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Thursday, 2 May 2019 

(3.23 pm) 

SIR BRIAN LANGSTAFF:  Ms Richards, I understand the next

witness would like to be known as Lesley.

MS RICHARDS:  That's right, sir.

SIR BRIAN LANGSTAFF:  Would Lesley like to come forward to

give evidence.

LESLEY BROWNLESS, affirmed 

Questioned by MS RICHARDS 

MS RICHARDS:  Lesley, you've got von Willebrand disease.

A. I have, yes.

Q. And you have described that very vividly in your

statement.  It means your blood clots but the blood

doesn't stick to the wound.  Von Willebrand factor is

a bit like the glue that helps the clot form a plug

over a wound, similar to having mild haemophilia?

A. Yes.

Q. And you've got mild von Willebrand disease?

A. Yes, I have.

Q. And that was diagnosed when you were a child?

A. Yes.

Q. You have had blood products whilst under the care of

the Newcastle Victoria Royal Infirmary in the earlier

'70s?

A. Yes.
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Q. Then Leeds St James University Hospital from 1975

onwards?

A. That's correct.

Q. When generally would any kind of blood product

treatment be given to you and for what reason?

A. Early doors, it was mainly when I had perhaps a nose

bleed that was quite heavy or if there was some kind

of minor surgery, a tooth extraction.  It was all sort

of given in case just to protect me as a cover.

However, later they did start to give me DDAVP

but that stopped working and I have had surgery since

without because they thought the DDAVP was working and

without any problems at all.  So I think that kind of

shows the mildness of the von Willebrand's disease.

Q. If we can look at an extract from your records.

Paul, it's 1111002.

That should come up on the screen in front of

you, Lesley.  If we can turn it round so it's

landscape and could we go to the second page.  I'm

sorry, there is only one page.

So we can see from this, Lesley, we've got --

picking it up from 1982, we see references there to

cryoprecipitate.

A. Yes.

Q. And then 1986 Leeds Factor VIII (BPL)?
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A. Yes.

Q. 1986 Leeds Factorate.  That's the Armour product?

A. Yes.

Q. You don't think this is a complete record, do you?

A. No, there's things not on there that I know I've had

in the past.

Q. You recall getting the cryoprecipitate but you recall

it being different from the factor products you

subsequently had?

A. Yes.

Q. What was the difference from your perspective?

A. I always seem to remember the cryo was very cold and

it was administered via a drip.  In fact, many times

if I'd had nose bleeds and I had to go into hospital

just for some treatment, the nose bleed may well have

stopped by the time I got there but they still carried

on and gave me the treatment because normally a phone

call in advance they would thaw it out, so it wasn't

as cold when we got there.  

There was often a second bag as well that went

in which was to, I don't know, stop it feeling so cold

or something to that effect they used to say, so that

was how I remember cryoprecipitate.

At some point in 1985, I believe, and I do think

it's somewhere in my records but it's not on here,
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I attended Leeds A&E department with what was probably

a stiff neck or a pulled muscle, it was quite painful.

It didn't seem to want to go.  So they treated it as

an internal bleed which is something I didn't really

suffer from, and the product they brought to give me

was in a very large syringe and the lady -- like

I say, it was in 1985 so I'd only just started hearing

about HIV at that point and when the lady went to give

me it, I said to her, quite naively, "I hope there's

no AIDS in that", and she says, "No, no, it's all

heat-treated now", and it was totally different.  It

was quite warm when it went in and within I would say

maybe 20 minutes of that being administered, I came

out in blisters all over and they kept me in, admitted

me that night, assured me that it was a one-off, it

wouldn't happen again and I had to return the

following evening and they gave me some more and it

happened again, although not as bad as it had the

night previous and they just said all it means is from

now on we have to give you a more purified version.

I didn't know what that meant but that's what they

said.

From -- probably from that day on I have got an

itch that I've always described as not a skin itch as

such but it's coming from inside of me and from that
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day on within a few months I was started on

antihistamines which I take to this day and I've taken

all those years and I do believe that's where it came

from.

Q. So we'll talk about your diagnosis in a while but you

think that the infection that you got with hepatitis C

was in consequence of the factor products that were

administered to you on that hospital visit in 1985?

A. Yes.

Q. You think you've got some haematology records.  

A. I have got haematology records, yes.

Q. You are going to check them, aren't you, and see

whether you can come up with a specific date for us?

A. Yes.

Q. Your Mum did a statement which you have exhibited to

your witness statement.  I don't need to bring it up

on screen, but she says in that -- her name is

Dorothy -- she says in that that whilst you were

a child, she was never given any advice on any

potential risks involved in receiving any kind of

blood or factor product treatment.

When you turned 18, when you became an adult, do

you recall whether any advice or warnings were given

to you on any of the occasions when you received

factor products?
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A. Never.

Q. Now you were diagnosed with hepatitis C when?

A. I've always thought it was 1995.  Going back over some

more records that's possibly '94, that was the first

time I got told.  I was never brought in by the

haemophilia centre or anything to, you know, even

though I was on the radar they never contacted me.  In

fact, I had been visiting the clinic and nobody had

told me anything about hepatitis C.  I'd never heard

of it and it was only through bulletins I used to get

from The Haemophilia Society that sort of had

something on the front saying that I think it might

have been 90 or 95 per cent of people treated with

blood products will have probably got hepatitis C, and

it was on that information that I contacted my

haemophilia centre and asked could I go in and see

them.

Q. And you saw a consultant, a consultant haematologist?

A. Yes.

Q. Who told you that you were hepatitis C positive.

A. Yes.

Q. What information were you given and what impression

were you given of the seriousness of the condition?

A. He was really flippant.  It was just like, "Yes, it's

positive", you know, and that was more or less it and,
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of course, I was quite concerned "but isn't this bad"

and you know that kind of attitude and he just says,

"All of my patients have got it", and it was a case

of, "Just go away and get on with your life.  You

know, we'll monitor your blood and, you know, we'll

keep a check on it", but it was nothing to worry

about.  That was the impression I was given.

Q. You've said in your statement you were made to feel

a nuisance for bothering them.  

A. Eventually, yes, eventually I was because there was

very little information about there and I was given

none by them and the information that I found myself

was quite scary.  You know, it was full of statistics

of 20 per cent will go on to get this and 20 per cent

will die.  So it was quite scary really and I suppose

at that time I had three young children, so it was

even more frightening because I'm thinking if I die

what's going to happen to them.  You know, it was

really worrying.

So I did what I could to find out what I could

and, of course, I went back and I'm saying -- and

bearing in mind I had been quite poorly for a number

of years and I was then becoming aware that the

problems I'd been having were the same problems that

other people with this were having, so I went back to
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him and I would say, "Well, I've got this, I've got

that".  I was I felt -- you know, he made me feel that

I was being a nuisance.

He said to me, "Do you want to go on treatment?"

Well, I'd seen some scary stuff about so I said, "Do

I need it?"  

"No, no."

"I don't really want to."

"Okay then", he said, "we'll give you a liver

biopsy", and I was sent home to think about it.

I went back and I said, "I don't want a liver biopsy,

you know, because I know it can be dangerous for

haemophiliacs".  That's what I'd read.  He says,

"Well, do you want to go on treatment?"  I says, "Do

I need it?"  He says, "Well, no, but, you know, it

appears that you are not going to be happy until we

give you something".

It was at that point that I lost all confidence

in him as a haematologist and for the next few years

I didn't attend very often.  In fact, I had the

haemophilia nurses ringing and saying you need to come

in, you really need to come in, but it did put me off

going because I had no faith and from then on when

I did go in I'd just tell him I was fine.

Q. You described it as a dark time in your life?
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A. It was a very dark time, very.

Q. Why was that?  

A. Because I had the three children, small.  I wasn't

with their father any longer.  They were my

responsibility, you know.  I was there to bring them

up and give them a good life and that didn't appear to

be what was going to happen.  It was not knowing, you

know, and I'm one of these people, I need to get

things straight in my head and I cannot settle until

I do but the information just wasn't out there for me.

Q. You've said in your statement you feel you should have

been given more information, you should be kept

informed, you should have been offered counselling to

help you deal with what you felt was a bombshell?

A. Absolutely.

Q. And that you weren't offered any help or assistance at

all?

A. No, no.  I think counselling could have made a big

difference to sort of making you realise you're not

just alone.  I ended up, because I didn't know anybody

else, you know, I wasn't a regular at the haemophilia

centre, so I didn't know other people in the same

situation.  I ended up having a pen pal in Malta who

had hep c.  I didn't know where she got it from but

that was my only sort of contact at that time.
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Q. You did go and see your GP but your GP said you

effectively knew more about it than they did?

A. He did, yes.  They said that on several occasions.

Q. Now, you obviously were aware you were being tested

for hepatitis C because you'd actually initiated that

process.

A. Yes.

Q. If we could just look in your records, please, at

1111006, please, Paul, we can see here documents which

show or appear to show your understanding is testing

for HIV.

A. Yes.

Q. Were you aware that you were being tested for HIV at

any time?

A. Never, no.

Q. Were you told that you had been tested and were

negative?

A. No -- not at this point anyway.

Q. How was it that you eventually found out that you had

been tested for HIV and that you were HIV negative?

A. This was 1985 I see that they did tests, but in 2008

when I was about to start treatment, I went in to see

my consultant and he asked me my HIV status and I said

I've no idea.  So he flicked through my records and he

said, "Oh yes, negative".  That was the first time
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I was ever aware that I'd been tested.

Q. Then if we look, please, Paul, at 1111005, you will

see there vCJD data.  The handwriting is yours; is

that right?

A. It is, yes.

Q. If we look across the top, we can see there: 

"At risk?  Yes.  Patient notified?  No.

Assessed date 21 February 2005."

So were you told at any point that you had been

assessed at risk of vCJD?

A. I never got hold anything with regard to tests or any

data like that but I did get a letter through the post

from the haemophilia centre, sort of what everybody

else I think got was quite a lengthy letter explaining

that we're all classed as at risk because we've had

blood products.  But, you know, you don't know how at

risk, you don't know if you have had that batch number

or not so, again, there was another worrying

consequence, you know, and just prior to that I had

had -- my daughter had -- they'd asked my daughter --

asked me if I'd allow them to give my daughter a blood

transfusion I'd refused and they told me, they tried

to assure me that blood was -- it's all safe now, and

I had said, "But you don't know what's round the

corner and unless my daughter is on death's door
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I won't allow you to give her a blood transfusion",

and not long after I received the letter about the

variant CJD, so I was quite happy and my daughter was

never on death's door and her blood recovered, you

know, on its own.

So that's why, you know, I always think there's

always possibly something round the corner.

Q. Can you tell us about the physical effects, first of

all, of having hepatitis C.

A. As I said earlier, I had the effects before I knew

I had it and I didn't know what it was.  So visiting

your GP, again, you feel like they think you're

a hypochondriac because you go in there with no

reasons for these.  The pain, the fatigue, as other

people have said it's debilitating, and the joint

pain, the mental -- the sort of brain fog.  For me,

I always describe it as like I'm running on batteries

and they go dead.  Even to move your mouth to talk is

an effort when you hit that sort of point.  So it was

more about pain, joint pain, fatigue, not wanting to

do anything you know and , of course, depression comes

in as well which I think if you're depressed on top of

the physical symptoms it does make it worse as well.

Q. You've said in your statement you described the mental

and physical effects of the infection as devastating,
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spent almost 30 years of your life on antidepressants

and painkillers. 

A. Yes.

Q. Not being able to get up in the morning, not being

able to go to work, not being able to provide for your

family.  You have had debilitating fatigue and pain.

A. Yes.

Q. What impact did it have on your family life generally?

A. Well, for me, it was more me because I felt guilty

because I couldn't give the children what I thought

they should have.

To the children it was probably normal because

it's all they never knew.  You know, I had this when

they were born but mentally it affects you because you

know what you were about.

I mean, I didn't want to have to have benefits.

I wanted to be self-sufficient and provide for my

children.  That was very important to me.  I had

a good career which was gone, you know.  So it

impacted on me more so.  It impacted on my mother

quite a lot because she had to pick up the slack and

look after the children a lot.  She had to go

part-time to be able to do that.

So, you know, massively from my point of view.

Q. You'd had a promising career as an entertainer,
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singing?

A. Yes, yes, I was a professional singer.

Q. And you had to give that up to the pain and the

fatigue and the depression?

A. Yes.

Q. You had a desire to study law?

A. Yes, I did, I thought I always wanted to.  People did

tell me that I had a flair for it and it's something

I wanted to do and I thought once I get the children

into full-time school that would be something I would

have liked to have followed but it never came.

Q. That had an inevitable impact, your inability to work,

on finances and on what you were able to do for your

children.

A. Yes.

Q. You've had a number of other health consequences

associated with the hepatitis C, I think.  Fibro

myalgia.

What can you tell us about that?

A. Yes, I was actually diagnosed with fibro -- I think it

was after the hepatitis C.  Yes, it was after I was

diagnosed with that, which again is another

debilitating illness that I believe it is

knowledgeable that it is connected and many people

with hepatitis C do suffer from that.  So, you know,
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whether or not I would have had it anyway I don't know

but I do see there's a big connection and, again,

that -- there's a lot of, like, overlapping symptoms

of hepatitis C, fibro myalgia, so it's hard to define

which one is which although I do believe the fibro is

caused by the hepatitis C.

Q. You have also had cancer and pre-cancerous cells

found.

A. Yes.

Q. You have at least a suspicion, I think, that those may

have been associated with the infection?

A. There's evidence out there to show that people with

hep c have a higher chance of developing cancer, any

type of cancer.  Obviously, liver cancer's more, you

know, notable but, yes, I do believe that.

Q. The form of cancer that you had was thyroid cancer?

A. Yes.

Q. You eventually went through a year of treatment in

2008-2009?

A. Yes.

Q. What was the treatment like?

A. Not very pleasant.  It's like you know every Monday

night I would inject, knowing that I was going to, you

know, within a couple of hours I was going to be full

of flu or that's how it felt.  You couldn't make any
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plans ever during that treatment, not plans that you

thought -- you know, you knew you were going to be

able to stick to.  It wasn't very nice at all.  It

wasn't pleasant for the children.

But it was at that point that I told the

children because they were a little bit older by then,

but prior to that it had been hidden from them.

I didn't want them to be involved in anybody saying

anything because we did have -- there was an episode

with a neighbour of mine that knew the children had

bleeding disorders so -- knew I had, so presumed I'd

got HIV and decided to shout it out to the street one

day in anger, which was quite awful.

So it was a way of protecting the children.

I didn't tell them until, you know, they were old

enough and just prior to me going on treatment.  But

it was a horrible, horrible time.  Looking back now,

I went on treatment with a promise that "if I cured",

as they say, I would be okay and that never happened.

Q. Did you clear the virus with the treatment or do you

not know?

A. I do know but I don't think I cleared it.  That's the

word they choose to use, but I think I would like to

say the virus is undetectable with today's tests.  In

the future, you know, when they get finer tests they
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may be able to detect again, but I don't think it's

cleared, I don't think it's gone.

Q. Your symptoms themselves, as I understand your

statement, haven't gone?

A. No, no.

Q. So your statement says in terms: 

"I felt worse than before I started the

treatment and still do to this day."

A. Yes.

Q. The infection and the treatment and all the

consequences you have described also took its toll on

your relationships.

A. Yes, yes.

Q. You'd recently married I think in 2007?

A. Yes.

Q. And with a childhood sweetheart who came over from

Canada who you married?

A. Yes.

Q. Then you began treatment a few months later and what

happened?

A. Well, he came over to England earlier than we'd

planned because I was going to start treatment and

I just think the person that he thought I was, that

I wasn't that person on treatment and things just went

pear shaped quite quickly, and I suppose we thought,
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well, this is a big mistake what we've done.  Without

the treatment, I don't think it would have been like

that because I'm quite a laid-back person, and so he

returned to Canada and I never saw him again.

With hindsight, I'm quite happy about that,

but ... 

Q. You had from the treatment mood swings, your hair fell

out, unbearable pain, your skin and nails and teeth

were all affected.  You had problems sleeping?

A. Yes.  I did consider stopping treatment at some point

because my hair was falling out and I just --

everything felt so sore and just didn't feel right and

I did have to reduce the treatment a couple of times

due to I think it was the white blood cells dropping

too low or something and I did consider -- but my

haemophilia nurse talked me into continuing and I did.

I did it for the year.  It wasn't nice.

Q. Were you ever offered any counselling?

A. No, never.

Q. Do you think that would have been helpful?

A. Absolutely.  At the time it would.  I don't think it

would now because, you know, everything's already

deeply embedded, you know, and it was at the time that

I needed it.  It wouldn't change anything now.  It

wouldn't change how I felt then if that makes sense.
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Q. Can I ask you about the financial assistance that you

sought from The Skipton Fund and Caxton.  So you got

an initial Skipton Fund payment and that was used for

paying off debts, basic --

A. I actually took my children on holiday with it for the

first time abroad, yes.

Q. But you said it was more about the realisation that

that would probably be it, you wouldn't be able to

afford any other holidays?

A. Yes, it wouldn't be something I could continue.

Q. Then the Caxton Foundation.  Sometime 2011 or after

2011, you were allowed some help from the Caxton

Foundation towards some furniture and repairs?

A. Yes.

Q. And some debt clearance?

A. Yes.  Well, they actually asked me if they could come

out to my house and visit me, which at first I was

a bit reluctant because I thought they are coming to

spy on me to see what I've got and what I haven't got,

because you sort of the develop this type of mistrust.

But they came out and they were really quite good and

they came with a bit of a checklist that they weren't

just going to ask me what it was I needed.  They were

going to say, well, you can you have this, you can

have that and, initially, they very, very good.
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At that time I'd run up a little bit of credit

card debt putting my twins through college because the

2010 review we were sort of hoping that there might be

some changes in payments and I'm thinking, well, I'll

get them through college.  There may be something

then.  I will be able to pay it off.  So I'd run up

a little bit -- it wasn't much, so I asked them if

they would help me with that.  They agreed that they

would, and I had to give them the details, and then

they said to me, "What we want you to do, we want you

to contact these two credit card companies and we want

you to ask them to reduce the amount you owe them",

and I says, "I'm not doing that".  I said, "I've never

had bad credit in my life and I don't intend to start

now.  I've never missed a payment", and they said,

"Well, you know, that's the only way we would do it,

if you can try and get a reduced amount".

So they agreed to do it for me and contact them

and I think it was probably almost a year later they

were still trying to do it, by which time I'd run up

more because I were having to pay that off the money

I was due to live on and sort of spend more.  So when

the time finally arrived that they did pay it, they

paid the original amount, but I was obviously still

had more to pay back so I was back in the same
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situation.  I also found that they were paying on this

system of vouchers.  They were ace, £10 vouchers, and

so I needed a washing machine so I got 30 vouches to

go to Currys with and, you know, you have got to stand

there and count these vouchers out.

Q. How did that make you feel?

A. Just so embarrassed.

Q. You cried afterwards you've said?

A. Oh God, yes.

Q. Because you felt it was degrading?

A. It was very degrading.  Then I needed a bit of repair

work done in the house and you've got to get quotes,

obviously, from different tradesmen.  But when those

tradesmen come to do the work, you've got to say --

they have got to be aware that you're not going to pay

them on the day, they've got to wait for a cheque once

they'd given you an invoice.  So when the cheque

comes, it's got "Caxton Foundation" on it; so it's not

hard to find out what is wrong with me.  I found that

embarrassing to the point where I did take it up with

them and, eventually, they agreed that if you could

get somebody to pay for it for you, they would

reimburse it but only after they had agreed it.

Q. One of the problems you have described is the

difficulties of the application process itself and all
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the documents you had to get and the quotes and all

the rest of it is something you were having to do when

you have the brain fog and the fatigue that you

described. 

A. Absolutely.  I mean, once applied for what they call

a clothing grant for me and the children and you've

got to get two quotes for everything.  So it would be,

if you can imagine, six pairs of socks for that child,

six for that, two quotes for them, two quotes for

them ... every single item two quotes and then they'll

only give you a set amount anyway.  So it doesn't

matter what those quotes are, they will give you -- it

was £250 I believe per person.  They will give you it

then, no matter what it came to, what you asked for.

Even if you asked for less, they would still give you

the 250 probably, then you have to give all the

receipts.  So you have to shop for it all.

Now, if they allowed you in money in advance you

could have bought it online.  A lot of people were

poorly and it's difficult to go out there and shop for

these things, you know, when you're not feeling up to

it.

So the whole system it was horrendous, you know

and I believe many people just didn't apply because of

it and that's how it became for me in the end.
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Q. You once with I think with some other in a similar

position to yourself --

A. Yes.

Q. -- went to Alliance House in London, where a number of

the trusts and schemes were based, at the invitation

of Mr Harvey?

A. Yes.

Q. How were you made to feel on that occasion?

A. We had a meeting at some point with Mr Harvey in

Coventry and he had said we were welcome to drop in at

any time.

I believe at this point Mr Harvey was on sick

leave and there was a new -- somebody else taking

over, and we called in, we were down at other

meetings, and we called in because I'd never seen what

it looked like and some of the members had and when we

got in, they -- it was because somebody had sort of

like opened a door and guided us along.  They were

astounded that we were there and they just all stopped

and looked at us as if we were -- you know, "What you

doing here?"

It transpired later that they were going to call

the police, that we'd sort of like bombarded their

offices and I mean one of us was, not me, but one of

them was in a wheelchair.  We were older people, you
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know.  We'd been invited by Mr Harvey to do that and

it did get really quite nasty with the threat of

solicitors and things.

Q. You'd said in your statement you were mortified that

they would stoop to these levels to the very people

they were paid to help?

A. Absolutely.

Q. Lesley, in 2001 you wrote a letter to the then Prime

Minister, Mr Blair --

A. I did.

Q. -- which sought to summarise your situation and the

effect of the hepatitis C and everything else upon

you.

A. Yes.

Q. Do you want me to read it out or would you like to

read it?

A. I'm happy for you to.

Q. You want me to, okay.  Could we have it up on screen

please.  It is 1111007: 

"Dear Mr Blair, I am a 39-year old mother of

three children and I have hepatitis C.  When I was

diagnosed with hepatitis C in 1994, I was absolutely

horrified.  What was this disease?  What will happen

to me?  Will I get ill?  Will I die?  Who will look

after my children?  They were just some of the
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questions flying around in my head, and the worst

thing was I had no-one to give me answers, no-one to

talk to that knew very much about it.  Counselling

would have been welcomed with open arms at this point

in time.  My consultant told me the news and I was

just expected to go away and get on with my life.

"Over the next few years I read as much as

I could to find on the subject, spoke to as many

people as I could who had the slightest bit of

information and discovered the ailments I had suffered

over the years were actually symptoms of the

hepatitis C, the following being some of which

I suffer on a regular basis; severe fatigue, total

lack of energy, even an effort to talk, nausea, joint

pains, depression, itching all over body all day every

day, mood swings, problems concentrating, loss of

appetite, sore throat, swollen glands, general

feelings of ill health, and other things I would

rather not mention.

"On top of all these symptoms are various other

factors that have had a major impact on my and my

children's lives.  I am unable to work which is

a great financial loss to the whole family.  We don't

get to go on holiday, have treats and the little

extras that most people take for granted and above all
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that my dignity has been taken away from me as I would

want nothing more than to be able to hold down a job

and provide for my family the way I had planned.

I cannot plan ahead as I never know from one day to

the next how I'm going to feel.  Consequently, my

social life is pretty non-existent.

"My children say to me when I'm ill in bed, 'Why

can't you be like a normal Mum?  Why do you have to be

in bed so much?'  That breaks my heart.  I was

a single Mum as I split up with my partner due to

stress and pressure we were under due to the

hepatitis C.  At this point I was faced with another

set of problems.  Would anyone want me?  If so, do

I tell them straight away or do I wait?  Would they

be frightened off?  And the sad truth was some people

were.  So not only was I suffering all the stress and

anxiety and worrying about the future, but I had to

face it alone.

"This is just a brief account of the effects the

hepatitis C virus has had on my life.  It would take

hours to explain the impact it has had on me and my

family also.  I hope you can find it in you to listen

to what we, the haemophilia community, are saying and

compensate us accordingly for the pain and suffering

we've had to endure through no fault of our own.  And
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secondly to allow us all the use of recombinant factor

so that we can be spared the pain and worry of any

other virus that is lurking around the corner.  And

last but not least let us have a public inquiry to

find out why this was allowed to happen in the first

place.  Then perhaps lessons will be learned to avoid

this happening again.  I would appreciate it if you

could reply to me giving your views.  I look forward

to hearing from you in the very near future."

Did you ever had a reply, Lesley?

A. No.

Q. Is there anything else you would like to say?

A. Yes.  I've written a little bit but it's because of

this being so short notice I needed to write it down

if that's okay.  But, first of all, I'd just like to

say that I personally welcome this Inquiry with open

arms and I intend to engage with it thoroughly

whenever possible.

One of the biggest impacts on me over the last

25 years, aside from my health, is the fact that

I haven't been able to give my children the life that

I thought they deserved and not being able to work and

provide for them and give them some of the nicer

things in life that they would have had had this not

happened to me.  Not being able to spend quality time
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with them, playing with them when they were younger

due to the constant pain and fatigue and to this day

it haunts me.

I have three children and three grandchildren.

All but one have inherited the von Willebrand's

disease from me because we don't know -- it didn't

come from anywhere previously -- and it terrifies me

that maybe there's more deadly viruses out there that

may come along in the future and affect them.

It's for this reason that I personally have

campaigned for years along with many others to get

where we are today and my legacy to my children and my

grandchildren will be to finally get justice and the

truth and, most importantly, that lessons are learned

so this is never allowed to happen again.

Q. Thank you, Lesley.  I am just going to turn my back

and ask Ms Gibbs, who as you know represents you, and

ask if there's anything to add.

  (Pause)

There's just one matter Ms Gibbs raised.  We

looked previously at the HIV tests and you confirmed

you were unaware you were being tested?

A. Yes.

Q. You've said in your statement that you think that that

was possibly being used for research, that that sample
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was stored and used for research because you were

unaware of any other purpose for which it would be

done.

A. Absolutely, yes.

Q. Thank you.

SIR BRIAN LANGSTAFF:  Thank you very much indeed, Lesley,

and, as you say, this was at short notice; so you are

deserving of particular thanks for coming and giving

us the benefit of your evidence.

A. Okay, thank you.

SIR BRIAN LANGSTAFF:  That concludes the business for

today.  I'm told that there is some tea available, but

just on this floor, should anyone wish to have it as

they leave.  What do we have tomorrow?

MS RICHARDS:  We have three witnesses tomorrow: Matthew

Johnson, Jacqueline Britton and Joan Edgington.

SIR BRIAN LANGSTAFF:  Thank you very much.  It will be

10.00 tomorrow.  So that anyone who is making plans

for next week may be alerted in advance, next week we

plan to start in the morning at 10.30.  It may give

people a little more time to get here in the morning.

It may help with travel arrangements.

(4.02 pm) 

(Adjourned until 10.00 am the following day)  
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