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Wednesday, 5 June 2019 

(2.52 pm) 

SIR BRIAN LANGSTAFF:  We won't take a break just now.

We'll go straight on with the evidence of Su.  I think

we have a photograph of Steve, don't we?

THE WITNESS:  Yes, thank you.

SU GORMAN, affirmed 

Questioned by MS RICHARDS 

Q. Su, you are here to talk about your husband, Steve.

There's just a copy of your statement in case you need

to refer to it.

A. Thank you.  Yes.

Q. Your husband Steve died who we can see on screen and

we're going to keep his picture on screen.

A. Please.

Q. Paul, if it goes down at any time could you put the

picture back up thank you.

Can you tell us when, and how you met Steve?

A. We met at fresher's reception at the University of

Exeter in 1974 at the Russian Department welcome the

new students afternoon tea, and we became sort of

passing friends for about a year because we didn't

have classes together, and from that friendship we

both moved off campus so essentially we spent a lot of

time communicating from Exeter St David's station and
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a lot of time waiting on the Exeter St David's station

because the train was always late so we had hours to

get to know each other.

When the time came for graduation we had to make

a decision because we had always been very clear we

were friends and we were not a couple, did we want to

stay together and commit or did we want to just say

goodbye and it didn't actually need a decision.  We

just decided to commit and we became a couple in 1976.

Q. Steve had been diagnosed with mild haemophilia A when

he was 12 years old in 1968?

A. That's right, that's correct.

Q. But that didn't stop him having a very active

childhood and young adulthood.  He played rugby and

other sports.

A. He played rugby.  He wasn't diagnosed until he was 12,

by which time he was in the one of the school rugby

teams.  Apparently he played cricket for the school

I've just discovered from an old school friend, and he

was, obviously, quite a boisterous sports kid but also

he was part of team sports and actually being part of

team sports at the sort of school he went to was very

important for self-identity.

He had an older brother who was three years older

who was totally different, who was introspective,
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scientific, I suppose the words "nerd" or "geek" would

be used these days.  Steve's gifts were for languages

but he was more interested in sport and being

a tomboy.

When he was first diagnosed he was encouraged to

carry on playing sport because it would develop muscle

tone.  It was good for his health, and that changed.

The first thing that happened was his parents were

in very much in denial about the haemophilia.  His

mother knew that her father was what she called a bit

of a bleeder.  She had also been a nurse so she must

have known something about the genetic transmission.

His father quite clearly knew nothing about it.

Steve was diagnosed at the age of 12 and a half

after a tooth removal which failed to clot.  Six

months later his brother was admitted to hospital aged

15 for exploratory surgery for a condition that even

an old Penguin medical dictionary will say susceptible

to haemorrhage and died the next day of a post

operative haemorrhage.

Having looked at what notes were available there

is no mention of haemophilia in Howard's notes but its

also quite difficult to imagine a hospital have taken

that risk had they known that there was the risk of

haemophilia.  Steve eventually came to a conclusion
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that, though Howard wasn't diagnosed as haemophiliac,

he must have been because he said he couldn't consider

it a coincidence any longer.  

So after Howard's death, people began to look at

the bruises Steve was developing when he was playing

rugby or cricket I presume and it was decided that he

should be withdrawn from team sports and contact

sports.

The measure of how -- I think, the measure of how

well he was esteemed by the sports department, one of

the sports teachers actually took him off to a private

sports club to teach him to play squash so he could

play individual sports and he remained until early

middle-aged a very good squash player.  Although he

couldn't actually exert a lot of energy, he got the

techniques, he could beat people who were healthier

than him.  I think it was actually quite a big part of

his life that was taken away from him.  But that is,

yes, that was Steve.

Q. You've recalled in your statement and, indeed, we have

a statement from Steve, which he prepared for the

purposes of the inquiry before his death, so we have

that as well and both those statements tell us that in

1976 Steve was treated for the first time with

Factor VIII?
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A. We've had to come to that conclusion.  Steve was not

keen on treatment and I can remember when he first

told me he was a haemophiliac in 1975 and given we

were students of Russian and we'd been brought up with

stories of Rasputin and the son of the last Czar of

Russia all seemed very exotic to me, but what he said

was he had heard that there was things in the blood

treatments that were being offered, particularly

hepatitis, and so he -- I couldn't actually get him to

look at the idea of needing haemophilia treatment.  It

was something he didn't do.

In later years he used to call it choosing to load

your own gun for playing Russian roulette, and that's

very much how he felt back as a teenager.  Then this

one day, just after we became a couple, he developed

this sort of giant bruise on his leg and I'd never

seen anything like it.  It was the size of a postcard

and I couldn't see why you don't then go to a doctor

and say, "Is there something you can do about this

bruise", and so he agreed to go and ask them what

should be done about this bruise, and we both had

a memory of them giving him this injection saying this

will deal with it.

So I presume that was the Factor VIII treatment,

because it certainly wasn't cryoprecipitate which was
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the other alternative, which was a whole complicated

procedure.

It was after that in that third year -- this was

at the end of the second year of university.  I then

went to London to carry on studying and he stayed --

he carried on at Exeter and things changed.  He lost

his concentration.  He lost his intellectual

sharpness.  He was on course for a first at the end of

his second year.  He still got a very good degree but

the first went out the window and he would have

trouble concentrating and sometimes he would say,

"Well, I've got into a muddle with this", and it was

mostly about money and numbers, and it was a big joke

between us because the only exam he'd ever failed was

O Level maths the first time, whereas I'd got an A for

O Level maths at the age of 15, so that was the one

big thing between us, so we put the money confusion

thing down to him and numbers.  

Now, I would say that that has to be a symptom the

hepatitis C because it is something that not only

happened regularly in our lives but have heard it from

so many other people that they had problems managing

budgets, managing money.

Q. Steve's statement says at that time that your talking

about:  
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"I noticed a change in myself", in his final year

at university and he describes feeling muddled, having

brain fog, making, as you've said, silly mistakes.

A. He never, ever talked about that.  I found that out

when he made the statement that it was as long ago as

that that he'd been feeling like that because he kept

it to himself.  He so desperately needed, wanted to be

what he should have been and he also in his way,

although he wasn't a classic macho man (I mean, he did

more of the housework than I ever did and things like

that), he always wanted to be a protective husband and

there were things he didn't tell me and whether it

took him time to realise that looking back or whether

he just kept it from me, I don't know.

Q. In 1977 Steve started a post graduate course in

London.

A. That's right.

Q. He worked as a bus conductor to earn some money.

A. That's right, because he didn't get the first, it was

at the time when the funding for post graduate was

being changed and if you wanted to do a research

degree that wasn't science you had to have a first,

and because he missed the first he couldn't get

a grant, although he'd got taken on to do the research

by one of the sort of biggest names in Russian
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literature, it wouldn't mean anything to anybody here

but to those of us it was impressive, and who took him

despite not getting the grant, agreed to work with

him, and sort of thought if you work for a year maybe

he could reapply.

But it meant moving to London and that meant

financing himself and at the time being a bus

conductor was very sort of the well paid non-skilled

labour.  So he thought that would actually go well

with having time to do the research, which it did,

because it had flexible hours as well.

Q. Ultimately, he had to -- or he wasn't able to complete

that post graduate work.

A. It was in two stages, we decided he needed something

a little less physical and a little more beneficial

for his self-respect in a way, in that era and

certainly from the sort of family we came from, where

if you went to university and we were both the first

in our families to go to university, you didn't become

a bus conductor.

So we thought being a teacher would be a better

way of actually funding life, really.  And so he had

to go to Nottingham for a year to do the teacher

training and he couldn't carry on with the research

the year he was in Nottingham because he was too far
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away, so the idea was he would come back to London,

which he did and got a job and pick up the post

graduate again.  

About three weeks into the teaching he looked at

me and said, "I can't do this.  I'm no good", and he

had a very difficult class.  He had real trouble with

them.  I'm thinking, well, you know, you are going to

do this because I've just spent a year doing horrible

job for you to do teacher training, so you're going to

teach for at least a year while I get myself sorted

out.  He didn't mean that.  He meant he could not use

teaching as a funding mechanism for postgraduate

because his own standards were so high he had to give

teaching his whole concentration, and he had to choose

between the teaching and the post graduate, and that

was the day he gave up on his post graduate which was

caused directly by the fact he couldn't get funding

for it in the first place, which was caused directly

by the hepatitis C.

Q. Again, Steve's own statement talks of this period of

time as feeling extremely fatigued and that it felt

like living with shoe laces tied together.

A. He always said it was like living life with your shoe

laces tied together and also that everything was just

out of reach, always just out of reach.  But again he
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didn't talk about that at the time in the early days.

He didn't know what was wrong.  He didn't know there

was anything wrong.

He had had no diagnosis, no suggestion.  We had

a number of occasions we went to the doctor and said,

well, you know, he falls asleep at ten o'clock every

night.  Amongst our circle of friends it was known as

doing a Steve if you fell asleep in the armchair.

Because he -- 10 o'clock every night.  I once bought

him tickets to go to the National Theatre so he could

sleep all the way through a film in the stalls, a play

rather in stalls, but the doctors said, "Oh, he's got

a busy career, other people need more sleep than you

do", and nobody wanted to listen to the fact that

there seemed to be something not quite right.

Q. In the summer of 1980, Steve received Factor VIII for

the second time, this time in connection with the

removal of some teeth.

A. Yes, they decided -- he went to the Haemophilia

Centre.  It was part of being sort of mature about

getting haemophilia treatment and he went to the

Haemophilia Centre and they said, "You need your

wisdom teeth removed", and it happened to coincide

with a period where I needed mine removed so we didn't

really question it, except there had never been
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a problem with his.

So he was admitted.  He was -- at that time

because he had been registered at the University, he

was registered at University College Hospital, and he

got this letter saying he was to go in to St Pancras

Hospital, which was this sort of secondary hospital

a bit down the road, and he was admitted there for

these four wisdom teeth, and I took his clothes away,

and there was actually no room.  They had actually

wedged a bed between two other beds so I had to bring

all his clothes away.

I was going to an office where I was doing

voluntary work in Middle Temple Lane, and so I got the

bus and by the time I arrived there Steve was sitting

in the office in his pyjamas with his coat on top and

they couldn't take him there because UCH wouldn't send

the blood products over.

So there was some sort of story about they

couldn't trust the motorbike riders, which seemed

a bit odd.  So, in fact, the teeth were actually

removed subsequently at UCH.

He came home on the Saturday and on the Sunday the

clots starting coming off, so he started bleeding in

the mouth, which was of course how he was diagnosed

with haemophilia in the first place, and one of the
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registrars had forgotten to prescribe the tranexamic

acid to actually to stop the clots breaking up.  

That was -- because that experience was so awful

I couldn't get him near a Haemophilia Centre again for

another four years, which I think now is how we missed

HIV because he didn't have any treatment during the

period the risk was there.

Q. Steve's statement said and what your statement echoes

is that in terms of what was said about Factor VIII at

the time to Steve and to you was it was portrayed as

a wonder drug?

A. Absolutely.  It was the future, it was the wonder

drug, it would make life easier as a mild haemophiliac

he only ever needed treatment in case of accidents or

medical interventions but, yes, very much with the

bruise it was, "We'll clear that up for you.  You

might as well have your teeth out because we've got

this new product that will make it easy to have them

removed".  Yes, it was very much it would improve the

quality of our lives.

Q. Was Steve or were you ever told of the risks of

infection?

A. Not at all, not at all.

Q. You married later that year.  You married on

25 October 1980?

 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

The Infected Blood Inquiry Su Gorman

(3) Pages 9 - 12

 



           13

A. We did, yes, yes.

Q. Then the third occasion in which Steve received

Factor VIII was 1984?

A. That's right, as I say there was a period of four

years he wouldn't actually seek treatment, which

actually was quite worrying at times because if he cut

himself, which he did occasionally, there was no real

backup because he was so determined not to have

a repeat performance and I could not say to him,

"You've got to trust them to get it right this time".

So it was 1984 and we'd read in the papers that

they were heat treating the products for HIV so that

risk was now over.  Never did we read any mention of

hepatitis C and Steve, as I say, had known in the

1970s about the risk of hepatitis but we just assumed

that if the risk was known to a sort of an 18-year old

who never went to haemophilia centres it would be

known to the people responsible and they had done

something to eradicate, which was our big mistake.

So he went to the hospital because he'd had a --

he bumped his hand in the garden and because the

bruise was actually on the thumb joint, we just

thought it better to check out whether he needed to go

to the Haemophilia Centre the next day, which meant

taking a day off work and ringing in, because he was
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teaching, so ringing in to warn the school or whether

he could actually safely leave it until the evening or

not at all.

He came back about an hour later and said, "They

injected me".  He said look, and the bruise had gone.

The bruise had actually disappeared.  That's how

little he needed the treatment.  "They said I've got

to ring up the centre tomorrow", so he rang them up

first thing and they said to him, "They should never

have done that to you", which is when we knew there

was something wrong, and that followed 18 months --

following by 18 months of HIV testing and that was in

the middle of the '80s.  

We've heard about it from so many people, that

dreadful Government campaign, the tombstones.  We both

worked with children.  We could have both lost our

jobs if we'd actually ever talked about it.  We took

the view that until it was actually confirmed we would

just assume that we didn't have to tell anybody.

So we couldn't tell the family.  We couldn't tell

our friends, and he was so, so worried, and he

wouldn't even tell our good friends because he didn't

want anybody not to invite us to dinner or to refuse

to come to our house for dinner, and he was so worried

about the stigma.
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The other thing to remember about Steve is that

the death of his brother, the way his family treated

haemophilia, the sense of stigma, the sense of shame

was so ingrained in him and so that was just another

level added him not feeling like he was a full member

of the human race.

Q. There was a point in time when Steve went out in his

car with the intention of driving it into a tree.

A. There was more than one occasion, but this was the

first one.

Q. Was that around this time?

A. At the end of the 18 months of testing he was told

that he hadn't got HIV.  By that time our plans to

have children, because we were actually actively

attempting to start a family at the time he was

actually infected, had gone on hold very seriously

because he was so scared of infecting me, and he'd

also been told that even if he didn't develop HIV he

could still be carrying it and pass it on to me,

although there was no test for that.

He was also told at one point that the incubation

for HIV could be ten years, which didn't really square

with the 18 months' testing but we were quite glad to

put an end to the testing because of the stress of

that.
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I didn't know because he taught so he worked

shorter hours that I did, we lived nearer the school

than we lived near my job so he picked up the post

every day and I didn't know he hadn't been paying the

bills until it became apparent that there wasn't

enough money left for me to get the petrol to go to

work and being my rational self I threw a fit.

I remember he gave me, he said, "This is all the

money we've got", and there was a pile of coins and

I just dashed it on the floor and said go and find me

the money.  I need a £5 note to go and get some

petrol.  He went off.  And he didn't come back and he

didn't come back.  In those days, the cash

distributors were quite well spread apart at the time,

and then he phoned me and said, "I've just tried to

kill myself.  I was going to drive my car into that

tree", and it was a tree we used to drive past when we

went shopping, only I ran out of petrol and he ran out

of petrol literally the length of a mini -- it was

a mini he was driving -- in front of that tree.

So I thought right, well, what do we do here,

because he was in no state at all and so I crawled

around the living room floor picking up all those

coins to see if I'd got enough money to put petrol in

one of our cars, his car, I'd got enough petrol in my
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car.  I phoned my Mum and said, "I desperately need

some cash immediately.  Could you pop across London",

and she came across London with a bank note and I then

thought I can't cope with this on my own, so I called

his parents and his Dad came up from Bristol, and

I got there and he was just -- it's hard to describe

how he was.  

So I gave him my car keys and my car was brand new

and it had come with my job so I knew he wouldn't hurt

my car because he knew how much it meant to me and I

said, "Go home.  I'll sort the mini out".  I think

I'd actually stopped and bought petrol on the way with

those coins that I'd picked up off the floor and I got

home and I had to leave him with my mother and his

father, and what happened was he was so sure that he'd

been infected with HIV and that he was going to die

that he just assumed that he was going to die very,

very quickly, as they told you one did, the life

insurance because we'd got a mortgage would clear up

all the debts and I'd be okay, and then he didn't have

HIV; so he wasn't going to die but we'd got all the

debts.  

Fortunately, his Dad sort of put us back on our

feet again but at that stage I was saying to people

there is something wrong here.  This is not a normal
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reaction.  However, awful it is that he's lived

through, this is not a normal reaction to go and smash

the car against a tree for I think it was about £3,000

it took to put us back on float.  It was not

a fortune.  They said, well, you know, stressful job,

you know, this, that and the other, and nobody --

nobody -- would take it seriously that there was

something wrong.

From that point, things deteriorated.  He became

much less gentle, humorous, funny.  He became quite

prickly, I think is probably the best word.  But, yes,

there were -- it got to the point where I made him

promise if he was in a bad mood never to take the car

out again and there were times when I actually

wrestled the car keys off him because I was so scared

he'd do it again.

He never wanted to talk about that.  I talk about

it now because it matters to me but it was something,

even when we were giving our statements to the

solicitors, I said, "Can we mention that", and he

said, "No".  It was something he never wanted to talk

about.  

Q. In 1987 you decided to move to France for a period of

time?

A. We went for a year, in fact, because his head of
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department, who was also a very good friend and is

still a very dear friend, and sort of had a slight

maternal role in our lives because our own parents on

the whole weren't particularly supportive, we sort of

recomposed families and she saw that there was

something wrong with Steve.  She could see he was

changing, that he was tired, that he was stressed, our

relationship was edgy and she put it down to two very

demanding careers.

He needed to learn French to become head of

department, which was his next career plan and because

she was about to retire that would be the year later,

so she decided we were going to France for a year to

get a break and for him to learn French and then come

back and take her job.

That year was actually a very, very good year

because life was very, very ordered.  The French

lifestyle, in the country areas anyway, was much more

ordered in those days.  You had breakfast.  You went

to work.  You came home.  You had a two hour lunch

break.  You went back to work and that seemed to sort

of suit him very well and he did very well.

But also at that time the London Education

Authority has being disbanded so they were losing

posts and he got offered the chance of early
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retirement at the age of 30 so he thought -- we

thought why not, we'll stay, so we stayed in France.

Q. Until 2009?

A. 2009, yes, 22 years, yes.  

Q. But Steve's health continued to deteriorate during

that time?

A. It did.  It got -- things got very, very difficult.

He got an absolutely sort of superb sounding job which

was basically travelling the south east of France so

he would be off to the Alps or the Riviera or wherever

every week but, obviously, with hepatitis C symptoms

he wasn't coping but he wasn't telling me he wasn't

coping, and what he told me eventually was he'd go off

to a new town every week and he'd find himself

wondering where he was, and they decided to rearrange

the way it was done and actually disband the detached

office.  The main office was in Paris and Steve was

just the one person working from the regions.  

To avoid paying redundancy payment, they decided

to say he wasn't doing his job properly and called him

to Paris for a meeting, and he came back and it was

all my fault.  I was saying, you know, "This is wrong.

They are telling you wrong and also what they are

saying is redundancy.  It's not you're failure and

look at all the wonderful people you've met, all the

 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

The Infected Blood Inquiry Su Gorman

(5) Pages 17 - 20

 



           21

friends we've made that you have been visiting as

clients.  If you weren't doing your job properly that

wouldn't happen".

It was all my fault and he got really angry so

I sort of walked off and I came back and I found him

shuffling around the kitchen closing and opening the

door of the wall cabinets.  It's something I do -- I

used to annoy him intensely as I always forget to

close wall cabinets because they are above my head so

he was going, "I can do that.  I can do that", and he

was just shuffling around like an old man, and this is

my man who was accepted to do a PhD without a grant,

you know, by one of the top people.

It ended up in tears and him just saying he felt

so useless so awful and that's when he told me some of

the things, and I actually said to him and I'd said to

him several times, "You need help.  Will you now

accept help?"  I was actually in the process of

leaving him.  That was the other thing, I was actually

packing to leave and I said I will stay with you all

the time you get the treatment you need, and that's

when he started seeing the doctors and, to be fair, he

carried on having treatment for the rest of his life.

Q. It was in 1994 that Steve learnt that he had been

infected with hepatitis C?
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A. That's right.  Things improved to the point he did an

MA in business management in Lyon and then he went to

Paris to do a PhD in cultural management and

development and while he was there he was feeling so

good he actually went to a Haemophilia Centre for the

first time since '85 and there they did the blood

tests and they found he'd got hepatitis C, and as he

was told it, it was sort of benign.  It was just,

"You've been exposed to the antibodies.  It's not

a problem.  It's nothing to worry about.  It won't

affect your life".

Q. The way Steve has put it in his statement was he was:  

"... informed of the diagnosis by the doctor there

at the clinic in Paris who told me extremely little

about the infection.  He told me I had nothing to

worry about and gave me no warning as to the risk of

spreading the infection."

A. Yes.  I mean, certainly nothing to do with the hygiene

rules and the protection and again that was something

else that was very strong in Steve is those years that

he could have infected me and he was really, very

angry about that I think.

Q. You then as a couple embarked upon a process of IVF

because you wanted to be able to have children?

A. We got to the point where we -- I was getting to the
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age where it would become too late, too late to try.

From the suspected HIV treatment (and, in fact, that

actual batch did develop HIV, we don't know how he

missed it but from that treatment), and partly because

of his behaviour changes, we never felt we had the

conditions, things were never right, to have children.

So I just thought out of curiosity I'd go to

a doctor and see if there was a small problem that

could be fixed and in France they have this very

strong attitude that everybody has the right to have

a child, so once you go to a gynaecologist and say,

"We're having trouble having a child", you are in the

system and we ended up being on an IVF, and we were

halfway through and I was actually sort of really at

the upper end of the age limit that they accept you,

and we noticed on the blood work that they hadn't

tested him for hepatitis C.  They tested me and I was

negative -- they tested him for A and B and not for C.

We were talking to the biologist and we said, "Do

you need to know" -- well, Steve said, "Do you need to

know I've got hepatitis C", and everything changed.

It was like a panic reaction.  Within 24 hours we were

removed from the programme because of the risk to --

in the labs of his contaminated sperm and he was

seeing a hepatitis specialist, who was actually an
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internationally known professor, who was a brilliant

doctor but not -- bedside manner lacked a little, who

told him, "Okay, so the prognosis is -- we don't know

much about the symptoms, but the prognosis cirrhosis,

cancer, transplant, premature death".

So within 24 hours I was told that I would never

have children and that I would lose him young, which

is what's happened.

Q. That was 1997?

A. Yes.

Q. At some point Steve was also told that he might have

been exposed to vCJD?

A. Yes, that was back when we were in the UK.  I think it

was when everybody was told, you got the letter sent

round, there was a letter sent round saying because he

had had a treatment -- he never showed me the letter.

I have no idea where it is, in fact.  I know he saw it

and he told me and -- but vCJD for us it was just the

one thing too many to think about.  We just decided he

wasn't going to have vCJD because we couldn't cope

with what had happened to our lives.  We knew by then

the damage the hepatitis C had done and was doing and

the thought of vCJD -- the thought of Steve losing his

mind, of Steve losing his mental capacities was more

than either of us could bear, because if you remember
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this guy was very, very bright and it was his mind

that really kept him going and got him through.

Q. Over the following years, having had spelt out to

Steve finally the seriousness of the hepatitis C, what

was the impact on Steve physically and mentally and

emotionally?

A. I think up and down.  We were both very, very

conscious that if we became miserable people whoever

had done this to us had taken everything.  So we

actually tried to be as positive as we could and to do

as many things as we could.  Obviously that diminished

over the years.

He was very, very frustrated because he couldn't

do things as well as he wanted to and he had very,

very high standards for himself.  He had high

standards for most things but of himself he demanded

more.  It wasn't helped that we got no support from

any of our family at all, that we were just left to it

ourselves.  In fact, his family just sort of didn't

help, didn't do anything, there was no support at all.

It was just a complete break with the family.

My family expected us to be the capable ones and

do things, so despite his illness we were the ones

that were actually -- the ones they turned to until it

got too much to cope with.
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So I mean, the impact on our relationship was once

we knew it was hepatitis C we actually could

understand what was happening and it took away a lot

of the emotional pressure.  There was a reason it was

happening.  It wasn't because he was obnoxious.  It

wasn't because I had been wrong about his personality,

and one of the most useful things I discovered was in

a self-help leaflet from a local hepatitis C

association and it said to the sufferer, "There are

times when those who love you will not be able to cope

with your humours, your bad temper.  That doesn't mean

they don't love you but they have a right to object",

and to the people around the sufferer, "If you cannot

cope with the moods, tell them you cannot cope with

their illness and leave the room", and that takes away

the blaming -- you're not blaming the person.  You are

blaming the illness.  I suppose the illness for us was

a third person in the relationship.  It was the guest

who came to stay.

I think that's how we lived it, that there would

be days when Mr Grumpy, as we called him, would take

over Steve's body and life would be a hell and there

were days when Steve was back and everything was

wonderful and that's really how we lived it and we did

as much as we could within the limitations of what we
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got.

What didn't help, of course, is the appalling

financial situation we were put into.  We lost both

our careers, we both lost our incomes, we lost life

insurance, and those responsible for it obviously see

fit to treat us like paupers and push us into the

position of benefit claimants for no good reason at

all, and that did play on Steve, partly again because

he came from an old fashioned family where his Dad

worked and his Mum stayed at home with the kids and

his parents thought he was a failure because he

couldn't keep me, that I had to work.

He felt -- he did feel very diminished at being

deprived of his career, being deprived of the what he

could have contributed to society, being deprived of

the ability to father children, to provide me with

a home, to provide us with a secure economic life, and

he'd worked hard enough to get there.

The thing we actually said at one point was, and

it sounds terrible I know, but neither of us spent six

years in higher education to end up begging for money

and he minded a great deal about that and, at the end,

that was the thing that he found the hardest.  He'd

cope with the illness.  He'd cope with the physical

symptoms.
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We'd adapted every time that he was diminished but

the money problems just went on and on because of the

lack of will to accept that we have a right to

a decent standard of living as a minimum and probably

to the standard of living we should have had or did

have when the illness kicked in.

Q. You and Steve left France in the end in 2009 having

stayed there a lot longer than you had initially

planned.

A. Yes.

Q. You lived in a hotel for the last few years there.

A. I decided that -- I had actually had a friend who was

widowed a couple of years previously and I just

watched the effect of being stuck in the house with

her husband's clothes in the wardrobe and what had

happened to her, and just knew I couldn't do that and

I didn't want that.  So we knew that we'd got

a limited income because of his inability to work, so

we decided not to invest in bricks and mortar but to

build a memory book and so if you're not paying for

a house you can go places and do things, even on

a slim budget, so that was -- it was actually

a deliberate choice, and the fact I ended up without

a home after I lost him, I mean for me home was where

he was so I don't have a home and I will never have
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a home again, and so I'm not that bothered about

bricks and mortar.

Fortunately, I have some lovely friends who are

actually giving me house room at the moment while

I get myself sorted out but it was actually where

I wanted to be, which is free to start again without

having to look at the places he'd been in.

Q. What treatments did Steve undergo in relation to the

hepatitis C?

A. In 2002/2003 he did the what was then state of the art

peginterferon and ribavirin, which was 48 weeks of

absolute hell.  It was an injection on Monday mornings

which gave him flu symptoms for two days and then

three days -- then taking the ribavirin for the whole

week.

It was that bad the first week, it was the

holiday, the school he was working in had short

holidays, it was the first week of the holiday so he

had the interferon injection, spent the day in bed

then for the rest of the week we went off to the

seaside and he was so ill that if I wanted to eat we

had to go down to the beach and I had to sit 100 yards

away from him because he couldn't bear the smell of

food.

They had to adjust the interferon -- this was in
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France by the way -- they had to adjust the interferon

treatment and he worked until Christmas and then he

just couldn't go on and he never worked again as

a result of the interferon.

I mean, all the symptoms have already been

described by lots of people.  It was exactly the same.

He was tired.  He felt sick.  He was bleeding.  His

legs particularly would bleed.  He was night sweats.

We were changing the bedding every day.  Luckily, the

hotel we were staying in.  They were very nice people,

friends of ours and very accommodating.

He didn't leave the room for ages.  Unfortunately,

it clashed with the heatwave in France so, in fact, we

spent two months virtually not doing anything at all

because it was so hot, and we would go to hospital and

they'd say, "This is marvellous.  The test results are

showing the hepatitis has gone, really good results".

We'd say, "What about the quality of life?  What about

our standard of living?"  

"Can't do anything about that.  Just be happy with

your results", like the results mattered more than the

fact he wasn't earning money.  We weren't sure how we

were going to carry on paying for ourselves.

At the end of that we were told that it would take

a few weeks for the symptoms to wear off and they
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didn't, so we sort of suspected it hadn't gone as well

as it should have done, although the success rate was

given as 40 per cent because of the length of time

he'd been infected and his genotype.

Then we changed doctors fortunately, because we

were getting a little bit fed up with the gentleman

who was so pleased with his figures that he didn't

actually see the whole patient, and the first time we

saw the new doctor and he said, "I'll ring you with

the blood test results", and he rang the next day.

Steve wasn't expecting them that quickly, and he came

off the phone and sort looked me and he was in tears.

He said, "It hasn't worked.  The hepatitis has come

back".

It was one of those moments where we couldn't be

together because I knew I couldn't cry because it was

his grief more than mine but I knew I was going to

cry.  So I left him and I found the friend who had

actually been with us throughout the whole thing and

I told her and she just looked at me and said, "Do you

mean we went through all that for nothing?"  That was

the effect on somebody who's a third person to our

relationship, who had seen what the treatment had done

to him.

She used to say to me sometimes, because the
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French are very keen on you say bonjour to everybody

and you greet people and it's considered very rude not

to, and she would say, "I looked at his face and

I knew it wasn't worth it so I didn't even say good

morning to him", because she had actually seen what

the treatment did.

That is something that again that gets diminished.

I have heard other people talking about the interferon

treatments and I know over here in the UK people have

more than one interferon treatment.  Steve was told

because of his reaction, because of the failure, he

should never have another one.

But, yes, it was pretty demoralising.  Then we

went to the doctor, back to the specialist, and he

said, well, there might be something in the pipeline

in the next two or three years, which seemed an awful

long time to wait then.  As I say, Steve never worked

again because he never really lost the symptoms from

the interferon, the lethargy, the pain.

He had this -- the weight loss thing.  He lost

20 kilos in less than a month.  You know he had

a wardrobe with three sizes of trousers because he

could never keep his weight stable.

After three years and there was still no

treatment, we sort of resigned ourselves to the fact
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we were living with an incurable illness and, again,

that was difficult and there was always in our minds

he would shake off the symptoms, he would get back to

work, he would pick up a career, and it just never

happened.  He was never well enough.

But the one positive thing about the interferon

treatment was that because it obviously did clear the

hepatitis C during the time he was taking it.  It was

like watching the memory book of our life unfolding

backwards and I re-found the guy I married and I knew

why I'd married him again, and that I think saved our

marriage, because I knew then I hadn't made a mistake,

he hadn't made any mistakes, the mistakes had been

done to us by other people and that -- we became

actually as close as we'd been at the beginning and

I think that was the strength of our marriage for the

rest of the time.

Q. It was many years later in 2015 that Steve underwent

a second course of treatment?

A. That's right.  When -- the new treatments first came

out at some time a couple of years earlier than that

and we discovered that they were, in fact, the

treatment that he had had that had been so

catastrophic with a third molecule added in, which

would give even worse side effects, and was for 48
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weeks again for his genotype and he'd been told not to

use interferon, but we were actually under quite a lot

of pressure to take that as state of the art.

We were seeing the local hepatologist.  It was the

first time Steve had actually seen a hepatologist in

the UK.  We had come to the conclusions we weren't

going to get back to France any time soon so he

would -- because the new treatments had come to see

what he'd get -- and we were very, very hesitant, and

it was actually an awful period because we were trying

to decide whether to sign up for a year of living as

we had lived before with him going through all that

and worse, or take the risk of him developing cancer

and then being told, "Well, you refused treatment so

we're not going to treat your cancer", because the

reporting that you got off the British Health Service

in France was quite dramatic on that sort of subject.

So as we were leaving this consultant's room,

which was in the local Margate hospital, he said, "Or

I could send you to King's and see if you can get on

to clinical trials, if you want to think about it." 

It took us the time to turn round and sit down again

to think about it and he got himself referred to

King's.  Apart from one attempt to force him on to the

interferon treatment that they'd got available, we
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were told, "If you want this new treatment, you are

going to have to fight for it, you are going to have

to campaign for it because the Government are going to

refuse to fund it".  And I can't say who told me that

because of their role in the thing but that was

actually one of the consultants at King's.

We'd already joined the campaign here and joined

Tainted Blood, so we started talking to people about

it and that actually became a very live part of the

campaign in 2015.  We had a very supportive MP who was

very active in actually getting the new treatments

passed and there were at the time, the NHS -- and

apparently it's the first time ever -- were trying to

persuade NICE not to approve the new molecule when it

became approved for European use, which was going to

be in the July and they were waiting for one more

molecule to complete the drug that was used with

Steve, and become cost grounds.  They wanted to wait

for another drug company to come up with a similar

thing and then have a price war.  Meanwhile, people

could live with the symptoms of hepatitis C or not

live.  They approved, I think, 500 on compassionate

grounds.  

Then just before Steve was due for his next

consultation, it was decided to allow people who were
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classified as stage 2 by Skipton (people with liver

damage) to access the new treatments at certain

centres and King's was obviously one of the centres.

So he got the new treatment straight away.  But it

wasn't sure and we didn't know until the day that he

was actually -- it was actually approved that he would

get it.

So it was the fact that, yes, everybody who has

hepatitis C, as the doctors told us, deserved the best

treatment available but you have this population that

have actually been made ill, lied to about it, had the

information deferred to the point that so much damage

has been done to the systems that many of them aren't

going to survive even the treatment, many of them

already died, and they are still being denied the one

possible treatment that might save their lives on cost

grounds by the people who had actually made them ill

in the first place and taken away their income, taken

away their ability to provide for themselves.

So yes, he did get the treatment in 2015 but after

a long battle.

Q. This treatment had fewer side effects?

A. It had side effects but, interestingly, they said the

thing to do was to eats lots of dairy food?  Now,

Steve came from the West Country; so eating dairy food
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to him was like breathing.  So that worked really

well.  So he ate an awful lot of yoghurt.  And he

always said it wasn't comfortable because he had to

have ribavirin again and he and ribavirin didn't get

on.  But it was three months and he survived it and

the viral load didn't come back, and he was actually

declared cleared I think about -- well, they were very

conscious about testing.  It wasn't just six months or

a year.  It was I think something like 18 months or

something before they actually sort of said, "Right,

okay, you can now consider this actually cleared".

But for the year leading up to the treatment his

liver was like at the bunch of grapes.  I got to see

pictures of it.  The consultant liked to show me the

x-rays.  It was like a bunch of grapes.  A liver's

supposed to be smooth.  In that terrain, little lumps

can form which become cancerous and there was one lump

they weren't sure about; so he was being monitored for

a year and, again, he was very lucky because he had

MRIs every three mounts -- I say lucky but in terms of

treatment, he got the best treatment -- and they

decided just before he started the hepatitis C

treatment that, in fact, it wasn't moving, it wasn't

growing, so it wasn't cancerous.  When he went back to

get the final results -- well, the results of the

 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

           38

sustained viral response the, clearing of the

hepatitis C -- they said, "The bad news is that we've

looked at that lump again and it's grown".  It was

only 2 millimetres but it was grown and it's

cancerous, "we think it's cancerous".  And they said,

right, you're going to see the consultant (who was the

consultant we'd been seeing for ages anyway) and they

said it will be done within six weeks, and this was

December.  So we thought great, that's Christmas and

New Year.  Not at all -- and this is the advantage of

a good hospital.  Steve saw the consultant, he was

given a programme, he went in second week in January,

they did an intervention through his groin, through a

vein in his groin, and it was removed.  And in March

last year he was finally declared as the cancer was

gone and so any discussion of transplant was now

suspended because they had actually cleared the

cancer.

Q. But despite clearing the virus, and indeed the cancer

as you described, Steve was still unwell?

A. He developed a horrible condition called portal

hypertension, which I think this morning's witness was

describing.  It's when -- because the blood can't flow

smoothly through the liver, it finds other ways and it

puts pressure on the veins and they develop little
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blisters, which are called varices, which then burst

and they burst in the stomach and they fill the

stomach with blood and the stomach eventually rejects

all that.

So the first time it happened, we were absolutely

terrified.  He sort of said he was feeling funny, got

up, fell over, vomited about 2 litres of blood across

the bed and fell into it and I honestly thought at

that moment this is it.  Then he sort of came round.

So he was taken to the local hospital, who didn't know

what they were doing and didn't know what it was, and

he ended up in St Thomas'.  And it's now treated by an

endoscopy.  They put the camera down out and they can

put little prongs on it and they tie up the varices.

So that was a week in hospital.

Again, in April he was told -- because it was

monitored by endoscopy after that -- in April he was

told that that was also the repairs were solid and

that was cured, as it were.  Then in June, two months

later, he vomited blood again and, because it was

summer, he did it in the garden which was a lot less

messy.  So we had to call the ambulance and we called

St Thomas' and they took over and he was treated,

except that they then decided that there was a problem

with his temperature which was raised and so they
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decided not to discharge him as planned on the Friday,

but to keep him in for another few days and to give

him paracetamol and they thought they would do a scan

on chest just to check the reason for it.  The actual

reason for it was a faulty thermometer, that they'd

got a stock of faulty thermometers that were giving

the wrong readings and when they changed thermometers,

his temperature was perfectly normal but that took

five days to work out.

Meanwhile, he was told there was nothing on his

lung.  That was before I got to him in the afternoon.

When I got to him in the afternoon, the doctor came

round said and said, "Right, we've found a pulmonary

embolism, a blood clot on your lung".  And we knew

nothing about blood clots.  He's a haemophiliac.

Haemophiliacs don't get blood clots.  So they said,

"Well, you know, it could be really dangerous.  If it

moves, it could kill you so we're going to have to

treat it straight away and what we're going to do is

give you blood thinners".  We said what?  They said,

"Well, we're going to give you blood thinners.  We're

going to balance it with the Factor VIII".  So we said

what?  They said, you know, the body understands this.

I said, well, great because my mind doesn't, you know.

So they started him on a really high dose of blood
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thinners.  The next day he was purple from there to

there, from there to there, from there to there

(indicated).  He was leaking from where they'd put the

needles in his arms.  He was leaking blood all over

the floor.  On this one particular evening, he went

through three pairs of clean pyjamas in half an hour

and I was saying to them, "This is not normal.  In 44

years or 42 years I've never seen him bleed like this,

bruise like this".  They said, "Oh, he's

a haemophiliac.  They bruise easily".

We also actually on that occasion we actually had

one nurse who actually said to us, "Excuse me, would

you mind telling me what haemophilia is.  I've never

heard of it".  And this was one of the nurses nursing

him.

So he was discharged at 7 o'clock in the evening

with a care plan that defied description which meant

him himself injecting the blood thinner and then

having to got to the local haemophilia centre for

a Factor VIII injection, which was an hour's trip

every morning for 10n o'clock for six months, which

would have taken us from mid-June to Christmas.

Before he got home, he'd actually vomited blood but he

didn't tell me.  We sort of ate together and then he

went to bed early and I was just getting into bed and
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he was up again vomiting blood in the garden; so I had

to call the ambulance and we had to go back.

Again, as my colleagues said this morning, it was

the same thing.  He'd actually been discharged still

bleeding five hours previously but he had to go

through the whole A&E process, and not just the A&E

process, he was put in the ordinary A&E which aren't

capable of dealing with him, not the -- they call it

the resuscitation unit, which is like the Formula 1 of

the A&E area.  And he was there and I was saying,

"Look, he's bleeding.  He just been discharged.  He's

bleeding.  We need to speak to St Thomas'.  We need to

know what's happening."  And they said, "Oh, we'll

wait and see what the doctor says".  So they said,

"Oh, it's a failed discharge.  We'll get another

doctor".  So I had two doctors standing there going

(indicated) at me when I was trying to say do

something, phone St Thomas".  You can use the phone.

You can phone St Thomas'".  So I phoned St Thomas".

But we can't listen to you because you're not a

doctor.  We're not going to talk to them".

The Steve found his own way of getting transferred

to the resuscitation unit: he vomited blood on their

floor and they moved him really quickly.

Q. That was the summer of 2018.
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A. That was June/July.  That was July -- no, it was the

end of June by then.  He was in for two weeks in June.  

So they took him off to another endoscopy to see

what had happened and what happens is when they do the

repair, there is some ulceration around the repair.

They do band them, as was described this morning, and

there's some ulceration and normally the bands until

the ulceration heals over and then the bands disappear

and whatever.  But because of the clexane, because of

the blood thinners, he was leaking through the

ulceration.  And so they said to go home and they'd do

the endoscopy, because I'd been up all night again

with him, and they phoned me at 3 o'clock and said

he's back on the ward, they've done the endoscopy and

there's nothing more they can do.  He's bleeding and

there's nothing more than can do.  If they can

transfer him to King's, they will.  Now, he'd had

a bed waiting for him in King's two weeks previously

but that's another story.

So we spent the afternoon in a really dismal sort

of badly conditioned ward and he thought, he really

thought, he was going to die and he actually said to

me, and the reason he hadn't told me he'd started

vomiting blood before we got home, was one of our

great sort of pleasures was entertaining and cooking
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meals and food and restaurants and whatever and that

had pared down, because of the way his health was, to

us having nice meals together.  And I'd planned this

meal for when we got home and he called it our last

supper and he meant it in the biblical sense.  And he

actually said to me at one point, "We've had our last

supper."

That time they got him to King's in time and when

we got to King's, the first thing that we agreed was

they would stop the clexane, they'd stop the blood

thinners, and there would be no more blood thinners.

Secondly, they found someone competent to do the

endoscopy.  

He was sedated for 48 hours.  They sedated him and

intubated him and transported him like that and left

him unconscious for 48 hours, which is something he

always said, "It's 48 hours of my life I've lost and I

don't know about and it's really quite disturbing".

But they repaired him and they kept him in for

another two weeks to make sure that he got the best

quality of endoscopy to check that the repair was good

this time and, while they were doing that, they

finally got the papers from the local hospital and

they looked at the exams and there never was a blood

clot.  There never was one.  So the clexane treatment,
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the blood thinners, had been for nothing.

Q. Su, I know you have a number of concerns about the

care and treatment Steve was provided and those are,

as I understand it, going to be explored, or you hope

and intend that they will be explored in an inquest.

A. There is an inquest that has been started, yes.  So

I'm waiting for that.

Q. In December 2018, what happened?

A. Well, the first thing that happened was, and I'm not

sure this is actually in the statement because it all

got a bit of a rush, was a Friday and he couldn't

finish a sentence and he couldn't actually relate to

what was happening.  I mean, he literally couldn't tie

his own shoelaces, he couldn't put his shoes on.  In

the end -- and because he was so scared of the local

hospital, he really was, that I held off calling the

doctor or anybody in case they sent him to the local

hospital.  But when it got to the point where he

couldn't actually stand up or speak and also couldn't

get himself to the bathroom in time or to the bathroom

at all, I called the emergency 111 service for an

assessment and they sent an ambulance who said he

needs to be in hospital.

So they took him to hospital and after a day,

after a few hours of tests and whatever, they actually
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diagnosed a urinary tract infection and they gave him

antibiotics and that seemed to work.  So that was that

Friday and we were back home on the Saturday.

So he took the antibiotics and he got up on the

Friday morning, it was the last day of the

antibiotics, and he felt well enough to go out.  He

didn't want me to go with him because he was quite

independent about he liked to go out on his own.  He

didn't like me going out on my own because he liked to

know where I was but he liked to go out on his own.

So he wandered off to the local -- took the car, went

off to the local shop and came back and he said,

"I think I need to lie down".  Well, he had been

diagnosed with severe anaemia following the debacle in

the summer, so we thought he was still recovering from

the anaemia and the antibiotics so we didn't think too

much of it.

I had planned to serve lunch at about 4.00 to cope

with his timetable and 6.30 we ended up sort of eating

lunch and he said, "I can't finish this, I'm sorry.

I'm going to have to lie down again".  So he went and

laid down and I heard him go to the bathroom and vomit

and always when I heard him vomit, it was, "Is that

blood?"  He said, "No, no, it's not blood".  So he

laid back in bed again and he vomited and it wasn't
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blood for him because before it had always been old

blood, which is dark red, and this was new blood which

was bright red and it was definitely blood that I saw

come out.  So I had to ring the ambulance again and we

had him back in A&E and we got that sorted out.

The plan was to stabilise him overnight, which is

what the protocol requires to make the transport safe,

and then he's to go to King's for an endoscopy.  For

some reason, while I was at home packing a bag to go

away with him to London, it was changed and they

decided to do the endoscopy there.  

And then I have absolutely no idea what happened.

He was plonked in a ward.  He was hyperventilating and

he said, "I can't wake up this time.  It's different

this time.  I can't wake up".  And he couldn't get

comfortable and they said because he was

hyperventilating that he needed to sit up and I've

actually -- his cousin's a nurse and told me that's

actually what an A&E nurse will do first of all is if

somebody's hyperventilating you sit them up.  But

after about four hours of this, he was still

hyperventilating and they said, "You know, this doctor

needs to look at him now", so I went away.  

Then they called me back and there was a person

there who was from the critical care team, and she
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wasn't a doctor I discovered afterwards -- that's how

serious it was -- and they said, "I have to tell you

your husband's not going to last the night".  And so

6 o'clock I was told -- 3 o'clock I was expecting to

take him home, you know.  This was two days before

Christmas and because of the state of his health and

because of that week with the urinary tract infection

we'd made no preparations at all for Christmas because

I'd got no idea what he would want and what would be

right for him.  So I was sort of thinking that, you

know, when we leave the hospital we'll stop at Lidl

and get some smoked salmon and Prosecco and that will

do, something light and something, you know, a little

bit festive.  And then I was told that he wasn't going

to -- you know, they would do their best, they really

would do what they could, but they didn't think that

they could do it.  And if they could bring him round

(because his organs were collapsing), if they could

bring him round so it was safe, they would send him to

King's because King's could do things that they

couldn't.  Those were the words that were used.  So

they took him up to the Intensive Care Unit and he

drifted off.  Well, he was sedated because they did a

dialysis and he never woke up.

Q. That was 23 December last year?
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A. It was 1.00 clock in the morning, 1.10 in the morning,

23 December last year, yes.

Q. You had to -- after Steve's death, arrangements had to

be made for a specialist post-mortem.

A. Well, I actually raised the subject because I wanted

to know why he'd died because if he hadn't needed

medical treatment at 3.00 in the afternoon, I couldn't

work out why he was fatally ill at 6.00 in the

afternoon.  I wanted an explanation just for that.

So it was referred to the Coroner and initially it

was that he was moved from Margate Hospital because

they weren't competent to deal with it (their lab

wasn't sufficiently high grade) to the new hospital at

Tunbridge Wells and because I'd notified the vCJD,

because I used to do all the notifications and stuff

when he was in that state, the pathologist there

apparently Googled it to find out what it meant and

when he saw what it meant, decided there had to be

a specialist brain autopsy before any lab could safely

carry out the other, the normal autopsy post-mortem.

So I was told he would be being transferred to the

only one that was available in London and that he

would be taken up there for the day and they would

wait for him and take him back.  And it began to sound

like an OAP's day out: you know, he'd be taken from
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the seaside to London for a day trip and back to the

seaside.

So then they decided -- then there was a question

of cost.  So that has to then be referred to a more

senior coroner because they have to negotiate with the

London Coroner who is paying what for what as

I understood it.  So then there was a delay and I

finally got a phone call saying that the brain autopsy

had been done and there was no vCJD and he had been

referred -- but he'd gone back to Tunbridge Wells and

they decided that he was too complicated for them to

do, so he had to go to a grade 4 lab; so he had to go

back to London again.

He had actually been ringing me to tell me that

the transport had been arranged and Steve's body was

going to St Thomas' and, just by chance, I was out in

the Kent countryside and we hit a dip, so the call got

cut off.  By the time he rang me back, he'd had an

email from St Thomas' saying their ventilators had

broken down, so they weren't taking any bodies; so

Steve then had to be put on ice until they could

actually receive him.  So I didn't get the

pathologist's conclusion or permission to bury until

the middle of March.

Q. You wanted to share this experience because you did
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not know beforehand that the risk of vCJD would mean

all these additional arrangements and complications.

A. Yes, I think it's really important that people know,

because I wasn't expecting it, that if you are -- if

you have notified the hospital that you or if the

hospital have been notified there is a risk of vCJD

and a post-mortem is ordered, there have to be two

post-mortems because apparently, as I was told it, the

specialists that do the brain autopsies can't do the

other ones, but the rest of the post-mortem can't be

done until the brain one has been cleared.

I don't know what would have happened if there had

been vCJD.  Nobody was very clear about what would

have happened.  He wouldn't have gone back to

Tunbridge if there had been vCJD.

So it's just something -- and I've been talking to

other people who have been sort fairly horrified and,

you know, I hope it doesn't happen to anybody else and

I hope that their loved ones don't have to go through

what I've been through.  But I think people need to

know that this notified of vCJD doesn't just stop at

people in the spacesuits doing the dental work or

whatever and Steve never had that, in fact.  He never

actually had to confront that.  He did have one

hospital registrar go around the waiting room for day
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surgery saying, "Well, of course you're going last

because you've got hepatitis C and vCJD" and whatever.

But on the whole Steve was spared the worst of those

experiences that other people have had.

So it really did hit me like a shovel when

I actually realised that this had actually complicated

things and, okay, the ventilations breaking down at

St Thomas' was just unfortunate, but it was just layer

after layer of complexity and, again, we're not

prepared for that.  Nobody ever explained that.

Nobody I know was aware that you got that experience.

I know people who have got that letter as well and

they actually asked me to actually say it, make the

point now and say it, so that people do know what you

could expect and that if you do actually ask for

a post-mortem -- and I'm very glad I did ask for a

post-mortem, revolting as it actually is to live

with -- but I really didn't expect, you know, to have

to have the two and then have to juggle them and then

to be told that there was a financial discussion

between the two Coroners because of the way that the

funding is done these days and I'd just had enough of

NHS funding and divisions.

Q. In your statement, Su, you've talked about how not

knowing about Steve's illness for so long prevented
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you and Steve from making all sorts of choices that

you might have otherwise have been able to make.

A. Well, that's right.  It was 21 years he was

undiagnosed and, I say, we both came from quite

difficult families so peculiar characters were sort of

part and parcel of life, but had we known that he had

got this incurable disease that was going to bar us

from getting life insurance, bar us from borrowing

money, we would not have given up our mortgage which

we did to move to France.  We would not necessarily

have opted out of two safe careers with two safe

pensions at the end, which we did to move to France.

And I don't regret moving to France, but there might

have been other ways of actually arranging the

situation or protecting ourselves financially.

We were -- when we were younger, we were very much

of if we have money we shared it.  We'd have been

a bit more self-protective.  We wouldn't have given

money to other people if we'd known we were going to

need it later on, because it certainly didn't come

back to us later on.

But also I would have known that when he was

going -- he became taciturn or when he became grouchy

that it wasn't anything I'd done wrong.  I thought for

years that he'd got a mistress because he was just not
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with me anymore and he tried to cut me out and he

wouldn't talk to me.  And because he was working away,

he was travelling, I just came to the conclusion that

there was somebody else.  When I asked him, he said,

"You're mad.  Why are you asking me this?  What's the

point of asking me this?"  For me, it was a logical

question.  For him, it was complete nonsense because

he didn't know what I was talking about.

With the money problems, one thing that was very

difficult was he had an uncle who had really serious

money problems and so, when he started having money

problems, yes, his father bailed him out willingly

because his father loved him very much.  But his

mother would say, "Oh, you're just like my brother". 

You know, you're incompetent, you're a failure, and it

made him feel a failure.

I think that's the thing that I really, really

reproach all those responsible for the most is the

mental torture they inflicted on him.  The physical

thing was bad enough but the mental torture that he

went through, the feeling of inadequacy, the feeling

of failure, the feeling of not being able to provide

for a wife like he wanted to, the feeling of him not

even being sure that I knew he loved me.  And for me,

once I knew what it was, it was gone.  You know, there
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was a reason and it was okay.  But it was never okay

for him.

And also the feeling of frustration of how it

could have been and how he wanted it to be.  And I can

remember sometimes, particularly if we had had an

argument, and I have to admit I have a limit to my

patience and I do explode, and, I mean, what

I normally say is, "Okay, just stop because I'm not

taking any more of this".  And I can remember once

going out with him and he'd bought me a birthday

present and it was the time when, you know, finances

were difficult and he'd found something and he'd got

it in a bag and because it was a CD, it was in sort of

a little bag and because he was a big man, it looked

like a really little bag.  We came back having had

a sort of set-to in the car, which my mother

arbitrated on, and he went and sat out on the decking

and I could see him holding this bag and thinking,

"How did that all go wrong?  I went out to do

something nice for her.  How has it ended up at this?"

 And it had been on the tip of my tongue, because

I can get quite nasty, to tell him to stuff the

present because presents didn't compensate for the way

he'd just spoken to me and I fortunately didn't say

that.  And I just watched him sometimes walking around
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like he was stuck in this glass bubble he couldn't get

out of it and he couldn't work out what was happening.

If we'd had a proper diagnosis 21 years ago and

actually at the time and any time as the illness

progressed, and instead of being left to guess what

was illness and what was anything else, I think he

could have been spared a lot of the pain and misery. 

Q. The last area of questions I want to ask you about,

the experiences you had after Steve's death with EIBSS

and about the attempts you made to get some form of

financial support?

A. Well, I was in the position where he -- I did not have

access to his main bank account, which is where the

payments went into, because when they announced the

regular payments for Skipton, one of the paragraphs on

the front page of the letter was if you have a joint

account you are under the obligation to notify the

other holder of the account that in the event of your

death the first thing they must do is notify us of his

death, and I just took the view that in the event of

Steve's death I wanted to decide what my priorities

were rather than let them and, because of that,

I never was on his main bank account, and people were

getting worried about me because I was just sort of

going -- I was just floating.
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So I did the sensible thing and I girded my loins

and I waited, because it was Christmas, there was

Christmas, there was New Year, whatever, I waited

until 2 or 3 of January and I phoned the EIBSS and

I wasn't expecting a lot because I'd heard of other

people's experiences and I actually heard they were

worse than Skipton and Caxton and my experience with

Caxton was bad enough.

So they -- so I said, you know, "If I tell you my

husband is dead you will stop his payments, won't

you?"  So they said, "Well, yes".  I said, "So what do

I do about claiming -- because I shall need then need

my" -- I didn't know I was entitled to an ongoing

payment.  I was just looking for the £10,000 to give

me the cash to get on with my life because also

I needed to move.  Well, that will take about 30 days

to assess.  "I beg your pardon?  He's dead.  Well, if

I tell you he's dead, he's dead".

"Yes, we need a death certificate."

"I haven't got a death certificate because it's

with the coroner and I'm not likely to get a death

certificate any time soon."

"We'll have to wait until you've got a death

certificate.  When you've got a death certificate you

fill in the form, send them in, and we will take 30
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days to assess it."

I said, "So you are telling me that you will stop

his money and you will not pay me anything?"

"Yes, that's right."  So I said, "Well, you know,

is it okay if I talk to people about it?  Can I use

your name to talk to the press?"  

"Yes, of course you can", he said, so I did, and

one of the -- so one of the journalists, I was

actually talking to him as a friend, not as

a journalist.  He said, "Do you want to have a go and

see what I can do", because he worked for quite

a prestigious paper.  He said -- he came up to me and

said they say they can't talk to me about an

individual case without your specific permission.

Will you give that permission.  So I said, "Of course

I will.  I just want to see what they say because this

cannot be right".

Meanwhile, I was talking to another journalist who

was actually preparing a tribute to Steve and she

said, "How are you doing", and I explained this

hallucinatory conversation that I had had, that

apparently widows -- it doesn't tell you this -- are

left in a void, you know, just at that time of your

life when you really need sort of more insecurity, so

she's, "Oh, I'll see what they say to me".  So she

 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

           59

rang me back and said, "Look, there's somebody for you

to talk to.  Give them a ring now", and she was

waiting to finish the article to find out what the

response was going to be, to the end of the thing.

So I rang him and it was 4 o'clock and he'd gone

home for the weekend.  So I rang her back and said,

"He's gone home for the weekend".  "Can't finish the

article then, can I".  

So Monday morning -- I was promised he would ring

on Monday morning and he didn't.  His colleague rang

on Monday morning and she told me that the £10,000

was, in fact, discretionary and not an automatic

payment and it depended on the viruses with which

infection, the viral infection, being the immediate

cause of death.  So I said, "Well, if the coroner

decides there was medical negligence, for example, you

know, would that be an intervening factor and stop me

getting the money".  She said, "I'll go and ask", so

she went and asked and said, "Yes, you wouldn't get

the money if there's been medical negligence".

So she said, "But I'll send you the forms, you

fill them in with what you've got and we'll see what

you can do but I can't really suggest to you" -- 

I said, "Well, I'm moving house in two days' time so

can you put them in the post first class for me?"
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"Yes, yes, yes".  

So they didn't arrive.  Wednesday the person I was

supposed to speak to rang again, rang to say he had

been off sick.  He said, "I've rung to help you fill

in the forms".  I said, "That would be really good

except I haven't had the forms yet."

"Oh, I'll send them again", he said rather too

quickly, as in "maybe we forget to send out forms".

So I said, "I'll just check this with you.  You are

saying that if I tell you that Steve is dead I won't

get his payment but, you know, I've got to wait for my

payment".  He said, "Yes".

Okay, so then I was -- I also spoke to --

a television company came to film me about Steve's

death and also I was talking to another journalist who

had written an article about Steve's death and they

both contacted the EIBSS and they were told, "No

worry, no problem, we're paying her Steve's monthly

payment".  So they said, "It's great news you are

going to get Steve's monthly payment as usual or

quarterly payment as usual so there's no worry, you've

got time to sort things out", so I rang them up and

said -- because I had heard this before, I said, "If

I receive his quarterly payment, do I have to pay it

back?"
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"Oh, yes, it will be an over payment."

Given that our financial losses were calculated as

several million, given what he was earning when he

gave up work and his earning potential, the pittance

that they have paid us all these years, overpayment

was not the expression that I really wanted to hear.

So I said, "Well, I don't want it.  I've told you

I don't want it".  I actually got told I had to have

it because it was too late in the pay run for them to

stop it.  So I said, "Well, if you pay it into Steve's

account I can't touch it because the account is

closed, the account is now blocked", in fact it

couldn't have gone into the account because -- I

couldn't close it because I haven't got a death

certificate, it was blocked so that -- or frozen so no

payments could go into it, so we discussed this and he

was getting really quite angry and he was saying to

me, "You know, you've got a choice.  You can either

tell me he's dead or you cannot tell me he's dead".

You know, "Why are you shouting at me?"  So we

left it that I would think about it.  And around this

time we -- basically Tainted Blood were talking about

the issue of the widows' payments because as a result

of Sir Brian's letter to the Minister there was

discussion about a potential uplift to the payments
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and it was becoming apparent that the widows were

being excluded, and so representations were made and,

as part of that, something was actually posted on the

Tainted Blood website, and people were encouraged to

contact their MPs about this anomaly, about the way

widows are left with this sort of void in the middle.

I actually heard subsequently that the Minister

had been told by -- or her assistant had been told by

one of the officials that an EIBSS official had been

appointed especially to assist me.  This is the one

who is shouting at me because I don't decide to tell

him whether he's dead or not.  I did not know this.

I found this out from correspondence I saw.

So this was the person who was especially

delegated to assist me and all he could say to me was,

"You've got to take the payment, even if you can't

cash it, because we can't stop it", so this is

assisting me.

So this went on and so I just stopped at that

point.  I just felt frozen.  I really couldn't cope.

Then, that's right, I actually attended the meeting

with the Minister and somebody else actually said,

"I'm really surprised that Su is having the same

problems", because my problems had been made public in

the press and on Tainted Blood, whatever, having the
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same problems as I had 25 years ago and the Minister

actually said, "Ah, but Su's have all been sorted out

haven't they now".  I could only shake my head and

there was one of those silences because other people

knew and, essentially, she got back on -- she

discovered that she had been lied to or had not been

told the full truth and this happens several times.

In short they took eight weeks to pay me --

eventually they sent me -- I then got another person

dedicated to help me who was not part of the EIBSS.

He was part of the NHS Business Services, whatever,

Agency who actually control the EIBSS, so he didn't

know anything about it and we had this phone call

which I think you are going to ask me about.

Q. Just before we get to that, you said in your

supplemental statement where you set these matters

out, and this was something the day before you

attended the meeting with the minister, you did make

a first attempt at tackling the forms you had received

which were purportedly in relation to the bereavement

payment and a top-up payment.

A. That's right.

Q. There was a list of necessary documents which included

a request for proof of cohabitation up to the point of

death with the suggestion that confirmation by
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a referee might be necessary.

A. It actually says -- the form actually says that, yes,

that you have to actually prove that you were

cohabiting to the point of death.  It's very unclear

about how you do that.  Somebody actually pointed out

to me apparently a joint bank statement would actually

help, would actually do, but the idea you had to get

somebody to act as a referee for you to prove -- I sat

there.

I mean, my favourite T-shirt is spattered with

blood where he vomited for the last time.  I held his

hand until he left this world and to be asked to

actually provide proof that I live with him just was

emotionally too difficult to be calm about.  If I

could just go on because it gets confusing.

Q. Absolutely.

A. I actually made subsequent attempts to fill out the

forms and bear in mind I had been sent two sets of

forms, the one by the person who sent them and they

didn't arrive, which eventually they did arrive, and

then the ones that were sent specially to me by the

person dedicated to help me, who they sent them to me

via my MP, and I used those ones to fill out because

I had actually started the first one and torn it up

and whatever.
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So I started filling it out and I found myself

confronting the question  how would you use this money

and in what way would it benefit you.  Well, I started

actually thinking about an answer of how would you use

this money, like food, rent, whatever, but how would

it benefit you.  I couldn't.

So I asked people, hoping that other people would

know, and the question was had I filled out the wrong

form, had I been sent the wrong form or not.  That is

actually what it turned out to be.  I had been sent

the wrong form by the person who had been dedicated

and the Minister had been told to assist me.  So that

was the thing with the forms.

Q. Then you had a conversation at some point with this

person that you are referring to.

A. No, this is the other person.  There's one person who

worked for the EIBSS who was the one who was

designated to assist me and unfortunately I got the

same first name and there was another one who came

from the NHS BSA because I was making rather a lot of

public noise.

Q. The conversation you had with the gentleman from the

NHS BSA, tell us about that conversation as far as you

recall it.

A. Well, there were two.  The first one he phoned me up
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and I said, "I can't really talk to you at the moment

because I'm actually occupied."

He said, "Well I've got to the tell you this

because I'm really important", so I had to put off

what I was doing, to listen to him, so he said if

I filled out the forms they would send me, they would

send me Steve's payment -- they would send me Steve's

payment into my own account so I could access it.

So I couldn't really discuss it with him because

I was actually in a situation where I shouldn't have

been answering the phone in the first place and I had

only answered the phone in case it was the Coroner's

Court, so he went away.

Then he phoned me again two days later and I said,

"I've got three questions for you, this question about

being asked about how I'd benefit from the money from

the £10,000 grant.  Was I sent the wrong form?  If

I was sent the wrong form, why was I sent the wrong

form?  And if I accept the payment into my own account

will I still have to repay it?"

He said he would have to go and ask because he

didn't know.  He also said to me, this is the other

point, right, he also said to me it would be better

for everybody or thereabouts if I stopped talking to

people like MPs, ministers and the press.
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Q. And you put it like this in your statement:  

"... and should limit myself to discussing matters

with the EIBSS."

A. Yes, I just stuck to talking to them about it and it

would be better for everybody.

Q. You were in a car when you had this conversation and

there was someone with you in the car.

A. Yes, Lee who is sitting over there, yes, was in the

car, and he may have heard me say what and other

things, and as soon as I came off the phone he has

just told me this, so I think Lee overheard what was

said and --

Q. I should for the sake of completeness and fairness say

that the inquiry is expecting to receive a statement

from the person that we're talking about in response

to your witness statement.

A. Oh, yes, and I can imagine what he's going to say.

Q. You posed those three questions?

A. Yes.

Q. And you got an email that you understood was intended

to be a response to those three questions?

A. He claimed it was a response to those three questions.

It came that evening.  It came late on a Friday and do

you want --

Q. What's your -- do you have any comments on that email,
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Su?

A. Apart from the fact it was extremely long, one thing

I object to strongly and it's becoming -- it's still

happening is anybody from the Department of Health who

writes to me starts with a cut and paste condolences

at the top and if they were sorry about the death of

my husband, they wouldn't be actually speaking to me

in the tones they have been using and they wouldn't

have been treating me like that, and I really don't

want condolences from people who didn't know my

husband and actually don't care.

It's bad enough living with the grief -- it's bad

enough -- it's emotionally difficult, you know, coping

with other people's response to the situation but I do

not want cut and paste condolences and that's just

plain rude and that's really what, you know, that's

how can I feel about it.

But he then produced a cut and paste explanation

of how the EIBSS works and somewhere in the middle of

it he produced the three questions.  Doesn't give me

any -- doesn't answer why I was sent the wrong form

and actually told me that I had filled out the wrong

form because I was so emotionally distressed.  How

I got the wrong form he doesn't address.

Then, yes, of course, I would have to repay

 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

The Infected Blood Inquiry Su Gorman

(17) Pages 65 - 68

 



           69

Steve's payment but they would arrange further down

the line, they would arrange a sort of reasonable

repayment scheme.  What part of I do not want to get

into debt did they not understand?  So that was the

gist of it.

Q. Then you subsequently received a further communication

from the EIBSS?

A. Well, it was Friday night and I was really, really

upset so I wrote my own feelings about it and

circulated it to several people, including my MP.

Three days later out of the blue, silence from most

people, three days later I got a really polite

conciliatory respectful email from the EIBSS saying

they had consulted with medical advisers and the proof

I had provided in January was certainly adequate for

them to activate my payments.

They proposed that if I filled out the forms

giving my bank details they would pay me Steve's

quarterly payment as a first part of the 10,000 and

when I had submitted the forms that I would then

complete, and the correct ones, they would then pay me

the other part and also they would assess me for the

what they called the top up payments.

So this seemed to me quite reasonable and also I'd

run out of strength to argue and it would have been
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petty to say, no, I want the whole £10,000 at once

just do it in stages.  So they paid me the 4,500 and

they said if I sent off the change of bank details

form immediately they would do it by close business

the next day.  I put it in the sorting office post box

so, you know, right next to the sorting office.

A week later I'd heard nothing and they confirmed they

hadn't actually had it or apparently it got lost in

their system.

So I just passed this on to my MP and a couple of

other people, that they're still mucking me around

because they kept saying -- I will come to that in

a minute.

So they got the message saying they were going to

pay me but they couldn't because there was a mistake

in the sort code that I had entered.  Now, I know I do

transpose numbers at times so I had actually attached

a paying in slip.  So I mailed them to say, "How did

you not find the sort code on the paying in slip".  I

have an email somewhere from the same person who wrote

that long one saying they aren't trained to look at

attachments to forms but they will consider this as

a training issue.

Q. You also have observed in your statement that you

found that the wording of the forms that you had to
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complete were insensitive given the circumstances and

the reason you were completing them.  There were

references to you and your partner's income.

A. There was -- yes, that was thing.  It took them

another five weeks to pay me the rest of the £10,000

and when I -- only then when I emailed them.

Then I had to wait another, I think, nearly

another month before I got the -- heard about the top

up payment then they send they'd sent me an email and

I hadn't responded.  Now, why I would have responded

to an email I didn't get and why they didn't actually

follow up when I didn't respond and other questions.

They said they had to do a benefit assessment,

even though they knew I didn't claim benefits, they

had to do a benefit assessment and the phrase was

"because we are not a substitute for benefits", so I

wrote back and said, "No, I don't consider you

a substitute for benefits.  I consider you

a substitute, and a very poor one, for my late husband

and his income", so they did apologise for that and

they would amend the wording, whatever.

So then they -- you have to fill out an

assessment.  It's some sort of national government

thing and all the questions are about you and your

partner in brackets.  So I went through it in writing.
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That was hard enough but I learned to zap out the "and

your partner", because my partner was dead and still

lying in the mortuary at the hospital waiting for

permission to bury, and I did it, sent off the reply,

and as usual with them, what they'd asked for was not

what they wanted so then they have to come back and

delay things by asking you for something else.

They said, "If you phone somebody will go through

the form with you".  Fair enough, I'll do that, so

I phoned, and she was new, she had only been there for

three weeks, so she had been delegated by the person

who had been delegated by the minister, whatever, and

so she started on the form and I recognised the form

and I said if you are reading that form out could you

miss out the bit in brackets that says "and your

partner", because I'm finding that really quite

painful at the moment.  "Oh no, I've got to read out

what it says on the form".

I said, "Well, you know, it's in brackets".

"No, it's got to be done properly".  I said,

"Well, okay, if you really cannot take the initiative

to miss that out, bearing in mind my partner is in the

mortuary in Ramsgate, you can either address it to him

there or you can get a ouija board or whatever, you

know, I will speak to your supervisor", and all sudden
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she could miss out the brackets, so we did that.

It's that sort of thing.  It's, yes, they are

doing their job but they are set up to deal with

a population who are either terminally ill or bereaved

and that is what they are there for, and the number of

times, "Oh, it's a possible training issue.  We should

be more sensitive".

So then I have to fill out the form for the

funeral grant and they do pay a decent funeral grant,

in fact.  So I'm filling out the form and do I not

believe my eyes because there's the question:  

"How would you use this money and what benefit

would it be?"

Are you expecting -- so I just thought, well, you

know, if the alternative, not having that money, was

not being able to bury him, I had some fairly

revolting thoughts about what benefit it would be, so

I messaged them and said, "Could you suggest to me

a remotely appropriate response to that question in

this situation".

I got an email saying, you know, "On reflection

this is not an appropriate thing for this particular

grant.  It's a form for multiple grants.  It could be

for decorating or building or, you know, a new

wardrobe or whatever, but it also includes the funeral
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grant.  Now that you have raised the question we will

consider amending the form and make it more

appropriate".

But I mean it's been over a year since they have

been using that form.  It's just the permanent

battering.  The one thing I can say is that I've had

to deal with an awful lot of things which have been

made an awful lot more complicated because there is no

death certificate and the only people that have made

me cry is the EIBSS, and that's systematically every

time I've had to deal with them.  

The bank, the garage, the DVLA, everybody else

people had been charming, they've been helpful,

supportive, or if they haven't been that they have

been -- one can forgive it because they are not

trained to.  But this is the support scheme, the word

is "support".  These are the people who are employed

and paid by the State to look after the financial

needs of, as I say, a community of terminally and

bereaved people and systematically their attitude,

their use of words, made me cry and I haven't been

a great one for crying in public.

One of the reasons it took me so long to get my

application form in, which they were complaining about

at one point, is I physically couldn't do it because
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I would get so distressed and angry.

Q. You wrote an article in the Guardian about it and you

termed it your Kafkaesque battle with bureaucracy.

A. Absolutely it was, the other thing about it I find

totally reprehensible is apart from the attitude of

contempt they permit themselves when talking to and

about claimants, victims, is the fact that everybody

who asked them in those first four weeks got

a different answer.

They were quite clearly not telling the Minister

the actual situation and it was just their bad luck

I happened to meet the Minister and sort of, you know,

finished the circle.

When I was telling her my experience she was

obviously absolutely horrified and her assistant was

saying, "That's not what they told me.  I'm so sorry".

So they seem to think that they are permitted to

treat us with such contempt and so little respect, not

just for what we're living in, but why we're living it

and who we were and who we are.  You know, I'm equally

intelligent as they are.  I am not so emotionally

disturbed that I filled out the wrong form that I then

imagined out of nowhere because somebody didn't send

it to me.

It's just batting your head against a brick wall,
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trying to get a straight answer.  Every time you ask

a question the goal posts shift.  That is what is

really, really difficult it with them.  Is that they

are quite clearly not interested in actually providing

a service, and that's the mistake you make when you

first contact them, thinking they are there to provide

a service, you know, they get their salaries for

providing a service.

And they are not, once you actually work that one

out, you can actually deal with them and, in fact, the

last time I got an instant response by actually

calling their bluff.  The funeral bill came in two

parts so they paid, I got the reimbursement for the

first part and then there was the final addition and

it was in excess of what I was entitled to and so it

came on one invoice.  So I wrote to them and said,

"I've had the invoice.  It is in excess of -- for £500

in excess of what I'm entitled to from you.  Do you

need me to get two invoices separately or can you pay

me off the one invoice", and not only did they pay me

off the one invoice they paid me so quickly I hadn't

actually sent the cheque to the funeral directors by

the time they paid me, and I'm sure that was because

I spoiled their fun, because if I had actually just

sent them the invoice they would have said, "No, no,
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we can't pay.  It's too much.  You've got to justify

it".

But once you get into the mindset you can deal

with them but they are not there to provide a service

and they caused me more distress than almost anything

in the weeks that followed losing Steve, and I did try

to stay calm, and I did try to stay coherent, and

I did try to do all the right things and just to be

battering against this brick wall of -- some say it's

incompetence.  I don't I think it's incompetence.

I think it's deliberate.  I think it is actually an

intentional -- it's part of the way in which the whole

community has been treated since the infections.

Q. Su, those are the questions I have for you.  Before

I ask you what you want to add because I know there is

something you want to conclude your evidence with, I'm

just going to turn my back and ask Mr Snowden.

There isn't.

Su, I know there is something you want to say.

A. There were two things I want to say, first of all, and

the first is that I've been waiting for Steve to die

for 20-odd years since we were told it was going to

happen, and I never knew how I was going to cope and

I'd just like to say thank you for all the love and

support that's been around me, not just from our old
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friends but for all our new friends we made when we

came back to the UK and got involved with community,

for all the people who've worked with us, the lawyers,

the team here, and that's made it possible for me to

survive and go on and I know that he will be really

pleased that I wasn't abandoned.

The other thing I wanted to say is that we talked

about Steve and the car and the tree and it wasn't the

only time.  We talked about, at one stage, when we

were living with hepatitis C as an incurable illness

that if he couldn't cope with the symptoms anymore and

there was no obvious end then if he wanted to go

I would not try and stop him, and we also lived at one

point about an hour's drive from Dignitas and that was

actually a big part of our talking.

As we got back into the campaign and when he got

the hepatitis C cured and he beat cancer, because that

had been the big fear things got really positive and

we sort of forgot about the suicide pact or the

suicide and then in March last year he said, "Let's go

out for a walk", which he didn't often, and he said

I think the time has come.  I think it's time for us

to go and if we go down to the bottom, we live near

the 39 steps, go to the bottom of the 39 steps and

they will find us on the beach and the accident

 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

           79

insurance will kick in and then I understood.

It was just the strain of trying to budget on the

pittance that he got paid and had been paid for so

long and he was having real trouble balancing

everything, and his credit rating was being threatened

and he just couldn't face another financial disaster.

I wasn't ready to go and I didn't give a monkey's

about his credit rating and we were waiting for --

we'd done some press work, some quite prestigious

press work, and we were waiting for that and I said we

can't go until we've seen what that turns out like,

because apart from anything else we spent five hours

being photographed for a newspaper article.

So he agreed to wait for a couple of weeks and it

was April, and there were three articles by three

journalists who had become very good friends and

during that month one by one I saw Steve actually

recover himself, recover his sense of himself, his

self-respect, his belief in himself, and the fact he

had something to contribute because, as Ade was

saying, it's something that was taken away from so

many and Steve was a very able man.

I watched him actually physically expand and grow

again and I saw the light come back into his eyes and

what he said, the way he put it was these are
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intelligent people.  They listened, they understood

and they believed me, and I know that if he was here

now and if he was walking away from this table with me

in a minute holding my hand, he would be saying the

same thing to me about this Inquiry.  

That is something you've given to the population

and we hope it will lead to the sort of results that

we all deserve but so far that actual giving people

back their self respect is one of the greatest gifts

that you've been able to give them, which the

Department of Health denied us for all these years.

One of the campaign slogans used to be:  

"You can't give us back our health but you can

give us back our dignity."

The Department of Health never chose to do that

but thank you very much on behalf of all of us

I think.

Now I'd like Steve to have the last word because

that was his habit.

(Video played)

"STEVE: I want to try and understand how so many

warnings from as early as the 1950s were ignored, how

any government can put a small vulnerable part of

their community at such a severe risk and who was

responsible and for those responsible, I'd like them

 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

The Infected Blood Inquiry Su Gorman

(20) Pages 77 - 80

 



           81

to never enjoy a night's sleep ever again for what

they did."

SIR BRIAN LANGSTAFF:  Su, thank you very much indeed.

A. Thank you.

(4.41 pm) 

(Adjourned until 10.30 am the following day) 
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