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INFECTED BLOOD INQUIRY

FIRST WRITTEN STATEMENT OF SIMON DOWNS

I, Simon Downs, will say as follows:-

Section 1 fntroduction

1. My ;nfame is Simon Downs. | was born onEL GRO-C 1965, | currently live at

; GRO-C | West Sussex,; GRO-C ! | have
beﬁnﬁ married for 25 years and have two children, aged 23 and 26. | have

WO ked as a Service Advisor for a Peugeot dealership for the past 30 years.

2.1 pr{ai:are this statement in relation to contracting Hepatitis C, having received
contaminated blood products.

3. Thi;si_witness statement has been prepared without the benefit of access
to ﬁny full medical records.

Section 2! l%-iow infected

4, Wheiz I was two years old, | accidentally ran into a fireplace which knocked

out'two of my bottom teeth. Soon after | was taken to St Thomas' Hospital and
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diagﬁé)sed with Haemophilia A. No further information was provided to my
pare‘n:ts at the time.

5, Desﬁ:ifte my diagnosis, up until the age of 16, | felt well. | had begun my dream
job as an apprentice at a mechanic’s garage and | appeared to be in good
hea th | used to play rugby, run cross country and went to the gym three

times a week.

6. In o éround 1981, | began to experience recurrent pain in my knees and went
baclé jand forth to St Thomas' Hospital. | was advised that | would have to wait
untli | turned 18 years old, when my bones had grown fully to perform

corrective surgery.

7. Finejiliy, in 1984, | was admitted into hospital for tibial tubercle advancement
surgéry, which was performed by surgeons, Dr Mike Smith and Dr Cramer.
Thef_sfenior haemophilia doctor whose care | was also under was Dr Savage.

In 1984 | went into hospital a fit 19 year old and | left as an old man.

8. The ﬁrocedure lasted seven hours and as it was such a major operation, |
was5 foid that I would be off work for a few months and would have to learn

howé 1;0 walk again. | stayed in hospital for a total of eight weeks to try and
recofvjer‘

9. In tté days leading up to and following the operation | was given Factor VIl
conic?ntrate once, sometimes twice a day. | knew what | was being given, but
I did not know that it was contaminated, nor was | ever made aware of any
risks bf taking it. All | knew was that it was to help my blood clot.

10.1 worked out that | was given around 69,000 units of Factor VIl concentrate,
whi{:;h would have been about 45 doses. Quite obviously that would mean
there was a pretty good chance of being infected with Hepatitis C!

[

11.Prior to this surgery, | was given Factor VIll concentrate for spontaneous
bleeds and was always given this at St Thomas' Hospital as we were not

joe
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allo viéd to have it at home in the early days. | believe | was treated in this way
aroy nd four times a year.

12.Arojmd four weeks after the operation on my knee, | started feeling very
unwrgll. | was unable to eat and | kept on being sick. | was told that | only had
a bug and needed to stay in hospital for another two weeks but would be
al!o?v?ed to go home for the weekend for a break. | went home on the Friday
nigﬁtéand woke in the morning having turned bright yeliow from head to toe.

13.My niother was a nurse, so she assumed it was jaundice and took me back to
hosb tal straight away. | endured an entire day of horrible tests and eventually
left

me ;would be covered up in suits and gowns and would not tell me a single

n a room alone that was labelled ‘bichazard’. Anyone who came to see

thing, They installed cameras everywhere and administered numerous
I

injections and blood tests, before | was put into isolation. | spent a total of four
days this way.

14. My !*ﬂiother came to the hospital and demanded to know what was wrong with
me, to which she was told, they believed | had Non A Non B Hepatitis, but

the) weren’t sure how it was contracted. They repeatedly asked if | had been

on ;wollday to any foreign places. My mother was very annoyed that | had
been put in isolation and not given any information for so long.

15.A Elaemophi!ia nurse came to me and told me that she thought | had
Hepatitis. | didn’t know what it was but she explained that | might feel a little
rough for a few weeks and so | should avoid fatty foods and alcohol. | was 19

yearq old and so, at the time, this wasn't good to hear.

16,For§tén months | just felt like an old man; | was living with my parents and |
coy c‘n't even walk to the end of the road. | was sleeping for around 18 to 20
houfrs a day. | would wake up, maybe have some soup, then go back to sleep.

I feel hke I have spent my life asleep. | lost around 15kg in about three months
justgf rom not eating.

Tl
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17.No &réatment plans were ever discussed with me and no advice was given on
hovﬁ to manage my condition. | was given no information about the risks of

et cinm i
transmission either.

18.1 hadi previously agreed that, in May of 1986, | would undergo the operation to
hav ie;surgery on my right leg, which remained outstanding.

19.Agezfih, when | had the operation, | had no knowledge that the blood was
infei:ted and so | was given 56,000 units of Factor Vill concentrate in that

surééry. On this occasion, | stayed in hospital for about 11 weeks.

20.Aisﬁ)§this time, | was given dietary advice to follow, | was to have no food with
fat oh it, no red meat or bacon, only skinless grilled sausages or jacket potato

and beans Things like Christmas roast had too much fat. | stuck to this

reglme and did not have alcohol from the age of about 19 until the age of 28; |
was ternf ed {o.

21.In 1986 the Sister from the Haemophilia Centre came back to see me and
satd, ‘ch dear it looks like we have given you Hepaltitis again’ and then
fautgj;t}ed. My older brother was beyond furious and shouted at the Sister,
askitjg "how can you laugh at him?" She laughed and said, ‘weli you know the

rouiihe.’

22.0n| Chrlstmas Eve, in 1992, | went for a blood test as part of my six month

ch Ick up when the doctor requested to speak with me. This doctor was called

told my liver was in a horrible state and that there was a pretty good chance
that wouldn’t make it to 50 years of age.

23,Afte§r being told this however, | was advised of a new experimental drug trial
for jwhich they needed one more participant. They already had three people
anii needed a fourth in order to start the trial. | was told | would be one of only
fc)uI people in the entire country who would get to try it and would be on one
trial f_or two years. They weren't able to tell me what it did because it was new
butil.was told that | would have to inject the treatment into my stomach three
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t|mes a week and that it would give me flu like symptoms everyday for 24
hours.

24.1 fe:t;:that | had no other option as | was told it may extend my life. They gave
meir}o other information and nothing to even read. | was just simply told to
confwe back next week and | would be shown how to administer it.

25.Aftejr§ the two year period, they stopped the treatment without any warning and
withciut saying a single thing to me. They told me that the trial was over but
theyécouldn’t say why it had stopped. | never found out the reason and all
me@@ion of this is missing from my notes. | was told that my liver had improved
a little.

26.Fol idwing on from this, in or around 1994, | kept complaining about pain under
the? ﬁght hand side of my ribs and so | went to see the consultant, Dr
Thcirigson, who | saw for about a year. He gave me various pills and again

said %that | should be having no fatty foods and not be drinking any alcohol.
Agéip there was no advice regarding risks of transmission. They said there
was nothing more they could do.

27Every time | go to hospital now | complain about being wiped out and tired all
the tlme I am still suffering from this fatigue, even as recently as last month. |
go to bed at about 8pm and on weekends | have a four hour nap in the
dayitiﬁe too.

28They keep saying it is nothing to do with Hepatitis but that | have low iron
lev%lé. They do not know why my count is so low. | am sure it is to do with
Hefﬁ)étitis but the doctors adamantly deny this.
I

.
29.The doctors tell me | am free of the virus but that | do still technically have
He ;{atitis C, because the levels are so low. ml cannot get a mortgage or

ins:ﬁance despite this. | was told that | had cleared the virus in 1995, following
Interferon treatment.

L
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Section 3. Other Infections

30.1 was also infected with Hepatitis B, and exposed to variants of Hepatitis A, D,
E and G.

31.1 aT still suffering with exhaustion.

Section 4! Consent

32.1 dc% believe that | was tested and treated without consent.

33.Apart from Interferon, | was never told a thing about anything to do with blood

products, Hepatitis or anything else related to the matter. No information was
ever provided.

34.1 do believe that | was used for research purposes, as | was given a trial drug
for [treatment; Interferon. | am sure that they tested everyone's blood before
but I cannot prove it. All reference to the trail is missing from my notes.

4?
Section 5. Impact of the Infection
|
35.1 s:ruggled mentally following my diagnosis. | became a recluse because |
cmﬁldnt go out as | was always tired. You find your friends do not knock on
ymﬁr door so much when they know that you have Hepatitis C; they thought

the y ‘would catch it from me.

36.1 wtas in a relationship at the time, but as soon as she found out about my
condition, she dropped me like a hot potato. My infection ruined it all.

37.1 we s in the third year of my apprenticeship and had passed my exams, when

I h d to drop out because | was just so exhausted all the time. It was always

y‘ dream to be an F1 or rally mechanic and it was all taken away from me. |
ga\ie; it all up before my fourth year, which was the most important one.
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38.Although my work place was great with it all, they said that it was too
expénsive to pay to put me through college, so | was dropped as a technician.

39.Physically, | lost a lot of weight due to the infection. It ruined my life. | went
from being a fit 18 year old, to effectively an old man, in such a short space of

|

time.

|
40.My bersonal life changed dramatically, because you do not go to the pub

whe‘n you cannot have a drink. | really just shut myself away in effect. | told

I

my ?lose friends whom | trusted at the time about my infection but they didn't
knOtN much on the subject matter and just assumed it meant that | had AIDS.
41.My “

met her about 30 years ago; prior to my Interferon treatment and | chose not

to tell her about my infection until about a year after we began dating. | GRO-C!

relationship with my wife was greatly affected because of my diagnosis. |

GRO-C : and although she was

shog:ked to find out, she still stuck with me. My mother, being a nurse, also

l
spo'ke to her and explained it all. We were still unsure about how or if the
infeﬁ:tion could be transmitted and nothing was ever said to her about any

risks during her pregnancies. There was just no aftercare.

{
42.1 bllieve | suffered from stigma due to this infection, as | would have to

dec‘lare it on any job applications and they would then ask me if | took drugs
and if whether | had HIV.

43.Whenever you go to see a doctor for the first time they instantly just assume
you are a drug addict.

44 ltis Jeasier to talk about Hepatitis C now but it has taken about 30 years just to

make it a little more comfortable.

Section 6. Treatmentlcarelsupport

45.1 hﬂVe been faced with many difficulties in obtaining treatment as a direct
con$equence of being infected with Hepatitis C; especially with dental work.

7
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Surc;enes would never call me back after | enrolled with them and would tell
me 1;~as due to a full list of NHS patients already registered with them. When
! offéfed to pay they still refused.

46.1n 1995 | fell over and broke a tooth. | went to Guy's Hospital and the dentist

exe faiimed that | had not had my teeth checked in ages; | believe it was
arolind 15 years by that point. When he found out the reason he just said '
am not having that'. He was very good and administered treatment.

47.1 feell have had to push very hard to get liver scans as the hospitals just wont
do thém I try and get them to do the scans at least once a year, but even that
is aE struggle. | am convinced they are lying to me about why | am still tired
constantly and my wife feels the same way. The response | get is ‘oh we will

seé in a year’. When | told them | am going to the Inquiry, they suddenly said

they will see me in an hourl

48.1n J}prii 2019, | was offered counseling. | was offered two sessions at St,
Thc?ﬁas’ Hospital but | had to call them and explain that | work, so cannot
ad;l:st to their timings. | received the letter on a Friday, for two appointments

on !he following Monday and Wednesday. Their response was ‘well the
sessgons are there if you want them.’ | just said that it is about 30 years too
late l have never been offered anything else and feel like | have been left to
dea| ;)vith it on my own. I've just learnt to get on with life.

Section 7 Financial Assistance

49, In 2000 | was speaking to a friend and by chance | found out about the
Skipton Fund. They asked when and how | got Hepatitis C so | explained to
| ] .

the ]nz‘:that it was through Factor VIl concentrate. They told me to fill out some

forrf\é which were about 30 pages long but | did not hear back from them for a
year.

L

50.Wh
be

n | finally received a response they told me that, because | work, | would
ntitled to significantly less. They also asked if | had cirrhosis and when |

E €
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said| no, they advised | could receive £20,000 as a Stage 1 lump sum

payment, but they stressed that this was an ex-gratia payment.

51 .Afteirﬁthis, | heard nothing for 10 years before they sent more forms to fill in

and:said that it would give me an extra £100 a month.

52.8ince then, the payments have changed and they now come from EIBSS and

| refcéived £1,000 a quarter, which went up to £1,500 a quarter since the

Inqajii‘y began. To me, it looks like they know they are in trouble,

Section 8

Cther Issues

563.1 would like the Inquiry to find out who originally organised and authorised
pur?hase of contaminated blood from America, knowing that it was not heat
treaitéd. They knew in 1979 that the blood was dodgy but they kept giving it
out to everyone anyway. | want to know why this was done and who signed

off o buy it; it must have been someone really high up to organise this all.

54.My fchiidren are growing up and | have missed out on so much already. If | am
asle:ép now, they know why | am tired, but in the 1990s they couldn't
unc:ef'rstand and just say 'oh Dad's asleep again’.

55.1 reét{ly would like the opportunity to tell my story.

56.1 sp§ke to Sir Brian when | was at the Inquiry and explained that | was upset |
had not been able to give evidence just yet. | explained that all of this ruined
my 3Ii'fr«z and he said that | am not alone. He assured me that the process will

be ;hhrough and long, to which | responded; "I have waited 35 years so | can
mahage a few more.”

Anonymity

57.1do not wish to apply for anonymity.

58.1 we

uld like to give oral evidence to the Inquiry.

9
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Statementj of Truth

3

| believ ma he facts stated in this witness statement are true.
-t GRO-C
Signed. bprprrrrrmrmrrmmmmmmr e s e e e e

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