       hysteria in the press. Many a time I thought to myself

          15       what's the point with exams and stuff even why I go to

          16       school at all, because, you know, I was bound to die

          17       shortly after which people constantly told me.

          18       I developed very relaxed attitude to school in general.

          19       Afford all it was thought at that time I would be lucky

          20       to reach the age of 20.

          21           When I first started secondary school I was a bright

          22       pupil and made the top ten in the school for science.

          23       When I left I was virtually average to bottom.

          24           At secondary school I became a different person and

          25       became quieter, always fearing people's reactions to my
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           1       status if they found out.

           2           At 18, after struggling through school, I sought

           3       legal advice through solicitor he told me that we had

           4       a good case against the government and that I would most

           5       likely receive out of court settlement for £450,000 and

           6       would be a good idea to blow the lot once I got it, as

           7       I was basically told that I would only live a few more

           8       years.

           9           Now at the age of 37, I'm still awaiting the payment

          10       and I'm on a low income.  The government basically

          11       pulled a fast one and offered me a measly £23,500 and

          12       made me sign a waiver saying we could go longer pursue

          13       the government through courts.  The scheme was basically

          14       blackmail and we thought at the time that we wouldn't

          15       last much longer, enough to pursue a lengthy court

          16       battle.  So they forced us into accepting the money on

          17       offer, but as I said, we received nothing.

          18           I would like to point out that this was not

          19       compensation.  As to this day, the government still

          20       refuse to admit they were at fault.

          21           I worked for 10 years at the council but had to give

          22       my job up due to problems with mobility and ill health.

          23       In that time I spent my money on flash cars, suits,

          24       thinking the end would soon come, not saving for a

          25       future.  I was also making head way in the music
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           1       industry and led many bands but again ill health and my

           2       mobility intervened.  Again, the HIV and hepatitis C

           3       would have made my life difficult with the media, had

           4       any of my bands been a success.  Also, it is to gain

           5       entry into the United States.  At 28 my dad died.  He

           6       suffered later in life from heart disease.  He died

           7       having by-pass surgery.  He was my support mechanism.

           8       He was aged 59.  To be honest, I think the stress of me

           9       having HIV and hepatitis C killed him.

          10           I was ill at the time and suffering chronic

          11       tonsillitis, and the hospital begged me to go on AZT as

          12       my count dropped to 290.  I refused, thinking I'd beat

          13       the virus in my head.  For a while, I did.  I regained

          14       my CD4s and got over the tonsillitis.

          15           Since this episode I've had regular bouts of mouth

          16       ulcers, candida, thrush, acute chicken pox, acute

          17       cellulitis of the jaw area, e-coli infections, hives,

          18       regular swollen throat.  I've developed hayfever and

          19       allergies to cats and penicillin.

          20           I'm happy now because I've a lovely wife and step

          21       kids, never thinking that this would be possible while

          22       having HIV and hepatitis C.  I met my wife approximately

          23       two years after my dad died in 1999.  To be honest, I'm

          24       one of the lucky ones.  I've lasted a long time with no

          25       obvious side effects for over 20 years even though the
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           1       government gave me hepatitis C on top of my HIV in the

           2       1990s through my treatment.  It's only now that I've

           3       started to get into trouble, so to speak.  I did receive

           4       additional £20,000 on my hepatitis C, but nowhere that

           5       is realistic figure for such a chronic illness.  Again,

           6       this was not compensation.

           7           I've received £20,000 after I met my wife, and as

           8       you can imagine, I spent it on TV, a car, paid off some

           9       debts.  £20,000 may seem a lot of money but when you

          10       consider that I've been robbed of a life, a career and

          11       a chance of having my own children, a hectic life on

          12       pills, and a fear of leaving my wife without a husband

          13       it is relatively a small sum.

          14           Recently a man received £750,000 for being in

          15       affected with HIV type illness through blood in England

          16       through the courts, and he was in his sixties, so

          17       I don't see the logic.  I have two blood born infections

          18       both given to me by the NHS, and yet I'm lucky to

          19       receive the price of losing a leg.

          20           Despite having my wife as my full-time carer due to

          21       me never knowing when I can walk with my arthritis and

          22       constant side effects from the HIV tablets, the HIV

          23       is -- the HIV progression is measured by CD4 count and

          24       for years mine stayed at around 500.  A healthy person

          25       could expect a thousand to 800 CD4s.  During the last
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           1       year my CD4s have been steadily declining until they

           2       reached 194.

           3           The hospital I'm under urged me to go I go on

           4       medication so I did.  The CD4s are on the way back up

           5       but not without horrific side effects.  The side effects

           6       include constant sickness, drunkenness, nausea,

           7       headaches.  It's a constant battle to survive but I do

           8       so for my wife and kids to keep a roof over their heads.

           9       That said, it was difficult in the beginning having no

          10       real income.  We had moved constantly in the beginning

          11       from rented accommodation to rented accommodation as we

          12       found it impossible to get a house with more than

          13       6-months' tenancy agreement.

          14   LORD ARCHER OF SANDWELL:  What was the reason for that?

          15   STEPHEN MARTIN-HANLEY:  Basically low income.

          16   LORD ARCHER OF SANDWELL:  Yes I see.

          17   STEPHEN MARTIN-HANLEY:  It's virtually impossible.

          18   LORD ARCHER OF SANDWELL:  You would have needed to have

          19       greater --

          20   STEPHEN MARTIN-HANLEY:  Yes, you would need like a deposit

          21       and it was virtually impossible.  So eventually social

          22       services stepped in and helped us obtain a council

          23       house.  Even though I get depressed about the side

          24       effects, my health, and having no real chance of getting

          25       a mortgage and life insurance, I still live in hope that
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           1       the Government will treat us humanely and give us

           2       a proper compensation and standard of living that I

           3       would have had I not have had HIV and hepatitis C and

           4       would be able to work normally.  I don't think my

           5       schooling would have suffered quite so much.

           6           Most worldwide governments have recognised and made

           7       right the plight of infected haemophiliacs, but the UK

           8       still refuse any wrongdoings, even though there is

           9       compelling evidence out in the arena to suggest

          10       otherwise.  There is even documentation to suggest

          11       haemophiliac children were used to HIV experimental

          12       purposes as exposed on BBC's Newsnight recently.  What

          13       more evidence do people require?

          14   LORD ARCHER OF SANDWELL:  Thank you.

          15   MS WILLETT:  I assume this has affected your ability to get

          16       a pension as well?

          17   STEPHEN MARTIN-HANLEY:  Everything.

          18   MS WILLETT:  Everything financial?

          19   STEPHEN MARTIN-HANLEY:  Yeah.

          20   MS WILLETT:  What would be the single outcome you would

          21       really like to see from this?  Not that you can promise

          22       it, but I just wondered what your.

          23   STEPHEN MARTIN-HANLEY:  Security.

          24   MS WILLETT:  Financial security?

          25   STEPHEN MARTIN-HANLEY:  Yeah, I mean basically it's
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           1       impossible to get anything.  If anything happen to me,

           2       and my wife is my carer and she looks after me

           3       full-time, and I think what happened to her at the end

           4       of everything -- I mean, we can't afford the mortgage,

           5       you know.  I've got no real chance of working even

           6       though we tried to set up like a business from home

           7       which I might have been able to do but obviously because

           8       of the income support rules that make life very

           9       difficult, we're in a catch 22.

          10   MS WILLETT:  Do you receive something because of your wife

          11       being your carer?

          12   STEPHEN MARTIN-HANLEY:  Yes, she receives carer's allowance.

          13   MS WILLETT:  Which isn't overly generous.

          14   STEPHEN MARTIN-HANLEY:  No.

          15   MS WILLETT:  That is my personal opinion.

          16   LORD ARCHER OF SANDWELL:  Do you have anything to add?

          17   DOREEN JEFFREY:  It's only I short one.

          18           I am Stephen Martin-Hanley's mother.  Stephen was

          19       diagnosed with haemophilia at Christmas 1970.  He was

          20       ten months old.  Stephen was a healthy child.  He didn't

          21       even have the usual childhood diseases.  We were told

          22       that Stephen should not ride a bicycle or play football

          23       because of the danger to him getting hurt, but Stephen

          24       wanted to be like any other child, so we decided not to

          25       restrict him so long as he was supervised.  In time,
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           1       Stephen learned to what limits he could push himself

           2       without getting hurt.  To begin with, Stephen was

           3       treated with Cryophosphate.  This, we were told, was

           4       Factor VIII taken from human plasma.  Then in 1978 we

           5       were told of a new dry concentrate of Factor VIII.  It

           6       was from America and the name of the product was Armour.

           7       I had read in the media that drug addicts and alcoholics

           8       were selling their blood in America so I was none too

           9       happy and voiced my concerns to the sister at the

          10       Birmingham children's hospital.  She put my mind at

          11       rest.

          12   LORD ARCHER OF SANDWELL:  She said it would be all right?

          13   DOREEN JEFFREY:  Yes, she said it was fine.

          14           Stephen was a really outgoing lad, always chatting

          15       away, asking questions and he always did very well at

          16       school, especially maths and science.  Around 1984, 85,

          17       I don't remember for sure, I heard on the television

          18       news about the contaminated blood product and that

          19       thousands of people had been infected with HIV.  We

          20       asked the hospital if Stephen had been infected, and

          21       they said he could be.  Later in 1984, 85,

          22       approximately, he was tested for HIV, and we were told

          23       that he had it.  From then on, everything changed.

          24       Stephen stopped going out with his school friends and

          25       preferred to stay in on his computer.  In the eighties
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           1       and early nineties people were very ignorant of HIV.

           2       They were frightened if they touched anybody with it

           3       that they would get it, so he stopped socialising in

           4       case people started asking questions.  We didn't tell

           5       anyone but our closest family.

           6           We didn't expect him to live very long so when he

           7       received a payment of 20,000 from the Government in

           8       1988, he blew the lot on musical equipment and learned

           9       to play the guitar.  He set up a heavy metal band but

          10       his health always let him down.  His father went

          11       everywhere with him and as he was the one who had nearly

          12       always administered Stephen's treatment, it was likely

          13       that he was the one that had given Stephen the fatal

          14       injection.  This had an awful effect --

          15   LORD ARCHER OF SANDWELL:  Would you like to go on reading

          16       it?  It's about a paragraph from the top.

          17   STEPHEN MARTIN-HANLEY:  Yes, I will go on.

          18           "It was likely that he was the one that had given

          19       Stephen the fatal injection.  This had an awful effect

          20       on his father because he suffered from angina and often

          21       said 'I wish God would take me and let Stephen live'."

          22       Well, sadly, he got his wish.  He died nine years ago

          23       after bypass surgery.

          24           "For myself I would telephone Stephen two or three

          25       times a day to make sure he was all right, never an hour
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           1       goes by when I don't think about him and what he must be

           2       going through, every cough or sore throat, wondering if

           3       this was the end.  In the mid-1990s he started

           4       socialising again.  He met a girl who he was very fond

           5       of.  After a few months he decided to tell her about the

           6       HIV.  Not so much her, but her sister was horrified that

           7       he had been in their house and said if she carried on

           8       seeing him she wanted no more to do with her and so he

           9       was rejected.  Stephen came home and cried and said he

          10       didn't want to live any more if this was what it was

          11       going to be like.  Can you imagine what it must be like

          12       to have been rejected as though you were something dirty

          13       for something that's not your fault?

          14           "I have looked for answers in the church but have

          15       found none, and so has his elder sister.  In the 1990s

          16       it got worse.  Stephen was told he also had hepatitis C

          17       from the contaminated blood products.  He took this news

          18       with indifference, said he'd already got a death

          19       sentence, one more wouldn't really matter.

          20           Stephen was lucky for a number of years.  His CD4

          21       stayed at around 500 but in 2003 he caught chicken pox

          22       and was hospitalised.  From then on his CD4 gradually

          23       went down.  In 2006 he had it dropped to 190.  He had to

          24       go on medication.  The side effects were horrendous.

          25       I called in to see him just after he had taken them and
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           1       he was confused, disorientated and said his head was on

           2       fire.  I put my arms around him and we cried together.

           3       Stephen has met and married a lovely girl who has

           4       accepted Stephen's illness and helps him all she can and

           5       this as far as I know has made him very happy.

           6           "Stephen needs proper justice and needs to be

           7       compensated for his illness properly because his life at

           8       present is at the expense of the benefit office and the

           9       Macfarlane Trust."

          10           That's it.

          11   LORD ARCHER OF SANDWELL:  Yes, thank you very much.  Thank

          12       you, Mrs Jeffrey.

          13   MS WILLETT:  It is perhaps more of a comment but something

          14       that I've heard from several people today is actually

          15       the way they were told about being HIV positive, and the

          16       somewhat cavalier, flippant kind of, "Well, so you

          17       haven't got very long so you don't need to worry about

          18       hepatitis", which I find utterly appalling.  Is this

          19       a common experience?

          20   STEPHEN MARTIN-HANLEY:  Yes.  I think at the time there

          21       wasn't a lot known about it and in America people were

          22       dropping like flies.  I think they just assumed that

          23       everybody with the HIV virus would, you know, go the

          24       same way, to be honest.

          25   MS WILLETT:  Doesn't somebody communicate that in a gentle,
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           1       caring way rather than -- [overspeaking]

           2   DOREEN JEFFREY:  Actually, the solicitor that turned out for

           3       the compensation told him that he'd only have about

           4       three years left.

           5   LORD ARCHER OF SANDWELL:  Yes, we heard this.

           6   MS WILLETT:  So you're hearing this message from several

           7       people.

           8   STEPHEN MARTIN-HANLEY:  "Go and buy yourself a yacht and

           9       have a holiday."

          10   MS WILLETT:  I can understand that. Yes, thank you very

          11       much.

          12                   EVIDENCE OF BARRY STEADMAN.

          13   LORD ARCHER OF SANDWELL:  Could you speak into the

          14       microphone, please.

          15           Mr Steadman, you have acquired a vast quantity of

          16       documents which are enormously helpful.  We haven't had

          17       an opportunity to go through them all here but I think

          18       that they're going to help us quite a lot.

          19   BARRY STEADMAN:  And it's for that reason that I put them

          20       in.  My feeling was that such documents were relevant,

          21       certainly to me, and having accumulated them over

          22       a considerable period of years.

          23   LORD ARCHER OF SANDWELL:  I gathered that too, yes.

          24   BARRY STEADMAN:  Really in my view, without any particularly

          25       constructive or positive response from a number of
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           1       different directions, to which they've been directed.

           2   LORD ARCHER OF SANDWELL:  And we can test what we hear about

           3       different periods in the light of those documents.

           4   BARRY STEADMAN:  Yes.  I mean I have to say that my

           5       activities have been to a substantial degree prompted by

           6       the activities of the haemophilia society in particular,

           7       the odd news item, whatever.  I find under such

           8       circumstances that it's not so much a kind of crusade,

           9       because frankly, there are times when you'd rather try

          10       and consign things to the back of your mind.  They enter

          11       the front of your mind, as I've said somewhere in this

          12       document, frequently enough, without provocation.

          13   LORD ARCHER OF SANDWELL:  Yes, I'm sure.

          14   BARRY STEADMAN:  And on those occasions I just felt

          15       compelled to well, do something ... frustratingly so.

          16       And it's for that reason I have included them.  I think

          17       they do demonstrate what I certainly -- and I strongly

          18       suspect a number of other people -- found to be deeply

          19       frustrating situation, when your belief is that there

          20       can be no other direction, but to look into, and at

          21       least acknowledge in some meaningful way.

          22   LORD ARCHER OF SANDWELL:  Indeed.  Certainly, as this does.

          23           What I'd like to ask you, if I may, Mr Steadman, is

          24       about your personal experience here.  Could you begin at

          25       the beginning.  When were you diagnosed as
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           1       a haemophiliac?

           2   BARRY STEADMAN:  As a haemophiliac?  I don't really have an

           3       answer to that, but I could --

           4   LORD ARCHER OF SANDWELL:  As far as back as you could

           5       remember?

           6   BARRY STEADMAN:  I could guesstimate it was probably between

           7       the ages of perhaps seven and ten, thereabouts.  That

           8       would have -- whilst I have no particular memory of

           9       that, I do think at least that I have some recollection,

          10       and, you know, I do recall problems to do with bleeds

          11       into joints and so on and so forth, and a series of

          12       things that, you know, any child might experience, but

          13       in my case of course there were consequential effects of

          14       that.

          15   LORD ARCHER OF SANDWELL:  Frequent visits to hospital?

          16   BARRY STEADMAN:  I would say frequent enough.  I think, as

          17       I'm regarded as being a mild haemophiliac -- I have met

          18       other haemophiliacs, although I confess not many, during

          19       visits to hospital and one thing and another, and on

          20       those occasions I then realised that my, whatever it is,

          21       four or five per cent, did seem to make a considerable

          22       difference to those with zero per cent.

          23   LORD ARCHER OF SANDWELL:  Of course.

          24   BARRY STEADMAN:  And I believe, although of course I'm in no

          25       position to make a direct comparison, that it's made
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           1       a significant difference to visits to hospital,

           2       hospitalisation, and all the rest of it.

           3   LORD ARCHER OF SANDWELL:  What about your childhood?  Did it

           4       make a difference to your schooling?

           5   BARRY STEADMAN:  Yes, it did.  At my time of life, I can't

           6       help but from time to time look over my shoulder and

           7       there is no doubt that it severely affected my

           8       schooling, and of course, in those early days, to be

           9       defined as haemophiliac was not really even spoken of --

          10       you know, it's kind of feeble child or whatever.

          11   LORD ARCHER OF SANDWELL:  Yes, we've heard of this reaction.

          12   BARRY STEADMAN:  I really don't think in any kind of nasty

          13       way but nevertheless, again, reflecting on such

          14       things --

          15   LORD ARCHER OF SANDWELL:  As you say it's something you

          16       didn't talk about?

          17   BARRY STEADMAN:  Well, you do get affected by such things

          18       because there's something going on here and I don't

          19       understand what it is, and we are talking about days

          20       again, as I've mentioned here, where really there was no

          21       treatment, and it was a question of kind of, well, doing

          22       not very much at all, and not being able to walk for

          23       considerable periods of time.  As a child, a younger

          24       person, not being able to resist kicking a football and

          25       the like, despite people continually reminding you, you
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           1       know, there may be a problem with that.

           2   LORD ARCHER OF SANDWELL:  Yes.  When did you start receiving

           3       some sort of treatment?  What kind of age?

           4   BARRY STEADMAN:  I think probably around 14, 15 years old,

           5       perhaps.

           6   LORD ARCHER OF SANDWELL:  And that was when the first -- was

           7       this plasma, or?

           8   BARRY STEADMAN:  It would have been a combination of those

           9       things.  My earliest recollection of treatment was

          10       actually -- and I'm sure I've got this right -- was with

          11       snake venom.

          12   LORD ARCHER OF SANDWELL:  Oh, yes, we've heard of it ...

          13   BARRY STEADMAN:  I've had problems, you know, with biting my

          14       tongue or whatever, particularly uncomfortable, you

          15       know, small bleeds or whatever in the mouth, and there

          16       came a point later on where for one reason or another

          17       I had to have some teeth extracted, was thinking --

          18       I was probably about 17 or 18 at that point in time and

          19       I recall wearing a splint in my mouth with gauze and

          20       snake venom.  I remember as it was pushed in I can taste

          21       it now.

          22   LORD ARCHER OF SANDWELL:  Can you remember then when the

          23       treatment changed to blood products?

          24   BARRY STEADMAN:  I think that would probably have been in my

          25       early twenties.  There were episodes of what I would
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           1       call kind of routine bleeds into joints, through falling

           2       or whatever, but in my case I had an episode which

           3       actually turned into a prolonged series of episodes of

           4       bleeding from my gut somewhere, and in those days it was

           5       a question of hospitalisation really taking things

           6       slowly.  At that stage it was whole blood, a packet of

           7       red cells, plasma, latterly moving into Cryoprecipitate

           8       and in due course into Factor VIII, you know, the

           9       magic --

          10   LORD ARCHER OF SANDWELL:  Exactly.

          11   BARRY STEADMAN:  The magic.

          12   LORD ARCHER OF SANDWELL:  That episode of internal believing

          13       was, until that time, had you been having regular

          14       medication or was it only medication when --

          15   BARRY STEADMAN:  On demand.  I've never been involved with

          16       routine treatment.

          17   LORD ARCHER OF SANDWELL:  No, I see.

          18   BARRY STEADMAN:  Prophylactic I think it is today.

          19   LORD ARCHER OF SANDWELL:  That is right, I was trying to

          20       think of the word.

          21   BARRY STEADMAN:  Or home treatment.  It was before my time,

          22       as it were.

          23   LORD ARCHER OF SANDWELL:  Yes, sure.

          24   BARRY STEADMAN:  Certainly before my parents' time, and

          25       I think in all honesty, no real need.  I lived quite
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           1       close to Kings College hospital where I attended as

           2       a child, and to get there wasn't too much of a problem.

           3       Once I arrived, you know, things were dealt with.

           4   LORD ARCHER OF SANDWELL:  They were dealt with when you got

           5       there.

           6   BARRY STEADMAN:  And once the episode, whatever that problem

           7       may have been, I would have been discharged or go home

           8       and that would have been the end of that, until the next

           9       occasion.

          10   LORD ARCHER OF SANDWELL:  I see.  Well then you say you were

          11       on first whole blood products and then on plasma.

          12   BARRY STEADMAN:  Yes.

          13   LORD ARCHER OF SANDWELL:  And then after the episode of

          14       internal bleeding -- episodes of internal believing --

          15       were you on it consistently then?

          16   BARRY STEADMAN:  No, there was never a time when I was

          17       taking any, or using any product consistently.

          18   LORD ARCHER OF SANDWELL:  I see.

          19   BARRY STEADMAN:  It was very much on an as and when required

          20       basis.  Which, you know, I'm still to this day very

          21       comfortable with and have no problem about whatsoever.

          22   LORD ARCHER OF SANDWELL:  I see.  Then there came a time,

          23       presumably you went through the Cryptoprecipitates

          24       stage.

          25   BARRY STEADMAN:  Yes.
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           1   LORD ARCHER OF SANDWELL:  Yes, and then the Factor VIII?

           2   BARRY STEADMAN:  Factor VIII emerged, and in a very timely

           3       way I believe in my instance because -- principally

           4       because of the episodes of internal bleeding I was

           5       suffering were becoming, and certainly seemed to

           6       becoming more frequent.

           7   LORD ARCHER OF SANDWELL:  So it was useful to have it to

           8       hand if you needed it?

           9   BARRY STEADMAN:  Well it was always until we got to hospital

          10       in my case, it was always to do with that.

          11   LORD ARCHER OF SANDWELL:  Yes.

          12   BARRY STEADMAN:  And a particular episode I had whilst was

          13       a patient in Kings at the time was really very serious.

          14       So much so that -- I don't mean this in any detrimental

          15       way, with the greatest of respect to Kings College, they

          16       put it to me that, given the circumstances, it may be

          17       better for me to be transferred to Oxford Haemophilia

          18       Centre, because they felt the time had come that, you

          19       know, the surgery was going to be required because, "We

          20       can't figure it out and equally we can't let it go.  We

          21       think we know what's going on but we don't actually

          22       know."

          23   LORD ARCHER OF SANDWELL:  Can you put any kind of date to

          24       that?

          25   BARRY STEADMAN:  That would have been 1972, 1973.  That
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           1       visit, indeed I got, as it were, patched up, at Oxford,

           2       and part of my leaving conversation was that we think

           3       that surgery would be prudent, but it's for you to make

           4       your mind up about that, and I went away for a couple of

           5       weeks and returned actually almost to the day, 23rd May.

           6   LORD ARCHER OF SANDWELL:  And decided what, that you would

           7       have surgery?

           8   BARRY STEADMAN:  Yes.

           9   LORD ARCHER OF SANDWELL:  And that's?

          10   BARRY STEADMAN:  That really was made possible in my view.

          11   LORD ARCHER OF SANDWELL:  It was a moment that -- that you

          12       received the infection?

          13   BARRY STEADMAN:  For Factor VIII.  The good news was,

          14       despite my nervousness, "We're prepared to give you the

          15       surgery, and we think we can do it with Factor VIII."

          16       So --

          17   LORD ARCHER OF SANDWELL:  When you say your nervousness, did

          18       you have any doubts about the safety of Factor VIII

          19       then?

          20   BARRY STEADMAN:  None at all, no.  My nervousness was to do

          21       with the surgery, bearing in mind the obvious, and at

          22       that stage, you know, I had two young children, and

          23       I was a bit of a coward.  But it had to be, you know,

          24       because it was one of those defining points when you

          25       realise that however much you do have a choice, in all
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           1       reality the choice is non-existence.

           2   LORD ARCHER OF SANDWELL:  Of course.

           3   BARRY STEADMAN:  I had had exposure prior to that, to Factor

           4       VIII, concentrate, including the prior visit to Oxford.

           5       So I was by then familiar with it, and in fact, you

           6       know, it was very much part of the scene at Oxford in

           7       particular.  Rightly so that treatment time, you know,

           8       you'd happily use the material.

           9   LORD ARCHER OF SANDWELL:  When, then, were you told that you

          10       were infected?

          11   BARRY STEADMAN:  As far as I'm aware, 1991.

          12   LORD ARCHER OF SANDWELL:  So we're talking about 20 years

          13       onwards?

          14   BARRY STEADMAN:  A considerable period of time, yeah.

          15       I couldn't help but overhear from the door when

          16       I arrived that the chap before me, something was said

          17       about the way in which he was advised of his particular

          18       status, and I've to say it was pretty much the same in

          19       mine.  I do recall it being a very matter of fact "Oh,

          20       by the way, [in my case] you have the hepatitis C virus"

          21       that really didn't mean very much to me at all.  It

          22       didn't for a long while afterwards.  But the seed had

          23       been well and truly planted in my mind.

          24           I have thought about this situation before, and

          25       I think part of that sort accommodation was, well, you
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           1       know, it's just something else, in parallel with

           2       haemophiliac.  You know, it's no trick that one of the

           3       survival techniques is try and forget about it and do

           4       what you can to lead as normal a life as possible.

           5   LORD ARCHER OF SANDWELL:  And of course in fairness we have

           6       heard that the symptoms sometimes take quite a long time

           7       to develop?

           8   BARRY STEADMAN:  Indeed.  I certainly didn't present myself

           9       with any symptoms.  It came about as a consequence of

          10       routine visits, and at that time I was attending Oxford.

          11       Routine visits, together with the change in status, not

          12       that I was aware of there being non-A and non-B, as

          13       I subsequently learned had been designated, but then,

          14       hep C had been identified, and tests available for it

          15       from which I'd received that news.

          16   LORD ARCHER OF SANDWELL:  Yes.  What about the symptoms?

          17       Did you have any then?

          18   BARRY STEADMAN:  Physically, no.

          19   LORD ARCHER OF SANDWELL:  What about now?

          20   BARRY STEADMAN:  I'm really not sure how to handle that.

          21       One particular symptom that I think for years I simply

          22       didn't recognise was the psychological effect of that.

          23   LORD ARCHER OF SANDWELL:  Yes.

          24   BARRY STEADMAN:  A word I quite liked that was put to me

          25       subsequently was "insidious nature of such things", and
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           1       indeed, I think it's an apt description here.  And there

           2       was more news becoming available, awareness increases,

           3       concern increases in parallel, we're looking around and,

           4       you know, you start to acquire more and more, albeit in

           5       a kind of piecemeal and jigsaw-ish way bits of

           6       information, and you think, "This really is quite

           7       serious".  And in due course, I think it made a major

           8       contribution to what I would describe as psychological

           9       difficulties with that.

          10   LORD ARCHER OF SANDWELL:  Yes.

          11   BARRY STEADMAN:  But again, I just didn't recognise it

          12       because I wouldn't know what to recognise, but there did

          13       eventually come a point in time when, for a number of

          14       reasons, I think it was about time to present that, you

          15       know.  I realised my life was not out of control but not

          16       as under control as I would have liked it to have been,

          17       and my mind was very active around such things.  And

          18       I discussed, you know, with my doctor, and one thing led

          19       to another, and a suggestion was put to me about

          20       depression, and so on, which I didn't much like, and

          21       didn't much feel comfortable with, and consigned that to

          22       the bag of tricks you need to ignore in order to proceed

          23       with life.  But it's come back and bitten me on more

          24       than one occasion.

          25   LORD ARCHER OF SANDWELL:  Yes.
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           1   BARRY STEADMAN:  And still does.

           2   LORD ARCHER OF SANDWELL:  Yes, it does do.

           3   BARRY STEADMAN:  As far as physical symptoms are concerned,

           4       I've mentioned here, that I do -- it's hard to describe.

           5       I just feel generally unwell, not continuously, but most

           6       of the time, and I feel at times overwhelmed by mental

           7       exhaustion, and less so by physical exhaustion.  But

           8       I'm, as far as I'm aware, I do have other things going

           9       on, arthritis being one of them, being very, you know,

          10       distractive and also affect my day-to-day life, which,

          11       together with a few other things that -- again my

          12       terminology here is not for this place, I don't think,

          13       and not for this occasion -- are being pursued one way

          14       or another separately.

          15           Collectively, those things I find and I now have

          16       a better understanding of, do represent something of

          17       a burden in my case.

          18   LORD ARCHER OF SANDWELL:  I'm sure.

          19   BARRY STEADMAN:  And at my time in life.

          20   MS WILLETT:  Thank you very much.  Could you just describe

          21       briefly what was the sort of reaction and expectation

          22       and general sort of buzz, if I can use that word, with

          23       the Factor VIII, with that sort of suddenly being

          24       introduced and available?

          25   BARRY STEADMAN:  Mine?
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           1   MS WILLETT:  Yes.

           2   BARRY STEADMAN:  I think I was completely overwhelmed and

           3       delighted at the prospect, based upon the experiences

           4       that I'd had previously.

           5   MS WILLETT:  Because you used the word "magic" -- is that

           6       sort of kind of how it felt?

           7   BARRY STEADMAN:  I think it did that, you know, here,

           8       thankfully, people have been looking into the problems

           9       of what really amounts to a kind of minority problem,

          10       and, you know, magically technology, I don't actually --

          11       I can't actually claim to thinking in these terms at

          12       that time.

          13   MS WILLETT:  But potentially life changing moment?

          14   BARRY STEADMAN:  It was changing and it was in sharp focus

          15       in my case, because what clearly was -- and it got very

          16       close to taking my life situation -- was transformed by

          17       the -- I kid you not -- what seemed to me the timely

          18       arrival of Factor VIII.  And it was as if we were meant

          19       to meet in order to progress from there.  And I have to

          20       tell you, from that point in time, that surgery, famous

          21       touch wood, that particular problem did not return.  So

          22       what ever took place was truly magic.

          23   LORD ARCHER OF SANDWELL:  I have the impression from what

          24       we've heard that there was a watershed, that there was

          25       this original euphoria about it.  "This is going to

                                           168

           1       solve our problems", and then people started getting

           2       worried.

           3   BARRY STEADMAN:  The worry in my case didn't come until

           4       later down the line until things started --

           5   LORD ARCHER OF SANDWELL:  Well, you then that no particular

           6       reason to --

           7   BARRY STEADMAN:  To think, "Oh, I wonder what that means",

           8       and then this kind of trickle of information began to,

           9       you know, "What's all this"?  And a particularly clear

          10       memory is being told, you know?

          11   MS WILLETT:  When you were told you had hepatitis C, what

          12       else were you told?  "And this will mean to you X and

          13       Y"?  What were you told?

          14   BARRY STEADMAN:  It was put to me in a very matter of fact

          15       way, which, you know, in a way I quite like.  This is

          16       it.  But there really wasn't very much in the way of

          17       explanation as to what that actually meant.  Because my

          18       nature is such that, had it been so, I would have taken

          19       that away and churned it over, and returned with some

          20       questions, and that didn't take place.  Again, this may

          21       not be verbatim, an indication of what I was told at

          22       that time was, well, you know, in haemophilia,

          23       a frequent cause of death is brain haemorrhage.  And,

          24       you know, there's not too much we can do about that.

          25       The good news is that there aren't many haemophiliacs
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           1       that die of coronary causes.  So, on balance, you know,

           2       perhaps it's not -- so yeah, that's true.  I agree, on

           3       balance, seeds get planted.

           4   MS WILLETT:  Yes, I understand what you're saying.

           5   BARRY STEADMAN:  And time nurtures them, for sure.  So it

           6       was a bit of a mixed bag but a very brief meeting and I

           7       will take this opportunity, because it presents itself,

           8       to fast forward some years, and I have reason to enquire

           9       about my medical records, and I approached Oxford

          10       together with Kings College, and UKC -- I can't remember

          11       the initials -- to do with having some information.  And

          12       I was duly provided not with the specific questions I'd

          13       asked, of Oxford, but a complete copy of my file.

          14           One of the questions I was seeking to answer was

          15       "When were you first made aware?"  I couldn't actually

          16       find a record of that event in my file, which I had

          17       thought to be really odd, because, you know, now, at the

          18       point in time I'm asking the question, it's a monumental

          19       thing but perhaps at the time it was given the weight it

          20       perhaps deserved like, there's no need to write this in

          21       this guy's notes to tell him he is actually been told

          22       and that hereafter you might this or you might not that.

          23   LORD ARCHER OF SANDWELL:  That's a very insightful comment.

          24       I think we have to at least be conscious of the fact

          25       that we are applying present-day standards and
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           1       present-day knowledge to things that happen some time

           2       ago.

           3   BARRY STEADMAN:  That was 1991, and how I came to be more

           4       precise about 1991 was -- I have a nasty habit of saving

           5       old junk which I'm getting over, but amongst them is

           6       diaries, and I did look into my old diaries, and I was

           7       able to identify the day and the date that I went for

           8       that appointment.  And by deduction, not that it was in

           9       my diary, I am certain that was the day upon which I was

          10       given that advice.  So I think now with the benefit of

          11       hindsight -- I mean 1990, I hear what you say, but it

          12       was well down the track by then.

          13   LORD ARCHER OF SANDWELL:  16 years.

          14   BARRY STEADMAN:  Well, that was well down the track by then.

          15   LORD ARCHER OF SANDWELL:  Yes, I follow.

          16   MS WILLETT:  Thank you very much.

          17   LORD ARCHER OF SANDWELL:  Thank you very much, that's most

          18       helpful.

          19           We have your documents?

          20   DEFENCE:  Yes, we do.

          21   LORD ARCHER OF SANDWELL:  Thank you ...

          22   BARRY STEADMAN:  Thank you for the opportunity ...

          23    (2.40 pm)

          24                         (A short break)

          25    (2.50 pm)
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           1                    EVIDENCE OF MARY GRINDLEY.

           2   LORD ARCHER OF SANDWELL:  Mrs Grindley?

           3   MARY GRINDLEY:  Yes.

           4   LORD ARCHER OF SANDWELL:  Thank you very much for coming ...

           5   MARY GRINDLEY:  Thank you.

           6   LORD ARCHER OF SANDWELL:  You have provided us with quite

           7       a substantial number of very helpful documents.

           8   MARY GRINDLEY:  Yes, I have, yes.

           9   LORD ARCHER OF SANDWELL:  I am wondering what's the best way

          10       of doing it.  The documents, if you're happy to leave

          11       them with us, I think they're going to play quite

          12       a substantial part in our deliberations.

          13   MARY GRINDLEY:  I hope so, yes.  I collected them over

          14       20 years.

          15   LORD ARCHER OF SANDWELL:  Yes, indeed.  Some of them are

          16       a little startling.

          17   MARY GRINDLEY:  They are, yes, but if you want to ask

          18       questions --

          19   LORD ARCHER OF SANDWELL:  Can we have please have some

          20       quiet?

          21   MARY GRINDLEY:  If you'd like to ask me questions about them

          22       I'd be quite happy to answer.

          23   LORD ARCHER OF SANDWELL:  I think what we want to do is

          24       study them and marry them up to other evidence we have

          25       of those periods.
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           1           What I was wondering -- would you like to read

           2       a statement or would it be easier if I asked you some

           3       questions?

           4   MARY GRINDLEY:  I'd like to read my statement if possible.

           5       It seems a lot but my writing is quite big.

           6   LORD ARCHER OF SANDWELL:  This is the one beginning

           7       "Possible evidence", is it?  Oh, it's this one, is it?

           8   MARY GRINDLEY:  I think they are numbered.

           9   LORD ARCHER OF SANDWELL:  Okay, thank you.

          10   MARY GRINDLEY:  My name is Mary.  I'm a widow of a severe

          11       haemophiliac with zero per cent clotting factor in his

          12       blood.  He died of AIDS in 1994 aged 41.  He also had

          13       hepatitis C, which was diagnosed in 1992.  The death of

          14       my husband John has had a devastating effect on my life,

          15       and that of our child.  Each day I mourn his death and

          16       the death of those thousands of others who have also

          17       died.  I have no closure over their deaths because this

          18       disaster has been swept under the carpet for over

          19       20 years as though it did not matter or never happened.

          20       Nobody has accepted blame or even said sorry.  Yet this

          21       was not a tragic accident; it was, in my opinion,

          22       corporate manslaughter through deliberate neglect.  The

          23       blame I feel is threefold: first I blame the American

          24       Government at the time for allowing prisoners, drug

          25       addicts and the homeless to give blood in return for
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           1       payment which caused the transfer of the virus in the

           2       first place.

           3   LORD ARCHER OF SANDWELL:  May I just interrupt you there.

           4       Of course, it will be the state Government which will be

           5       dealing with this, not the federal government in

           6       Washington.  Do you follow me?

           7   MARY GRINDLEY:  Yes, I presume so, yes.

           8   LORD ARCHER OF SANDWELL:  It doesn't affect your point ...

           9   MARY GRINDLEY:  Secondly, I blame the American drug

          10       companies who continue to send out their stockpiles of

          11       unheat-treated Factor VIII, knowing that they had

          12       heat-treated Factor VIII available for all, just because

          13       of their greed for money.  But third and most of all, I

          14       blame the British Government --

          15   LORD ARCHER OF SANDWELL:  Well, you blame the British

          16       Government.

          17   MARY GRINDLEY:  Okay, the British Government, for refusing

          18       to withdraw American Factor VIII despite it being a

          19       known potential danger, haemophiliacs in America and

          20       England having already died from AIDS.  They refused to

          21       do this, believing so would cause mass hysteria about

          22       AIDS among the general public.  This left haemophiliac

          23       doctors with the job of continuing to hand out suspect

          24       Factor VIII to haemophiliacs who had had no choice but

          25       to continue being treated or treating themselves in
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           1       order to stay alive.

           2           My husband was one of the first haemophiliacs to

           3       start using home treatment -- that's infusing himself

           4       intravenously with Factor VIII in January 1976.  John

           5       was very keen to do this, as it would give him more

           6       independence, and save continual trips to Saint Thomas'.

           7       At first this was only when he had bleeds into joints

           8       which were mainly spontaneous, or after traumatic

           9       bleeding such as a cut or a fall.

          10           Then in the late seventies, early eighties, he

          11       started treating himself prophylactically three times

          12       a week before work to try to prevent bleeding occurring

          13       in the first place.  This was fairly successful.  His

          14       life started to become normal, despite former

          15       deterioration from joints due to past bleeding since

          16       childhood.  He became happier and his haemophilia was

          17       relatively stable.  He was able to continue in his

          18       full-time work as an electronics engineer without much

          19       lost time or earnings as he had done previously.  Things

          20       were on the up at this point after a childhood and

          21       teenage years spent mainly in hospital or in

          22       a wheelchair.

          23           John was always a person who keenly sought out

          24       knowledge about his treatment and his haemophilia,

          25       research from his heamophilia doctor and centre.  Also
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           1       from other sources such as medical journals and world

           2       health magazines.  At the beginning of the eighties,

           3       hepatitis was already a problem for haemophiliacs, and

           4       he campaigned actively for the withdrawal of American

           5       Factor VIII.

           6   LORD ARCHER OF SANDWELL:  I think you said "complained".

           7   MARY GRINDLEY:  "Campaigned", sorry.

           8   LORD ARCHER OF SANDWELL:  It's my fault.

           9   MARY GRINDLEY:  So when AIDS first came on the world scene

          10       John again campaigned to get it withdrawn, and I refer

          11       to the first two letters, one from, I believe --

          12   LORD ARCHER OF SANDWELL:  The first one, if I remember.

          13   MARY GRINDLEY:  My mind has gone blank but I do have them

          14       here.

          15   LORD ARCHER OF SANDWELL:  I was reading it last night.

          16   MARY GRINDLEY:  The first one refers to hepatitis, and

          17       asking the Department of Health to withdraw it, and

          18       second one is a letter concerning AIDS, and the

          19       withdrawal of Factor VIII.  Sorry, I'm getting confused

          20       here.

          21   LORD ARCHER OF SANDWELL:  Sorry, the first was actually to

          22       the Prime Minister which he got a reply from.

          23   MARY GRINDLEY:  Yes, that is right, yes.

          24   LORD ARCHER OF SANDWELL:  Sorry, I interrupted.

          25   MARY GRINDLEY:  Unlike most haemophiliacs at the time who
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           1       seem to be kept in the dark, John seemed prepared for

           2       the worst.  In April 1983, we both attended an AGM of

           3       the haemophilia society when it was announced the first

           4       haemophiliac -- the first English haemophiliac, Peter

           5       Palmer, had died of AIDS.  I asked a question about

           6       having another child.  We already had one.  The medical

           7       advice was that we know little about the transmission of

           8       this virus, therefore put this idea on hold.

           9           That day changed our lives forever.  As we did not

          10       know all the ways of transmission, we tried to take

          11       every precaution possible.  We decided to assume John

          12       was carrying the virus even though there was no test at

          13       that time.  We became celibate, even though we'd only

          14       been married for about four years and of course there

          15       were no more children which nearly broke me.  We did not

          16       even kiss, and we had our own cutlery and crockery

          17       initially.  Our child needed at least one parent alive,

          18       and the threat of imprisonment for transmitting the

          19       virus to another was also in the background.

          20           Each time John treated himself with Factor VIII he

          21       would say, "Will it be this time?"  He said it was like

          22       playing Russian roulette.  John was one of the first --

          23       had one of the first AIDS tests, and I note this,

          24       November 1983, and I would like to just show you the

          25       photograph, if I may, if I can find it.  This was
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           1       a non-blood test.  It was a patch test which was placed

           2       on the arm, rather like an allergy test, that small

           3       doses of -- I can't remember exactly what was given, but

           4       I remember, I think tuberculosis was one.

           5   LORD ARCHER OF SANDWELL:  So they did a number of different

           6       virus tests?

           7   MARY GRINDLEY:  Yes, like a little patch test they put half

           8       a dozen things on in order to ascertain -- if you had

           9       immunity to it, then the arm would come up as it has

          10       there.  John, as you can see, seemed all right there.

          11       He only tested positive with later blood tests and that

          12       was in 1986.  This came as no surprise, although it came

          13       as a terrible shock to us, as Factor VIII was pooled

          14       from hundreds of donors.  I too had several AIDS tests

          15       throughout his life, and after his death, as I nursed

          16       him closely.  Very fortunately, unlike several wives,

          17       I have escaped the virus.  There but for the grace of

          18       God go I.

          19           Throughout the last seven and a half years of John's

          20       life I was only able to continue because of John's

          21       phenomenal strength and courage.  It was a privilege to

          22       care for him and nurse him.  He even arranged his own

          23       funeral two years before his death with the reverend

          24       Alan Tanner from the haemophilia society who was also

          25       a vicar, and also with the undertakers, and he went and
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           1       he told them exactly what was wrong with him, for their

           2       own safety.

           3           Two years after John's death, I had a nervous

           4       breakdown in the classroom after going back to teaching.

           5       I'd only been back two terms, and I had to give up my

           6       teaching career as I could no longer cope and I haven't

           7       worked since March 1996.

           8           Although I keep busy with various activities trying

           9       to help others where I can, and I have also campaigned

          10       for a recumbent Factor VIII to be available to all, I am

          11       very depressed.  My depression has been compounded by

          12       the lack of help for widows.  They are a forgotten race.

          13       I thought the Macfarlane Trust had a duty of care

          14       towards us, but I was wrong.  They have told me outright

          15       the trust can do little to help us, and this needs to be

          16       rectified urgently.

          17   LORD ARCHER OF SANDWELL:  Little to help you financially?

          18   MARY GRINDLEY:  Yes.

          19   LORD ARCHER OF SANDWELL:  Or in terms of counselling?

          20   MARY GRINDLEY:  There is counselling available but only very

          21       very recently.  Prior to that, there wasn't.

          22   LORD ARCHER OF SANDWELL:  But you're thinking principally in

          23       financial terms?

          24   MARY GRINDLEY:  Yes.  I think that's all I wanted to say.

          25   LORD ARCHER OF SANDWELL:  Yes, thank you very much.
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           1   MARY GRINDLEY:  I've brought a couple more photos I'd like

           2       to show you, if I may, and a notice.  That's John just

           3       before his fortieth birthday.  About a year before he

           4       died, and that's the last photo I have of him.

           5   LORD ARCHER OF SANDWELL:  He certainly lost a great deal of

           6       weight between the two periods.

           7   MARY GRINDLEY:  Yes, he was quite a healthy, good looking

           8       person there.  And one more thing I'd like to show you,

           9       if I may.  This was put up on the notice board where

          10       John worked.  Harassment.  It was pinned on the notice

          11       board.

          12   LORD ARCHER OF SANDWELL:  For the benefit of those who can't

          13       see it, it's called "Danger, Government health warning,

          14       Mr Grindley can seriously damage your health.

          15       Congratulations, you have just met HF Edmund".

          16   MARY GRINDLEY:  That means high frequency -- he worked as an

          17       electronic engineer.

          18   LORD ARCHER OF SANDWELL:  You have painted a complete

          19       picture Mrs Grindley.

          20   MARY GRINDLEY:  Yes.

          21   LORD ARCHER OF SANDWELL:  Would you mind telling us a little

          22       about your present financial position?

          23   MARY GRINDLEY:  Yes.

          24   LORD ARCHER OF SANDWELL:  I don't want to go into details.

          25   MARY GRINDLEY:  Unlike most widows I'm not too badly off.
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           1       I do have a pension from my John's firm, because he

           2       worked for them for 20 years.  I do receive a widow's

           3       pension, and I have the ex gratia payments that we had,

           4       I have managed to save, but I do have a mortgage which

           5       I've only had for the last seven years, and it's an

           6       interest only mortgage and I will never be able to pay

           7       that off.  But I keep going.

           8   LORD ARCHER OF SANDWELL:  Yes, well, you have obviously

           9       determined to keep going.

          10   MARY GRINDLEY:  Yes.

          11   LORD ARCHER OF SANDWELL:  Thank you very much, Mrs Grindley.

          12       Thank you.

          13           EVIDENCE OF ROBERT AND ALICE MACKIE.

          14   LORD ARCHER OF SANDWELL:  I don't know how you would like to

          15       do it.  Would you like to read your statement?

          16   ROBERT MACKIE:  Yes.

          17   LORD ARCHER OF SANDWELL:  It's a fairly long one.

          18   ROBERT MACKIE:  Well, we'll get there.

          19   LORD ARCHER OF SANDWELL:  I'm sure you will.

          20   ROBERT MACKIE:  We know it off pat.

          21   LORD ARCHER OF SANDWELL:  Would you like to tell us?

          22   ROBERT MACKIE:  My wife is going to do it.

          23   ALICE MACKIE:   Yes, I will just read it and you can ask him

          24       questions.

          25           "I have severe heamophilia A and I am co-infected
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           1       with AIDS and hepatitis C through NHS treatment.  Coming

           2       from a haemophiliac family, three uncles and one cousin,

           3       also with heamophilia A, and none of them bled to death

           4       but three out of four died of AIDS due to treatment of

           5       Factor VIII.  I was diagnosed with heamophilia at about

           6       1 year old and I survived without any treatment until my

           7       teenage years when we all began treatment with what was

           8       then Cryoprecipitates, and then in 1979 I started to

           9       receive Factor VIII.  I became infected with hepatitis C

          10       at some point before 1994 when, according to my

          11       consultant, the first positive hepatitis C result is

          12       recorded but was not informed of my HIV status until my

          13       AIDS consultant in 2000 spoke of it in general

          14       conversation.

          15   LORD ARCHER OF SANDWELL:  So could I just interrupt you

          16       there.  The significance of that is really quite

          17       startling.

          18   ALICE MACKIE:  Yes.

          19   LORD ARCHER OF SANDWELL:  You were infected in, you think,

          20       about 1979?

          21   ALICE MACKIE:  Well, Robert was infected with hepatitis C,

          22       and the doctor says the first test was in 1994.

          23   LORD ARCHER OF SANDWELL:  I gather that you were told in

          24       1994?

          25   ALICE MACKIE:  No.
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           1   LORD ARCHER OF SANDWELL:  I see.  The treatment began in 79?

           2   ALICE MACKIE:  Yes.

           3   LORD ARCHER OF SANDWELL:  It doesn't follow that you were

           4       infected straight away, of course.

           5   ALICE MACKIE:  Well, we don't know that because there wasn't

           6       a test.

           7   ROBERT MACKIE:  Allegedly.

           8   ALICE MACKIE:  "My life before infection was just the same

           9       as any normal person.  I ran, cycled, played "Scratch"

          10       golf, tennis, participate in salmon fly fishing and took

          11       part in just about every other non-contact sport you can

          12       think of without using Factor VIII.  I, along with two

          13       of my uncles and one cousin, became infected with AIDS

          14       from Scottish National Blood Transfusion Service Factor

          15       VIII produced at Protein Fractionation Centre in

          16       Edinburgh with known batch number 023110090.  This is

          17       confirmed in correspondence from my consultant between

          18       March 84 and May 1984, May being giving as the date of

          19       my seroconversion.  This time of infection is regarded

          20       by some as "too late in the day" and at a time when it

          21       was well known about the risk of AIDS from Factor VIII.

          22       I do not know when I was first tested for HTLVIII but

          23       I was continually asking both my consultant and other

          24       doctors at my heamophilia centre about any risks from

          25       Factor VIII from mid-1983 when I was continually being
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           1       told there was nothing to worry about.

           2           "At no time was I ever informed of being tested for

           3       AIDS, HTLVIII to HIV.  The first I knew of being tested

           4       was in 1987 when I was told I had been infected with HIV

           5       for several years.  This delay putting my young wife,

           6       family and friends at risk.  The question here that

           7       comes to mind is why I was never informed of either

           8       being tested or of my test result.  Perhaps later

           9       information in my submission answers them.

          10           "Most of the Factor VIII that I received during 1984

          11       was given to me for prophylaxis, which means that I did

          12       not need the Factor VIII either for life-saving

          13       treatment or for a specific bleed, only to prevent

          14       future bleeds.  The fact that it was known that the more

          15       Factor VIII the patient received the more chance he had

          16       of contracting AIDS makes me ask the question why I was

          17       given prophylaxis treatment.  The practice of

          18       prophylaxis should by now have stopped due to the known

          19       state of AIDS.  I must point out here that I received

          20       124,850 units of Factor VIII during 1984, while on

          21       prophylaxis and 45,700 units of Factor VIII during 1985

          22       when I was taking treatment for specific bleeds.

          23           "The circumstances in which I was informed of my

          24       HTLVIII status in 1987 are unforgettable, and when my

          25       wife and I attended the appointment my consultant asked
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           1       my wife to leave the room.  When we refused he left us

           2       alone to discuss her going.  When he returned five

           3       minutes later and she insisted she stayed he showed his

           4       displeasure.  He then went on to ask the questions --

           5       have I used intravenous drugs, slept with any other

           6       women or slept with any other men -- and he then went on

           7       to tell us that I was infected with HTLVIII and that he

           8       had met the donor of the infected blood donation, that

           9       the donor had been a homosexual and that he was dead.

          10           According to him, my infection of HTVLIII was one of

          11       those things that could not be avoided.  He then went on

          12       to advise us not to tell anyone about my status, not

          13       even our families, including my heamophiliac uncles and

          14       cousins who were also advised us not to inform anybody.

          15           When I asked what the prognosis was he stated that I

          16       had more chance of dying of a heart attack than I had of

          17       dying of AIDS.

          18   LORD ARCHER OF SANDWELL:  He, the doctor had more chance of

          19       dying of a heart attack?

          20   ALICE MACKIE:  Yes, than Robert had of dying of AIDS.

          21           "That was the end of the meeting.  This flippant

          22       remark was stated to us after it was written and

          23       discussed i July 1983 that predicted mortality is 100

          24       per cent in 25 months for haemophiliacs.  The minute

          25       this meeting ended is a time that we began to live a
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           1       life full of secrecy and lies.  Neither at this meeting

           2       nor at any time afterwards was an HTLVIII test or

           3       counselling offered to my wife.

           4           "What we have yet to understand is why I was asked

           5       such questions when my consultant knew the batch that

           6       I was infected with, knew the blood donor and more

           7       importantly, knew that 15 other haemophiliacs were

           8       infected with the same batch as stated in the numerous

           9       research papers.  At no time was I informed of being

          10       tested for any of the blood infections, nor was there

          11       any counselling offered before or after eventually being

          12       informed of the result.

          13           "However, we have since discovered that my

          14       consultant was indeed aware of the risks to

          15       haemophiliacs from AIDS from early 1983 and had he

          16       informed me of the risks, my infection could have been

          17       in avoided as I could have refused any kind of blood

          18       product treatment, altered my lifestyle and reverted to

          19       the way I treated my bleeds when I was younger: my bed

          20       rest.

          21           "After requesting my hospital medical records we

          22       found that the circumstances leading up to my infection

          23       of AIDS was not like we was led to believe, that AIDS

          24       and haemophiliacs did not just appear out of the blue.

          25       We discovered that an AIDS study was being carried out
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           1       on me from March 1983.  This AIDS study was, it seems,

           2       the beginning of many years of research being carried

           3       out on me without my knowledge or consent.

           4           "The following was just a brief summary of events

           5       from before at the time, and after my infection.  In

           6       March 1983, my consultant began his AIDS study.  Then in

           7       May 1983, there is a matter of the response by my

           8       consultant to a letter published in the Lancet in

           9       April 1983 from Dr Robert S Gordon of the National

          10       Institute of Health in America -- Dr Gordon was chairman

          11       of the NIH AIDS Working Group -- in which my consultant

          12       seems to be offering up myself along with others under

          13       his care at the Royal Infirmary of Edinburgh as

          14       a candidate group for research/investigation to explore

          15       whether AIDS was caused by a transmissible agent such as

          16       a virus in blood products or whether Factor VIII itself

          17       from multiple donors was inducing a mild immune disorder

          18       without the intervention of an infection.

          19           "Dr Gordon says that these two hypotheses could be

          20       distinguished by a study of "similarly treated

          21       haemophiliacs in a geographic area to which AIDS has not

          22       yet been introduced".  He concludes:

          23           "'The resolution of this question by a timely

          24       investigation in some country where cases of AIDS has

          25       not yet been reported would be an immense help to public
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           1       health workers worldwide.  In this situation, negative

           2       results would be of great significance.'

           3           "The above exchange appears to suggest that my

           4       consultant was fully aware of the value to scientific

           5       endeavour of his Edinburgh patients, myself included and

           6       that I along with others were of value to him as

           7       a publishing scientist and potentially to global public

           8       health.  Indeed he later published on this very question

           9       with Dr Gordon in the Lancet.

          10           "It is also known that Dr Amoz Chernoff of the

          11       National Institute of Health and also a member of the

          12       NIH AIDS Working Group, visited Scotland in 1983 and had

          13       preliminary discussions about the possible inclusion

          14       into the study of haemophiliacs who have received no

          15       American Factor VIII preparations".

          16   LORD ARCHER OF SANDWELL:  May I just clarify my own mind on

          17       this.  It wouldn't be unknown, would it, for a doctor to

          18       conduct his own research on his own patients.  What he

          19       learns from his patients may actually lead to the sum

          20       total of medical knowledge.  It isn't that you were

          21       complaining of?

          22   ROBERT MACKIE:  That was non-consensual research. I did not

          23       give consent for this research.

          24   LORD ARCHER OF SANDWELL:  I got the impression that what you

          25       are really troubled about is the fact that you weren't
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           1       asked?

           2   ALICE MACKIE:  Yes, that is --

           3   ROBERT MACKIE:  No, he knew the risks. If he had been a

           4       decent doctor at all, he should have informed me of the

           5       risks.

           6   LORD ARCHER OF SANDWELL:  Yes, that's exactly what I've just

           7       asked you, and that's what you're complaining about.

           8   ROBERT MACKIE:  Yes.

           9   LORD ARCHER OF SANDWELL:  Please go on.

          10   ALICE MACKIE:  "We also discovered by reading my medical

          11       notes that the infected batch number, batch number

          12       023110090, is the only batch number to be written out in

          13       full, in all of my treatment record sheets.  This

          14       information is gathered from my treatment record sheets

          15       from 1980 until I've started receiving recombinant

          16       Factor VIII.  This number is written out in full several

          17       times until after I complained of a very bad sore throat

          18       in April 1984 which would not get better.  This, it

          19       seems was my seroconversion.  Thereafter the batch

          20       number was abbreviated to 0090.  Another AIDS study

          21       blood test is again carried out in June.  We have

          22       evidence that HTLVIII, an AIDS test, was carried it in

          23       the UK on Factor IX patients.  The results were known by

          24       February 1984 with patients testing positive for

          25       HTLVIII. Therefore we know it was possible to test
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           1       before during 1984.  Perhaps this is the reason why

           2       batch number 023110090 was abbreviated to 0090 after my

           3       sore throat as it was possible to test for AIDS by the

           4       time I began receiving the infected batch.

           5           "On 24th May 1985 my consultant applies for Ethics

           6       Approval entitled 'Study for Immune Function and HTLVIII

           7       Infection in Haemophiliacs treated exclusively with NHS

           8       Factor VIII and IX Concentrate.' This application

           9       contains the following questions and answers:  Will

          10       informed consent be obtained from all subjects?  Yes.

          11       What information will be given to the subjects/patients?

          12       Patients and Controls are very well informed about our

          13       studies.  How will consent be recorded?  Written in case

          14       notes.  If, as the ethics application form states,

          15       consent was obtained from all subjects, patients and

          16       controls are very well informed about our studies and

          17       consent will be written in case notes, how is it that I

          18       did not know my AIDS status until 1987, I did not know

          19       anything about his studies or research, and there is no

          20       record of my giving consent on my case notes?  You may

          21       well ask how blood up to 30 mls was taken for this

          22       research without my knowledge.  It seems according to

          23       this request, these blood samples were taken at the same

          24       time as blood for other routine blood tests to monitor

          25       the heamophilia and its treatment.
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           1           "Carrying on from this ethics request in May, he

           2       then writes to the Medical Adviser on 25th June 1985,

           3       formerly reporting infected batch to the Committee of

           4       Safety of Medicines.  In this correspondence he states

           5       'Although some of the patients realise they have

           6       received a contaminated batch and know they have

           7       developed anti-HTLVIII, other patients do not know of

           8       this and do not wish to know.'.

           9           "Apart from the Ethics request where it states

          10       'informed's consent with be obtained from all subjects',

          11       I do not understand why it was expected that patients

          12       have to realise that they had received this infected

          13       batch.  Was it not the consultant's duty to inform

          14       patients under his care of their status?  That they were

          15       infected with not only a sexually transmitted disease

          16       but also a fatal disease?  Also the fact that I was

          17       continually asking my consultant and other treating

          18       doctors if everything was all right and the answer that

          19       always came back was that there was no problem.

          20           "On 3rd August 1985 another research paper was

          21       published in which it is stated:

          22           "'The probability of seroconversion was

          23       independently related to the pre-existing low

          24       T-helper/suppressor ratio, the number of vials of the

          25       implicated batch transfused and the total annual Factor
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           1       VIII consumption.'  Had they not been receiving

           2       prophylaxis throughout 1984 it way makes me one differ

           3       I would have become affected.  My consultant also

           4       carried out an AIDS test on my wife without her

           5       knowledge or consent under the guise of genetic

           6       research. When my wife was 'donating' this blood we

           7       asked the Sister specifically what the blood was for and

           8       she told us it was for genetic research.  When we

           9       queried this, due to the fact that my wife is not

          10       genetically related to me or heamophilia, she got very

          11       flustered and quickly left the room.  It was only for

          12       many years later that we realised what this case was

          13       actually for.

          14           "Research papers written by my consultant are then

          15       continually published in the Lancet and other medical

          16       journals in which he mentions facts such as: 'This small

          17       cohort of heamophilia patients allowed us to study the

          18       antigen and antibody responses to HIV infection acquired

          19       after known time from a single source'."

          20   LORD ARCHER OF SANDWELL:  I think these quotations are very

          21       helpful but I think they are probably best dealt with by

          22       going on to our finals so that we've got them.

          23   ALICE MACKIE:  I actually think it's quite important to

          24       state what this consultant is actually stating about

          25       a unique --
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           1   LORD ARCHER OF SANDWELL:  I understand that you make

           2       a statement but I am not quite sure how long this

           3       statement is going to --

           4   ALICE MACKIE:  I'm only reading another 5 pages.  I am not

           5       reading the abbreviated section.

           6   LORD ARCHER OF SANDWELL:  All right, that's a deal.

           7   ALICE MACKIE:  I didn't plan on reading the rest of it.

           8       I just wanted to read it concerning my husband.

           9   LORD ARCHER OF SANDWELL:  Please go on.

          10   ALICE MACKIE:  "He states in April 1988: 'The first cases of

          11       heamophilia were reported in 1981 and shortly thereafter

          12       it became clear that the route of the viral transmission

          13       was through the Factor VIII and Factor IX.  I became

          14       interested in this area of investigation in 1983.  It

          15       has been calculated that for an anti-HIV positive

          16       heamophiliac in a cohort, the relative risk of

          17       developing symptoms is increased approximately 13 fold

          18       if he has the A1 B8 DR3 haplotype.'

          19           "Also he states in 1988, '... Assessed

          20       immunologically since 1983 ...the Edinburgh cohort study

          21       is unique in at least three aspects. The patients had

          22       all been assessed before exposure to the virus; the

          23       period of exposure to infection has been identified with

          24       some precision;  ...all are presumed to have been

          25       infected from the same source, probably representing
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           1       a single virus strain.  Information on the subsequent

           2       clinical course of these patients is thus of special

           3       value.'

           4           "Then by 1990 he publishes:

           5           "'...Seropositive blood samples were donated by

           6       members of a cohort of HIV-1 infected haemophiliacs.

           7       The PBMCs used in these experiments were donated during

           8       1988 and 89 by HIV-seropositive haemophiliacs who were

           9       believed to have been infected in 1984. Seropositive

          10       samples were collected ...and the staff of the

          11       Haemophilia Centre, Edinburgh Royal infirmary.'.

          12           "Also in 1990 we find:

          13           "'Here we examine serial samples from a cohort of

          14       heamophilia patients who became infected from a common

          15       source in 1984', and: 'In Edinburgh we had the

          16       opportunity to study a unique group of haemophiliacs who

          17       became infected in the spring of 1984.  These

          18       haemophiliacs have been very carefully followed up with

          19       close monitoring... Detailed monitoring has allowed us

          20       to identify some factors which are predictive of

          21       clinical deterioration and others that reflect decline

          22       of the patient's condition, rapid regression to CDC

          23       Group IV disease is related to HLA type in this cohort.

          24       The haplotype is a marker of high risk.  This cohort of

          25       haemophiliacs has become one of the most extensively
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           1       studied groups of HIV infected individuals in the world

           2       and a great deal has been learned from the careful study

           3       of these unfortunate individuals.'

           4           "By the end of 1990 we read:

           5           "'Five year longitudinal clinical and laboratory

           6       study... The early identification of individual patients

           7       who have a poor prognosis for HIV disease is an

           8       important objective.  We previously described a unique

           9       group of haemophiliac patients infected with HIV from a

          10       single batch of Factor VIII concentrate used between

          11       March and May 1984.  This led inadvertently to the

          12       establishment of a cohort of individual patients with

          13       a common source of infection whose times of HIV

          14       seroconversion were clearly recorded.  Plasma samples

          15       collected at regular clinical follow-up appointments.

          16       Information from this uniquely homogeneous cohort is of

          17       special value because its members were assessed

          18       immunologically before exposure to HIV and have

          19       participated in detailed follow-up studies at regular

          20       intervals.'

          21           "And:

          22           "'We have been studying HIV sequence change in a

          23       group of patients who became infected during 1984.  The

          24       unusual circumstances surrounding the infection of these

          25       patients have permitted.'
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           1           By 1991 we are still finding published research by

           2       the Edinburgh cohort stating that "... We have followed

           3       up these patients since their seroconversion.  All 32

           4       have been studied as part of an assessment of

           5       immunological changes in haemophilia during the two

           6       years before the use of contaminated Factor VIII within

           7       the Edinburgh heamophilia/HIV cohort, which is uniquely

           8       homogeneous with respect to time and source of

           9       infection, we have now shown that the course of

          10       HIV-associated disease is related to at least two

          11       patient characteristics recognisable before exposure to

          12       the virus.  We have now shown that individuals at risk

          13       of rapid disease progression can be identified in the

          14       earliest stages of infection and even before exposure.

          15           And 15 years after the AIDS study began, we find the

          16       following: the two UK domestic plasma fractionators

          17       decided to manufacture different types of high-purity

          18       Factor VIII concentrates.  This offered us an

          19       opportunity to compare the effects of these two products

          20       on immune function, survival, HIV disease progression

          21       and use of anti-retroviral drugs in a three-year cohort

          22       study.  We believe that an insufficient number of

          23       patients with severe heamophilia A and HIV agreed to be

          24       randomised.  For these reasons, a prospective cohort

          25       design was adopted rather than a randomised trial.  The
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           1       difference was principally accounted for by the

           2       comparatively low CD4 count of patients from a single

           3       centre in Edinburgh.  The lower median CD4 count

           4       observed in the ion-exchange group at the beginning of

           5       the study was largely accounted for by comparatively low

           6       counts from a single centre: Edinburgh.  Most of the HIV

           7       seropositive patients attending this centre had been

           8       infected from a single donor.  Half of these patients

           9       were reported to be either dead or symptomatic from

          10       their HIV within four years of seroconversion, which

          11       suggests that they may have been infected with an

          12       unusually virulent strain of HIV.

          13           "Half of these patients were reported to be either

          14       dead or symptomatic from their HIV within four years of

          15       their seroconversion, which suggests they may have been

          16       infected with an unusually virulent strain of HIV.  If

          17       this was the case, and it took my consultant almost

          18       three years to inform his patients of their status,

          19       I find this absolutely unacceptable.

          20           If my consultant became interested in the AIDS area

          21       of investigation in 1983, then why did he not inform his

          22       patients of the possible risks of AIDS from Factors

          23       VIII/IX, and ask their consent to carry out testing and

          24       research on these patients?  Why did he think it

          25       necessary to carry out research on his cohort for at
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           1       least 15 years without informing them?  I find this

           2       totally unacceptable and outrageous that a doctor can

           3       carry out non-consensual research on a group of patients

           4       under what he calls his 'pastoral care' and not be

           5       accounted for his actions. His research showed that his

           6       Edinburgh Haemophiliac Cohort were infected with an

           7       unusually virulent strain of HIV.  Perhaps this is also

           8       a reason why we were kept in the dark about the events

           9       which were taking place at the Royal Infirmary of

          10       Edinburgh from March 1983.

          11           "At no time was I ever informed that my consultant

          12       was carrying out AIDS research on me from March 1983 at

          13       a time when I was asking my consultant, along with other

          14       doctors, of the risks of taking Factor VIII, and they

          15       all denied any problem with Factor VIII.  Nor was

          16       I informed, as stated by my consultant in 1985, when

          17       applying for ethics approval, that I knew all about his

          18       research and that I gave my consent.  Considering I was

          19       not informed of my HTLV status until 1987, I cannot see

          20       how I gave consent.  At no time did I donate blood for

          21       research, as stated in published research papers.  The

          22       list is just endless.

          23           "Perhaps MRC Working Party on AIDS, October 1983

          24       gives the answer to why he deemed it necessary to keep

          25       his research and my positive status to himself, but not,
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           1       it seems, to the rest of the scientific world.  At this

           2       meeting it is discussed:

           3           "'... the need to ensure the best use be made of the

           4       special combination of suitable patients for study.'

           5           "The special features arising in relation to

           6       heamophilia were discussed and the possibility of

           7       identifying the role of imported Factor VIII

           8       concentrates used for UK patients was outlined.  It was

           9       noted that attempts to detect such an [AIDS] agent in

          10       the US were being made only in a few centres, and it

          11       might be better to look for an agent early rather than

          12       in the later stages of severe disease.

          13           "For this reason, reliable identification of the

          14       early phases of the disease/infection was crucial.  It

          15       was noted that blood product associated cases could

          16       enable some of these alternative hypotheses to be

          17       tested.  The fact that the epidemic was lagging some

          18       three years behind that in the USA was considered an

          19       important factor.  This could enhance our ability to

          20       detect the emergence of AIDS and AIDS-related conditions

          21       in high-risk groups.  The underlying immunological and

          22       virological status of the high-risk groups before they

          23       encountered the AIDS agent could thus then be defined.

          24       Further emphasis was given to the concept of identifying

          25       early phases of the disease for testing aetiological
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           1       hypotheses.  It was emphasised that at this stage

           2       national collaboration was possible and indeed essential

           3       on items such as an AIDS case-control study and active

           4       surveillance.  This would need to be backed up by

           5       individual centres conducting cohort studies on patients

           6       in high-risk groups.

           7           "Because of my consultant's failure to inform

           8       patients of the risk of this known fatal disease, 16

           9       haemophiliacs became infected from this one batch of

          10       Factor VIII, two uncles, one cousin and many

          11       haemophiliac friends have all died from AIDS from this

          12       one infected batch, at a time when their infection could

          13       have and should have been avoided.

          14           "I feel that the haemophiliacs at the Royal

          15       Infirmary of Edinburgh would have been better served if

          16       our consultant had informed us of the risks of AIDS

          17       instead of using us as guinea pigs for non-consensual

          18       research and scientific kudos for at least 15 years.

          19       I find this absolutely unacceptable and outrageous.

          20           "I have mentioned my two uncles and one cousin who

          21       was co-infected with both AIDS and hepatitis C.  What

          22       I failed to mention is that there are other haemophiliac

          23       members of my family who were infected with hepatitis C.

          24           "The worst and saddest thing that this disaster has

          25       brought to me is that my wife has given up the ultimate
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           1       sacrifices of her career and her right to have children.

           2       She has perhaps not suffered physically, but has

           3       definitely suffered mentally, not only by having to

           4       watch haemophiliac family and friends die a most

           5       horrific death, but now she has to watch me suffer the

           6       same fate.  Even after my wife has made all these

           7       sacrifices, she is still with me after all these years.

           8       This, most of all to me, is the ultimate sacrifice.

           9           "I cannot find the words to say how what is

          10       described as 'The worst medical disaster in the history

          11       of the NHS' has affected my family, other than to say it

          12       has devastated three generations.  I do not wish for it

          13       to destroy the lives of future generations.  Santanya

          14       states: 'He who does not learn the lessons of history is

          15       condemned to repeat them'.  I ask for this inquiry to

          16       protect future generations of haemophiliacs by ensuring

          17       that the government blood transfusion services and

          18       haemophiliac consultants learn the lessons of the past

          19       to ensure that they do not repeat them in the future.

          20           "You asked for my submission to be no more than 700

          21       words.  Unfortunately we are unable to put all the

          22       information we have amassed from different sources,

          23       including documents released under FOI.  The above is

          24       the briefest account of my situation which was

          25       highlighted on BBC 2's Newsnight on 17th April.  This
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           1       summary only takes into account what happened to me and

           2       15 other haemophiliacs at the Edinburgh Royal infirmary

           3       under the care of one United Kingdom Haemophilia Centre

           4       Director.  However, we wish to submit evidence which was

           5       released under FOI which describes the steps taken by

           6       the Government Blood Transfusion Service and consultants

           7       in the UK which show that they knew the dangers to

           8       haemophiliacs but took no steps to inform the recipients

           9       of those risks."

          10           We have given them to the Haemophiliac Society and

          11       they will photocopy them and forward them on to you.

          12   LORD ARCHER OF SANDWELL:  Thank you, that is certainly going

          13       to be helpful.

          14   ALICE MACKIE:  I don't know if you want to go into any

          15       other -- one or two things that I've actually pointed

          16       out about the Council of Europe non-consensual research

          17       on spouses, anything like that.

          18   LORD ARCHER OF SANDWELL:  I see what you mean.  These, of

          19       course, are all in the public domain.

          20   ALICE MACKIE:  Yes, well they should be in the public

          21       domain.

          22   LORD ARCHER OF SANDWELL:  I think they probably are.

          23   ALICE MACKIE:  It depends where you're coming from, doesn't

          24       it?

          25   LORD ARCHER OF SANDWELL:  Sorry?
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           1   ALICE MACKIE:  It depends where you read them.  The Scottish

           2       Executive or whatever do not publish them on their

           3       Freedom of Information websites, therefore they are not

           4       technically in the public domain.

           5   LORD ARCHER OF SANDWELL:  I follow your point about that.

           6       Thank you.

           7   ALICE MACKIE:  We would actually like to raise the point of

           8       the Council of Europe recommendation.

           9   ROBERT MACKIE:  R83(8), where all haemophiliacs in Europe

          10       were to be informed, told of the risk of AIDS by June

          11       1983.  Why did this not happen?

          12   LORD ARCHER OF SANDWELL:  Yes, I understand that.

          13   ROBERT MACKIE:  There's only one conclusion you can draw

          14       from this, I am sorry.  The mere fact that I can prove,

          15       as an individual patient, the way that I've been treated

          16       was for non-consensual research, I believe this research

          17       -- my research is just the tip of the iceberg.  I

          18       believe that non-consensual research was universal

          19       between the directors of haemophilia in this country and

          20       we were all used as lab rats, not just the 16

          21       haemophiliacs.  There is no other conclusion you can

          22       draw from the documentations I have accessed under FOI.

          23   LORD ARCHER OF SANDWELL:  Well, that documentation we will

          24       certainly look at very carefully.  I think some of us

          25       are forming the view that it was fairly widespread.
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           1   ROBERT MACKIE:  In one of the crucial documents which I have

           2       managed to get hold of under FOI is a document that

           3       states in the spring of 1983 there were at least 12

           4       batches of Factor VIII coming from America.  They knew

           5       where they went; they knew what hospitals they went to;

           6       they knew patients were becoming ill and starting to die

           7       in the spring of 83, but the directors of haemophilia

           8       took the decision not to inform them of their HIV status

           9       but to keep an eye on their wives and spouses to see if

          10       they became infected.  

          11       

          12   MS WILLETT:  Do we have that evidence?

          13   ALICE MACKIE:  It should be in what I've given to the

          14       Society.

          15   LORD ARCHER OF SANDWELL:  I think we've seen a copy of the

          16       minutes of the meeting of the directors.

          17   ROBERT MACKIE:  It's one thing, I'm sorry, to use patients

          18       who knew, and say, "Well, doctors do this on patients",

          19       or emphasise -- or you're suggesting that doctors do

          20       research.  No.  This is a different ball game

          21       altogether, I'm sorry.  Doctors may do research on

          22       patients, generally patients know about this.  But to

          23       incorporate spouses, family, children, as doctors --

          24       directors of haemophilia did in this country,

          25       documentation does not lie.  It's not acceptable when it
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           1       puts their lives at risk.

           2   LORD ARCHER OF SANDWELL:  Are you meaning, in the report

           3       which they gave of this, they identified the people

           4       they --

           5   ROBERT MACKIE:  They knew that patients were becoming

           6       infected with these batches of Factor VIII.  They

           7       decided not to inform them of their HIV status but to

           8       keep an eye on their spouses.

           9   LORD ARCHER OF SANDWELL:  I follow all that.

          10   ROBERT MACKIE:  That was incorporating spouses into the

          11       non-consensual research.

          12   LORD ARCHER OF SANDWELL:  Into the research, yes.

          13   ROBERT MACKIE:  And endangering their lives.

          14   MS WILLETT:  By misinforming them --

          15   ROBERT MACKIE:  By not informing them.

          16   LORD ARCHER OF SANDWELL:  Just keep your voice down, will

          17       you, because it's deafening everybody.

          18           What you're saying is that they were suggesting that

          19       it should actually be fed to the spouses as part of the

          20       treatment --

          21   ALICE MACKIE:  No.  What they're saying is that

          22       a haemophiliac, the same as Robert, received a suspect

          23       batch that was infected, but rather than inform him that

          24       he could be infected with HIV, they let him have

          25       a normal married life -- potentially risking my life.
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           1   LORD ARCHER OF SANDWELL:  Ah, I see.  I've got the point

           2       you're making.  Yes, I see.

           3   ALICE MACKIE:  Yes.  That's it.

           4   LORD ARCHER OF SANDWELL:  But of course, research could have

           5       been carried out without failing to inform people,

           6       couldn't it?

           7   ALICE MACKIE:  They did.

           8   ROBERT MACKIE:  That's what they did.  (overspeaking)

           9   LORD ARCHER OF SANDWELL:  The point you're making is not

          10       that they conducted the research --

          11   ALICE MACKIE:  And we do know that haemophiliacs --

          12   ROBERT MACKIE:  This is our spouses' lives.

          13   LORD ARCHER OF SANDWELL:  We do understand that.

          14   ALICE MACKIE:  We do know that heamophiliac's partners

          15       became infected.  How many people that received any of

          16       these suspect batches, as they keep calling them, how

          17       many people passed this disease which could kill, and

          18       they knew it was a fatal disease, how many partners

          19       received this fatal disease and have died or are living

          20       with AIDS because doctors refused, and did not take the

          21       action they should have taken to inform the recipients

          22       of Factor VIII about the risk of having received these

          23       factors?

          24   LORD ARCHER OF SANDWELL:  Can you just listen to what I'm

          25       putting to you.  It would have been possible, wouldn't
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           1       it, to conduct the research they were talking about,

           2       first of all informing the patients?

           3   ALICE MACKIE:  Yes.

           4   LORD ARCHER OF SANDWELL:  Well, if they'd done that, that

           5       would have been all they needed to do.

           6   ALICE MACKIE:  (overspeaking). Well, had they informed the

           7       patients, if they had informed the patients, the

           8       partners probably wouldn't have been infected.  Look at

           9       it that way.

          10   ROBERT MACKIE:  The doctors wanted to find out if the

          11       spouses -- sorry, you're missing the whole point here.

          12       They wanted to find out if -- if -- this virus was going

          13       to be transmitted to spouses.  That was their game.

          14   ALICE MACKIE:  By mid 83 they did not know for sure how it

          15       could be transmitted heterosexually.

          16   LORD ARCHER OF SANDWELL:  Oh, this is the point of --

          17   MS WILLETT:  This is the point of keeping an eye on spouses

          18       and partners.

          19   ALICE MACKIE:  Yes, keep an eye on them to find out if they

          20       would become infected.

          21   LORD ARCHER OF SANDWELL:  I hadn't realised that was the

          22       point of that sentence. (overspeaking)

          23   ROBERT MACKIE:  That was the point I was trying to make.

          24       They wanted our spouses to become infected, for God's

          25       sake.
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           1   MS WILLETT:  They wanted to see what would happen, perhaps.

           2   ALICE MACKIE:  They wanted to see how it was transmitted

           3       because there was no scientific evidence,

           4       heterosexually, how it was transmitted.  They only had

           5       the evidence through homosexuals or drug addicts, and

           6       they couldn't keep an eye on them.  They weren't ideal

           7       sources.  MRC Working Party states haemophiliacs were

           8       the people going to hospital.

           9   ROBERT MACKIE:  (overspeaking)

          10   ALICE MACKIE:  When we went up to the centre, what did they

          11       ask?  "Oh, how is your wife keeping?"  Or, "How's your

          12       girlfriend keeping?  How's the children?"  This is how

          13       they kept an eye on you.  If you turned round and said

          14       to them, "Oh, my wife's got a sore throat that won't

          15       clear up", which was one of the ways that they knew

          16       about seroconversion, then they knew without doubt that

          17       their partner was probably infected.  The thing is, then

          18       that happened, did they consider even informing the

          19       haemophiliac or the spouse then?  No, they just left it

          20       and waited until a year and a half later when they

          21       started telling the haemophiliacs themselves.  And then

          22       they said, "Well maybe your wife could have it."

          23   LORD ARCHER OF SANDWELL:  Yes.

          24   MS WILLETT:  And at no point did they test the partners of

          25       those who had --
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           1   ALICE MACKIE:  Well, in 1985 there was, as I said in here,

           2       there were four centres: Edinburgh, Newcastle ... I

           3       can't remember the other two, it's in the submission

           4       I've given.  There were four centres that did tests on

           5       spouses.  In Edinburgh, that was the genetic research.

           6   LORD ARCHER OF SANDWELL:  You mentioned that.

           7   ALICE MACKIE:  That our consultant gave us, right?

           8   MS WILLETT:  So the tests were happening --

           9   ROBERT MACKIE:  As far as I'm concerned, that's criminal

          10       assault on my wife (overspeaking).

          11   ALICE MACKIE:  -- and I have never even been informed yet

          12       that it was done.  The way I discovered it was under

          13       Freedom of Information where my consultant actually

          14       states -- well, it's actually stated that other English

          15       hospitals, they gave the results of how many infected

          16       spouses on this little research partner is doing, and my

          17       consultant -- or Robert's consultant never reported it

          18       because he was going to do a talk on it at the next

          19       heamophilia meeting, as to how many of his --

          20   ROBERT MACKIE:  Haemophilia Directors' meeting.

          21   ALICE MACKIE:  -- as to how many of his haemophilia

          22       patient's spouses had become infected.

          23   ROBERT MACKIE:  And we are still -- I still don't know.  Me

          24       and my wife still don't know because of that

          25       Mengolain(?) medicine attitude by my consultant, if any
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           1       of the patients in that cohort's partners did become

           2       infected with AIDS.  And I'm afraid, if that's the case,

           3       that man goes straight to jail.  

           4       

           5   LORD ARCHER OF SANDWELL:  Well, thank you very much.  You

           6       have made the point abundantly clear now.  Thank you.

           7   ROBERT MACKIE:  Well I'm afraid documents don't lie.

           8       [applause].

           9   LORD ARCHER OF SANDWELL:  Well, thank you very much.  The

          10       date of our next evidence session is 4th June.  

          11       

          12       

          13   

          14   

          15   

          16    (3.47 pm)

          17                     (The hearing concluded)
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