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1
2

(12.03 pm)

3

SIR BRIAN LANGSTAFF:

4
5
6

Our next witness wishes to be known

as Steven, does he?

2
1

Q. Initially you were treated with cryoprecipitate.

2

A. Yes.

3

Q. Then in the late 1970s/early 1980s when you were about

4

MS FRASER BUTLIN: That's correct, Steven Carroll.
SIR BRIAN LANGSTAFF: In his case, at his request, there

two or three you were given Factor VIII.

5

A. That's correct.

6

Q. Are you aware of your mother being told anything of

7

will be no live streamed images of him. You will see

7

the risks involved in the change to your treatment?

8

in the hearing room him give his evidence. What he

8

A. Not that I'm aware of, no, unfortunately, and my

9

says will be on the transcript. There is no secret

9

mother's no longer alive for me to obtain that

10

about his name but he will not have his image taken.

10

information since the Inquiry started, so ...

11

So, please, if you are around and outside this room,

11

Q. At first you received your Factor VIII in hospital?

12

obviously, are using your phone, make sure you do not

12

A. That's correct.

13

take any image of him, please.

13

Q. Then when you were about seven or eight your Mum was

14
15
16
17

STEVEN CARROLL, affirmed

14

Questioned by MS FRASER BUTLIN

15

A. Can I just thank Sir Brian as well for saying that for
my images. Thank you.
Also can I just -- I'd like to say how brave

18

taught to administer it at home.
A. I believe so, yes. It was around that time. It's

16

a little bit vague, foggy but, yes, it's around that

17

time.

18

Q. Paul, could we have document 1139002, please.

19

Della and Dan were in their evidence before.

19

20

I thought it was really courageous and, you know, it

20

the screen so you can see exactly what we are all

21

gives people like myself the opportunity to be

21

seeing.

courageous. So, yes, thank you.

22

22
23
24
25

Q. Steven, you were diagnosed with severe haemophilia A

23

2
3
4

On 18 June 1984, a blood sample was taken from
you and you tested positive for HIV; is that right?

24

A. Yes, that would appear right, yes.

25

Q. But your recollection and your understanding from your

mother was that she wasn't told that you'd tested

1

4
A. So I found out when I was 13. My Mum had taken me to

positive for HIV until about 1985 or 1986?

2

a medical for -- a Department of Work and Pensions

3

medical. I believe it was for an application for

4

Disability Living Allowance and my Mum and the doctor

when you were about 15 months old.
A. That's correct.

3
1

If you look in front of you, the document is on

A. Yes, that's what I understand. Yes, that's what she
told me when we discussed it.

5

Q. As you said, sadly, your mother has now passed away.

5

were talking and I recalled my Mum saying HIV and

6

A. Yes.

6

that's how I kind of remember hearing it for the first

7

Q. So you are not very sure what she was told but you

7

time. I don't recall hearing it before then,

8

think she was told, either then or subsequently by

8

although, that being said, there was stuff in my

9

a social worker, that your life expectancy would be

9

family that had changed prior to that, the way that my

10

shortened and you were more at risk of infection and

10

parents had treated me and stuff like that. That

11

illness?

11

became apparent earlier now looking back.
But, yes, that's how I initially heard and then

12

A. That's correct, yes. That was what my Mum had related

12

13

to me once she had told me that I'd been infected,

13

a few weeks later I was reading an article in the

yes.

14

newspaper and there was a TV personality's son had

15

died from AIDS and I said to my Mum, "That's what I've

14
15
16
17

Q. That was really the limit of what she was told at that
point?
A. Yes. My Dad has a slightly different recollection of

16
17

got, isn't it", and she went, "Yeah, yeah".
Q. At about the same time you were going through puberty,

18

it. His was that -- my Dad came out of that room and

18

19

he said [redacted] after he came out the room with the

19

A. Yes.

20

social worker at that time because in some way he

20

Q. So your Mum booked an appointment for you to talk to

21

blamed himself. I'm not quite sure why that was but,

21

22

yes, he felt that the information they received was

22

A. Yes.

23

particularly unhelpful and didn't really offer them

23

Q. Can you tell us about that?

24

the support that they probably needed actually.

24

A. I remember going to -- my care was under the

25

Q. How did you find out that you were HIV positive?

25

noticing girls.

a doctor about your diagnosis?

Hammersmith at the time and I remember seeing a doctor
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6

1

that I'd never seen before and I don't recall ever

1

to be limited.

2

seeing again actually, and we sat down and we started

2

3

to have a conversation but, obviously, sexual

3

I don't know any 13-year old that would have had the

4

transmission and that kind of stuff and, yeah, and the

4

emotional intelligence to be able to comprehend what

5

way it was conveyed was -- well, the way I left the

5

that meant, you know, and it influenced every major

6

meeting was I felt that I was a danger to people and

6

decision I made in my life thereafter, you know, and

7

that, you know, it was probably a better idea for me

7

I made some bad choices along the way. But, you know,

8

to just avoid that whole scenario of getting involved

8

it certainly had a massive impact on me. You know,

9

with girls and stuff like that. It just -- my worst

9

I would fail to articulate actually the impact it had

10

nightmare would have been to infect someone else.

10

on me.

That was particularly difficult for -- you know,

11

Q. You were 13.

11

12

A. Yes.

12

hepatitis C.

13

Q. You were at that meeting on your own?

13

A. That's correct.

14

A. That's correct, yes.

14

Q. But you're not entirely sure when that was.

15

Q. Without your parents?

15

A. I don't recall when that was, but I was actually told

16

A. I don't recall my Mum being there actually, no.

16

17

Q. With a doctor who you'd never seen before and, as far

17

Q. Can you tell us how you were told?

18

A. I was in a routine appointment with a haematologist

18

as you are aware, you weren't treated by again?

Q. Your mother was also told at some point that you had

that in a very off-the-cuff kind of way.

19

A. No, I don't think so.

19

and he looked through my records and he said, "Oh,

20

Q. What did that doctor tell you about your life

20

you've got hepatitis C as well", and for some reason

21

I'd already known that. I'm not sure how I really

21

expectancy as well?
A. He implied that my life expectancy would be shorter

22

knew that but I went, "Yeah, it's okay, I already know

23

and that I'd probably had four or five years to live

23

that", and that was the end of the conversation. Not

24

and that, basically, if I had anything that I wanted

24

really understanding the magnitude of it really.

25

to do I should go and do it because my time was going

25

Q. As far as you're aware, were you given any information

1

about hepatitis C, how to manage it and the risks

1

A. Firstly, I took to my bed for a year and played the

involved?

22

8

7
2

Megadrive for an obscene amount of hours and then

3

A. No, none at all.

3

I was quite, you know, I was quite a smart kid and

4

Q. You said that you reacted very badly to the news at

4

where I grew up from I grew up on a council estate,

2

5

13 --

5

you know, and I grew up quite poor. So our financial

6

A. Yes.

6

situation was not great, so where I come from, if you

7

Q. -- that you had four to five years to live.

7

want money, you have to go and do certain things to

8

A. Yes.

8

earn that money and in my world money creates choices

9

Q. You in fact left school at that point.

9

and then I could do what I wanted to do; so that was

10

A. Yes, I kind of made a conscious decision that I wasn't

10

11

going to be alive long enough to use an education, so

11

Q. You went off the rails for about five or seven years.

12

what was the point of having one? You know, and it's

12

A. Yes, maybe a bit longer than that but certainly

13

probably one of the regrets that I have today,

13

I started doing things at about 14 or 15 that a 14 or

14

actually, that I threw away the opportunity for

14

15-year old shouldn't have been doing. I engaged in

15

a really good education, actually, because I'd worked

15

some criminal activity. Yeah, and you know it

16

really hard to get into quite a prestigious secondary

16

afforded me the choices to do what I wanted to do with

17

school, my teachers had quite high hopes for me, you

17

my life, and what it done, it gave me the opportunity

18

know, they spoke about Oxford and Cambridge and

18

to regain some power, actually, because I'd felt that

19

I would have been the first member of my family to go

19

all my power and all my choices had been taken away

20

to university had that transpired.

20

from me, and what it did do is it gave me the

kind of what I chose to do.

21

Yeah, it's one of my regrets actually but, you

21

opportunity to exert some power and some control and

22

know, given the information that I was given at the

22

actually to be angry towards society because I felt

23

time there was a lot I wanted to do and I was a really

23

that I carried huge amounts of societal shame for

24

angry young man at 13, actually, because of it.

24

many, many years.

25

Q. How did that anger express itself?

25

Yeah, and I turned all the anger inwards
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1

actually. I actually despised who I was.

1

full of ... do you know what, I can't even articulate

2

Q. You have said that in engaging in that criminal

2

how it made me feel.

3

activity you wanted to have killed yourself before the

3

4

infections killed you?

4

5

A. Yes. So I got to a certain point where I couldn't

Q. You have said in your statement:
"I felt I had no choice in the decision I made

5

because I was worried and scared that I'd put the
children at risk. I also believed I wouldn't live

6

cope with the internal conflict that was going on

6

7

inside me and I wanted to -- I wanted to die on my own

7

8

terms and I turned to drugs and alcohol and they

8

long enough to raise them."
A. And that was my belief at that time, yeah. That was

9

provided me with a certain amount of ease and comfort

9

my belief at that time and it's one, in all the work

10

for a little while. But I always had it in the back

10

I've done on myself over the years, it's the one thing

11

of my mind that they would, should I need them to,

11

that I've never been able to change, unfortunately.

12

they would do the job for me. I wanted to die before

12

Even today my last relationship ended because I was

13

I became symptomatic actually, because that would have

13

14

been, where I grew up and where I come from, that

14

15

would have been extremely difficult.

15

16
17
18
19
20

My HIV status was the family secret and it would

not prepared to have children, yeah.
Q. That spiral of criminal activity and mental health
difficulties continued for a number of years?

16

A. They did, yes, correct.

have been very difficult where we grew up for that to

17

Q. When you were about 21, you made an attempt on your

have become public knowledge, yeah.

18

Q. At the age of 15 you decided you would never have
children?

life?

19

A. I did, yeah.

20

Q. You also at about 21 had a cardiac event at your

21

A. That's correct, yes.

21

parents' house?

22

Q. What was going through your mind?

22

A. That's correct.

23

A. I'd started to have relationships with girls by then

23

Q. At that point, you realised that perhaps the HIV

24

and, you know, the sheer terror of not being able to

24

25

share that information with them, you know, filled me

25

1

and how old I was I kind of figured out it probably

1

attempt was then, yeah, and ... yeah, my loving

2

wasn't going to kill me, yeah, and I kind of made the

2

girlfriend at the time took me to the local mental

3

decision to, kind of, change my life slightly then.

3

hospital because I was clearly a little bit crazy, you

4

I didn't change it completely, I'd be perfectly honest

4

know, and they took me in there and pumped me full of

5

about that, but I stopped doing a lot of what I was

5

really nice drugs that make you feel nothing, and it

6

doing and tried to integrate back into society to some

6

was there that I kind of decided, "You know what,

7

degree and, you know, I had reasonable -- you know,

7

I can't do this anymore. I'm going to destroy

8

I met a girl, we moved in together, you know, stuff,

8

myself", yeah, and I made a decision that I wanted to

9

that kind of fluffy stuff that happens, yeah.

9

change my life from then on and that's what I've tried

wasn't going to kill you?
A. Yes, I -- you know, given what the doctors had told me

12

11

10

Q. That was the beginning for you, wasn't it, of

10

11

a gradual, a very long and very gradual process of, as

11

12

you say, reintegrating and coming to terms a little

12

13

bit with what did had happened.

13

14

to do since then.
Q. Can you tell us about the physical effects of the HIV
on you.
A. So I would have all the recognised side effects for

14

someone who's had HIV as long as I have. I have

15

Mum had been diagnosed with cancer many times

15

chronic insomnia; I have chronic fatigue; I have

16

throughout my adolescence and she got sick again in my

16

generalised anxiety disorder, you know, the list is

17

early 20s and my Mum had been, through all of my

17

extensive. They are the three ones that cause me the

18

medical stuff, had been kind of my one rock and as she

18

most difficulties today.

19

got sicker and sicker and sicker I couldn't cope with

19

20

the way that I felt and I went back to some of the

20

me. You know, this is a very big arena for me to be

21

substances that I had used previously, hoping they'd

21

around but, yeah, some of them cause me -- they come

22

do for me what they'd done for me before, which was

22

23

make my reality more bearable, and they didn't, and

23

24

when my Mum died I was left in a worse position than

24

25

I had ever been, and the time-line on my suicide

25

A. Yes, I had a -- yeah. I mean, coinciding with that my

Social interaction is particularly difficult for

in waves, you know. Some days are better than others.
Q. Alongside that the hepatitis C has caused chronic
fatigue?
A. Yeah.
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1
2

Q. You have had a variety of treatments over the years.
If we start off with the HIV --

14
1

several -- quite a bit of side effects from those

2

drugs?

3

A. Yes.

3

4

Q. What can you tell us about the side effects of your

4

taken until probably the second from last combination

5

treatment with AZT that you had in your late teens.

5

that I had taken and they've all -- they've all given

6

You had it in combination with some other medication.

6

me different kinds of side effects but they all bring

A. Yes. I've had side effects from all the drugs I've

7

A. Yeah, I think my first combination was -- I want to

7

me back to the same place where I'm kind of just left

8

say it was eight or twelve pills a day and I ... it

8

not being able to do or live my life the way that

9

completely just, it wiped me out is the best way I can

9

10

describe it. You know, I found it difficult to keep

10

Q. You say you consider that all the treatment you've had

11

food down. I found it difficult to keep water down at

11

over the years has worked if you don't include the

12

some times. I broke out in something called

12

13

a nevirapine rash, and that is probably the most

13

14

difficult side effect that I had experienced in my

14

I have from my current HIV doctor has been exemplary.

15

early combinations because it made me look like

15

He's one of the best doctors I've ever had and he was

16

crocodile man. All my skin was very flaky and, you

16

actually the first doctor that ever acknowledged to me

17

know, people would move away from me on public

17

that what happened was wrong and I can't tell you the

18

transport and if that didn't, you know, it just

18

healing that took place in that. There was so much

19

impounded and made worse the societal shame that I'd

19

healing that took place in his acknowledgement that

20

carried for all those years because, you know, there

20

what happened was wrong. Yeah, and I have so much

21

was actually people physically manifesting that to me

21

respect for him as a doctor and as a human being as

22

that, as it goes, you know what, you need to stay away

22

23

from this guy.

23

24
25

Q. After a couple of years on that combination you

24

changed combinations but you continued to suffer

I want to, yeah, and that's quite sad actually.

side effects.
A. It has and I've got to say, you know, the care that

well.
Q. More recently you've started another new drug and your
skin has changed.

25

A. Yes.

16

15
1

Q. Can you talk to us about that.

1

Q. Why didn't you have interferon treatment earlier?

2

A. Yeah, so I used to go quite a nice colour in the sun

2

A. So in the late 1990s I met with a doctor and he was

3

and now I just go bright red so I look like bit of

3

quite insistent that I go on interferon. I'd done

4

a lobster and it's very weird because it doesn't --

4

a little bit of research around hepatitis C before

5

there's no -- like it doesn't show up on any of the

5

going to see this doctor, given what had happened to

6

fact sheets or anything like that but this only

6

me in the past, and I knew that I was never going to

7

started since I started taking this medication. So,

7

go on to interferon. I'd had too much information

8

you know, I kind of am -- it can be the only thing

8

about the damage it had caused and the side effects it

9

that it is, in my opinion, you know, and I'm not

9

had caused and I point blank refused to go on

10

a scientist and I'm not a doctor but logic would tell

10

interferon and -- yeah, I was not met with the most,

11

me that something starts there, you know. That's

11

you know, active kind of -- he wasn't open to my idea

12

probably what the cause is.

12

because he was a professor of such and such and I was

just a patient, really.

13

Q. That's caused you quite a lot of emotional distress.

13

14

A. Yes. It shut me down for about a year. I didn't want

14

But yeah I point blank refused and they tried

15

to leave the house. Yeah, the amount of shame that

15

several times. They were quite aggressive in their

16

I carried around that was horrendous and it just

16

approach with that actually, in trying to get me to go

17

paralysed me and, again, I just started playing the

17

on an interferon-based hepatitis C treatment. My

18

Play Station. That seems to be my coping mechanism at

18

chances of clearing it were something like 6 per cent

19

times but, yeah, it kept me very isolated is what I'm

19

and I was like for the amount of side effects that

20

trying to say.

20

you're talking about, 6 per cent, I'm not going to --

21

Q. You've also had treatment for the hepatitis C.

21

22

A. I have.

22

23

Q. You started that at the end of 2017 and you've cleared

23

24
25

the virus?
A. Mm-hm.

no, and I just refused.
Q. Then later on the hospital wanted to put you on
a trial which did include interferon again.

24

A. Yes.

25

Q. And you refused again.
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18

1

A. That's correct.

1

2

Q. You've had some difficulties accessing other medical

2

Q. Were you ever offered any emotional or psychological
support?

3

A. No.

4

A. Yes.

4

Q. But you have accessed some private therapy.

5

Q. What can you tell us about that?

5

A. That's correct.

6

A. I remember being a child and my Mum finding it really

6

Q. Can you tell us about that.
A. Yes. So I have been fortunate enough to use some of

3

care, particularly dental care.

7

difficult for her to find a dentist for me to go to

7

8

and then that continued into my adolescence and when

8

9

I started to take care of my own kind of medical

9

towards my own therapy because for me it was about I

10

needs, I found it so difficult to find a dentist that

10

needed to get comfortable with my emotional world and

11

would treat me, and they would say that it was because

11

my understanding of the complexity of the trauma that

12

their books were full. But I met one dentist who was

12

had actually happened and, you know, I banged my head

13

a particularly kind man, actually, and he said to me,

13

against a wall with the local community mental health

14

"Look, that's probably not the truth", and he wrote me

14

service for a few years and their solution was to put

15

a letter for a community dentist and if it hadn't have

15

me on medication and, you know, that's a bandaid to

16

been for him, actually, I don't think I'd have ever

16

a wound that needs deep cleaning and stitching and

17

received any proper dental care, but he wrote them

17

stuff like that and pills don't provide that, you

18

a letter expressing he thought it was an outrage that

18

know.

19

I wasn't offered the dental care that someone in my

19

20

position needs, and the community dentist took me on

20

when I was 13 and, you know, that kind of stuff works

21

and I've been seeing them since, yeah.

21

for me and I've engaged in -- in the last 15 years

the money that Macfarlane Trust provided for me to put

Given the opportunity to talk about how I felt

22

Q. You've said a few things about your mental health and

22

I've had 12 years of therapy funded primarily by

23

the real challenges you faced, both before you had the

23

myself.

24

treatment and during the treatments that you've had.

24

25

A. Yes.

I've had two grants, one from the

25

Macfarlane Trust which was for £1,200, and I had one

1

recently from the English Infected Blood Support

1

20
comfortable with my emotional world, and I've realised

2

Scheme for £900, and I've got to say I find it rather

2

that actually the shame that I carried is not mine, it

3

insulting that they believe that that is enough money

3

belongs to society, and the stigma that I carried as

4

to deal with the amount of emotional trauma that has

4

well that, belongs to society. They're not mine. And

5

been caused by this.

5

the process I'm in at the moment is trying to give

6

some of that back to society, you know, because it

19

6

Q. In fact, the therapist kindly reduced their fee

doesn't belong to me.

7

considerably to try and maximise the amount of therapy

7

8

you could have for that money?

8

Q. You continue to suffer from depression?

9

A. Yes.

9

A. Yes, that's correct. Her normal fee is £200 an hour

10

and she reduced it to 100 for me and, since then, I've

10

Q. Anxiety?

11

said to her that I might have to stop because of my

11

A. Yes.

12

financial situation, and she has agreed to (if I want

12

Q. And OCD?

13

to, which is very hard for me because I'm quite

13

A. Yes, my OCD, funny enough, in the lead-up to this, has

14

a prideful man) to see me for free for a little while

14

gone off the chart. You know, I'm doing new things

15

because she believes I deserve the opportunity to get

15

that I've never done before and I'd got it to a point

16

through this and it not be the bag that I carry around

16

where it was manageable and it's become very, very

17

with me for the rest of my life.

17

unmanageable in the last ... last six months,

18

actually. Actually, maybe before that. My fear kind

19

of started again when the NHS Business Services
Authority and the EIBSS took over. I was extremely

18
19

Q. Because those mental health difficulties have
continued, and do continue, today?

20

A. Yes, and they get progressively worse.

20

21

Q. Can you face telling us a little bit of how you are

21

22

now?

uncomfortable with that arrangement.

22

Q. What were your particular concerns?

23

A. The Trust were not a perfect solution to the problem,

24

at the end of last year and she's unlocked something

24

yeah, but I felt like an individual and I think when

25

in me and she's given me the opportunity to get

25

you're amalgamated into one of the biggest employers

23

A. Do you know what, I started seeing this new therapist
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21
in the UK you become a number and I don't want to be

1

But sexual relations was, and still are

2

a number. I deserve to be a human being and a person

2

actually, highly anxiety-inducing. I believed at the

and, yeah, my dealings with them have not been good.

3

time that my bodily fluids would kill you; so having

4

sex was just ... it's meant to be a pleasurable

3
4

Q. We'll come to the detail of that a little bit later,

22

5

but that was what was causing you considerable fear

5

experience and what it turned into was a highly

6

and anxiety when the transition happened?

6

traumatising, highly anxiety-inducing, fear-based

7

experience, and for a long time I never had -- I never

8

had sex without a substance in my body for that

7
8

A. Yes, and the changes in the benefit system as well,
yeah.

9

Q. You've also struggled throughout in relation to your

9

10

personal relationships and in sexual relationships?

10

11

A. Yes.

11

12

Q. You've described them as becoming highly

12

13
14

anxiety-inducing.
A. Yes. I was scared of women for a long time and I --

particular reason.
Q. Initially you didn't tell anyone particularly about
your infections but then at one point particularly you
did tell one of your girlfriends --

13

A. That's correct.

14

Q. -- about your infections.

15

you know, I grew up in a household full of women.

15

A. Yeah.

16

I love women. You know, they're fantastic. But,

16

Q. What happened?

17

yeah, it was -- being 13 and thinking that if you

17

A. I -- you mean, how I told her and what I told her?

18

touched them, kissed them that you're going to kill

18

Q. You've described that "there was a girl who said she

19

them is very difficult and that was the knowledge that

19

loved me dearly" but when you told her about your

20

I had at the time.

20

infected status, she said she couldn't carry on with

21

your relationship.

21

You know, subsequently, when I did get into

22

relationships a little bit later on in my mid-teens,

22

23

you know, I became -- I became someone I wasn't in my

23

into treatment for drug treatment and I met her in

24

mid-teens, let's put it that way, and that attracted

24

treatment and we formed quite a close bond in

25

certain kinds of women, you know.

25

treatment, which people do -- also a bit like the

1

23
Big Brother house, you're attracted to people you'd

1

wasn't. You know, my main concern was is that it

2

never be attracted to. But she -- you know, she was

2

started inward and spread outwards. My parents didn't

3

my cup of tea, that's the simplest way I can put it,

3

have the emotional intelligence to be able to talk

4

and we formed a really close relationship.

4

about that stuff. That's no reflection on who they
are as people. They just didn't have the information

A. So that was a girl that I met in treatment. I went

24

5

I left treatment, she left treatment, we went

5

6

our separate ways and she called me about a year later

6

available to them at the time that they would have

7

and said, "Look, I fell in love with you. Can we meet

7

needed to to have had a reasonable conversation about

8

up?" I went and met her and we were talking and that

8

that.

9

and she knew my story because I'd been honest about it

9

10

in treatment. It was the very first time I'd ever

10

issue, actually, around that time because the fear was

11

been able to be honest about that, you know, that "my

11

that I would infect my sisters and then that spread

12

name's Steven and I'm HIV positive".

12

outwards, you know. If the people in the community

13

found out, there was -- you know, there was people

13

Yeah, and we were talking and we went on a few

My bodily fluids in the house became a major

14

dates and she kind of said to me -- she said, "Look",

14

that had their houses spray-painted, you know, and

15

she said, "I really love you but I can't get past

15

I think I've got pretty broad shoulders and I don't

16

this, I can't". You know, she grew up in an era where

16

mind taking that stuff on my shoulders, but I wouldn't

17

the stigma and the fear was rife and, yeah, it never

17

want to inflict that on my sisters.

happened between us, yeah.

18

18

Q. You've talked about that fear in your home of your

19

Q. You've said your infections were kept as a secret?

19

20

A. Yes, they were my family secret.

20

A. Yes.

bodily fluids infecting others.

21

Q. Why was that? What was the sort of particular worry?

21

Q. You said in your statement that your parents became

22

A. Well, I think if you think about the era that it was

22

23

and, you know, the red top newspapers were not

23

A. Yes.

24

particularly complimentary about people that had that

24

Q. You suffered from a lot of mouth bleeds. Being

25

illness at the time and society at large really

25

controlling and worried about them?

a child, you'd just wipe the blood on the tablecloth
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1

or your clothes?

26
1

Dad is not emotionally equipped to talk about this
stuff.

2

A. Yes.

2

3

Q. And when that happened there was a real commotion?

3

Q. He doesn't like to speak about it at all.

4

A. Yes, there's several incidences like that that I can

4

A. No, he gets -- he is where I was 20 years ago. He is

5

remember growing up and this is before I knew. So

5

extremely angry. Yeah, he's extremely angry. In

6

I didn't quite understand why there was such a problem

6

fact, this would be a great therapeutic process for

7

going on. You know, my sisters would do it and there

7

him. Trying to get him to engage in that might be

8

wouldn't be any of those issues: I would do it and

8

quite difficult but I think it would do him the world

9

there would be -- you know, it would be like

9

of good.

10

a contamination zone.

10

11
12
13

Q. For a long time you blamed yourself for the break-down
of your parents' marriage as well?
A. Yes, that's correct. I think the stress of -- I think

11

Q. Your siblings weren't told directly about your
infections.

12

A. No.

13

Q. But they sort of picked it up.

14

the stress of that period of their relationship, and

14

A. Yes. When I had the cardiac event in my parents'

15

there was some other stuff going on that I've since

15

house, my sister, my middle sister, and her boyfriend

16

become aware of, but at that time I was unaware of

16

were present and obviously the ambulance men had come

17

that. I think I walked away with that believing that

17

in and very quickly my sister moved her boyfriend out

18

... do you know what, I thought so little of myself,

18

of the room -- very quickly -- because she knew that

19

actually, that I thought that all the problems in our

19

they were going to ask certain questions that she

20

household were my fault.

20

didn't particularly want him to hear in that way.

21
22
23

Q. You never spoke about your infection with your Mum

My older sister, her boyfriend still doesn't

21

after that first conversation?

22

A. We very rarely spoke about it. I remember having

know. They've been together 26 years. Yeah.
My baby sister is the most open to being able to

23

24

maybe -- excuse me -- maybe two or three more

24

discuss that and she, you know -- she is ... yeah,

25

conversations with in her before she passed away. My

25

she's been a real source of support to me over the

1

years, as has my middle sister. But it's not

1

Q. You recall your parents had to sign a waiver.

2

something we talk about as a family, no. That's why

2

A. Yes.

3

I think it's been important for me to seek the sources

3

Q. What did your parents tell you about that waiver?

4

of support somewhere else.

4

A. Not too much. I just know that they were told if they

28

27

5

Q. You've talked about having left school at 13 --

5

hadn't have signed the paper that no-one would have

6

A. Yes.

6

got any of the payments that were being offered at the

7

Q. -- and all the challenges you faced through until you

7

time. So the conversations that my Mum and I had had

8

realised you needed to sort your life out, but the

8

about it since were the reason that they signed the

9

lack of education has held you back considerably.

9

paper is because they didn't want to be responsible

10

A. Yes.

10

for other people, who were in worse position than

11

Q. As well as your ill health, you've never been able to

11

I was, not to receive the money that they needed to

12

receive because there were people -- you know, there

13

was lots of people dying at that time, yeah.

12
13
14

work?
A. No, no. And now I feel hugely ashamed actually saying
that in front of all these people.
Well, that's something to discuss in this week's

15
16

therapy.

14
15
16

Q. I think you've said that they felt under quite a bit
of pressure to sign that waiver.
A. Yes, I think some of it was pressure from the

17

Q. Let's move on to --

17

governmental department that they were dealing with at

18

A. Yeah, okay. No, I'm quite happy to discuss it. It's

18

the time but I think some of it was their own internal

19

just interesting how the process works in my mind.

19

moral code that they had around it as well, that

20

Excuse me.

20

actually if they didn't sign it and other people

21

didn't get their money that they wouldn't have been

22

able to have done that. But it was definitely -- they

21
22

Q. In about 1991/1992 when you were about 13 your parents
received an ex gratia payment on your behalf.

23

A. That's correct.

23

were definitely put under pressure from the Government

24

Q. It was held for you until you were of age.

24

department.

25

A. Yes.

25

Q. Your father didn't want the money, did he?
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1
2
3
4

A. No. He called it blood money, yes. He said, "My
son's life hasn't got a price."
Q. But your Mum wanted to use it to spoil you and the
family?

30
1

able to jump through those hoops.

2

Q. You described in your statement that initially the

3

process of applying for financial assistance was

4

initially very simple but then there was a cut in

5

A. Yes, and she did a good job.

5

funding, as you understood it, that caused

6

Q. You also have received payments, as you've said, from

6

complications and at that point there was a real

the Macfarlane Trust, the EIBSS and the Skipton Fund?

7

7

change in atmosphere and they went from being

8

A. Yes.

8

a supportive entity to not being that way at all, and

9

Q. Do you have any observations about the process

9

10
11

at that point you disengaged?

involved in applying to the Macfarlane Trust, to start

10

A. That's correct.

with?

11

Q. You have spoken a little bit about the change over to

12

A. So when I first became aware of the Macfarlane Trust

12

13

and first applied for some money with them, the

13

A. Yes.

14

process was, in my opinion, quite straightforward,

14

Q. Do you have any other observations that you want to

15

quite simple. I believe they did the best with what

15

16

they were given from Central Government, and there was

16

17

a time when they had slightly more sway than they did

17

The information they provide, the forms you have to

18

later on in their existence.

18

fill in, exactly the same as every other Government

19

department that you have to complete paperwork for.

The bottom line is the amount of money they were

19

the EIBSS.

make about them?
A. They're run like a Government department, basically.

20

handing out was insignificant, really, you know, and

20

And they just don't have the empathic

21

to go through all the hoops that you needed to jump

21

understanding of what it is that we've suffered with

22

through in order to get as little money as they were

22

as a community and I think it is -- you know, I've got

23

offering just -- for me, I hardly claimed any of the

23

an email chain that -- you know, we're talking about

24

money I was entitled to because I just didn't have the

24

a very insignificant amount of money. Basically,

25

drive or the determination or the mental space to be

25

I live with my father and they took his ESA and his

1

31
council tax benefit into consideration when allocating

1

then to have it removed and not fulfilled. It has

2

funds to me, and I felt that that was -- I felt that

2

been really difficult, and I think that's the -- for

3

was unjust, actually, and I told them so. I have been

3

me, that's the most difficult thing in this whole

4

waiting for an email from two individuals who are

4

process. I'm quite a straightforward,

5

quite high up in the NHS Business Service Authority

5

straight-talking kind of guy and I would just prefer

6

since January to explain it and I have had nothing

6

for people just to talk straight and not talking

7

from them.

7

gobbledegook, political speak, all that stuff, you

8

know. Don't say one thing and do something else.

9

You've got no integrity when you do that, and I just
lose faith in people once their integrity has gone.

8
9

Q. You've said you will provide those emails to the
Inquiry after today.

32

10

A. Yes.

10

11

Q. Those are the questions I have for you. Is there

11

12
13

anything else you'd like to say?
A. Firstly, I'm really grateful that we've had an

You know, I try and live my life that way today,

12

that I have a bit of integrity, and I just wish that

13

the people that are supposed to serve us (because

14

opportunity to finally say what it is that people need

14

that's what they are supposed to do, is serve us) did

15

to say. I had my own feelings around my infections

15

that because it would just make the process so much

16

all tied away in a nice little box, I'd done enough

16

easier. If you just come out and say, "No, you're not

17

work around it, and I knew that we were going to get

17

getting nothing and that's the end of it", cool.

18

nothing and I'd come to terms with that.

18

I can go away and work on that and come to terms with

19

When the Prime Minister at the time stood up in

19

it.

20

Parliament and said that they were going to re-look at

20

21

this issue, it reignited hope in me that eventually we

21

know, something that you're not going to follow

22

were going to get the right thing done.

22

through on, you know. Accountability and

23

And I am so disappointed.

23

responsibility is really important. You know, if I do

24

It's set me back so far in my personal journey

24

something wrong, I'm held accountable for it and

25

I take responsibility for it. There's been a complete

25

to have that hope flashed in front of me again and

But don't keep drip-feeding me hope and, you
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1

1

34
payments from the certain different kinds of trust but

But, yeah, I just would like to thank everyone

2

it hasn't been allocated for the psychological

really for giving us the opportunity to speak today.

lack of that.

2

3

support, it's been allocated to make my life -- to

4

Q. I am just going to ask -- sorry, go on.

4

give me the benefits of living a healthier life and

5

A. Go on, no.

5

eat well and that kind of stuff, the stuff that the

6

Q. I'm just going to ask Mr Snowden, who represents you,

6

money's made available for. But I've chosen to use

7

some of it towards my emotional well-being because

3

7
8

whether say there's anything he wants to put to you.
A. Yeah, cool.

9
10

(Pause)
Q. He has nothing else that he wants me to raise with

8
9
10

I feel that's very important.

SIR BRIAN LANGSTAFF: So this was a grant of less than
8 per cent of what it actually cost you?

11

A. Yes.

12

SIR BRIAN LANGSTAFF: There is just one matter which

12

SIR BRIAN LANGSTAFF: Thank you very much.

13

I want to ask you about and I'm sorry that it's about

13

A. Thank you.

14

money. You did say that when you got £1,200 and then

14

SIR BRIAN LANGSTAFF: That's all that I have to ask you.

15

£900 to help with the cost of counselling that you

15

It remains to thank you for being so open with us and

16

thought that was something of an insult.

16

11

you.

for giving your evidence as you have.

17

A. Yes.

17

A. Great. Thank you so much.

18

SIR BRIAN LANGSTAFF: You have had counselling for

18

SIR BRIAN LANGSTAFF: Ms Fraser Butlin, we'll take a break

19

12 years, you've paid for it yourself.

19

A. Yes.

21

SIR BRIAN LANGSTAFF: Can you give me just a sense of

22

roughly how much you have paid out of your own

22

23

resources to achieve counselling?

23

24
25

A. So in the last 12 years I would estimate it's close to
£30,000. And granted that money has come from

now for lunch and come back at 2.15.

MS FRASER BUTLIN: Thank you, sir.
21 SIR BRIAN LANGSTAFF: So 2.15.

20

20

(12.57 pm)

24
25
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