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                           Wednesday, 16 October 2019 

(11.43 am) 

SIR BRIAN LANGSTAFF:  Our next witness also is anonymous

and there will also be no live streaming of her

evidence.  She is witness W1388, but in her case,

rather than use letters, we are going to use the name

Frankie: that's at her request.

The name and address of witness W1388 -- to you

and me Frankie -- and any other identifying

information, such as the name of the witness's former

partner, the witness's image or a description of their

appearance, cannot be disclosed or published in any

form unless express permission is given by me or by

the Solicitor to the Inquiry on my behalf.  Witness

W1388 must be referred to only as "Frankie".

This order remains in force for the duration of

the Inquiry and at all times thereafter unless

otherwise ordered, and I may vary or revoke the order

by making a further order during the course of the

Inquiry.

That is the order which protects Frankie and her

identity.

Could we have Frankie, please.

FRANKIE (sworn) 

///
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Questions by MS RICHARDS 

MS RICHARDS:  Frankie, as with the previous witness, who

you were formerly married to, you may be using names

in the course of your evidence, because it may be

easier for you to refer to names, but that is covered,

as with the previous witness's evidence, by the

restriction order and those names cannot be repeated.

You were 15 years old, I think, when the two of

you first met.

A. Yes.

Q. And you have described your former husband in this

way:

"He lived a very normal life.  You wouldn't have

known he was a severe haemophiliac.  He lived life to

the extreme and then an extra 10%, to the annoyance of

his parents."

A. Yes.

Q. You bought a property together at a very young age.

A. Yes.

Q. And you married at a very young age --

A. Yes.

Q. -- in 1984, when you were just 18.

A. Yes.

Q. We have already heard from him about the glandular

fever that he had in 1984, early 1984.  Can you recall
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anything about that?

A. Yes.  At the time I was living with his parents,

because we'd bought the house and it was just going

through and I had to find a job in that area, so we

moved in with his parents so I could work and find

a job.  I mean, it was pretty different times then.

You know, we had 100% mortgage.  We realistically had

no idea what we were doing.  We just knew what we

wanted to do. I knew that I wanted to move forward

with my life.  I wanted, you know, to, dare I say it,

have more than my parents.  My father always said --

sorry.

Q. It is all right.  Take your time.

A. Blimey.  I have got no chance if I'm crying already,

have I?

My father always said that we were cannon fodder,

you know.  As working class people, that's what we

were.  Well, I didn't want to be cannon fodder.  So

I met [redacted].  We both were very focused on doing

the best we could, achieving the best we could.  Yes,

we had aspirations, but they weren't mad aspirations;

they were just aspirations of being the very best we

could.

The ironic thing is we both thought Maggie

Thatcher was amazing and, in fact, she was killing us.

 1

 2

 3

 4

 5

 6

 7

 8

 9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

           4
So, you know, she said, "You can be anything you want

to be, it is just up to you".  We said, "We can be

anything we want to be, it is up to us", and that's

the decision that we made.  That's who we were.  I'd

just like to lie that down because, you know,

everything that came afterwards totally destroyed

that.

Q. And that's how you had started your married life at

this very young age.

A. Yes.

Q. With buying a home and with aspirations to do the very

best for yourselves that you could.

A. Yes.

Q. We have already heard about [redacted] being taken ill

in the early part of --

A. I'm sorry, you asked me about glandular fever.

Q. No, that's all right. 

A. I completely went off on a tangent.

Q. Don't worry, I had forgotten I asked the question.

A. So we were living with his parents and he got really

ill, but [redacted] was the type of person that didn't

really get ill, and even though he had bleeds and he

had issues with haemophilia, it was never an issue.

We used to -- I mean, like he said, we had scooters.

We had Lambrettas and we used to travel around the
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country.  You know, these things, they could stop at

any time, you could come off and then be on the floor,

but it didn't seem to bother him whatsoever.  So

that's what we did.  We got into all sorts of trouble

with it, aiding an abetting and all sorts of stuff.

We were proper get out there and do.

So when he was laid flat with glandular fever, it

was quite surprising how ill he actually was.  So,

yes, it was quite a significant thing that you don't

forget.

Q. And then the following year, in the first half of

1985 -- the records don't reveal any kind of date --

your statement talks about [redacted] being taken to

hospital in an emergency and you were taken there,

I think, by his father.

A. Yes.  So --

Q. What can you recall about that?

A. I can recall that, again, because [redacted] wasn't

ill that often.  I didn't drive at the time.  I didn't

actually learn to drive until a few years later,

because (a) we had no money for driving lessons and

(b) we had one car, so it was irrelevant.  So he was

so poorly that we rang his parents.

Now, God bless them, they didn't do a lot for us,

but they did actually do that.  So we went up to
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accident and emergency, and obviously [redacted] was

dropped off by his father with me at the emergency

doors and then gone away to park the car.  I mean, if

anybody has been to the Queen Elizabeth, they know

just what it is like to park a car at the QE.  So

I would imagine that his father was gone for quite

some time.

I remember us going into accident and emergency,

I remember him being put on a stretcher, and

I remember a conversation about the mention of AIDS.

Like [redacted] said earlier, I don't know whether it

was AIDS that was mentioned or whether it was, you

know, HIV that was mentioned, but there was something ,

and there was something that was in the public

persona.

We were kids, you know.  I'd just -- I don't think

I was even 19 then.  He was 21.  We had no concept of

the real world, you know, we just ran about on our

scooters, the same as what we did when we were 15/16.

We may have had a mortgage , we may have had bills , but

we got this mortgage and we got these bills at the end

of the month, I thought, "Oh, my God, how am I going

to pay these bills because I have already spent my

money".  

So we had no concept.  I think people have to
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understand though we did these things, we had no

methodology.  For want of a better word -- I was not

particularly well educated at that time and I guess we

just went on.

So we heard this information and we heard this

stuff that never really got into the psyche but was

there. I hope that makes sense, because it didn't

really register with any of it.  Yes.  Anyway ... 

Q. And it was then, at the beginning of August of the

same year, 1985, you were pregnant.

A. Yes.

Q. And you and he went to see Dr Franklin.

A. Yes.

Q. And as I understand both his evidence and your written

evidence, the reason you went to see Dr Franklin was

because you were pregnant and because of this

information and fear about the risk of AIDS.

A. Yes.  We were scared, but we didn't really quite

understand, and I guess what happened is because --

I keep saying because we were young, but we had no

support, we had no one around us.  So if you can

imagine you have got somebody that's 18 and 20

discussing this about this thing, whatever this thing

is.  We don't really know about it and we are being

taken along with the current, if that makes sense.  So
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our sensible option is to do what it is that we chose

to do, and, you know, as we carry on with this and

other things happen, it's not even the virus anymore.

It is about the support about how you kind of -- you

are kind of in an arena, kind of like a gladiator, you

know.

Q. You put it this way in your statement, talking about

those events in August of 1985.  You say:

"We were being bombarded with information about

the risk of HIV.  It was a terrible time and we were

at a loss about what to do."

A. We didn't really know what to do, because, as you have

already shown, [redacted] hadn't even got an actual

diagnosis.  So, you now, we are in August 1985 and

[redacted]'s actual diagnosis was May 1986.  So can

you even think what was in our head?  Because I can't.

What we were told -- because we weren't actually

officially told anything, but yet in my notes it

refers to HTLV, but I don't even know what that is,

but we are taken with a current that there is

something there that isn't right.  So you are moved

along with that.  So it no longer becomes your

decision.  It is just something else that in the end

of this you would put in a box and it's there.

Q. We looked during his evidence at the letter that was
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written by Dr Franklin to your GP, Dr Jones, about the

risk of transmission of HIV to mother and to foetus.

You didn't see that letter at the time, but you have

made this observation about it in your witness

statement.  You have said that:

"That effectively confirms the terrifying position

that we were in.  We didn't know if he was going to

test positive, but we were being told that the risk of

our baby having HIV, if he was positive, was

sufficient to justify an abortion."

A. Uh-huh.

Q. You have told us how very young you were at the time.

We have got a photo that shows that very clearly.

Could we put up the photo, please?  It is only going

to be shown in this room.  We can see there a picture

on the screen of the two of you at this time, little

more than children.

A. Yes.

Q. You did have a termination in August of 1985.

A. Yes.

Q. That [redacted] was HIV positive was subsequently

confirmed.  You were tested and at that point in time

the test came back negative.

A. Correct.

Q. In the years that followed the diagnosis in 1985, you
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have described them in your statement as being

incredibly difficult years.

A. Yes.

Q. You thought your husband was going to die.

A. Yes, but he never did.  So basically our life just

carried on the same, and all that happened is it

became more and more difficult for [redacted] to act

rationally.  I am sorry, because, you know, he

obviously is in the room.  It was difficult, you know.

I was working four jobs.  I didn't drive.  So I used

to ring him at night to come and pick me up and he was

so pissed that he couldn't.  So I'd either walk or I'd

drive -- sorry -- or I'd get somebody to give me

a lift or I'd bus.

So I used to do split shifts.  So I used to get up

in the morning, walk to the bus stop, catch two buses,

walk to work, finish my shift, catch two buses, go

home, catch two buses, walk.  Okay?  So this was my

life.  All it was was a drudgery to try and keep us

together as a couple and try and maintain some sort of

normality.

Well, I don't -- when I look back at those times,

I don't actually know how we got through them.  And

people talk about their experiences with HIV and, you

know, how they had support of their family, they had
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support of people around them.  Some did; some didn't,

you know.  We had nothing, you know, and to this day,

to this day, you know, for every bit that we have,

a new chair and everything else at the Haemophilia

Society, you know, I swear to God that Haemophilia

Society, regardless of whether we were on their
membership, they should have come and knocked our door

and said, "Can we help you?  How can we help you?

What can we do?"  But no, they didn't.  No, they

didn't.  Nobody cared, and you couldn't talk about it.

So in the drudgery and keeping the bills going and

[redacted] not working and [redacted] drinking,

I don't know where I fitted in with that, because all

I did was act like that was my husband and there was

no restriction at all, because he was my husband and

what else could I take away?  I am sorry if that

sounds right, wrong or indifferent, but that's how it

was.

Q. In 1989 you found out that you were pregnant again.

A. Yes.

Q. You discovered that I think quite late.

A. Yes.

Q. And you went to see your GP.

A. Yes.

Q. What can you recall your GP saying to you?
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A. I don't -- if I'm honest, I don't -- I think, if

I look back on it now and if I'm perfectly truthful

with you, probably since that day, which is, what,

30 years ago, 20 years ago -- no, 30 years ago, my two

pregnancies have been one, because I can't actually

cope mentally with one, let alone two.  Okay?  So

I don't know what I said to that GP.  I don't know the

conversations that we had.  I just know that if I'm

not working and I've got a child and we are in this

situation, truthfully, is that a good environment, bad

environment, you know?  I'm just scared and I don't

know what to do, and I'm still scared, because I made

that decision.  The worst part about that decision is

that 30 years later I'm having to justify that

decision and I don't know that I can.  Sorry.

Q. Would you like a break?

A. I'm so sorry.

Q. There's no need to apologise at all.  Would you like

a break?

A. No.  I'm okay.

Q. There's some water beside you.

A. I'm not sure I can hold it, but yes, thank you.

Q. You have said in your statement -- and I will read

a sentence from your statement, if I may -- about this

time:
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"I was a frightened young woman who went to my GP

for help and I was made to feel like I had no other

option than to terminate my pregnancy.  I can no

longer even comprehend what was said to me to make me

agree with what they wanted."

A. No.  I don't -- so we talk about, you know, having to

recall what we went through and, you know, the more

conversations that people have, the more this isn't

virus-led at all, you know.  I don't care.

Virus-wise, I don't care about animosity.  I don't

care.  All I care about is decisions that people had

to make that are just beyond comprehension.

You know, every person in this room has got

a story.  Every person has got an individual story.

People have lost people.  People have grown up without

their dads.  Even grandchildren are involved in this.

It is just so wrong.  It is just so wrong that we are

having to recall this stuff, and not only has it

destroyed us then, but it is destroying us again and

again and again.  I hope this is an end to that, you

know, because I don't want to wake up every morning

and class myself as a murderer, because that is what

I do.

Now, the worst part about being in this room is

actually thinking that I am going to be judged, and
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that is so difficult, and that actually is a situation

that I've been put into that is absolutely no fault of

my own, you know.  I cared for my husband.  I loved my

husband.  You know, how much do you take away?  You

know, we are in a situation where we were at an age

where, if we had had kids then, we would have done.

We missed out on the sperm washing.  We were too old

for that.

Now, if I look back and think about the fact I am

not a grandchild -- sorry -- grandmother, you know,

I am bitter, and I am really sorry for everybody that

I have hurt in that bitterness, but I cannot keep

justifying and keeping our story told, because every

time it gets told, it kills me a little bit more.  And

I don't want to die anymore, you know.  I want to

live.  That's what I want, and that's all I want from

this Inquiry.

I am sorry.  I have gone off on a tangent again.

Q. You haven't at all.

You have in your statement described what happened

on the day of the termination.

A. Yes.

Q. And I have heard you talk about that before.

A. Yes.

Q. It is entirely a matter for your decision as to
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whether you want to say anything about that now,

whether you would like me to read that passage from

your statement, or whether you would rather we did not

talk about it further.

A. I think that you have to talk about it, because that

is what happened.  You know, we are in 1989.  We are

in a situation where celebrities are dying, you know.

This is not underground anymore.  This is massive, you

know, and even I don't talk about [redacted] being

a haemophiliac.  We don't talk about [redacted] being

a haemophiliac, even to people we have known for

years, you know.  We just do not talk about it.

When I went in, I was put in a room on my own , and

there were not only biohazard stickers everywhere but

everybody -- you know, when you get people coming back

from Ebola, that's all I can liken it to, and you saw

them being wheeled across with all their stuff in.

That's the situation that I was in.

I was treated by the nurses like I was a murderer,

like what I was doing was completely and utterly

wrong.  I wasn't allowed to leave the room.  I had to

use the commode.  [Redacted] was asked to leave.  He

couldn't be there, couldn't be by my side.  Nobody

spoke to me during the whole time that I was there.

They were just rude.  And at the end of it, when the
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doctor came in to see me the day afterwards -- because

you have to remember that I had to give birth to that

child, you know.  I don't -- and when you have to

completely shut that out in your mind, because on

Monday you have got to go back to work and keep the

house over your head, it becomes something rather --

an out of body experience, you know.  It didn't happen

to me.  It wasn't me.  I didn't do that.  But I did.

And then at the end, you know, when I am being checked

out, whatever it is, the doctor said to me, "Women

like you should be sterilised".  What do I say to

that, you know?  But that's what she said on her

parting shot.  

Q. You said in your statement you went home.  The two of

you never discussed it again, and then you have no

idea how you made it through the weekend, and on

Monday you had to go back to work as if nothing had

happened.

A. Yes.

Q. You were offered at that time no counselling and no

support.

A. No.  I wouldn't even know what that was, if I am

honest.  What is that?  You know, at the time I wasn't

aware -- I know it sounds ridiculous -- that

counselling even existed.  What is that?  I don't
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know.  I didn't know at the time.

Q. You have said in your statement that the fact that you

had two terminations as a result of the Contaminated

Blood Scandal is something you struggle to live with

on a daily basis.  You don't know how you made those

decisions and you have been unable to forgive

yourself.

A. I can't.  How can I, you know?  How can I?  And how

can you move forward, because time and time and time

again, when you think that you can settle, that you

can get on, it comes back.  It comes back and we are

here again talking about it.

Realistically, did I want to come in and give this

statement?  No, not a cat in hell's chance.  I don't

want to be here.  Do I want to put my life on the line

and what people think of me?  No, I absolutely do not.

Because I hate me.  So why would I want to give other

people that benefit?  I wouldn't, but I have to.

I have to.  Who knows how many Positive Women died?

I am not even sure there are any figures.  We cared

and we loved our husband, and for that, some of us

became infected and some of us died.  So please

recognise us, because we are here.

Q. We will come back to your reference to Positive Women

and some of the complaining work you have done in
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a little while.

A. Yes, yes.

Q. Following 1989, you and [redacted] increasingly lived

separate lives.  You have described how you were

working multiple jobs.  You felt isolated in a private

world in which you had no-one else to talk to, and you

have said in your statement that seeing each other was

a constant reminder.

A. Yes.  So realistically I guess that 1989 was my

turning point of intelligence, for want of a better

word, and I thought about me for once, you know.  In

all that time I thought about me and the need to

protect me, you know, and then I guess that is where

the disconnect began, because how can you love

someone, marry someone and take away that intense love

that you have without destroying it, without

destroying the marriage?  You can't.  They can't exist

side by side.  They don't.  They can't, you know.  Not

for us, because we were passionate people.  We were

believers.  But the belief was going and the passion

was going too.

So I lived a separate life, you know.  I didn't

tell people about [redacted].  People didn't even know

I was married.  I took my ring off, you know.

I completely and utterly blocked myself off from it,
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and I used to go home and look after [redacted].

I used to go to the hospital.  He wouldn't go to the

hospital.  He wouldn't have medication.  He wouldn't

eat properly.  You know, all this stuff just mounts

and mounts and mounts and mounts, and you become so

oppressed by this as a person, taking away what we

have already been through, because by this point I am

like, "Right, that's it now", because I have to be

strong.  I have to forget that, because that's gone,

that's done.  Okay?  Then you become strong.

So your compassion is gone, because all you've got

is fear, hate, regret, resentment, and that builds and

builds and builds and builds, and you build a barrier,

and the barrier you build is so strong, it is so

forceful, because it is not only protecting people

around you, because you might hurt them seriously with

either your words or your actions, but it's protecting

me.  It is protecting my soul, because if I lose a bit

of it more, I am not sure what I am going to do, and

each time this happens, that little bit of soul goes,

you know.

People talk about suicide and they post their

statuses up and they post -- I have thought about it

loads.  I have thought about it loads.  I am too shit

scared to do it, but I have thought about it.  I just
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think if I just had the strength to do that, these

voices in my head might -- might -- just for

one minute stop destroying my soul.  But I pick myself

up and I say, "No, that's fine, we will carry on", and

that's what I do every time.

So I guess it's a coping strategy, you know, that

I made.  I paid all the bills, you know.  I mean, we

were in such debt, it was incredible, you know.

I picked up things from the MFT that I had sent for.

Incoming, £500.  Outgoings, £730.  What?  You know,

how was I even existing?  I have no idea.

Q. In 1997 the two of you separated, 1997/1998, and you

went to stay with your mum.

A. Yes.

Q. You became over the following months very ill and you

lost an awful lot of weight.

A. Yes.  So in -- see, I don't know when I left, whether

it was 1997 or 1998, to be honest.

Q. Don't worry.

A. I think it was 1998.  So I went to live with mum, God

bless her, and on the New Year's Day 1998 I was

violently sick.  I had walked home from a friend's.

She always had a New Year's Day party and I was just

violently sick.  Nothing else, no other symptoms, just

this sick.  I just got progressively worse.  So I was
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going into work and I just was going for different

tests.  So I had all sorts of tests.  I had endoscopy,

every test going.  I couldn't keep food down.

I got to such a point that I hadn't eaten or drunk

for three days.  A friend of mine took me to hospital

and they took me in straightaway.  I was 5.5 stone by

then.  I am not a big girl anyway, you know, so

I didn't -- it was quick for me to lose the weight.

But I was dying, basically.

They discovered oesophageal candida in my throat

and the doctor said to me, "You have either got cancer

or you've got AIDS".  Of course I've got AIDS,

because, you know, that's history.  Not my history,

because I believed I didn't, because at the beginning

I would have said -- I don't know whether I became

complacent that I was okay.  I don't know.  But

I never, ever thought that I was HIV positive.

Q. And you had been tested in 1985 --

A. Yes.

Q. -- and in 1989.

A. Yes.

Q. Those tests were negative.

A. Yes.

Q. But when you were tested again in 1999, the test came

back positive.
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A. Yes.

Q. And you were told, your statement says, that you had

probably been infected by then for a number of years.

A. They say -- I mean, obviously it is very hard to say

with HIV.  So you can't categorically say, "This is

when I was infected".  But it could be to my mind that

when I was tested in 1989 there was, you know, a false

positive or whatever.  But honestly I don't know.

I think it's got to be there, but I don't know.

Q. You say in your statement that you had been advised by

the MacFarlane Trust not to keep going for tests --

A. Yes.

Q. -- because that might impact upon your ability to get

a mortgage or insurance.

A. Yes, yes.  I mean, you've got to remember at that time

we couldn't have any insurance because of [redacted].

We couldn't have any cover on our mortgage.  So every

time he'd lose a job, we'd get no cover, we'd get no

support, and then we'd get another loan to cover that

bit, you know, and it built up and it built up.

I could not put myself into a position of losing my

grip the same way as [redacted] had, because who else

is there then?  We are going to lose everything.  So

that was my decision to make.  And to be honest with

you, I do think that I was complacent, that I thought
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I was okay.

Q. Over the years that followed you have suffered from

a number of opportunistic infections --

A. Yes.

Q. -- through having HIV, and the treatment process for

you has been far from straightforward.  We have got

a letter that shows some of the problems you have had

with the different medication regimes.

A. Yes.

Q. Henry, it is 1388004, please: it says this.  It is

a letter dated September 2019 from Dr Roberts:

"To whom it may concern."

It explains you have:

"... had a complex antiretroviral history, having

been initially on a combination of Combivir with

Efavirenz from July 1999 to June 2005.  She started to

develop lipodystrophy which was a well-recognised

complication of AZT component of Combivir and

therefore switched to Truvada in June 2005."

Pausing there, I think you have had to have

reconstructive surgery because of the lipodystrophy.

A. Yes.

Q. "In March 2009 it became clear that she was developing

classical side effects to Efavirenz with memory and

sleep disturbance and made a further switch to Truvada
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with Atazanavir/Ritonavir."

A. The Efavirenz or however we say it -- because I have

no idea what tablets I am even on now, they are

yellow -- that was probably one of the most

destructive drugs, because you got psychotic issues,

real psychotic issues.  I think we have heard from

a few people that were on different drugs over the

years and they have made decisions about things.  Now,

that might be the HIV or it might be AIDS or it might

be the drugs.

So, you know, a lot of these drugs had side

effects and had debilitating issues on your life while

you were taking them, but you didn't really know that

they were doing it.  Did that make sense?

Q. It does.

A. So, you know, it is only when you talk to other people

and you think, "I am on that drug and that does do

that for me", because you just accept that is

a process within your infection, so ...

Q. Then we can see that the letter records as recently as

2018:

"In 2018 we observed a deterioration in her renal

function, and as data concerning the use of TDF

tenofovir became clearer that this agent can be

associated with reasonable tubular disorders, added to
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which we undertook a bone density scan on

9th April 2018 which showed a minimal density in the

lumbar spine and both hips ..."

It goes on to record that those are recognised

complications of the drug regime.  It then refers to

a switch to TAF and Genvoya in February 2018 with

an improvement in your renal function, but then again

it reports recent complications in May of this year,

weight gain, troublesome central distribution of fat

deposition, an increasingly recognised complication of

intergrase inhibitors which are contained within the

Genvoya combination started in 2018.

So yet again very recently your drug regime has

changed last month to Symtuza.  It says you are very

pleased with the current combination therapy and have

ongoing virological suppression.  That has been

ongoing for about a month.

A. Yes.  The thing is with each drug and each different

side effect -- so I am a big believer in looking after

yourself and looking the best you can and being the

best you can.  Whatever happens to us, that has never

been taken away.  I look after myself.  I eat well and

exercise.  I do look out for myself.  This is even

destroying that.  I can't run anymore.  I find it

difficult to walk because of my hips, because they are
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in pain.  You know, it stops every single thing you do

every step of the way, you know, and it is so

frustrating, because you don't want it to, but it

does.

So I don't know what effects this has had on my

renal area.  I don't actually know what that means.

Actually, I don't really want to know, you know.  It

is just something else to worry about, you know.

I had an opportunistic infection in a very vile place

that now means that from a -- I am sorry if this is --

from a toilet point of view it makes my life

difficult, you know.  

But you can't see that, and the DLA or whatever it

is, they don't care.  They don't want to know.  You

are just -- that's just happened to you because it is

okay, because you can have a tablet a day, you know.

And if I hear anybody say that to me, my God, I might

just deck them, because come and sit in my shoes.

Come and sit in all our shoes.

I am not taking anything away from anybody else

and I never would and I never have, but they want to

take it away from me, you know, and I will fight you

every step of the way for you to understand what we

have been through, not just psychologically, not just

physically, but our whole life, you know.  35 years.
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35 years of trouble, stress, unhappiness.  Enough now.

Q. You have related in your statement that you have

suffered from cognitive difficulties in relation to

concentration and memory.

A. Very difficult when you are an accountant, you know.

When [redacted] and I were going through really,

really rough times, I decided that I was going to take

myself back into education.  So in 1996 I signed up

for -- I don't even know -- HNC -- I don't know if

they even do them anymore -- in business management

and economics.  Now, this is a girl that failed

elementary maths and basically, you know -- but what

I have done is I have run a house and I know how to

rob Peter to pay Paul.  So really that's just

mathematics, isn't it?  Because you just balance

things out.  

So during the time that was going on with

[redacted] I spent two nights a week at college,

because it was respite, and it kept my mind active.

I didn't think about stuff, I just was busy with

learning.  Everything was a thirst to learn.

So I finished my HNC, which I passed with

distinction, and I started my foundation degree.

I started my foundation degree in 1998, and quite

clearly I was sick then.  So even though I'd got
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admitted into hospital in the August when, you know,

we are in recess, in September I am back in college

doing my foundation degree.  So that is where I am,

you know.

I have lost my way a bit, haven't I?  

So during all that time I always kept active with

my education.  So I went from the foundation degree

and I did a Bachelor's degree in business and

economics, which I again passed.  I started my

Master's, but it was just too much.  Enough now,

council girl, you have reached your limit of your

education.

So, you know, for me there's always been

a distraction.  I went on then to do my English and

maths GCSEs just to prove I could.  I did sign

language.  I kept busy with different things and

I always wanted to aspire to be -- I don't know what

that aspiration was.  At one time it was a teacher,

another time it was nutrition, but I just wanted

a focus, and that's where I was.

The more time has gone on, the more difficult it

is to concentrate.  I am not just talking about going

upstairs, forgetting the fact -- what you have walked

up for.  I am 53.  That happens.  It is just -- you

know, I am here now in a situation that I feel so
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passionately about and I believe so much about, so

I can tell you that as soon as I am in a situation

where I am not comfortable and I am learning and I am

educating myself, it is not so simple anymore.  That's

the difference.

So if you are going to sit and read something that

you know nothing about, you have got no knowledge

about and it goes in and, you know, you can absorb

that -- you have to take into account I am getting

older as well -- you can absorb that -- you can't.

You can't.  I can't even tell you what it is.  I have

a conversation with [redacted].  By the end of the

conversation neither of us know what either of us is

talking about.  

At the end of the day, we were in a marriage like

that, because realistically I was infected and neither

of us were on drugs, you know, and the whole thing

just became this great big, huge monster that we had

got no control over that you take distraction tactics

about.  [Redacted]'s distraction tactics were

scooters.  He didn't care how much anything cost

because the money was there.  Until it wasn't there.

Then we had to find it.  Then I had to make sure he

was okay, that we didn't know.

So you have got to understand that protection
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aspect of loving someone so much that it doesn't

matter what the situation is.  If anyone in this room

married somebody and something happened to that

person, they'd do everything, because they love them,

you know, but this has been allowed to take that love

away.  It's been allowed to take my compassion away.

I don't want to do that anymore.  So ...

Q. You have told us how there was an absence of help and

support in the early years.  Very recently, this year,

you have been receiving trauma therapy --

A. Yes.

Q. -- from a clinical psychologist.

A. Yes.

Q. You say in your statement over the years you have

tried some forms of earlier therapies.

A. Quite generic.  You know, you could go through the

National Health Service before, because there was some

kind of help for mental health.  I mean, there is

nothing now.  You can try generic therapists.  But, to

be honest, they never really get to it, because it is

packed so tightly away that you don't want to bring it

out.  Unless you bring it out, you can't address it,

you know.

This lady has tried a technique on me, because she

diagnosed me with post-traumatic stress, which we had
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a laugh about last night, because it is not really

post, is it, because it is still going on.

Post-traumatic stress syndrome.  She has been amazing,

because although I haven't been able to hold it

together that much here today, I don't want to be

angry and bitter anymore.  I just want it to stop.  So

in order to do that I need to find therapy that will

do that, you know.

So she's been really good, and I have to say, you

know, through everything with EIBSS -- and I know

everybody has problems and everybody has issues, and

I am not saying that they're any good because none of

us want a support system.  We all talk about benefits

and passporting -- I have never had a benefit in my

life apart from DLA when I was first diagnosed with

HIV, or AIDS, should I say.  I don't want to be on a

benefit system.  I'm sure nobody in here wants to be

on a benefit system.  We want to be able to live our

life, you know, and be afforded that opportunity to do

so.  

I have lost track again.  I am sorry.  What did

you ask me?

Q. Not at all.  You were talking about the counselling.

That has been funded through the EIBSS.

A. So I had to obviously jump through a large amount of
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hoops in order to get this, but I believe that I need

to heal and I'm passionate enough that I can put this

together to get this healing, because it is the right

time for me.  It might not be the right time for

everybody else, but I feel it is the right time for

me, and EIBSS, although they are a pain in the arse,

compared to the MFT, my God, they are kittens.

So I guess we are all hardened to that aggressive,

matter of fact, throwaway of us, because we've put up

with it for so long, but, you know, we are human and

we do want to be treated that way.  So no support

system, no matter what support system they put in

place, will ever recognise that because it is just

a support system.  That is not what we want and not

what we deserve.

Q. You heard the evidence that [redacted] gave about the

American litigation.

A. Yes.

Q. I think you too went to the States for the purposes of

that litigation.

A. Yes.

Q. And you have a recollection of the questions that you

were asked.

A. Yes.  Well, first and foremost, when I went in to give

my evidence, I was told not to look like a woman.
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Does that make sense?  As in sexual, as in as a woman,

as in, you know, that you would prefer to dress, that

you would -- does that make sense?

Q. Yes.

A. So I had to change my dress.  That was the very first

thing, because I had a shift dress on, and at the time

I was very, very slim, so I guess -- you know.  That

was number 1.

So you go into a room and I think there were five

attorneys there, and they were so aggressive you would

not believe.  So I am here as -- I don't know how old

I was at the time.  So it would be 15 -- I was

probably early 30s.  So I was a little bit more savvy

by then, a little bit more.  So I went into a room

with these five solicitors and basically you were made

to feel like a prostitute, a drug user, and when they

talked about my terminations, they basically just made

me feel the way I feel in this room today, you know.

So I guess that kind of sticks with you, and we

went through all that, for what?  Another

disappointment, another cast-off, you know.  You keep

going through this stuff to be cast aside again.

Do you know how hard it is to walk into that room

and sit in front of five people who are

cross-examining you?  It is horrendous, absolutely

 1

 2

 3

 4

 5

 6

 7

 8

 9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

           34
horrendous.  Not only did they cross-examine you, they

were so aggressive that I thought to myself, "Who am

I doing this for?  Because this is not for me", you

know.  But I just think, "I am just going to do it".

Q. Can I ask you a little bit about the MacFarlane Trust.

One of the observations you've made in your statement

about the recent dissolution of the MacFarlane Trust

was the transfer of its funds to the Terrence Higgins

Trust.

A. Yes.

Q. And the point you have made in your statement was that

that was undertaken with no consultation with the

community.

A. No.  So I didn't find out about the THT until it was

all done.  I don't think any of us found out about the

THT until it was all done.  I don't have a problem

with THT, but THT, really they are about a homosexual

environment, you know, not -- and everybody needs

support in a different way.  We all need support in

a different way.

So your first aspect of that is: why would

somebody do that, because what is our association with

that, you know?  It is difficult enough that we are in

MFT when you have got male, female -- you know, you

have already got a division of men, you have different
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aspects of it, you have already got a bit of a melting

pot, and then you have introduced another bit of

a melting pot.  So I don't know why they did that, you

know.  It was another way of the MFT saying , "You mean

nothing.  We are not going to consult you.  We are

just going to do whatever it is we are going to do".

The complete arrogance of these people is beyond

reproach.

So I think all of us -- I say all of us -- a few

of us who obviously knew about that contacted THT.  So

you have got a massive organisation here, THT, which

gets a lot of publicity, which has got processes

an procedures in place that have been in place for

years and years and years, and they have got this

little -- it is not even a lot of money, you know.

They have got this tiny little fund.

So we get somebody allocated to us initially that

we talk to.  You know, obviously people had real

worries, you know.  There were loans that they didn't

know what was happening to these loans.  People had

been held back for 30-odd years, not being able to

move, not being able to live their lives because of

a decision they made when they were on the floor.  So

this has been transferred to somebody else, who has no

face, that's part of an organisation that is in place
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for years.  It is like going into a door and saying,

you know, "We are here".

So we get allocated this guy and have some

communication with him and you go through the whole

rigmarole of what your problems are.  All of a sudden,

this guy disappears, not to be heard of again.  You

contact THT and they say, you know, "We are just

recruiting for somebody".  So they went through

a process of recruiting somebody and now they have

recruited somebody.  So you have a communication with

this recruited person, who initially was lovely, you

know.  I have to say he helped me set up my

counselling, you know, he started the ball rolling, he

helped me with things.  They helped with the loans.

They have dispensed with the loans, which is fabulous.

But where is this person today?  Nowhere to be seen.

He was on Twitter supporting us.  He is not on Twitter

anymore.  Disappeared.  

So yet again, it is not even a lot, but it is our

identity for what was given to us, for what has
happened to us, has just been dumped somewhere that we

have no communication with, that doesn't support us,

that doesn't speak for us.  Yet another trust that has

got money that has been given to support us that isn't

doing anything else -- anything but.
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So we have had the MFT, who shit on us for years.

We get put in another support system, with has got its

own problems, a different community of people.  Please

don't -- I am not taking anything away from anybody.

Every single one of us is a different case.  Every

single one of us is an individual.  Every single one

of us has had a different experience.  You cannot lump

this into a big thing, because all it becomes is

a melting pot of aggression.

So that's purposeful.  Of course that's

purposeful, because they want us to fight.  They want

us to say "I am better than you.  What's happened to

me is more important than you".  It's not.  Everything

has happened to everybody and that individual case

needs to be looked at and, you know, addressed.  That

is my real thing.  I hope that happens.

So you've got 35 years of nobody speaking to you,

nowhere you can go, no-one that supports you, and you

are still trying to get your voice heard.  

Q. You have had numerous dealings with the MacFarlane

Trust over the years.

A. Yes.

Q. And because you were infected as a result of your

relationship with your husband --

A. Yes.
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Q. -- you are what the MacFarlane Trust termed

"an infected intimate".

A. Yes.

Q. That's a phrase which you have described in

communications to the MacFarlane Trust as insulting

and dated, and you asked over a number of years for

that term to be abandoned.

A. Yes.  Since 2005.

Q. You believe that women infected in the way that you

were infected have been overlooked or disadvantaged by

the trusts and schemes.

A. Yes.  I mean, I don't -- again, you know, I am not

putting us above anybody.  I just want us to be looked

at as an equal thing, to be recognised of who we were.

We looked after our husbands.  Some people looked

after their husbands and they didn't become infected,

you know, and they lost their husbands, and they are

recognised.  We supported our husbands.  Some of us

lost our husbands, some of us didn't, but we became

infected.  That's not recognised.

I have had somebody say within my vicinity that

people like us are only infected because our husbands

didn't love us.  Now, I can't get my head round that,

but it comes in my psyche all the time and it makes me

so angry, but that is people's perception, and it's
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not, because you had to be there.  They did love us

and we loved them, and you had to be there to

understand that protection, and unless you were, don't

say anything.

Q. You've sought to raise your concerns about the

differential treatment of this category the MFT termed

"infected intimates" over the years with the

MacFarlane Trust, Department of Health, EIBSS and

others.

A. Yes.  Haemophilia Society.  The term doesn't -- they

have taken some of the deed -- I mean, I don't even

know what this deed was or what was in it or what we

signed -- I have no idea.  They have taken some parts

of this deed to EIBSS and they have taken away some

parts of this deed.  So they pick and choose what they

want.  So we have an antiquated system on EIBSS of

ridiculous stages of payment depending on whether you

were a child, depending on whether you were married,

depending on whether you had children.  Ridiculous,

you know.  That should be gone.  It should be sorted

out, rectified, and everything with the other -- as

far as hepatitis stage 2 is concerned, you get 20,000

at stage 1, you get 50,000 at stage 2.  You are not

judged on whether you have children or no children, or

like us, you are an infected intimate, where you are
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down here.  You are even below.

So "infected intimate" is not known in the

hepatitis world.  It doesn't exist.  So if somebody

had hepatitis through their partner, they are treated

as a registrant the same as everybody else, but we are

not.

Q. It is the fact that this category was treated under

the MacFarlane scheme differently, receiving less

money than those directly affected, and then the

differential under EIBSS between the categories of

those infected --

A. That's correct.

Q. -- through one route or falling into different

categories compared to those who can just go through

the stage 1 and stage 2 process -- 

A. Yes, that's correct. 

Q. -- have been the concerns you raised.

A. Yes, and that's not just for me.  That is for lads who

were young at the time who were given different to

somebody who was married with children.  Well, those

lads now, some of them are married with children.  So

why is that difference still there?  

So they have taken that antiquated bit of the deed

and they have applied it in EIBSS, but as far as HIV

is concerned, you can't get any grant for health
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purposes, you can't get any funeral plan, because

apparently nobody is dying of AIDS anymore.  Well,

they might not be dying of AIDS anymore, but they are

probably dying of everything else that they have got

over the last 30 years.

So wake up and smell the roses.  We might not be

dying, but you must accept that every time something

is brought in, we are -- it is like we are thrown

away.  It is like what we have lived through, what we

have had to put up with, is just dispelled, because,

"Well, you had AIDS, but you haven't got AIDS

anymore".  No, I might not have AIDS and there might

be advancements in drugs, but you have seen the

letter.  Those drugs could come with an added issue of

my health, and an added issue on my day-to-day life

and way I want to live my life.  Let's recognise this,

please.

Q. Those, as I understand it, are the principal issues

that you as part of I think the campaign organisation

Positive Women, have sought to raise over the years

with these various organisations?

A. Yes.  Well, myself and another lady, we are very

different in our personalities.  We are very different

in who we are.  But we have a common goal in the fact

that it is not about gender.  It is about recognition
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of who we are, you know.  I am not a women's liber.

I am not into all that stuff.  But, you know, at the

end of the day, we should be recognised for who we are

and we shouldn't be fighting, and these lads, you

know, some of these lads have had no life.  They have

had no girlfriends, you know.  And I just think this

recognition just isn't there, because of the fact of

HIV.  Nobody wants to talk about HIV.  I am sorry.

Even the Haemophilia Society still don't want to talk

about HIV.  You know, I have spoken to Liz and I have

spoken to Jeff, both of whom say the right words, you

know, but they don't do anything.  Nothing changes.

And we are here again because nobody wants to talk

about HIV, because it's been talked about.  We have

been sorted.  We have had loads of money over the

years.  Have we?

You know, there's this belief about who we are.

You know, there's belief about who I am.  Do you know,

I am passionate about what we have been through.  I am

not discompassionate to other people who have been

through other things.  I do recognise that.  I just

want people to recognise what we have been through

too.  That's all.

Q. Those are the questions I have for you.  Before I ask

you if you have anything you want to add, I am just
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going to ask Mr Snowden if there's any further

questions he has.  No.

Is there anything further you want to say?

A. I just want to say to everyone in this room, I know we

have all been infected, I know we have all had crappy

lives.  You know, I think that I have been -- I have

probably been guilty of lashing out and, you know,

appearing to be discompassionate, but that's because

that's what has been shown to me, you know.  You act

as you find.  From today, you know, enough, because my

PTSD counselling is bringing my compassion forward.

That's where I want to be.  I don't want to be there

anymore.  So I am just going to be there.  Thanks for

listening, everyone.

MS RICHARDS:  Thank you.  Sir Brian.

SIR BRIAN LANGSTAFF:  Can I tell you that in this room

there is Bishop James Jones, the former Bishop of

Liverpool, and I suspect that he might say that in

scripture there are the words, "Judge not lest ye be

judged".

Can I be very clear.  In this room, you are not

being judged for what you did, but valued for what you

are and for what you have said, and for having had the

strength to give evidence when you did not wish to do

so, when it was obvious you were terrified about
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aspects of it, when you feared another American

litigation experience, and somehow you have given us

the enormous benefit of helping us to see things from

your perspective.  That is to my mind of great value,

and that, and not judgment, is what we are about here

today.

I wouldn't myself use words like "angry" or

"bitter" to describe what you have saved.  I think

rather the words that come to my mind are "fierce" and

"passionate" about what has happened to you and what

should in the future happen to you, and I hope that

your hopes for the future are realised.

A. Me too.

SIR BRIAN LANGSTAFF:  Thank you very much.

A. Thank you.

(Witness withdrew) 

SIR BRIAN LANGSTAFF:  We'll take a break till 2 o'clock.

2 o'clock.

(12.47 pm) 

(Lunch break) 
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