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"~ Dated: January 2019

INFECTED BLOOD INQUIRY"

FIRST WRITTEN STATEMENT OF SARAH GOUGH

1, Dr Sarah Gough, will say as follows:-

Section 1. Introduction

1., My name |s Dr Sarah Gough My date of birth is | GRO-C | 1974, and [ live at

an address known to the inqunry

2. | 'make this statement in relatlon to my father, Christopher Gough, who was

born oni_GRO-C | 1942 and contracted HIV, Hepatltls B (HBV) and Hepa’utls _

C (HCV) via contamlnated Factor Vill treatment. He died of AIDS on 10
February 1995, aged 52. | '

3. My mother, Eileen Gough, sister, Carbline Gough and brotﬁé'r, Dr Nicholas
~ Gough have all been affected by my fathers death. | have been asked by

the other members of my family to provide this sta'te.r'nent on their behalf.

Where information provided is not within my own knoWledge‘ it is based on

what my mother has told me.

4. This witness statement has been prepared without the benéﬁt of access to my

late father's full- medical records. If and in so far as | have been provided with
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limited records the. relevént entries are set out in the medical chronology at

the end of this statement

- Section 2. How_Affected

5. Christopher was diagnosed with severe HaémophiIAiaA when he was a young
boy. He_suffered‘ from spontanebus bleeds into his joints and muscles
because of a Factor VIIf deficiency.

6..When he was young there was no specific treatment for Haemophilia other

 than bed rest and analgesia. . This meant that his jointé were very badly
~damaged and he had, severe osteoarthritis as a result in his later years~
Despite this, he worked full time as a Chartered Accountant and was a
fantastrc father to me and my siblings. -

7. From the age of 4 he wa's'treat'ed‘at the Haemophi[ia Centre at the Churchrll

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

Hospital in Oxford' He was Irvrng int GROC ibut traveﬂed to- Oxford for
treatment as it was the nearest Haemophllra Centre. At that time Dr Charles |
Rizza and Dr James Matthews were responsrble for his care. In later years

" his care was managed by Dr Paul Grangrande
’ /

8. When Factor VIl became available it revolutromsed Chrrstopher’s treatment.
" He had muttiple infusions from the 1970s (when Faotor Vil concentrate first
became avallable) unt|! his death. The products he was treated with mciuded '
~ Kryobulin, Factorate, Koate and BPL FVIII 8Y. These were administered
intravenously in the event of a bleed, usually at the Churchill Hospital but also,
in later years, by my mother at home. | ’ '

9. My father was Cb~infect_ed with .HIV, HBV and HCV due to the use ‘of
contaminated Factor VIl which was imported into the UK.
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HIV

10.1n the mid 1980s there was a lot of concern amongst the'-haemophiiiaé
community about HIV infection. My mother recalls that my parénts got most

of their information from the television rather than the hospital. .

11.There is nothing in my father's medical records about the risk of infection and

‘my mother does not remember it éver being discussed with her or my father.

12.1n May 1983 a letter was sent to my father from the Haemophilia Society on
behalf of Professor Bloom who was the C_ﬁéirman of the Haemophilia Centre
- Directors. This was to reassUré palti_ents that the cause of AEDS‘wés unknown
and although cases had been reported in American haemophiliacs, there was
no proof that this was due to an infective agenf within blood prdducts.
Professor Bloorh did not feel that the freatment programme should be _altered’. '
A copy of this letter is now exhibited at “WITN1246002".

- 13.My father’s pathblogy recdrds confirm that he first tested positive for HIV in
the summer of 1985. | believe that the first tests for HlV were vefy unreliable -
and had to be repeated mulfiple times. .

 14.0n 1 O_ct'obef 1985 m'y father was telephoh'ed by the hospital and t@)id that he
was HIV positive. He was naturally devastated. My mother cannot recall him

being offered any additional support at the time of his diagnosis.

15.1 believe it was inéppropriate for my father to be told his test results over fhe
phone. ’ ‘ |

16.Some time'lat_ér he called the hospital to ask for further information about the

potential routes of transmission etc.

.1?,5 “GROE

18.There are no records in the medical records 1 have obtained which record him
being informed of his HIV diagnosis. | believe that this should have been
recorded and | am not clear if there is no record because it wasn't recorded or

because his records are incomplete. ’Th’ére-is nothing written about what
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information was given to him‘ or what support (if any) was offered to him and.
the family. 1 find. this particularly odd and shocking that such a ‘cleariyﬂ'
sxgmﬁoant clinical event was not documented. There is also no Ietter from the
hospital to his GP informing his GP of the HIV test result

19.1n February 1986 my father received a letter from the Haemophllla Centre’

HCV

asking him to return a form choosing one of three options:

a. He had been told his HIV results ‘ o
b He had not been told his results and DID want to know
¢. He had not been told his results and DID NOT want to know

This was-so that the Centre could ensure its records were “correct.” Thié :

" implies that the Centre did not know which of its patients had been told this

life changing test result and | believe it is indicative of a complete failure’ in
communication between the medical team and patients around an extremely’
sehsitive topic. 1 also find it concerning to think ‘that there were patients who
had not been informed of their results and who may therefore have unW|tt|neg
passed the infection to their par!:ners

20.1t is clear from my father's medicai records that the hospital knew he had

tested HCV positive in February 1992 if not earlier. My father was. on‘ly

informed of this diagnosis in December 1994. On this occasion he was told of

" his diagnosis face to face at a routine clinic appomtment so he had the'

opportunity fo ask questtons and discuss the implications ‘of his infection.
However, there was still a significant delay in hnm being informed-of the test

resulis.
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21.The medical records suggest that there was evidence my. father had had an
HBV infection as eariy as 1982. This was never specifically discussed with
him. | |

Section 3. Other Infectiohs

22. |'am not aware of any_v other infections that my father may have been exposed
to. | ' '

" Section 4, Consent

23.1tis clear that my father was tested for HBV, HCV and HIV multiple times. [
believe that the hospital was routinely testlng viral serology. He was

consented for the HIV tests.

Section 5. Impact of‘the lhfection:

24. After his HIV diagnosis on 1 October 1-985 my father remained physically well
for the first few years aside from his usual bleeds and severe osteoarthritis

related to his Haemophilia,

25.However, his mental health was significantly affected by his HIV diagnosis.
He felt that the diégnosis had ruined his whole life and he felt guilty about the
~effect his HIV would have on the family.  He was terrified that news of his

diagnosis would leak out and the family would suffer.

26.He also ‘wrorried terribly about whether he would be able to carry on working
and eavrninvg money to support his famijy.' '

27 He contempiated suicide and saw a psychlatnst on several occasions. He
was prescrlbed ant:depressants and remained on these mtermlttentiy for the

rest of his life.

WITN1246001_0005



28, His physical deterioration started in September 1992 when he was admitted to
Oxford with Pneumocystis pneumonia which was an AIDS defining iliness.
He was started on AZT which was the AIDS treatment regime at that time.

29.He continued to slowly physically deteriorate over the next few years with
symptoms related to HIV and also side effects from the treatment ‘He had
' ongoing fatigue, diarrhoea, oral thrush, seborrhelc ‘dermatitis and post’

herpetic neuralgia after a shlngies infection.

30.1n January 1995 he became confused and started falling over.” He was
admitted to Oxford and znvestfgatlons showed he had cerebral Iymphoma He
was dlscharged on 3 February but rapidly deteriorated and he died at home-
on 10 February 1995 with all the family present. | '

-31.We were fortunate that we were supported by the family GP who was
excellent We never received any input from palhatwe care despite my
father’s very poor prognosis.

32.0n the day of his death we were visited at home by the Coroner’s officer from

o Salisbury because there was concern about Wbat to put on my father's death -
certificate. ' As he had contracted HIV via contaminated Factor Vil there was
a suggestion that he had been untawfully killed and we were told there would

need to be an inquest.

33. Following discuesions between our GP, the Coroner and the Churchill
Hospital it was decided that the death certificate should read:

| 1a Cerebral Lyrnphhoma
2 Haemophilia |

34 This meant that AIDS was not even mentioned on the death cemﬂcate even
though this was what led to my father's death. It was very distressing for us,
as a famlly, to have to go throug_h this process when ‘we were grieving. The

fact that they failed to record AIDS on the death certificate made us feel like
there was something to be ashamed of. and just added to us believing that
there was a cbver up.
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35.My parents were devastated by my | father's HIV diagnosis. Before his .
~ diagnosis he was living a full life despite his Haemophilia and he wes then told
" that he had a terminal condition as a result of the treatment he had received.
My mother used to give him his Factor VIII treatment at home so she was left
with the guilt of thinking she might have been the person who injected him
with the contaminated Factor VIIL. '

-36. Although my father lived asymptomatically with HIV fo_r"-several years my
pafents lived with the constant worry that every cold ’signified the start of
(AIDS. | |

37 in the 1980s there was a Sigmf;cant stlgma assomated Wlth HIV fuelled by the | ‘
dlstressmg Government adverts that were around .at that time. My parents .
- were very concemed about anyone finding out about my father's HIV status
and my mother remembers being advised by either our GP or the doctors at
Oxford not to tell anyone At first they told no one at all. . Then over time, they
told a few family membersiclose friends. A couple of these supposed

“friends” never spoke to my parents again after.ﬁridi'ng out.

38.We lived in a small town and many people knew that my father .’ had |
Haemophilia. Some people put two and two together and surmised that he
- was infected. My mether remembers people cressing the road to avoid us
and can remember parents not allowmg thelr children to come round to our
house to play My mother also heard stones about people w1th HIV havmg
bricks thrown through their window and was worried that something like that
‘ | might happen to us. | | |

39.During the late 1980s we were invited to Florida to stay with family. We were

not able to go because HiV + individuals were not allowed to enter America.

40.Neither of my parents were able to obtain life insurance because of my
father's HIV positive status. My father continued to work as an accountant
until the last few months of his ilness although he increasingly worked from

home.
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41.When my father died ‘I was honly 20, My siblings were 18 and 15. We were all

in full time education. . His 'death had a significant .effect on all of us.

Concerns about the stigma surrotmding AIDS meant that we could not really

- talk about it outside the family and even our closest friends didn’t know that he
~had died from an AIDS related illness. His illness and death certainly

“impacted on our mental health, Some of us were able to access support from

our place of education.

Section 6. Treatment/care/support

42.My parents were not offered any counselling or supportat the time of my
father's diagnosis. My father later saw a psychlatrist as set out at Paragraph |
127 above, : ’

43, Neither I nor my s:bimgs were offered any support via the NHS when our
fatherdled

Section 7. Financial Assist'ance '

44 After my father's HIV dragnoms my parents took legal adv;ce about takmg
_action against the NHS for infecting him with HIV. In the end the Iegal costs
were too high for them to consider pursumg this partrcularly as they knew that
my father's abrlrty to earn was likely to be comprom|sed by his illness.

45.1n 1990 my parents were grven an ex gratla sum from the Govemment The
" letter they recelved at the time made it clear that this sum did not represent

compensation.

. 46.In May 1991 my parents were awarded a settlement by the MacFarlane Trust
_ as a non litigant. My father had to sign a disclaimer statirlg that he wouid'nbt '
take any further legal action in order to recelve the money. A oopy of thrs .
disclaimed is exhlbrted at “WITN1246003”
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‘47 When he died my mother received some further money to help with funeral
costs and while my siblings and | were in full time education my mother

received financial assistance from the MacFarlane Trust.

48.My mother then received a further payment from the Skipton Fund regarding
my fathers HCV infection in 2011. '

49.My mother then found out, by chance, that she might be eligible for some
more financial assistance after she heard a report on the news in 2017. The
MacFarlane Trust was about to be merged and renémed the Business
Services Authoriiy' Infected Blood Support Svoh,eme.h_ She rang the scheme
which had no record of my father at all. She had to re-provide all the
evidence‘ which included his death bertificate, 'As his certificate did not put
AIDS as the cause of death (or indeed mention it at all) they refused her
application. 1 had to request a letter from thé haemétology deparfment ét the
Churchill to explain the situation. I do not understand why they didn't have the
records from the MacFafIane Trust. |

Section 8. Other Issues

50.My father had his life cut tragically short due fo contaminated Factor Vil He
never got to see his children grow up and develop careers. He never got to
meet his grandchildren. He is never far from our thoughts, especially as some

of his g‘randchildren also have Haemophilia. -

‘51.Thankfully, genetically modified -Factor VIII should mean that infected
treatments are a thing of the past. However, it is important that the Inquiry
hears stories like my father’s, however difficult it has been for me to tell, to

‘ensure this type of medical catastrophé never happens again.
Anonymity

- 52.1 do not wish to apply for anonymity.
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53.1 am happy to give oral evidence at the Inquiry if required.

‘Statement of Truth -

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

Signed. GRoO-C

Dated L& ,.‘1 l \‘\
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