Witness Name: GRO-B
Statement No.: WITN0448001
Exhibits: NONE

Dated: 05.02.2019

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 2018.

GRO-B will say as follows: -

Section 1. Introduction

My date of birth and address are known to the Inquiry. | am the father of a
son who contracted both Hepatitis C and HIV. | am the husband of a wife
who contracted Hepatitis C. | am the father of a daughter who, although a
carrier of haemophilia with a slight bleeding disorder, is fortunately not
infected. What follows is my story; my experience. | am not affected by any
bleeding disorder myself.

| can confirm that | have chosen not to be legally represented and that | am
happy for the Inquiry team to assist me in drafting my own statement.
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3 Many years ago my wife was diagnosed with Von Willebrand Disease.
This was later changed to Hasmophilia. Based on the original diagnosis
we were informed that, if we had children, they might suffer some mild
bleeding disorder.

4, in 1873 owr son was bom via a forceps delivery, which resulted in
bruising to his head. This was possibly the worst kind of delivery and
he went straight to intensive care and was eventually diagnosed with
sevare Haemophilia A. There was al that time a very real chance that
he a) might die or b) might suffer bréiﬁéiéi}{z?y,? e

5, My son survived and, apaﬁ: from his haema;;hi WaS éiiééiihy child,
So, with help and support fmm our !acai Haemaghlﬁa Centre, life {with

a new baby and ha&maphma} ﬁétﬂed into it ;;vnew routing,

8. Quring the next few year& our ﬁz:m made many visits to the Centre
during the ciay andthe C:hzi»:imﬂ s Ward atthe Hospital at night. It almost
became a home«fmm%eme wherg we were made welcome and treated
with respect. - B

7. We did &ta@*&ignaliy g&?%gzms%mg looks from people in public because
of Qur'sgn’s wiﬁ%bié{ bm;&ing and we did, on one ogeasion, have to offer
an @xgﬁaiﬁaﬁm toa g}ér’zimuia riy uninformed doctor on a hospital ward.

8 In 1876, aﬁéﬂf much soul searching, our daughter was bom. She was
diagnosed as a carmer of haemophilia disorder with a mild bleeding
disorder herself. Fortunately, over the years, she has needed very little
in the way of treatment so has escaped any potential infection,

9. However, shortly after our daughter was bom, my wife suffered post-
natal depression and her and our new baby were hospitalised. This,
coupled with dealing with our son's haesmophilia, her own difficullies

WITN0448001_0003



10.

11

12

13

14.

15.

16.

and operations and the guilt she would later feel, led to my wife

suffering a series of depressions over many years.

Somehow, with lots of help and my wife's determination to get well, we
survived these very difficult episodes. Our children were always our

priority.

When our son was 3-4 years old, he was diagnosed with Non A/Non B
Hepatitis (later to become Hepatitis C). All information regarding my
son's diagnosis came from the Haemophilia Centre who provided us

with ongoing help and advice.

Then the “bombshell” — HTLV3 (now HIV).

A lecture was given by the then Director of our Haemophilia Centre
preparing us for the threat of a new virus that could pose a risk to those
who were being treated with some blood products.

A short while after (May 1985) our son was confirmed to be infected
with this potentially deadly virus. This diagnosis was made by the
Haemophilia Centre who, once again, provided help and advice. He

was: cro-Byears old. Once again we were in a “would he live or would he
die” scenario —~ how do you tell anisrosyear old child that he might die a
dreadful death? We didn't.

In 1989 my wife became ill and was diagnosed with Non A/Non B
Hepatitis. This diagnosis was probably made by the hospital
haematology department but | can’t be sure. Initially it was suggested
she must have contracted it during a recent holiday in America. Later it
was determined it was due to having received contaminated blood
treatment. My wife felt dirty and unclean — something not to be

discussed in public therefore secrecy was necessary.

| believe we were informed of the risks associated with HIV and
Hepatitis C when my wife and son were diagnosed. However too much

time has elapsed to be certain of any of these things.

3
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17 Our son approached his GCSEs and eventually moved on to A Levels.
Because of illness some of his school work had suffered so we
employed a tutor to help improve his maths. He struggled through a
bout of pneumonia and later a difficult bout of tuberculosis. Against the
odds our son recovered sufficiently to enter university (1993). His aim
was to study Computer Sciences.

18. His health was at this point rapidly deteriorating. We were informed that
he might not make it to Xmas. We were then informed that he might not

make it to Easter.

19. Our son attended university for as long as he could but, oni GRO-B

1994, succumbed to a tragic, lingering, wasting death that was HIV
related.

Section 3. Other Infections

20. As far as | am aware, the only infections contracted via infected blood
by my wife and son are those detailed in paragraph one of this
statement. However, | suppose it might be possible that, if my son’s
immune system was compromised, perhaps it could have had a
bearing on him contracting pneumonia and/or MAL.TB — | don’t know.

Section 4. Consent

21. The only information | am prepared to offer here is a modified quotation

copied from notes my wife made during our son’s treatment:

1977 date 1 — “Informed...our son has Hepatitis”.
date 2 - “More blood tests...Our son is Australia Antigen positive. Sample
of blood taken from my wife.”
date 3 - “Blood tests, liver function tests, myself, our daughter and our
son.

Possible Anti-Hepatitis Globulin for myself, our daughter and my

4
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wife. "
The notes do not show any record of us aclually receiving Anti-
Hepatitis Globulin, Would it have helped us if we had?

1983 dale 1~ "Qurson has tp go....There is a 3 stage family injection available
which would cover us against Hepatilis for 8 years”. The noles
do not show any record of us recelving this injection. Would #
have helped us if we had?

Bection §. lmpact

22. As a result of his Hepatitis C infection my son @as removed from his
nursery school. With help from our ?Haemg;tphi?ia Gemm he was
temporarily placed in another school prior to going on to Infant’s school.

23, The headmistress of the local Infant's school wasn't oo keen to accept
him, but again with much persuasion and help from the Centre, she
relented. - .

24 This was our first experience of stigma but, once again, a routine was
established. .

28, Haemm}hma could be discussed openly but depression and Hepatitis
Non A/Non B were taboo subjects and best kept hidden. So, secrecy

and shama were now added to the stigma and guilt,

28, As time g}é&é@;@ both my wife and | were given training so our son could
be treated agftﬁeme, | was a coward and couldn’t do it 80 it was left to
my wife to administer. What should have been a shared effort became
my wife's sole responsibility. Ultimately this would lead fo more guilt
being heaped on her shoulders.

27. Home treatment was arranged by and administered in accordance with
instructions from the Haemophilia Centre. i gave our son a near normal
life until MIV reared its ugly head.
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28,

28.

30.

31.

32.

Whilst we struggled to come to terms with the new body blow of our
son being diagnosed as HIV positive, the press and media were having
a field day. People were dying and guestions were being asked: could
this be something akin to plague? Should the victims be quarantined,
perhaps on prison-type ships or something akin to Anthrax island?
Could it lead to a worldwide pandemic? The label "Gay Plague”.

Then the Government campaign — leaflets through every door ~ the
“AIDS” tombstone — the continuous stoking-up of panic. We, the
affected and those, the infected, had to endure this constant
bombardment of information and misir‘zfmmmiééj We were very, very
afraid. The shutters came down, me’éréwkf}réﬁge wé‘é raised and fear,

secracy and 8 m@mm‘ beﬁam@ the Ordaf* of thf«: ciayf We had
two children to protect. ' -

The only people we (:surzi confide in @éré*ihe mékﬁica* ! professionals,
their staff and asssm;aiad am::&a! workers. We relied on them for help,
advice and supmrﬁ but how were they be:ng %pparﬁ&d‘? Patients young
and old were i}@mmmg ilfor dymg Our local Haemophilia Centre was

rying despera%etg to help and ac:imsa where and when they could but
wt_';;:s: was suppmmg them? Wﬁa’t was the toll on their physical health
and mental wellbeing? Did they receive any extra resources to assist
in dealing with this tragedy? How did they cope?

How did'yifza victims é{};}ﬂ’? Not only were we living with the fear of a
family member dying but now the fear of discovery by members of the
press and tha general public. What might be the consequences of
discovery? Yes, we were gfraid. This was an ugly, dirty and potentially
deadly virus. We were living with guilt, shame, fear and secrecy.

The sword of Damocles hung over our heads ~ would our son die? If
so, when and how? It was our last thought at night and the first the next
morning. And still we struggled to maintain a near routinely normal life.
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33.

34.

35.

36.

37.

38.

39.

Where were the authorities? Were they helping? Had we, the victims
been forgotten? Perhaps we were expected to just get on with it! Had
we been dumped; left to suffer in silence; left to flounder? Should this

be so then shame on them!

But, no matter how difficult, life goes on. For both my wife and myself
depression and anxiety were never very far away. We did what we

could and, with lots of help from the Centre and our GPs, we survived.

The kids were growing up and were better able to understand some of
the problems we were all facing. We were trying hard to live a normal

life in very abnormal circumstances.

My wife’s diagnosis had the effect of bringing to an end any further
intimate relations between us. Amongst other problems, she has
difficulty walking (mainly due to arthritis) so, because of this and
Hepatitis C, | no longer have a wife, | have a companion. Similarly my
wife no longer has a husband she has a carer. This, of course, has
resulted in even more guilt. She is also concerned that her Hepatitis C

status could lead to her dying prematurely — more fear.

1994 - what a wondrous year! We were expecting our son to die. | was

facing potential redundancy. My mother-in-law was ill and died in\GRO-B

My daughter was doing A Levels. My son died in GRO-BiMy daughter left

for university in September/October.

With help, my wife nursed our son at home until he died. Her grief was
overwhelming, she was weary and exhausted both physically and
|l)

mentally. She had given her “al
die.

and just “gave up” — she wanted to

| believe (although | am no longer sure) that, for her own safety, she
was sectioned under the Mental Health Act. Over the next couple of
years, she spent a considerable amount of time in hospital trying to
come to terms with the loss, grief, shame, secrecy and the guilt.
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40.

41.

42.

43.

44,

45.

486.

47.

Guilt for having passed Haemogphilia on to her children, Guilt for giving
our son treatment that might have been responsible for killing him. Guilt
because a significant part of cur marriage had been taken from us, Guilt
because depression and mental forment has had such a devastating
effect on the whole of our family. Guilt that our daughter might not want
children because of what she has witnessed and experienced over the
years,

She was eventually discharged from hospital but was il for many years
after, She was in the care of various psych%ati*i;&ts, the Crisis Team and
our excellent GP. The medications she was ;:r@éérii::ed, including ECT,

weare powerful and substantial.

With significant help from our GP and her own ététmg, will and
determination she managed to recover.

With a great deal ,ﬁfgfuﬁhe?'ﬁ'aig and determiégtiaﬂ she weaned herself
off all medication associated with depression. She started to “feel’
again; to "live’ again. .

But, even {imﬁg v;he%bvéééaiiér?,,;mncems about recurring depression
ér&éﬁihg black piiééf:zjaspaér far outweighed any concerns regarding
Hai}aiitié'(i treatment, Mywii& considered the risk too high so Hepalilis
C iré&tmeﬂi %«éafsj a }naxvi'zvisfarter {especially the Interforon based
pmdQc{s,::‘giépmssiéﬁ}E}emg a major side effect).

During this lengthy period the staff at the Haemophilia Centre were
changing. it i.ﬁ difficult to explain but we were losing touch with the
Centre — the atmosphere had changed and | fell we were being a bitlet
down and, 1o some degree, abandoned.

Contact with the Centre became less and less frequent and has more
or less ceased.

My wife’'s Hepatitis C is being managed by a very understanding
hospital consultant. He keeps a walchiul eye on her and stresses the

8
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48.

49,

50.

81.

52.

53.

54.

fact that modern treatments for Hepatitis C carry little side effects and
are considered guite effective.

However, nothing can be guaranteed 100% safe and effective. My wife
is still fearful because a) her treatment might fall and the bitter
disappoiniment could trigger more depression and even guill; b) the
treatment itself might trigger another serious bout of depression.
Therein lies the dilemma: the fear of depression versus the fear of the
consequences of Hepatitis C. Only time will tell.

Who then is prepared to assess the impact this has h&ci {and continues
ta have) on my wife's life and wellbeing {and on my aﬂd aur daughter's
fife and wellbeing)?

We often tell each other that nothing slse bad can happen, i:}ut it does.
Even after 30 years and more our lives still continue on a downward
spiral. L |

A simple axampia of this concerns the ﬁxizhesm@rs Society. Not many

years ago they"wmmfsslmw a hard hstimg TV advert which included
the AIDS icmmmraa But whf:: did it hit hardest? The people it was
asm&d at or those of us who had already suffered {and were still
wﬁafmg) fmm '{he Gw&mmems HIV/AIDS campaign.

suggestmg there might be a risk of her contracting vCJD.

Writing our individual statements and/or experiences is, in itself, forcing
us to relive those tragic circumstances over and over and over again:
hence the downward spiral continues.

QOur son carried the heaviest and most tragic burden of lliiness and
death. My wife and | carry the burden of losing our son. Our daughter

camies the burden of losing her only brother.
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55.

56.

57.

58.

50.

60.

81.

My wife alsc carries the burden of Hepatitis C and its potential
consequences. She also bears the responsibility of motherhond.

Mothers are the glue that holds families fogether. Regardless of the
difficulties she has faced (and is still facing) she has dragged herself
up from the dark pits of despair and has put her family first. Our children
have been loved and nurtured and have been a blessing to us both.
With significant help from the Centre and our GPs, she nursed our son
at home through his dying days without Zhaught for herself. She was
his rock and his comfort.

Even though she has suffered many mm of degamssim she has
always put her children first and been a pmu{i z;a;}ahiﬁ, caring and
exceptional mother,

| have referred seversl %;mm fo my w:f&s fragife memal state, her
depressions and the added strass inflicted by our son's Hepatitis C/HIV
and her own Hepatitis C di agnag;gg. What | have not mentioned is the
courage, determination éﬂ{f fight Shﬁfhasgshéwn, pulling herself out of
these dark ;ﬁiéf:&s' and soldiering on.

ﬁ;sémgg}zﬁmed later in my statement, | have suffered my own waves of
depression and anxiety. | have tried to love and support my family. |
have watched us all struggle, often with things outside our control.

Like my w;fe { am very lired and very weary. it would be nice if this alf
just “went away’ but | know it won't — it will always be there to haunt us.

Who can quantify the additional physical damage and mental strain
these events have put on our lives? Only those involved from the
beginning can understand the mental torture and heartache that this
tragedy has inflicled on us, We have more ahead of us and it is my
belief thal this torture will cease only when we die

10
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Section 6. Treatment/Care/Support

62. | have skipped over my periods of depression and anxiety — the amount
of time | have spent with psychologists and talking therapists — the
monies spent on hypnotherapy and Relate.

63. Most referrals to these services came from our GPs via the NHS. One
particular NHS psychologist was suggested by the Haemophilia
Centre. Other services e.g. hypnotherapy and a Relate counsellor,
although suggested by a GP, were made (and paid for) privately. At

least one other session with Relate we arranged ourselves.

64. | have also attended ad hoc group voluntary sessions organised by
clinical psychologists in our local library.

Section 7. Financial Assistance

65. In or around 1989 a group legal action was being organised to claim
some form of compensation for those infected with HIV. We weren’t
entitled to legal aid so, having taken advice, had to back away or risk
losing what little savings we had.

66. Fortunately our son reached hisiGRO-B|birthday that year and

automatically became entitled to legal aid in his own right. This
eventually resulted in a compensation payment.

67. My wife, because she is registered with the Skipton Fund (and possibly
the Macfarlane Trust), is receiving the relevant payments for her
Hepatitis C status.

68. Information leading to my son’s compensation and/or my wife's
Hepatitis C payments would probably have been relayed to us via
social workers attached to the Haemophilia Centre, our associations
with the Macfarlane Trust, the Skipton Fund and possibly the
Haemophilia Society.

11
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70,

71

72.

73.

74,

We didn’t ask for this Inguiry. 1t is raking up the past and causing us to
remember events that we have tried o push {0 the furthest recesses of
our mind. i is causing us a great deal of grief and hearlache.

With or without us the Inquiry will continue. There is no escape. On that
basis we are, in our own individual way, trying to contribute what we
can either as experiences, information or formal statements.

Those still infected face uncertainty. m;g%ﬁggés and relationships have
suffered. Families have been seriously affected and/or destroyed.
Some, | am told, have exp&ﬁéﬁmﬁ;ﬁnamigt hardship.

The Inquiry will not bring us peace but W¥§§ m fact, bring more grief and
heartache. What we have b&en forced ’{0 @ﬂdur@ should not have
?}ag:&mmd - perha;}s ti‘}e inqu&y can $he{$ some light on why it
happened!

itwon't tell us What my Wifé:’év’?i}ti,zra will be with regard to her Hepatitis
C ﬁiatu*s and it canamiy won't repair the damage this whole fiasco has
::aused '

What it 'rﬁvigﬁt do is answer some lingering questions:

Why did my son have to die this way?

Why were we mﬁm?hgiy feft in the dark and forgotten about?

Why were we left to suffer in silence?

Why were we left in fear?

What happened to self-sufficiency in blood products?

How were decisions reached regarding the importation of blood products to

meet requirements?

What role have the product suppliers played?

Have they been questioned?

12
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Do they accept any responsibility?

Who amongst the medical/scientific community knew what and when?

Were any questions raised by this community?

Were any answers given?

Why has it taken so long to get {o an Ingquiry?

{s there a case o answer?

75,

76.

77.

78,

79.

80,

This has plagued us for over 30 years. | don't know how we have
survived this farl We still have a long way to go. Will it ever end? Will
we still be here o see the end? '

I have spent many, many houwrs Wﬁtmg this ﬁtat&mem and the
associated modifications. | hava reisv&d the grief and unha;mme% over
and over and over again. | am zzreé and weary: | am old and need to
rest. '

This has been my éimrianeéi These are “x recollections, There will
be gaps. Ther& mghi be msstak&s s the best | can do and i

c&n&tstwimm” : stam' t t the Inguiry.

My?@fife has requ&sﬁéé,i inforrm méin{;uiry Team that she has submitted
iietéiis of our son’s home treatments to that Team but, please note
the mﬁ}rmamﬁ mntamezi therain is not part of, and is separate to, my
statemam

if some of %’E :s useful good; if not, then at least | have tried and can do
no more,

if possible | wish to remain anonymous.

13
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Statement of Truth

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

Signed ﬁ PUEEL

Dated 05.02.19

14

WITN0448001_0015



