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INFECTED BLOOD INQUIRY

* WRITTEN STATEMENT OF KEITH TROWELL

‘ I provtde thrs statement in response to a request under Rule 9 of the Inqu:ry ‘;‘ o
T Rules 2006 dated 10 August 2021. & -

- I Keith T rowell, witl say as fouows; -

o $eetten mtntreaecﬁon

My name is Kelth Trowen My date of blrth is | “TeroCc ?and‘ my:tl
address is known tothe Inqu:ry Ty I

L “2‘. | have just turned 70 years old and l retlred from work in November 2020 :
] have worked in local 90vernment all of my life from 1970 until Iast year 3

in wh|ch t ve always been in the legal department I live at home with my -
wrfe and ] have six chlldren in total, Two are from my first marnage and_;y
= ffour are from my second marnage AII of my chlldren are grown up- =
e rangmg in age from 26 years old to 50 years old. ‘

WITN6262001_0001



3. lama mlld haemophlhac There is a htstory of |t in my famIIy my uncIe S

| ~was a severe haemophrllac so much so that he was a wheelchair user

- because of the kdamage to his Jomts. lintend to speak about my Infectlon\ .

WIth hepatitis C ("‘HCV”) that | got as a result of treatment with blood |

: - products and my dtagn05|s with hepatoceIIuIar carcmoma cancer

(“HCC”) In partrcular 1 will speak about the nature of my iliness, how the
iliness affects me, the treatment | rece:ved and the lmpact it had on my =

life and my famIIy ‘ : ‘ ‘

4. I confurm that | have chosen not to be IegaIIy represented and that ! am} P
o happy for the Inqmry team to assrst me wrth my statement :

o sedtim 2. t-m‘w Infected

. 5 As a small child (pre-school age) I was tested for haemophrlla at
BromIey Cottage Hosprtal and at. tlme they said | dldnt have it. Itwas

: :JUSt accepted thatl bruised easrly‘andthere was nou further momtonng.e ‘
: | GROC T |

GRO-C | As the quahty of the tests had advanced since I i
had taken them and | had had some bleedrng epnsodes in the
: \k tntervenmg years (for example, a partlcularly bad rugby injury in my earIy»
teens) 1was aIso re-tested At that pornt when I was around 15- 16years :
‘fold | was dlagnosed wnth mlld haemophlha ‘ :

6. ‘Up until mrd 19603 . had no treatment for my bleeding dxsordera S ‘k
= Sometlme dunng the late 1960s or early 19703 | had my fi fi rst treatment =
‘ It was Infrequent there were often penods of years. in between |
]~treatments If | had surgery ora tooth extractlon IwouId have treatment k
~ with blood products pnor to It If 1 had a major trauma (I|ke when 1
\aCCIdentaIIy hit myself wrth a wooden mallet) then | WOuId have
: treatment But those occasnons were few and far between 1 recaII that! | :
: “ was treated wrth cryoprecxpltate at some pomt but | do not remember S
further details. | was treated with Factor Vil too. Ithrnkthere wasa move :
away from cryoprecrpltate to Factor VIII at some pomt All my treatment
= was. at Umver5|ty HospltaI Lewrsham (“Lewrsham HospltaI )- Imtrally, 1
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was treated by Dr Whltmore For the last few years Ive been treated by RN
- Dr Kumar (although that is not his full surname) S

7.1 wasnt really aware of any problems concernlng contamlnated blood
‘ until much later on. I suspect but don't know that | could have had a =
contamlnated blood product sometlme in the mld 19703 1 thlnk thls ‘
because around 1979/1980 | expenenced jaundlce ! recall when | had
:the jaundice, l could hardly get out of the chalr and get across the room. ; |
| was deflnltely lnfected WIth HCV before 1 was married in 1982 No o
: connectlon was made by myself or anyone else between that and my- ‘f N
& treatment wrth blood products at the time. My parents were neverwarned L
- of the risks of belng exposed to lnfected blood products |

8. Afew years later around the mld to- late 19803 lwas told thatlhad non-.
A non- -B hepatltls ldo not remember when I was told but | can surmlse‘ X
~that | was told at one of my regular consultatlons at Lewrsham
Haemophllla Centre. Subsequently, that was then relabelled as hepatltls k
- C.At that time, it dldn t seem to be regarded as a big deal There was a;‘;;
 lotof publlcrty about people belng lnfected with HIV and HCV but the i
f:i'doctors did not seem to make a big deal of HCV | thought that | was one
S of the Iucky ones to not have HIV. So, lwas not unduly perturbed but it
| wasageneral concern e ‘ ‘ :

9. 1 was monltored from then onwards falrly regularly, in terms of my llver -
| functlon | was told everythlng was flne there were no lll—eﬁects from
| the HCV lnfectlon They said, however there mlght be a problem in 10 .
‘:‘20- or 30-years tlme Itdid not seem llke a brg deal at the time ‘

= i ‘Seetten {charm cti e g

10 l do not belleve | was mfected with any other lnfectlons other than HCV S
~asa result of my treatment wrth blood products
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‘ 11 | recelved a warnlng letter about vCJD and a potentlal exposure to |t
N through someone who donated blood products that | later recelved

: Secttcn 4 Cﬁngent ; : 5

12 I do not belleve | was ever treated or tested for anythlng W|thout my
knowledge or consent Where my data has been used for research :
purposes it has been W|th my full consent

13 l always consented to routlne blood tests as part of my haemophllla i
treatment butl do not recall belng toldlwas specmcally belng tested for -

~ Section 5. Impact

. 14 Havlnghepatltis C has had a worrylng effect both on my wife‘Angela
‘and me. Its been in the background for a long time. Being dlagnosed :
‘“wrth HCC has been devastatlng and hard to cope W|th | thmk my wrfe is.
,faffected more than | am and to a certaln extent, |s in denlal as to the e o
serlousness of it. We re still in recovery from the loss of our daughter \ >
Natalle Both of these thlngs put together | think she has difficulty
“ coming to terms wrth it all We flnd dlff" cult to talk about these subjects “
“and probably do not talk about |t as much as we ought to | thlnk Angelail ‘
S : has a very dlfflcult tlme For both of us we have an act’ that thlngs are{r
‘much better than they are We d|d not tell my mother before she died
i that | had HCC Angela also dldn’t tell herfather partly to save h|m worry

15 Angela is qurte resentful of the fact that : have been lnfected W|th B
: hepatltls C. She feels that the medlcal professronals had not been asfk :

: ;open as they ought to have been She is of the opinion that there shouldin o
have been a greater warning and alertness in the way they handled :
; fthlngs She flnds it difficult to understand how l could be told out ofthe
: blue that | have HCC when lwas conslstently told everythlng was ok. .
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16. I suppose for years there has been a cloud over me because of the HCV
‘ rnfectron But that cloud has become consrderably darker |n the last few
years because of the HCC :

17 We haven’ t told our chlldren any more than the fact that | have a tumour G
‘We haven’ t told them about the progn03|s They are largely. unaware of
= it other than knowledge of what my treatmententalls The one exceptlon ‘f oy
s my daughter fliving |n Canada who is a health professronal She i
: researched my condttron and got scared by lt ‘ 3

: 18 My mfectlon wrth HCV and subsequent dlagn03|s of HCC obvrously has S
hada major effect on copmg with l|fe generally I have krnd of taken the
; attitude from early on that | will carry on as normally as 1 can for as Iong‘
 as | ean. | have been seemg a heater since 2018 for regular sessions —
‘that has helped me cope psychologlcally W|th the lrver cancer dmgnosrs :
: Wlthout that support | would have found it even more drffrcult fo accept‘
= the position that | am in. In addltlon to the medrcatlon prescrlbed i take
. xfsome Japanese herbal remedles 1 th|nk the comblnatlon of dolng these“

3

| ‘thlngs helps me cope W|th the S|tuat|on

19 | worry a Iot about how my famlly wrll deal wrth my not belng there both L
; ~‘rn terms of my physrcal and emotional presence but also in terms of the\ -
S flnan0|al rmpact That is a very consrderable and heavy worry to me g do ‘
: ;not have I|fe msurance | d|d prevrously have a pollcy but got rid ofit due :
o jto some flnanmal difficulties. When my fmancral sutuatron improved, |d|d -
* not consider gettlng Irfe msurance because of the obwous dlfflCU|tleS wrth
- my health condltlon | have a substantlal pen3|on from nearly 50 years‘
:at work WhICh would stop when I die. The fmanmal support thatlget from o
fthe lnfected Blood Scheme wrll also come to an end (albelt that there f :
; | jmay be somethlng for survwmg spouses) lt is a constant ever—present i
o ‘ worry ‘
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20 I retlred November last year. After retlrement the plan had always beenf‘
~togo travelllng However now I am reluctant to spend money on forelgn
i ~travel because | worry about Angela not havmg sufficient to live offwhen
T m not around It s also a worry in terms of plannlng future thlngs Whenf
| went to Scotland this year | had booked it a year in advance not
: g‘knowmg whether 1 would still be allve by the tlme of the trip. Thats the \
thlng now: you think about ‘next 3ummer or next year but the reality is,
o may not be here. Ive been made very aware of the fact that although ‘l
= the current treatment lS worklng extremely well now there will come a
| pomt that itis very hkely to cease to be effectlve At that pomt there may
: or may not be other optlons avallable for future treatments

‘\;21 A don t thlnk hepatitis C has affected my social life, l made some people‘

L‘gk“aware that | was HCV. posrtrve l havent suffered any adverse reaction .
or stlgma from it. However lm certalnly less socrable smce the HCC 2 -
:fdlagn03ls S Sohenbe e

22 ln the maln untll more recently, havmg hepatltts C had llttle effect onme.
It wasnt until the end of the mld 19905/early 20003 that it became as‘ :
‘ rconcern When | was lnltlally told that i had HCV lwas not really awarek ‘
~of the potentlal Iong—term consequences Therefore I was not unduly
: concerned that | had been infected. | obvnously knew that | hadnt got
- HIV but I thlnk that | was told that although | hadn't got HIV at the time,
. |t couldn t be guaranteed that ] hadntgot it untll some years had passed =

E f23 From the failed interferontreatment in?the mi‘d 19903: and barthuIarIy at
the beglnnmg of the 20003 there ‘was more talk about trying to do:‘ 5
‘Somethmg about the hepatltls c because of the potentlal for a :
:deterloratlon |n my. llver later on. That is when the alarm bells started

_~r|ng|ng in my own mmd | reallsed hepatltls C could be more serlous than ﬁ

o initially thought it to be The doctors alluded to the fact. that at some}
pomt | could have a serlous deterroratlon in my health E
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24, The results from my liver tests and conversatlons with doctors gave me - =
a false sense of security. | accepted what the doctors said on the basis
= ithat 1 was being tested regularly It reassured me. There were k
feconversatrons about whether l should have a liver blopsy | was not i
‘ partlcularly keen to go. ahead wrth the procedure due to my haemophlha -
: I had drscussmns wrth doctors at the time where | expressed that | felt it g |
: was premature to have a bropsy grven that the test results were W|th|n e
the acceptable parameters No efforts were made to persuade me to‘ ‘ & :
‘have a Irver bropsy T : ‘

25 | have had two Frbroscans at St Thomas Hosprtal The frrst one was rn
‘ 2011 and the result was 4.6 krlopascals (“kPa”) In July 2015 there isa ‘ =
- Ietterthat shows a llver strffness measurement of 4.8 kPa (i.e. below the .
S range \of values typically assocrated with fibrosis). | have a letter from -
~ August 2017 that states thatlam non-cirrhotic. . S -

26 | drdnt suffer any srgnlflcant srde-effects from my hepatrtls C lnfectron = .
- although | have been careful to not leave blood starned tlSSUGS laying
| “"around if 1 accrdentally cut myself Work colleagues were aware thatl
fkfhad hepatltis C although no addltronal precautrons were taken as a
‘ result : :

 Section 5."t‘reat‘m ntf arel’ﬁit ) Oﬂ -

27 In the frrst half of the 19903 havrng hepatrtls C became more of a
concern. The doctors at the clinic started talklng about possrble long-‘
term effects They talked about the possrbllrty of developmg crrrhosrs at o
a later pornt although there were not any |mmedrate concerns. e

Z_zarh‘lggs both | H‘GROC T and |

~were put on a course of rnterferon at LeW|sham Hospltal I self—f_

admrnrstered the treatment two or three trmes a week vra rnjectron We
both had flu- lrke reactrons toit. | felt qurte lousy in the 24-48 hours after :
: an rnjectron After about three months it was not havmg any effect on

~7s:“
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course of treatment because he had a dlfferent genotype | am genotype
1a WhICh is. known to be less responsrve to anti-viral therapy

29 There were varrous conversatrons about other possrble treatments‘

Doctors sald we ought to be thlnkmg about further treatments even‘ k

' though there was no tmmedlate problem :

. 30 It was fairly quiet forawhile then. ln 2002 | ret:eived a letter, addresSed

] to my GP, from Lewisham Hospttal saytng that glven that | contracted: S

HCV through contammated blood products treatment ought to be

pursued There was a build-up for some time towards havmg treatment 5
of one kind or another. There was talk of triple therapy treatment That

dldn t happen for vanous reasons untll 2013. It was delayed becausea

] had some mental health rssues to deal with. ‘There was no smgle i

: ireason tnggenng those mental health dlfftcultles Although my HCV

| “|nfect|on was a contnbutory factor, other more potent factors were

: ijpresent That mcluded losmg our daughter in 2009 Wthh is what took

L me over the edge It was a very dlfflcult time. | had some counselllng and ‘
was on antl-depressants for a whtle | was also due to have ankle surgery e
~ Wthh agaln dldn t take place unttl March 2013 They demded itwas best R

o ~ to delay the trlple therapy untll after that surgery

31

- ‘outset l had adverse reacttons to that therapy mcludrng rashes and a =

.The trtple drug therapy started in September 2013 ThlS was a |
scomblnatlon of pegylated mterferon nbavlrln and telaprewr From the T

lack of energy and within 4 weeks of startmg the treatment | had become -

*severely anaemic. In November 1 was prescnbed fOIIC acid and | later

' had some bIood transfuslons to raise my |ron levels to combat the

anaemra lt culmlnated on 18th December 2013 when | was admttted to

‘k:Guys Hospttal overmght where | was put on dtalySIS for a short penod L .
~ of time. | responded well to that and recovered from it. | was in hospltal e

| ~Tunbrrdge Wells Hospttal wrth complete renal fallure and heart
‘compllcatrons in whtch I came pretty close to death | was transferred to

E afor about a week and was dtscharged on Chrlstmas Eve to go home for

fi8
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s‘Chrlstmas and I was readmrtted to hosprtal on the 27‘h December for

- review and no further dlalysrs was needed My kndney function’ had e

: prcked up at this ponnt but of course, this iliness meant that the ‘

= treatment for my hepatms C was lmmedlately suspended That was the o
end of that course of treatment

32 Agarn the monltormg of my hver functron seemed to be wrthln normalj ‘
parameters and there were no blg alarm bells were nnglng anywhere ‘
j There was no rmmedrate concern but obwously, there was still a
| - background worry that because the HCV was still there, it could have
S consequences at some pornt Things then drifted along for another
: ocouple of years or so. In July 2017 | was revrewed in the .
gastroenterology department at Lewrsham Hospntal and further_ﬁff G
treatment for the HCV was dlscussed There were other treatments
‘\[commg onhne that | coutd be consrdered for so | had some prehmmary S :
assessments wrth a vrew to startmg a thrrd treatment S ' :

33 Dunng those pre-tests they notrced hrgh AFP tevels (a marker for HCC) k :
iy They conducted varlous investrgatrons mcludmg a CT scan in August S
: 2017 | remember belng very surpnsed when | was then asked to go for k
i another scan the followmg week lthought they had madeamlstake but |
they had spotted somethrng on the first scan S0 they wanted to re-do rt
: f/‘Followmg that second scan, they arranged an urgent meetmg Asa :
*result on 21st August 2017, k was dlagnosed wrth advanced HCC (hverr o
| cancer) Dr Suddle, a Consultant Hepatologlst at Klng s said that the
- kpredommant aetrology was chromc HCV mfectlon I saw Dr Sarker on 18 ‘
‘ December 2017 who informed me that the tumour spread to the portal - ‘
-~ vein and, as a result of that, it was moperable and incurable: This 3
‘dlagnosrs came as a complete shock grven that up unt|| then they were :
saymg everythmg was basmally ok. : : |

34, The chmcrans told me that the average hfe expectancy was about 18

months Here we are some four years Iater and Fm still here I startedgf |
treatment wrth Sorafen:b in October 2017 That — touch wood seems\ S
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to have had the desrred effect in stoppmg any further development of the‘
G tumour I'm still havnng the treatment for it. There are various srgmfucant

| srde—effects although lt IS dlfflcult to dlfferentlate what is a snde-effect of -
the cancer and the medlcatlon for |t ‘ i

35 I was reluctant to consrder further hepatltls C treatment after my prewous "
eplsode m 2013. However after startlng treatment for my Ilver cancer |
~ with Sorafenlb the clinic at Klngs College Hospltal told us that a further :
treatment to clear the HCV was available and recommended‘ for their | f
| kHCC patlents As a result l began a course of Epclusa. | started takmg g
that as a 12-week course on 14 February 201 9.1had to walt for a further
12 weeks after its completlon to see if the hepatitis C had disappeared. E
In August 2019 my HCV RNA PCR test results showed that my hepatltrs o
|nfect|on was not detectable The treatment had been effectlve and l was

‘ sclear of hepatltls C.

36 Wlth hlnd3|ght lthlnklwasntglven enough |nformat|on aboutHCV But o
S \at the time, 1 did not appre0|ate how senous it could be. | rememberf‘ ¢
kbelng told that the risk of sexually tranSmlttmg HCV to my wrfe was Iow ~
Other than that | dont recall belng glven any adwce on hepatitis C Up &

: until the mld to late 19908 lwasntaware that it was a partlcular concern ‘

~for me : s = ‘ .

37 l was not offered any counsellmg or psychologlcal support as a result of = ‘
omy hepatltls C |nfect|on although E ‘was offered support from Macmillan Sl :
- Cancer Support after my HCC duagnosus The hepatitls c mfectron . k f‘f:‘

‘ ‘ seemed to be treated as a non-event It ‘was only after the beglnnlng of
: the 20003 onwards that the doctors acknowledged that it was somethmgf -
- to be dealt w:th as it could cause serious problems ‘

- 38 My dental carehas beenaffected ] had to have some teeth extracted

but there was a lot of to—|ng and fro-lng Prewously, I had a tooth

- extractlon at LeW|sham Hospltal and | would have treatment W|th blood ‘
products pnor to that So wrth later tnps to the dentlst 1 knew 1 would ;} L

10
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o “have to be referred to the hosprtal lasked the dentlst for that referral to
Lewrsham Instead, they referred me to Queen Victoria (the hospltal in
East Gnnstead) in January 2018. Queen Vrctona Hosprtal said they‘ : ‘
wouldn t touch me because of my medlcal hrstory wrth haemophllla The :

f“dentrst then contacted Klng s College Hospltal to be treated there I went: S
to Lewnsham Hosprtal for treatment with blood products pl’lOl‘ to gorng to

: the dentlst at King’ s and returned to Lewisham aften:vards The dentlst ‘
at Krng s was fully surted when treatrng me. R,

Section 7. Pinancial Assistancs. .

f39-l received a Skipton Fund Stage 1 paymentcf £20, 000 1 do not
w3 remember exactly when or how | received that. | think |

f:mentroned the Sklpton Fund to me. I also recelve an annual payment of :
£3,500. When | was dlagnosed wrth HCC 1 successfully applled forj
Stage 2 payments At that pomt | recerved £50 000

40 Although the process was srmple and stralghtfonrvard I do not thlnk the; S
flnanc:lal assistance | is adequate For those who lost therrllves and those 5
Iost |n grlef the payments are not sufficient. But the payments have‘
‘ helped to prepare my famlly fmancrally for when l m not there P m one of ‘
|  the Iucky ones; rt could have been a lot worse S

‘ ﬁectior; 8.t’.’ttherl§suea ‘

41 1 have not cbtamed a record of what blood products I have recelved S
because [ have not attempted to do so. The only time | have asked for
- my medical records are in relation to my Epclusa‘ treatment for HCV. e

42 Th|s lnqunry should have happened sooner Clearly somethmg has gone o
. dreadfully wrong and needs to be looked at. There is plenty to suggestj E :
i that people knew it had gone wrong and allowed the srtuatron to o
contmue However 1 questron the value of it so late in the day when so

o many people have suffered and been affected wrth hardshlp Part of me . :
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Fasks what good thls is some 40 or 50 years on from the events in
f~questlon lt seems to me there is no real justice in it. lappreclate the fact
thatitis happenlng, but lt should have been done sooner. | hope it wnll: :;
~ prevent anythlng llke thlS occurnng in the future It is too late for manyf‘
: people Hopefully there will be some klnd of equrty for those bereaved ‘
‘ and survivors. ‘ : ‘

ﬁgeferﬁent of ‘l‘rg th

I believe that the facts stated in this witness ‘s‘tatemen\t are true. ‘

- #:Signed@ GRO-C

Dated

12
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