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INFECTED BLOOD INQUIRY

WRITTEN STATEMENT OF| GRO-B

| provide this statement in response to a request under Rule 9 of the Inquiry
Rules 2006 dated 30 October 2020.

I GRO-B will say as follows: -

1. My name |s GRO-B My date of birthis; GRO-B :.llivein

GRO-BiEssex. | have British nationality, my wife had British nationality

and all of my children were born in Britain.

2. | am now retired, but | had a long career working in the public sector
and more recently with the Court of Protection and social services

based in London Borough of; GRO-B Efor around 10 years.

3. My role was to deal with the finances of vulnerable people, such as the
elderly and mentally ill. | was appointed by the London Borough of
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GRO-B icouncil to get court orders to get permission to deal

with their finances in certain situations.

4,
GRO-B
5. | have also been GRO-B ‘and the| GRO-B
GRO-B during which GRO-B I had the
privilege of supporting and raising funds for local health charities.

6. | am currently the; GRO-B of the GRO-B and |
volunteer with theé GRO-B | 'm also involved in the
carer’s association, which was set up for people who care for friends
and relatives, whether they are paid or unpaid.

7. My wife,§ GRO-B passed away |n GRO-B We were

married for over 40 years. It was very painful for her, seeing her only
son so unwell as a result of mistreatment by the NHS. We are still

grieving the loss of my wife and mother of my children.

. GRO-B was born iniGRO-Band our youngest and final child,; GRO-B

_________________________

was born in| GRO-and lives with me. | have 3 grandchildren.; s iwas

..................

with HIV and HCV after being mistreated with contaminated Factor Vi
/blood products in the 1980’s.
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10.In this statement, | intend to speak about; s s infection with HCV

and HIV. In particular, the nature of his illness, how the iliness affected
him, the treatment he received and the impact it had on him and our

lives together.

Investigator and she has also made some comments to the

Investigator about S s illness and its impact on our family. She has

chosen not to provide her own statement to the Inquiry.

12.This witness statement has been prepared without the benefit of

medical records will be very traumatic for us. Even though | would like
to see what is contained within the medical records, | also feel that | do
not want to see them as it will bring back too much pain for me having

records.

13. | cannot recall all dates of appointments and the names of all the

..................

to the medical records.

Section 2. How Affected

mm————— 4

14, S iwas born with Haemophilia, but we did not become aware of
this until he was around 6 years old. This is one of the issues | have
with the medical profession. From day one, he suffered pains and
bleeds. We were frequent visitors to A & E. Yet, at no point did our GP,
or any doctor at A & E send him for a check-up.

15.When we visited doctors, we were never told thati S | had

Haemophilia. All they said was that he had a problem. Our family GP
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was a very nice doctor, but he also let us down. We would take [ s |

to the GP as he would be experiencing pain, and the GP would just tell
us to give him paracetamol or other painkillers.

16. Sometimes he would be in pain in the middle of the night so we would
take him to A & E. He would often have bleeding and pain in his joints,
such as the ankle, knees or groin. At no point did anyone at A & E or
our GP send him to a specialist to have this checked. We were always
just told to go home with pain killers. All they would do would be to put
pressure on the affected part of the body to stop the bleeding, and
then he would be sent home.

so0, he was eating crisps when a piece became lodged in his gum. The
bleeding would not stop. | was at work, so my wife and our neighbour
called an ambulance. The police arrived before the ambulance and he

............... Y

was taken to A & E iniGRo-Bg Even then, the doctors were not able to

18.When he was around 6 years old, we took him toé GRO-B Hospital in

After the procedure, it was discovered that he was not healing
because the bleeding would not stop.

Hospital in London. He was referred to Great Ormond Street in around
1981/1982. They carried out some tests and diagnosed him with
Haemophilia A. We were told that he had mild Haemophilia A.

20.We don't know of anyone in our family who suffers with Haemophilia.

We later found out that my wife was a carrier of Haemophilia but we

children were tested for Haemophilia A at Great Ormond Street
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Hospital and my eldest daughter was diagnosed as a Haemophilia
carrier. We don’t know of any family history of haemophilia. The
doctors said that it can go back 7 generations.

21.After being diagnosed with Haemophilia at Great Ormond Street, |

Ormond Street from about 1981/82 onward. There was also a senior
Haemophilia Nurse who we would see, but | cannot remember their
name. Our regular visit would usually entail seeing the nurse first and
then the doctor.

22 After being diagnosed with Haemophilia at Great Ormond Street,

whenever he had a bleed, we would take| ito Great Ormond

Street and he wouid be treated with Factor VIli.

23.1 recall them taking the substance from a plastic container. It was a
yellowish colour from memory. Sometimes it was a small bottle they
would put a needle into and withdraw the substance, which they would
mix with water.

24.He may have been given cryoprecipitate, but as | am not a medical
person, | cannot be sure. | have some recollection of a yellowish
substance, but | do not remember the word cryoprecipitate being used.

2513 continued being treated at Great Ormond Street until he was 16
years old. His treatment was then moved to the Royal London
Hospital.

..............................

Great Ormond Street Hospital. | do not recall the exact year that he
was diagnosed, but | remember that it was a few years after he started
treatment at the Great Ormond Street Hospital, so it would have been
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associated with the Factor VIl products he was receiving, or him
having any infection. Before this, no information was ever offered

about the possibility of infection.

.............

__________________

(NHS/government) kept it from us. Everything imported into this
country is checked for quality and safety. | can't believe that those
responsible, who were receiving a batch of Factor VI, did not check
to see if it was ok. | blame the health department; they should have
made sure the product was checked properly before being brought
into or used in the UK.

had received these contaminated products and was infected with HIV
from us until they had no choice but to tell us. Public knowledge about
HIV was then so rife amongst the haemophilia community and the
general public. You could not avoid it, it was on the news, | read about

it in the newspaper. It was a bit like COVID-19.
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31

GRO-B

that the blood was contaminated. They had already discovered by
1977 that the blood was infected. She feels as though they took a risk
on her brother’s health as they must have had knowledge about the

associated risks, but carried on treating him.

HCWV.

34.As | mentioned previously,i_ S __moved from Great Ormond Street to

.................

Royal London when he was around 16 years old. He was mainly under

it. | remember that he was not immediately diagnosed when he moved

over to Royal London, it may have been diagnosed a few years later.

besides HCV and HIV but | don’t have access to his medical records |
would like to know his full medical conditions — and will want his
medical records at some point.

my eldest daughter has reminded me that letters were received about
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with correspondence.

Section 4. Consent

37.We were never asked for our consent to treati _______ S with Factor VIII.
We would just take him to the hospital and they would tell us that the
Factor VIl was what he should be given. We listened to this as we
trusted their expertise and we just wanted the best treatment for our
son. If the doctors knew about the risks associated with the product,
they had a duty of care to inform us of them. It was their job to ensure

we understood what the product was and what the risks were.

He felt as though treatments were being used on him without the

doctors knowing exactly what the benefits of those treatments were.

we were told that we should be extra careful and to make sure that we
were washing our hands, a bit like we are being told now with
COVID-19.

40.1 recall that S ______ Ebecame very obsessed with cleanliness. He was

constantly washing his hands and face and wanted separate cutlery.

He became extremely anxious and obsessed about cleanliness.

41.He didn't want anyone to use the same cups and plates as him. He
even had his own mug which he would not let anyone else use. I'm not
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sure how this became the main cause of concern for him but it
occurred after he found out about the contaminated treatment.

42.1f he had a nosebleed, we would see him disposing of his tissues so
that no one else would have contact with them. He had an obsession
about not passing on the infection. Perhaps more advice should have
been given to him in relation to how to take care of himself and be able
to ask for support and care. My wife and daughters saw him a lot more
as they were at home with him. They would see the pain he was in and
the poor quality of life he had.

Retrovir drugs for his HIV. While this drug may have prolonged his life
a bit, the diagnosis, the side effects of the drugs and the stigma
attached to being HIV positive had a huge impact on his life and
outweighed any benefits. He was always very depressed, tired, short
tempered and never had the full benefit of life. He was like a dead man

know that he was on a lot of medication, and medication for HCV was
possibly one of those medications. | know that he was taking
something to treat the HIV, and that it depressed him, and there were
other medications he was taking, but | am not entirely sure what he
was taking for HCV.

45.'m not sure exactly what he was taking as he went to the

appointments by himself and made the decisions by himself. This is

................

point onwards, he must attend the appointments by himself. | was only
allowed to attend appointments with him when he was seriously ill. |

think that this was wrong as he was still only a teenager at the time
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and he needed support. | think that he needed his father’s presence as

well as more professional support.

46.Presumably, he was given information on how to manage the
infections, but he did not share this with us. As | have already

mentioned, | was not in the medical appointments with him.

after he was diagnosed with HCV that within 4 years something
serious may happen, but he did not say what this would be. Within
those 4 years he did fall seriously ill and was admitted to the Barts

Hospital at one point.

They spoke a lot more for around the past 10 years. He commented to
her that it was difficult for someone who is not ill to understand what he
was going through.

49 His iliness greatly affected his life. He could not live the life of a normal
young man. He was a normal boy before the diagnosis, but after he
became less social as he found it difficult to mix with others. He did not
have any real friends and he could not form a relationship. He
progressively became more and more depressed. He was very friendly
and on his passing a lot of people came to see us to pay their

respects. This just shows how personable he was.

50.The depression also affected his ability to concentrate, which also
meant that he could not complete his law degree and he did not

realise his full potential in becoming a solicitor.

51.When he was diagnosed, he said to me, “I'm not going to live long, so

what's the point of studying?’ | wanted him to study his favourite

10
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subject but he lost the will to carry on and live his life. He progressively
became more and more depressed.

52.Although he was depressed, he did try. Thank God he didn't commit
suicide, with the burden that he had you can imagine one would feel
suicidal.

53.He learned how to drive, he had ambitions and wanted to work, he
wanted a family and children, but his iliness took these opportunities
away.

54.He had lots of acquaintances as we have been living in the area for 50
odd years. But they were just acquaintances, the kind of people who
you say hello to in the street. Having a friend is different, a friend is
someone you can sit and talk with. He didn’t have anyone like this.

55.He felt didn’t have anyone like this because he felt that he could not
truly be himself, or share what had happened to him or what was
going on for him, for fear of his trust and confidence being broken,

stigma and discrimination.

56.He couldn't play football or any other contact sport because of
haemophilia. Very early on the doctors at Great Ormond Street told
him this. He liked boxing but he could only watch.

57.He wanted to get married and have children but he couldn’t. He would
say what he could say to a partner? What individual would marry him
in that state? This was a very challenging part of his life as he grew up
when others around him were settling down — sometimes younger
than him.

58.In the last few years his eyesight deteriorated and he had all sorts of
aches and pains. In his 20's, early 30’s he became so distressed that
over time he had pulled out all his eyelashes. It was like an anxiety

1"
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thing. He had the eyesight problems from when he was around 17/18
years old, but | am not sure if it was linked to HIV. He must have felt

like it was another thing that he had to deal with.

59.He mentioned to my daughter: GRO-B ‘that he was having trouble

seeing and she went with him to an appointment at the§ GRO-B

Hospital. He had inquired about going privately to sort it out, and since
he passed away my daughter has seen some of the correspondence
with the hospital about his condition. It wasn't curable and the advice
they gave him was to get glasses, but there was a possibility that he

was going to go blind.

60. He avoided going out during the day. He went out in the evening. Even
when he was invited to weddings, parties and family events, he would
shy away because of the iliness. Sometimes we would observe him at
family events and he would sit by himself. Most of the time he would

leave early and go home. He did not feel comfortable around people.

61.In his 20’s early 30’s he developed a rash on his arms. It seemed to
have improved over the last 10 years, but there was a period where he
had a really bad skin condition. It must have made him feel very
uncomfortable. The condition made him very self-conscious and he
didn’t want to go out.

62.He lost lots of weight. He was very thin.i S |
‘dead man walking'. He was originally wearing a large size and he
went down to medium. He never needed to wear a belt and he then
needed to start wearing one. The weight loss was very noticeable to

us

63.His skin colour became darker which was strange as he did not
sunbathe and we never went on holidays. As | mentioned previously,
he didn't want to go out. He did not to my knowledge ever go on
holidays. He didn’t even want to go to the shops to get milk as he was

12
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afraid of running into someone as they would ask him questions about
his life. He was scared that people would judge him for not working.

64.He couldn't work because of the iliness and also because he would
have needed to declare it to a potential employer. He did not want to
do this because of the stigma associated with HIV. He was interested
in law, estate agency work and conveyancing. He wanted to work but
he couldn't.

65.He was afraid that others would think he was lazy as he didn't work,
and this was another reason why he avoided going out and meeting
people. It was upsetting for us as we saw how other young people
were working and doing what they wanted, but our son wasn’t able to.

66.We knew thati S ifelt the one thing that stopped him was his

..................

contaminated blood health issue and so he got more frustrated,
resentful and upset by this. He said to his oldest sister many times that
he really wanted to feel like everyone else going out to work, having
their own money and enjoying life.

67 S ikept his infections a secret as he was concerned that other

people would assume the worst as they did not know the
circumstances of his infection There was a stigma at the time with HIV

being a gay disease.| S !was afraid that people would put things

together and they would think that he was a homosexual.

68.Growing up, we wanted to contain information about the illnesses $0

When! s | \was younger and he was unwell, if his mum mentloned
this to a relative or aunty, he would be angry and upset. He didn't like
that at all. After the blood contaminated diagnosis, we respected his

wishes for privacy, to be discreet and keep it confidential.

13
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69.He really didn't like any information being shared about him, and we
think that this had to do with the stigma associated with HIV and
Hepatitis C.

70.1 am not sure what drugs! S was taking to treat the infections. 1 did

see him taking some tablets and | know that he was on a lot of drugs
(medication). He was good at taking the medication regularly, but it
was difficult for him to maintain it, and we never fully knew what the

impact was on him.

71.1 assume that the medication had an impact, and that it may have
contributed to some of the problems he was experiencing such as
weight loss and eyesight problems, but | cannot be sure.

72.Today we know that HIV and Hepatitis C can be treated and cured. At

§__G__B__9_—__ responded with words to the effect of “I can’t tell you only h

knows what his responsibility is”. The implication of this was that{ _S

knew that he would not be able to get married and have children.

successful in his preferred career, get married and go on holidays like
other young people, and when | saw that he couldn't do this it had a
profound impact on me and my family.

but as the children got older my daughter tried to convince us and him
to go, but he didn't want to. She thinks that inside he wanted to, but he
was afraid as he thought that he needed to be near a hospital just in

case he needed treatment.

75.He also had to think of getting insurance if he needed treatment

abroad — all of which meant sharing and disclosing some very private

14
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and painful health information. We know he was always worried about
this and facing further mistreatment and stigma - this was the greatest
barrier to him being able to travel.

76.When we went to! GRO-B : for my father's funeral when; S iwas

younger, he started getting pain in his shoulder and we couldn't get
any help. We went to a local hospital and they didn't understand what
haemophilia was.

77.Great Ormond Street hospital had prepared a package for him, but the

hospital in! Gro-B : didn't know how to apply it. So, | know that this
issue of ho&mﬁgmv.\-tguld get treatment overseas if there was a problem
would have been on his mind and therefore prevented him from
travelling. In addition to this, the possible stigma associated with HIV

abroad would have been worse and we know that he knew that.

78.The loss of my wife to a late cancer diagnosis and Crohn’s disease in

...............................................

tried to help our son but she always thought that she could have
helped him more even though she provided the best care 24/7 under
most stressful circumstances. When visiting his mum in the last few
days he would often be crying.

79. My wife was his carer so she couldn't work. She wasn't free to go out,
on holidays etc. She had to be at home so that she could cook and
didn't have the commitment of looking after him (above normal

parental care), she would have gone out to work.

he was afraid that people would ask him too many questions about his
personal life. In my mind he was fearful that if he did, he would be
asked questions and the fact that he had HIV would come out.

15
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81.Given his skills, | thought that he would have been good on a
management committee, but | think that his HIV status prevented him
from pursuing any career. He had the potential to do a lot of other
things career wise, but he just did not have a normal life.

82.We don't know whether there were other medications available that
would have made his life better that he did not have access to or if

they were made available to him.

.................

for. He had lots of dental problems. He knew that he would have to
disclose this and he would have been reluctant to do so out of fear of
stigma and mistreatment. He often told his older sister he found
medical professionals treated him “worse” after his blood
contamination diagnosis. We feel the medical profession were not
trained enough in knowing about what happened and in caring for and

supporting such patients.

diagnosis. After he turned 18, we were not permitted to sit in doctor’s
appointments with him. | think that this was wrong as he was only a
teenager at the time and he needed support from myself and the rest
of his family.

85.1 also feel that in addition to his father's presence, he also needed
professional support. If you tell someone that they have a serious
disease they will draw their own conclusions about it, so the NHS
should have appointed a specialist counsellor to support him through
such a difficult time. They did not put in place any psychological
support package. I'm not sure why they did not do this. Was it because

16
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of his ethnicity? Or because they had already “written him off'? | am
not sure.

86.1 think that there should have been support services that considered
what the patient's specialist needs were. In my son’s case, | think that
a specialist support person who provided support which took into
account his ethnicity should have been provided. | would often say to
him, ‘talk to me’ or | would encourage him to talk to a specialist in the
hospital, but there was no one to talk to.

...............

time and he wasn't the same young man anymore. He was depressed,
didn't have a normal life, normal relationship, friends or a confidant to
talk to. The medical profession should have identified that and offered

a specialist counsellor to help him navigate through this difficult period.

Prior to this time, he did not receive any kind of financial support as a

result of being infected.

89.He did receive disability benefits and my wife received a carer's
allowance. As he was living at home with us, he received the standard
amount that was offered to claimants by Macfarlane.

90.To us, money was not a factor as money could not buy him comfort
and a better quality of life. We were happy with the basic amount that
he was receiving through Macfarlane and he didn’t expect more. The

burden on me and | was happy to give him money for clothing etc.

17
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91.1t seems that Macfarlane was means tested. Initially it wasn't, but as

form. | recall him asking about how much | earned and my savings as
he needed to provide this information to Macfarlane. He would have to
declare how much money he made, who he was living with, what he

needed the money for etc.

92.1 remember that he had to repeat the information, which | think put him
off and made it quite onerous in applying for financial support. He felt
as though he had to prove he was deserving of the money, and | think
that worried him a lot. It played on his mind, as he had to constantly
repeat what was wrong with him.

93.1 do not remember there being any preconditions attached to the

infection with HIV and HCV. Because of his infections he led a very
miserable, depressed life, and that in turn must have been very difficult

for him. It also had a huge impact on my wife and other children.

95.No amount of money or financial compensation would have given him
or us happiness. We just wanted a happy, healthy son.

96.The health department and those in the medical profession failed in
their duty of care to recognise the risks associated with Factor Viii

products. We were let down by this failure and so was our son.

97.1 sometimes blame myself for not being more proactive and not asking

the questions of the medical profession that we are asking today. We

18
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put our whole trust and faith in the authorities and the doctors, as they
have studied for so many years to be able to do what they do. My view
is that when you are in that position of authority you should do your
best and that is where | think they failed.

98.My daughters and | have found this process very painful as we have

needed to relive| S s life in telling his story, especially after his

down. We hope it is noted by the Inquiry that the impact of something
like this cannot be underestimated as it has a ripple effect and sends
shock waves through a person's life.

got married, but they don't understand the seriousness of the iliness
he went through. | believe that a lot of his behaviour, and his general
difficulty in life, was a direct cause of him being infected with HIV, HCV
and other infections and consequential medical and personal
problems, and no one has been prosecuted for that.

101.The medical profession should think about how to make medicine
simple for ordinary men and women, especially the sufferers. When
they gave patients Factor 8, they should have explained it adequately.
We didn't know what it was, they didn't tell us how it works. They need
to explain this in plain English. If we had known what it was, | might
have understood it and asked more questions. We were putting our
trust in them.

102. It seems that the UK imported lots of blood from{ GRO-B jand
because of this, the medical profession failed people like us as they
did not adequately screen the blood. Anything that we import is
checked for quality, so | don't understand why they didn't check the

blood products.

19
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103.There was always this feeling that you couldn’t question the doctors.
It existed then and it is still around today. Even these days, if you
question their judgement, they will get defensive.

he wanted it himself and for this to go away. However; S _ iand we

knew the reality of the situation—it was like a dark cloud hanging over
us or a hard lump in the throat that cannot be swallowed.

105.We also feel very upset that s i(his soul now he has passed) and

through this inquiry in this way — causing further distress and upset.
We hope justice will be done for the wrongdoing.

| believe that the facts stated in this witness statement are true.

Signed __ GRO-B

Dated _ q& @fﬁww”@m/ =2/
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