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Thursday, 2 May 2019 

(2.20 pm) 

SIR BRIAN LANGSTAFF:  Ms Richards, ladies and gentlemen,

gentlemen of the press and ladies of the press, let me

say a few words about our next witness and let me put

it in the context of anonymity.

For very good reasons, some of those who would

wish to give evidence orally but also are concerned

about their identity being known may apply for

anonymity.  The Inquiry has various measures to

respect their wishes as far as it can.  That's the

case with our next witness who will, therefore, be

known as Mrs A.

There is a legal protection behind it and let me

just go through that with you because the consequences

of revealing her identity to anyone else outside this

room or anyone are quite serious.  I am making what

the law permits me to make, which is a restriction

order.  This is known as an individual restriction

order in the case of an individual, as the name

suggests, and it is the case with witness W0140, which

is the numerical version of Mrs A.  You will

understand why we don't use it in the hearing room.

I order as follows: that the name and address of

Mrs A and any other identifying information such as
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the witness's image or a description of their

appearance cannot be disclosed or published in any

form, unless express permission is first given by the

Chair of the Inquiry or the Solicitor to the Inquiry

acting on my behalf.

She must be referred to only as Mrs A.  The

order remains in force for the duration of the Inquiry

and at all times thereafter unless otherwise ordered.

I may choose to revoke or vary the order but

only by making a further order during the course of

the Inquiry.  It will be a courtesy to her if those of

you who have mobile phones -- I notice that one went

off this morning, not a problem particularly -- but

those of you who have mobile phones, could you please

turn them off because they may give rise to a fear

that those of you who have them might use them to take

photographs.  You won't, I'm sure, do it but please if

you have got phones just turn them off so that they

aren't operative during the period of this witness's

evidence.

Thank you very much for that.

Are we now -- when she gives evidence she will

come into the room, she has chosen to do that.  She

has taken that brave step but the cameras will not be

on her.  We have organised the visual imaging to

 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

           3

concentrate purely I suspect on Ms Richards and no

shot will be taken of her either coming in to give

evidence, leaving after her evidence or during her

evidence.  Thank you very much.

Ms Richards.

MS RICHARDS:  Sir, Mrs A is here in the room and if she

wouldn't mind stepping forward and giving her

evidence.

MRS A, sworn 

Questioned by MS RICHARDS 

Q. You are a retired nurse.

A. Yes.

Q. You spend some time managing your husband's medical

practice

A. Yes.

Q. You suffer from a condition called von Willebrand

disease.

A. Yes.

Q. I wonder if you could just tell us briefly what that

is.

A. Yes, factor VIII related antigen deficiency which, in

its mild form that I've got, usually gives no problem

to me but can be cyclical in nature so, therefore, you

could have quite a heavy fall and escape with no

bruising whatsoever and then other occasions I could
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brush past a table and I'd end up with a haematoma on

my leg.  So it's quite unpredictable but the condition

that I have is quite mild.

Q. It was discovered in your case when you were a young

adult, I think during routine dental surgery.

A. Yes.  I had a tooth removed and it continued to ooze,

it didn't stop bleeding and I had to be admitted to

hospital and have it packed and sutured to stop it

bleeding, which precipitated me having a blood

clotting screen to see did I have any blood clotting

disorder that was when it was diagnosed.

Q. That was in the mid-1970s?

A. Yes.

Q. The advice you were given, because your condition was

classed as mild, was that you should be fine and you

might bleed more than normal from time to time and you

should let medical and dental staff know --

A. Yes.

Q. -- on any future visit or medical intervention that

you had von Willebrand disease?

A. Yes but didn't require regular treatment.  

Q. So in April 1987 when you were pregnant with your

first child, you were going to have a planned

caesarean section because of pre-eclampsia?

A. Yes.
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Q. Can you tell us what happened at the hospital?

A. I was admitted to the hospital and I was informed that

I would have cryoprecipitate.  So I asked why was this

the case because were they expecting me to bleed,

because in pregnancy usually your Factor VIII levels

physiologically are much higher so your chances of

bleeding are less and I was told that it was

a prophylactic measure that they were going to take

and I was going to have pre-op and also post-op for

three subsequent days cryoprecipitate which I wasn't

particularly happy with but they more or less insisted

in the end that I would have this treatment.

Q. So it was the consultant I think who told you that the

you were going to be given prophylactic

cryoprecipitate?

A. Yes.

Q. And I appreciate you're from a nursing background.

You are confident that what you were given was

cryoprecipitate?

A. Yes.

Q. Told you you were going to have that and you

questioned it, I think?

A. Yes.

Q. What did you say?  Can you recall?

A. I just wondered why I was given it prophylactically
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and not -- it would be kept in reserve, just in case

there was a problem because the surgeon was aware and

he wasn't particularly worried and he said he would

just take extra care during the section of tying off

vessels and not just cauterising them and they would

just take extra attention, and that I thought that

perhaps if bleeding did occur, then they could give me

cryoprecipitate as a response to a problem rather than

just being given it prophylactically.

Q. You were given it I think on the first day by the

consultant and then on the three successive days by

junior doctors?

A. Yes.

Q. On each occasion did you raise any question about

whether you really needed it?

A. Yes, because each time they would put a new Venflon

in, instead of flushing it and leaving it in for the

next day they would remove it, so I would think --

they then did blood and they would be testing my

levels and my levels were done and they were okay.  So

I presumed that the following day I wouldn't need it,

but each day a new batch would arrive and I would be

given it again.

Q. You were told, I think, when you questioned it

subsequently with the junior doctors it was being
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given to you just in case?

A. In case, yes.

Q. Did you feel that you were effectively given the

opportunity to refuse to have it?

A. Not really, no, and with the level of knowledge I had

at the time I just presumed it had been heat-treated,

which I presumed most blood products were at that

time, so it was just more of an inconvenience rather

than a precipitated, you know, an infection risk.

I didn't think there was.  That didn't enter in my

head.  It was just inconvenient to me to keep giving

something that I didn't need.

Q. So you assumed it had been heat-treated?

A. Yes.

Q. You assumed it would be safe.  That was because of

your general nursing knowledge and background?

A. Yes.

Q. Did the doctor, the consultant or any of the junior

doctors or indeed anyone else give you any information

or advice about the potential risks or pros and cons

of having it?

A. No, none.

Q. Now, after you had the caesarean section and after you

gave birth, I think a few weeks later you woke up and

something had happened.  What was that?
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A. Yes.  My eyes were almost orange and my skin was

yellow.  I was obviously jaundiced and so because

I was senior sister on a gastroenterology ward and my

consultant was the gastroenterologist with an interest

in hepatic diseases I went up to the ward and my

husband accompanied me and we had blood taken and my

liver function tests were grossly abnormal and they

took bloods for hepatitis screening which at that time

didn't exist for hep c.  If it wasn't A or B they just

called it non-A non-B and subsequently that came back

as being positive non-A non-B.

Q. You had, I think, as well as the blood tests, you had

liver function tests and an ultrasound?

A. Yes.

Q. At a follow-up consultation you were told that your

liver was inflamed, virus of unknown origin, but you

were actually told I think by the doctor that it was

probably connected to the cryoprecipitate you had been

given?

A. Yes.

Q. Can you remember what, if any, advice you were given

about the condition at the time?

A. Well, at that time and I think the level of knowledge

that people had was that probably once the acute

illness had subsided there was a huge chance that
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I would just clear the virus naturally and would

recover, which didn't happen.

Q. Were you given any information about any potential

risks of infecting others?

A. No, not at that stage, no.

Q. But you were told that you would have to tell other

medical professionals?

A. Yes.

Q. Was that because of your own profession at the time?

A. It was because I worked on a ward and I'd done lots of

intensive care where there's lots of invasive

procedures and, therefore, as most people were given

advice at the time to wear gloves and be extra

vigilant, but because of this I removed myself from

doing any invasive procedures just in case.

I did intend to return to intensive care but

because that involves haemofiltration and putting

people on dialysis machines and actually needling

those people, I then didn't -- I never returned to

that area of nursing again.

Q. Now, the events we're talking about had been in 1987

and you were told it was non-A non-B hepatitis but

some years later in 1993 you were tested for what was

then recognised as hepatitis C.

A. Yes.  In the subsequent six years, I had periods where
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I would develop abdominal pain and I saw my consultant

a number of occasions and each time my liver function

tests would be done and they were still abnormal, not

grossly abnormal, but they were still not normal and

my bilirubin would rise to about 40 and occasionally

I was mildly jaundiced, so I intermittently would have

ultrasounds, which just showed mild inflammation.

I didn't have any cirrhosis or any structural serious

damage.

So when the new test came out, the PCR test

which could detect hepatitis C, my consultant

approached me and said would I like to have it done

and at that time I just thought, well, why not, it

will probably be negative but at least I will know.

And so I had it done and, as a consequence of having

it done, it was suggested at the same time to have an

HIV test which was rather devastating at the time

because I hadn't even gone down that avenue.  I'd

completely forgotten it because in the interim I had

had another baby who had severe learning difficulties

and took up a lot of my time, so that was just put on

the back burner.  I never even thought of it.  So it

was a huge shock when it came back that it was

positive.  The HIV was negative but the hepatitis C

was positive.  
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Q. What was your reaction to that?  Can you recall?

A. Quite devastated, a bit depressed, because the little

bit of knowledge I had at the time was that it could

be a death sentence and it was like the sword of

Damocles hanging over me that I could develop

cirrhosis, hepatoma, liver failure, all of which were

not an attractive proposition and worrying that I may

have given it my husband or -- suddenly, I just

thought that, you know, I was a leper because at that

time there was no treatment.

Q. You say in your statement you were terrified until

your husband was tested and came back negative that

you had somehow passed it on to your husband?

A. Yes.

Q. You were terrified that your children could have

become infected?

A. Yes.

Q. And because you were a nurse you had a degree of

knowledge about the condition and knew that it had the

potential to be very serious indeed.

A. Yes.

Q. You just used the phrase "leper".  You had to tell

employers, you had to tell medical professionals about

your condition, and you said in your statement that's

how you felt.  You felt like a leper.  Is that right?

 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

           12

A. Yes, because even though my colleagues were all

medical professionals, there was still a degree of

ignorance, and still is, about blood borne viruses and

people just presume that your sexual and drug history

must be -- that there must be some sexual or drug

history and you are always asked about it, even though

you have an incidence in your life that is quite

obviously the cause of what is happening.

People still run through the routine of having

to ask you, which at the beginning you don't mind but

the 95th time you've got to go through it is quite

soul destroying and you end up becoming quite

depressed about it and worthless, and I think I felt

a lot less confident about myself and actually at that

point, there was no treatment for it and I actually

removed myself from clinical nursing and became

a teacher of resuscitation to nurses, doctors and

other hospital staff and I had no contact with

patients at all.

Q. You'd suffered physical symptoms as well.

A. Yes.

Q. What were the worst elements of the physical symptoms?

A. Tiredness, immense tiredness, which I just put down to

having two young children but it was a lot worse than

that.  I still managed to work full-time but then at
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the end I would be absolutely pole axed and I would

almost fall asleep driving home.  I was exhausted and

on my days off I would try and sleep as much as

possible, even if it was just during the day if my

husband was home and would look after the children

I was just tired all the time, aching, like I had flu,

really.

Q. In around 1995, you'd had another child at that point

and you were selected to take part in a clinical trial

and research project for interferon in Edinburgh.

What can you recall about the discussions that

you had with your consultant and the circumstances in

which the trial commenced?

A. Well, I arrived in Edinburgh pregnant and the

consultant obstetrician informed, because of the

von Willebrand's disease informed the haematology

department who then informed the hepatology department

and I went round the houses and saw everybody and, at

the time, because of the high incidence of drug

addicts in Edinburgh I think that they had

a particular interest in trialling interferon A.  So

asked that when I had delivered the baby would I be

willing to go into the trial and I,obviously, because

there was no other treatment at the time said, yes,

I would and so I was entered into the trial of
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interferon A which at the time wasn't an oral

preparation.  It was a three times a week subcut

injection.

Q. Just before we talk a little about the interferon

trial, whilst you were in hospital, having had your

newborn baby, you were put in a side ward and you

weren't allowed to have your newborn baby with you to

ensure that you didn't have -- that she didn't

contract hepatitis C and you weren't allowed to breast

feed, you said in your statement.

A. No, the delivery, I was originally on the beginning of

the list.  They were going to do me first, and then

information filtered down that I was hep c positive.

So then I was put on the end of the list as a dirty

case and had to wait until everybody else had been in

and then at the end I went down to theatre only to

find -- I'd chosen to have an epidural so I could

remain conscious but, in the end, when I went down to

the theatre I wish I'd chosen to have a general

anaesthetic because everybody was dressed up like

a martian as well as you obviously expect masks but

people had heavy duty masks on, they were double

gowned they also had plastic aprons on and they were

wearing visors, so it was just humiliating and very

upsetting.
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Q. So the course of interferon, the trial, it was an

18-month course?

A. It was.

Q. You had to inject yourself three times a week.

A. Yes.

Q. What can you recall about the side effects of that

trial?

A. Awful, awful.  You just felt like you had flu

constantly, aching, swollen joints, difficulty getting

up and downstairs, difficulty walking.  I had no

option because I had a young baby, a young child, and

also a severely handicapped child to look after, so

I put down a lot of the tiredness to that but it was

in excess to that.  It was just awful.  I struggled

really to remain on the trial.

But the early stages of it, when I was being

tested, it was working; so that was a huge incentive

to stay on it because if I could clear the virus,

I just hoped that I would completely feel well again

and so, therefore, I did complete the 18 months.  

Q. During that process you described in your statement it

took quite a toll on your family life, your ability to

look after your children --

A. I was very depressed.

Q. -- and on your mental health?
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A. Yes.  Because I'd only taken maternity leave.  I was

going to go back to work.  I was unable to go back

full time so I went back part-time nights and still

managed to do it but it required my parents coming to

live with us for a short period of time because taking

the interferon and the children, it was just too much

and my choice of job had to change.

I did coronary care instead of intensive care

because that wasn't invasive and, of course, I had to

go through the rigmarole of telling my employers

again.

Q. What was the outcome of the treatment?

A. It was successful.  After about eight months I think

I had completely cleared the virus but the team in

Edinburgh thought to make sure I should complete the

18 months and I did.  I took their advice and

I completed the 18 months.

Q. You have talked in your statement about how you were

treated by others when you informed them of the

infection.

You give a particular example in relation to

seeking dental treatment.  What can you tell us about

that?

A. Once I knew I was hep c positive, as a responsible

person and when you fill in a questionnaire, of
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course, when you attend a dentist you have always got

to fill in and you fill it in truthfully.  So I had to

fill in I was hep c positive and I had more than one

occasion where I was refused treatment because they

said they didn't have the facilities for treating

people with blood-borne viruses and wouldn't take me

on as a patient.  So I tended to have to go to

hospital departments where they were used to dealing

with people with blood-borne viruses.

Q. But even having your dental care in the hospital, you

describe it being very different from how you would

have expected it to be in terms, again, of the

precautions that were being taken.

A. Yes, because again at that period people were being

extra safe and so you were treated like a leper,

always at the end, always separate instruments, always

called the dirty instruments.  They would be the

instruments that would be saved for people with hep c

and AIDS and this would always be made -- drawn to

your attention that that was what was happening and,

of course, the ancillary staff would always come and

have a look at you, the dirty patients at the end of

the list, which is soul-destroying.

Q. You have told us already about the experience when you

gave birth to your third child in Edinburgh.  The way
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you put it in your witness statement is you felt like

you were being treated like a plague victim?

A. Mmm.

Q. Now, you have tested negative for a number of years

now.

A. Yes.

Q. But I think it's right you still get this response

when you seek medical treatment and I wondered if you

could tell us a little about that.

A. Yes, unfortunately.  I was tested routinely at first

at six monthly intervals then 12-monthly intervals and

when it got that I was five years down the line still

negative, the consultant haematologist told me that

the research had shown that that would probably be

indefinite and, therefore, I did not need to keep

presenting and having being tested because, of course,

simple things like applying for a mortgage and things

like that always resulted in great difficulty for my

husband and I.  So very often I was missed off because

it would just muddy the waters and we'd have to have

AIDS and hepatitis screening and so I just remained

off it.

So -- sorry, I've forgotten the question now.

Q. You described in your witness statement how you

continue, even when you've been clear of the virus for
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many years, to still be treated by some medical

professionals as if you still have the virus.

A. As if I've still got it, yes, exactly.  Recently, and

it depends which hospital you go in and what policies

and procedures you have, I've recently been in

hospital because I had breast cancer and had

a mastectomy and a reconstruction, no problem

whatsoever with that hospital because everyone is

treated the same and, therefore, I was not treated as

a dirty patient.  I was not shoved at the end of the

list and it was hugely relieving.  It was very good.

But then you can go to another hospital whose

policies and procedures are completely different and

even if you are negative you are still guilty until

proven innocent, so I will be asked to have another

test.

I don't mind now but I do feel that if I am

a risk and I've got numerous negatives in my notes,

why aren't they asking everybody who comes through the

door, because I'm probably be the only person that day

who can show them a line of negative results whereas

they have no idea about other people's statuses.  That

occurred recently when at the age of 60 you're called

for, where I live, a routine colonoscopy for screening

for bowel cancer and I was routinely asked to go for
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that and, of course, you've got to go for

a pre-procedure consultation.

So I went for this with the specialist nurse and

was told in no uncertain terms that -- I had been

given my time and date and the consultation was just

routine -- but she actually changed the date and the

time because she said, "Oh, I notice you have been

hep c."

"Well, yeah, I'm negative now."

"Oh well, you'll have to have it done again.

You'll have to go at the end of the list and we'll

have to use the dirty scope", at which point I'd just

had it and I just said, "Why is this happening?  Is

everybody on the list", there were six people on the

list, "are they all being tested for hep c?"

"No."

"Well, why am I being tested for hep c?"  At

that stage I'd been negative for 23 years and I must

have had at least 23 tests saying I'm negative for

hep c.  I'm negative for HIV.  Why am I having it

done?  

In the end, just -- I capitulated and I had it

done and yet again there was another negative.  No

apology, nothing and ended up didn't have to have the

dirty scope.  So whoopee.
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Q. What in general terms has been the impact of, first of

all, the infection itself and then the treatment on

your family life and your social life?

A. I think over the course of the years I had had periods

of depression which required treatment and so,

therefore, I can't say what I would have been like had

I not been depressed, but the treatment for depression

wasn't particularly pleasant nor was having

a depression pleasant, and that on top of having

hepatitis and the treatment interferon, obviously,

impacted on my ability to pursue my career and I think

in the end I more or less gave up on my career.

During the interferon, I went back to work just

part-time so I finished my -- because you had to go

back for a certain length of time for the maternity

leave or you had to pay the money back, all the rest

of it, so I managed to complete that.

But because I was still in the middle at that

point of interferon I could not return to work

full-time and therefore enrolled and was accepted to

do -- with the University of London to do an

extra-mural law course and I got all the material and

started but I had to disband it because I had this

huge brain fog, tiredness, and I just couldn't do it,

so I gave that up as well.  Never given anything up in
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my life, and it started a chain of events where

I started not believing in myself, just if -- I just

thought that things were unattainable and so

I wouldn't pursue things anymore , so a complete change

in personality.  I'd been very confident and would

give lectures and go in front of a lecture theatre of

maybe 150 people, wouldn't be able to do that now.

Completely changed.

Q. You had had a particular concern and worry because one

of your children also has von Willebrand disease, same

genotype?

A. Yes.

Q. You have been worried that they could be given

cryoprecipitate and be infected themselves?

A. Yes.

Q. And to the extent that you put yourself on

a particular medical trial to try and address that.

A. Yes.

Q. What was that?

A. Well, he was diagnosed when he was quite small, he was

about two, and by this stage I had had the hepatitis

and I was quite adamant that -- I knew I had had non-A

non-B, I didn't know at that time I had C, but I was

adamant that he was not having it and I was not

risking it.  

 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

           23

And so I went to a children's hospital where

they were doing some research and I said if he -- he

has it quite mild like I did -- but if he, for

instance, were to have an operation is there any other

treatment and they said, yes, you could have DDAVP,

which was IV and how would I realise that that would

work in his genotype and they said, "Well, it's

exactly the same genotype that you have, so if you

have the trial we could almost 100 per cent be

confident that it would work for him".  

And so I put myself forward for the trial, and

was admitted and had a series of infusions with lots

of blood tests and it did work and so, subsequently,

when he was small and he went to school, he always had

a card and so the school would know that utterly and

absolutely we refused for him to have blood products

because we knew that the DDAVP would work.

Subsequently, I had that myself and I've had

numerous operations just under DDAVP and an operation

recently where I had nothing whatsoever and nothing

happened.

Q. You have told us about how you had to tell employers,

medical professionals and the impact that had on what

had been your work ambitions.  You I think had

support, obviously, from your immediate family and

 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

           24

close friends but you felt you couldn't tell your

extended family?

A. No.

Q. And that was because of the fear of stigma?

A. Well, also the complete ignorance really of the -- if

there was ignorance with medical profession, which

I had found quite a lot of, it wasn't unusual to

expect that the general population would be equally

ignorant and people start extrapolating and obviously

try to protect themselves and their children and

I didn't want people keeping me at arm's length

because people start thinking you can get it from

hugging, kissing, shaking hands, touching the same

light switch.

I've seen nurses pushing meals into people with

hepatitis C with a window pole because they thought

they would get it from just handing a tray to people.

You think if medical people are doing that what on

earth are the general population going to be like?  So

I just didn't tell people.

Q. Then very finally in terms of the questions I wanted

to ask you, Mrs A, you made an application to The

Skipton Fund and you found it, I think,

a straightforward process and you received some

assistance in return but you for many years had no
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knowledge whatsoever that The Skipton Fund existed.

Is that right?

A. No, it was brought to my knowledge by the consultant

haematologist who asked me why I hadn't heard of it

and sort of put my name forward and filled some forms

in for me.

Q. That was some time in the 2000s?

A. It was, yes.

MS RICHARDS:  Thank you.  Those are the questions I have

for you Mrs A.  Sir?

SIR BRIAN LANGSTAFF:  I have none.  It remains for me to

thank you very much indeed, Mrs A, for coming to give

your evidence and to your supporter for supporting

you.

A. Thank you.

SIR BRIAN LANGSTAFF:  It will be convenient I think to

take a short break.

MS RICHARDS:  Yes.

SIR BRIAN LANGSTAFF:  Shall we say 20 minutes.  That

should give people long enough to get a cup of tea or

just to stretch their legs.  Then we will have our

third and final witness of the day.

MS RICHARDS:  Thank you, sir.

(2.59 pm) 

(A short break) 
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work [9] 
worked [1]  9/10

working [1]  15/17

worried [2]  6/3 22/13
worry [1]  22/9

worrying [1]  11/7

worse [1]  12/24

worst [1]  12/22

worthless [1]  12/13

would [44] 
wouldn't [5]  3/7 6/21
 17/6 22/4 22/7

Y
yeah [1]  20/9

years [8]  9/23 9/25
 18/4 18/12 19/1 20/18
 21/4 24/25

yellow [1]  8/2

yes [40] 
yet [1]  20/23

you [152] 
you'd [2]  12/20 13/8

you'll [2]  20/10 20/11

you're [2]  5/17 19/23

you've [3]  12/11 18/25
 20/1

young [4]  4/4 12/24
 15/11 15/11

your [41] 

yourself [2]  15/4
 22/16
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