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[PART ONE]

o This is Lynda Finn interviewing Christine Lee on the 2™ of June 2015 at her home, for the
Royai College of Physicians' oral history project. Chstine, can you telt me your full name?

A My full name is Christine Ann Lea.
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That you were wasting--, you would be wasted on medicine. Tell me more about that.

Well | think, erm--, | think that people who did pure science, and particulasly at that time
biochemistry was preity new science, regarded medicine as rather a simpler option really, a
less scientific option. | mean |-, leoking back if-, the idea--, but of course time is always a
constraint, bit to do medicing if you had the time to actually do--, to have done your pre-
clinical with your anatsmy and things. er, and then o have done--, the biochemistry degree
was four years so probably a really good way would have been if you'd spent two years and
gat your anatomy and physiology under your belt and then done two years and actualiy got a
degree in bicchemistry and then gone on to do your clinical, but | mean that option wasn't
there. But l-, so 1 think--, | mean what actually happened was I-~, the biochemistry degree at
Oxford was exacily the same a5 the medics apart from the fact you didn't do anatomy and
inslaad of snatomy you did much, much more chemistry. So | did two lerms and then §
wanted to change in the third ferm. My tulor was super, | mean because in those days
actually Oxford had ten women and they were pretty strict about not allowing more women,
but she--, 1 guess shie negotiated it, maybe she said | was capable, | dor't know. And so what
i had to do i~ she gaid, “Luok~, | mean nosmally in medicine what you did at Oxford you did
your first year and then you did two terms and then you took what was called first BM which
was anatomy. physiotogy and biochemistry and then that was your second year and so then
you started on your degree course in the summer term of your second year and the three
terms of your ihird year and you got 8 degree in physiclogy anid then you did six months of
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pathology and bacterioiogy and then you went on to the wards. So it was three and a half
years. Sowhat my tutor suggested doing and which was actually brilliant, i, she said, "Look,
you sheuld get under your belt a thing called prelims at the end of your first year and then if
you were to fail your BM you could still take your degree.” So | did the prefims, I thini | did
that in chemistry, physiclogy and biochemistry or samething in—, at the end of the summer
term of my first year as well as | had started anatomy that tarm. And that was quite hard work
but it was--, in retrospect it was probably realiy good because | really consciidated that, And
then we--, there was a tradition at Oxford that you went and did one kind of part of anatomy in
Bristol in the summer holidays so that the term when you took your exam you didn't have to
spend time doing dissection. So | went to Bristot for three weeks | think—, what did { dissected
an arm § think in Bristol. And then, erm, in my second year at Oxiord I, the whole ysar | was
doing anatomy, physiology and biochemistry and the normal people would have bean taking
theis first BM at the end of the second term but | took it at the end of the holidays at the end of
my second year  And then instead of doing the pathology and bacteriology after my degree ]
did it then and then | spent four lerms doing my degree. So in the end ! spent six months
tonger than § weuld have dong and it—, bul it was good. | mean in the end. And | mean the
onty-~, the only kind of thing } sometirmes regret but | think, you know, if you're 2 woman time i
not really on your side~, 1 got a first and { think, yous know, out of our year there werg--, there
were about 110 people so something like five people got firsts.  So it was quite--, in those days
it was quite~~, it was quite a clever thing to 4o and i could have gone on to do a research
degres then and | somstimes wonder whether | shiouid have done that but it probably would
have been a mistake because, you know, medicine is & fong time. Anyway, then -,
boyfriends had guite a big part in my life because, erm, there was the one who got me to do
hiochemistry {laughs] who seased 1o be a bovfriend shortly after that, Wel not shortly but
some time after that. |then--, when | was at Oxford when | was doing my finals | had &
boyfriend who was doing research in physiolegy there and [ had got a place at St Ceorge’s in
iondon but § decided to stay on at the Radcliffe and that was the best decision { ever could
have made. | mean the training at the Raddliffe in those days was brilliant because it was 50
small, there were about 15 in--, 15 twice a year so you got to do so much. !t was absolutely
briffiant. Your experience was second {c none. | mean when vou were--, when you were on
call for emergencies and things you were actually doing stuff. |t was briliant. Kwas
aizsolutely brilliant and although actuaily 4t that me-—, 50 1 was there between 667689 Did i,
wait | minute, | can't—, I've forgotten when | qualified. | qualified in '88, didnt I? Yeah, '66/6¢.
At that time, you know, the Radcliffe was not considerad particularly good, you know, it was
stil} the real glory days of London madical schools and people who did Oxford and Cambridgs
degrees all went to London, you know. Well | don't think Cambridge even had a medical
school then, but staying at Oxford io do your medicine was kind of laughs--, anyway, { was
actually a scholar there and that was another funny story actuaily. At the tme that t started we
nad an American professor called Paut Beeson who was quite famous in his day. he's dead
now, and | always remember at the interview, | think this must have been the scholarship
interview, he said something like, erm--, no, ¢ said--, he said, “Why don't--, why aren't you
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doing~. why aren’t you doing research?” or something like that. So | said, “f wanted to get-,
no, | wanted & get the studying done first,” and he sort of iaconicaily said something like, “Ah,
30 you think the studying is going to stop as soon as you qualify flaughs]?” or something, but
he was really fusny, Ha~, you soon igamt that one of his-~, when we were on his firm one of
his pet subjects was slaaholism so as soon as you learrd about the side effects of alceholism
you were afl there and the other thing was he'd done research on [coughs] a thing calied
subacute bacterial endecarditis and again as soon as you got--, realised that and got aif the
answers to that hs thought you were terrific. He could never ever get his head around the fact
that British medical sludents, particulady those at Oxford, spent most of their summer term
playing cricket. And he used to have these really sysophantic American students who used to
come over and they used to be an the ward from aboul nine ¢'clock in the moming till midnight
ang he couldn't understand why the British chaps were slurking off to the cricket pitches or
else and swanned in at kind of ten o'clock in the morning if you were lucky. He could never
get his head around that.
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Q: We were talking about the Royal Frae.

A Yeah, the Royal Free that's right, this man who'd bied himsell. So that job was inoredibly busy
but very good experience. Rasically it was the combination of pecple who were long term on
hasmodialysis and people whe were going info chronic renal faiiure and also people who waere
in acute renal fallure. There were two--, there was a policeman who we completeiy got back
from a terrible motorbike accident, he'd gene into renal failure. He walked out of hospital. And
there was a woman, she wasn't a particularly inspiring lady, but we got her back from some
awful renal failure that she had after a galfbladder operation ! think. | mean the sther thing
about that, which in my life story is quite funny, was that it was -, the dialysis unit it was at the
Royal-~, the Lawn Road Hospital which was in Pond Street which is where the new Royal Free
is and when { was there the renal unit was underneath a—, | don't know, a 12 storey binck
which housed nurses and junior doctors and it was a modem building. And it was attached to

an old--, it was an old fever haspital actually, they had two--, the ward biocks were fwo wards
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ane on fop of another connected by this long corridor that was windowless and it went uphill
and we had ihe women were on the ground fioor ai the top of the hill in the ward block and the
mien were down the bottom of the hill. But if people were on the ward above they literally had
to be carried downstairs in chairs laughs] if they needed invesligations. 1 mean it was
exiraordinary. So if you had people with peritoneal dialysis they would be on the ward and
they were oid Victorian wards. Now that's been--, the old-, the riew Royal Frea was alongside
it at the time that | was working there enveloped in plastic covers. | mean it was an edifice, i
was up. The childran that we loocked after wers in a delightiul hospital that was at the top of
Pond Street, it's been puiled down now, it's now kind of the car park at the Royal Free. it was
2 delightful hospital and it was particularly rnemorable bacauss you know we had bleeps in
ihose days but in that hospital you had tights, so when you went down the corridor there were
four--, 1 think there were four lights and depending on the order of the number that they were
flashing that was your bleep. And the children were on that ward. And, emn, subssquently
that hospital was pulled down and the children’s hiospital was puiied down and that became
the Royal Free Medical School next door to the new Roya! Free. And | ended up when | was
a consuitant working in the haemophilia centre, which was basicaily on the site of the women’s
ward that I'd worked for when | did this renal job. No, it was--, it was--, it was an amazing six
months but it was guite siressfil. | mean some really dramatic things could happen. { mean
the other thing that happened was that in those days if you had hepatitis B--, | mean now we
talk about hepatitis B surface antigen but in those days it was called the Australia antigen
because it was discovered in Australian Aborigines, but it was a marker of hepatitis 8. And of
course a lot of these patients because they'd had blood they were actuaily positive and there's
a thing called e-antigen where you're really super, super infective. And those people we used
o have for dialysis they had a subber tube that went into an artery and intc a vein and you
went into that tube. Mot rubber, plastic. And that sometimes got clotied and it it got clotted
you had to inject Heparin to unclot it and the ones—, there were about three who were e-
antigen positive: and the job of unclotting them was left to the senior house officer. [Laughs]
And you had 16 go in a specisl room and you had to gown up because around that tire shortly
before { did that job | think there had been at least two doctors in Edinburgh who'd died of
hepatitis B. And there's one woman who was e-antigen positive who was-, her shunt was
forever getling blocked and it was awiul. And tused to have alternate nights off and | used to-
-, on my alternate night off | used to take all my clothes off and | used to aiways look at my
sclera in the mornings [iaughs] fo ses if they'd gone yellow. it was quite siressful that. 1'd
forgotien about that. Erm, what else about-, that job was amazing actually. And it was after
that, after i'd dome that job | got married.
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Why do you think--, | rrean how did you feel when you failed the exam eariier?

Awlul, absolutely awful. | mean -, because | never falled things and no, it was awful, And it
was also an awful fime bacause it was quite, you krnow, when you've got toddlers and then my
father had died and my mother was not really well. She was also--, she ended up [faughsj-,
she was lovely my mother, | mean she was fantastic, she ended up--, she outlived all the other
grandparents, she fivad with us for 15 years in the end and by then she had both kngses, both
fhips and an ankie § think were ail metailic, but roundabout the time that | was doing this she
had a knee--, 110, her knee was giving up and then she had a knee repiacement. it was not-,
it was not an easy time. | mean | have 1D say that-, | mean | suppose the two people in my
life who in the difficult fimes, when the chips were down, were Roy and my mother. 1 mean my
mother--, my mother came from a pretly poor background and she was bright but she had to
teave school at, you know, 13 or 14 or whatever they did in those deys, bul she-, ghe was the
person who, you know, don't give up, you know, she was aiways there. Butit was not an easy
time. But ! kind of fell on my feet in the most extraordinary way. | got, finally on the fourth go,
my MRCPaih in 1982 and | applied for a couple of haemalology jobs because by then Roy
was a consultant at 8 Thomas'--, the Royal Free, and we were firmiy established in
Richmond. And i applied for a job at St Helier mainly becaise | was told to but | just hoped |
never got it flaughs] | was s pieased when | didn't get i, but there was another job which |
would have guite liked which was the oid St Stephen's Hospital which became Chealsea
Westminster§ just didn’t get i but | would have quite liked that job. But then after that, you
know, there were ro jobs on the horizon and then Peater Flute, this professor who was a nice
quy, he handed mie this piece of paper abeut a research job in the haemophilia cenire at the
Royal Free and scribbled across the bottom ‘what about this? or something. And that was
fantastic. So!wentforit. | meaniwas~, 'd been a senior registrar in hagmatology for six
years | think and there didn’t seem 1o be any jobs coming up and this lookad fantastic and it
was fantastic. it was amazing. And the Royal Free haemophilia centes had been opened--,
the new premises had been open for about four years then and the project was actually to
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work on non A non B hepatitis in pafienis with haemogphilia. And what is quite extraordinary,
this was 1982783, my colieagues at St George's said things fike, “What is that? What are you
daing that for?” of course we now call it hepatiis C. Anyway, | went off in January 1983 and
they were very accominadating, 1 think | worked four days a week. Actually | didn't say that.
Did | say that | worked part time when | was doing--, sorry, I--, sorry | skipped, didn't {, a bif?
The part ime scheme was called HMBES & and when | went to work at Hyde Park Corner St
George's that was under the scheme and you worked--, you had to work at least five tenths.
iri fact | worked six tenths and the department got that salary so that didn't have to come out of
itheir reguiar salary. So all my haematoiogy at St George's that I'd been working part time,
Then when { got this research post | worked four days a week. Basically | think the amount of
money—, they had an action research grant, action research for the crippied chitd | think t's
called. it was then. ! think they miss out the crippied child now. And, erm. [pause] so i
worked there four days a week | had one day off and they were also pretty accommodating
bacause they used te let- | used to go in at ten o'clock in the mormning so t dropped the kids
off to school. And what was exiraordinary about i was that f was to wark onnon Anon B
hepatitis but it was the beginning of HIV and, er, 5o everything changed. | was just leoking at
the time, would you like a cup of coffee or something? What do you want to do?

[END OF PART THREE 00:16:45]

[PART FOUR]

[

This is part two of Lynda Finn interviewing Chiistine Lee on the 26™ of June 2015 for the Royal

Cefiege of Physicians’ oral history project at Christine's home.  Chistine, let me take you back

to what we were talking about iast time. It's 1882 and you'd just started your job at the Royal
ree. Let's talk about that.

Weli this was an action research fellowship and it was originally entitled to iook at hepatitis in
patients with hasmophilia, particuiarly what was then calied non A non B hepatitis biut is now
referred to as hepatitis C. And | had responded to an advertisement that had been circuiated
in London to various hasmatology departments and | had completed my training in
haematology and 1 thought it would be good 1o do a peried of research and get an MD
because 4 wasn't cbvious that there were any consuliant posts on the horizon and we
certainly couldnt move from Londor because my hushand had 2 consullant job in London., It
was an sxtraordinary time. When | went there my colieagues at St George's Hospital where
i'd been working thought | was completely mad because nobody knew what non A non B
hepalitis was. 1t wasn't samething that people taiived about very much and in fact | think { only
found one texthook before | went there to read up. And, er, they really coulcn't understand
why | did it bui, as it happens, it couldn’t rave been @ more significant and exciting time
because during-—-, well it was at the end of 1982 the first cases of this strange new
immunodeficiency syndrome had sppeared in people with haemophilia. Now initially it was
never finked to blood product and there were ail sorts of suggestions that mayie these
patients were gay, or maybe-- it wasn't really clear what was happening. Now, my primary
task when | went there was to follow up patients with haemophilia whe had had their first
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treatment ever with a large pool clotting facter concenirate, that's factor Vil or facter IX made
from plasma of thousands of donors. And lhere were some patients, paddicularly those wha
nad not such severe haemophitia, so when they had an aperation they'd had a first expoesure
and we had very clesr data on it. Mosi of the patients who had really severe haemophilia had
already been freated many times so they weren't the ones being investigated. And non A non
B hepatitis is very difficuit because it's--, in most patients it's asymptormatic and the only way
vou can catch the infection s 10 measure the liver enzymes every two weeks for three months
after they've had the first infusion which would have given them the infection. it was then--,
they used fo describe it as a yoyo fransaminitis, in other words the enzymes went up and
down. So my job was to foliow up thess patients and they were quite well, they just. you
know, seme of them had had an operation, some of them might have had some trauma which
was why they'd had i, but | used to see them, take the blocd and then that was tested and we
alse used 1o store 1. And then eventually this resulted in g very sigaificant publication that
wasn't-, it wasn't actually published it 1985 although i was presenteq at various mestings
from 1983 onwards, but the significance of it was that 100 per cent of people who recsived a
large pool piasma derived clotting factor concentrate, whether the plasma came from British
donors, that's Nationat Health Service, or whether it came from commercial donors, which in
those days were mostly American, they would get non A non B hepatitis. And at the time, you
know, pecpie were surprised. | mean now [laughs} it's obvious because we know now that the
carriage rate in the genera! donor population of hepatitis C was about one in 300 so if you
were collecting plasma from 190,000 people it was inevitable that patients would get this
problem. The importance of the research at that time was because there were beginning to be
concentrates that were hested which destroyed the hepatitis and because this research had
been deone it meant that when you introduced these new treatrments you didn't have to do what
we normally do in clinical medicine which is a controlied experiment because you already had
your historical controf that 100 per cent of people would get hepatitis. So the newer
concentrates as they introduced new healing and additiona! steps you could always compare
it to this goid standard. The other thing is, and P'if go forward in time with hepatitis because |
think it probably miskes it clearer and then 'l go back o talking about HIV which was going on
atongside i, the patients didnt really--, weren't really aware of anything because they were
mostly asymptomatic. And it was quite difficult to explain to patients what they'd got when you
didn’'t even know what they'd got because we didn't-- the virus hadm't been identifed and we
hadn't got a test for it and it wasn't idertified untit 1989 and the first testing came in 1881 for
antibedy and then a hittle bit iater, | think 1992793, you could aciually measure the virus. Soin
the context of today we Nave patients going around saying, “They never told us anything.

They never toid us but they knew and we weren't told 1l 1891.” And of course it's very difficult
for them to remember we would have been talking about them having abnormat liver function
tests, but we den't Know what this means and you're very well and ail the rest and it wasn’t
untit 1891 that wa actually told them, “Well actuaily you've been infected with hepatitis C." The
other important thing historically which also, you know, is very different in the climate of today,

was every ime cur patients with haemophilia came we collected a sample which was stored in
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our deep freezers. Wa didn't ask their permission afthough | think we probably fold them what
their bicod was being tested for and that we were storing it but that, you Know, probably didn’t
mean much to them. | mean in the present day you would have 1o take consent and that's
another issue that now is very probiematical because later on we went on {0 use these
specimens 1o test not only for hepatitis but HIV and the patienis today are complaining that we
did that without their consent, which clearly we did [laughs] but—, 50 the--, the hepatitis was
actually what the grant had been obtained for me to do my MD. And then alongside aff this
comes this strange immunological problem and | used to look after the patisnts as they
preserited. You know, | was-~, although | was a pathologist by training 1t had done a lot of
gensral medicine and | was qulte a good physisian and they were presenting with strange
infeclions. ! mean i can remamber in particular the cldest patient we had, he was 85 al the
time | was looking after himy, and | was looking after this strange pneumonia and testing him
for things tike tuberculosis, glandular fever, ali sorts, he had this motled lung and i couidn't
find anything and eventually he died. Wali what he cbviously had in retrospect was he--, |
mean we found out tater from siorad specimens that he bad HIV. He had prieumocystis but
we didn't know that. There were other patients who were seroconverting under our riose
afthough we didn't-, | can't actually rernember cbseving clinically @ seroconvarsion Hingss
afthough wea did--, we could read in the riotes of the very first patienl who got BV in 1972
when you actually carefully went through his noles you could see the seroconversion iliness
was being written down about and people thought he had glandular fever and ali the rest. Sol
was sseing these patients and gradually the Haemophilia Society and, you know, haemophilia
in the world is very intemational, it's a very rare disease and it's very organised. 8o there
wers things coming out from the World Federation of Haemophiiia and the Hasmophilia
Society In this country. 1 mean one of the--, well there were several issues that we were really
on the forefrant of. There was the sexual transmission issue and very early on we issued
advice for our patients to use condoms. You know, that became part of your clinical
discussion. The cother thing we dic the Royal Free has 3 very big homosexual population
around i, aiways has done, and we had this experience in the centre of looking afler thess
patients in a climate nationally of great fear, you know, people were afraid to touch them,
people thought you were going 1o get AIDS from lavatory seals, there were all zorts of things
going on. And our laboratory were the first {o use gloves for doing tesis which was quite
difficult frecause of the manual, you know, dexierily and when the first cases, you kaow, we
still hadn't got 2 test for HIV but when the first cases of AIDS, which was clinicaily defined by
various immunodsficiencies like thrush in your mouth or 3 pneumonia, if those psople were
prasenting in the main hospital and then casualty were going AWOL as it were [laughs], it was
us who were giving the advice and, you know, calming people really. And it was from the
haemophiia centre that the AIDS unit began at the Royal Free because patients had o be
admitied inito the hospital and because they had a lung--, a chest infection there was a vary
gond chest physician called Stewart Clarke and he joined together with the then director Peter
Kemoff to get a special ward for the patisints. And that was--, that was the nucleus that now is
the big AlDS centre at the Roya! Free. So fo go back to my patients with haemophilia in this
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two years | was iooking after them clinically but also | was doing the research. And the kind of
backbone of the HIV research was because we had this populstion of patients who were in
regular follow up and we could carefully sbserve them, the imimunclogy department at the
Rovyal Free started very early on doing what was called-~, then calied 74 counts but they were
lymphooyte counts, and they're now calied CD4 counts. And they're very--, they were the cell
that went down when the HIV virus atlacked. And we had these serial--, we were maeasuring
them svery ime the patients came up uniqusly in the worid actuaily in this group of patients.
And then towards--, the HIV virus was not identified untit | think May or June of '84 and we
didn't have a test untit the November of ‘84 and we had access in a resaarch capacity, and |
mean now it's horrific what we did but it was okay at that fime -~ | can't even remember--, we
must--, yeah, we used gloves, but we actually decanied from cur stored specimens--, because
we had 800 patients we didnt know who was positive and whoe was negative, and we
decanted the stuff into little test tubes and sent them down to Richard Tedder at the Middlesex
Hospital for testing and then we knew that we had 111 people who were actually infected.
Now, erm, that group of patients were the backbone of a iot of epidemiciogical research. Now
in the early days because~, they were a small cohort which was a disadvaniage, but the big
advantage was that there was really detailed cbservation on them. And we identified a lot of
cofactors or things that made HIV go quickly like if you were older it was quicker, if you were
young it wasn't 50 had, if you had cytomegalic virus infection it was worse, if you could
measure the antigen i the biocd they did worse, erm, a whole ioad of things. And we would
also present every year a progression rate in this cohort and there wers two significant papers
that we published ong in 1931 in The Lancst which showed the serial fall in what then we
called T4 count and we showed that if these were falling fast it was bad news you wers going
to get AIDS, if they were going slow it was okay. Now | mean now that's pretly obvious but at
the time it was so criticised, you know, how do you know that your counts are reliable? If you
iake them at different times of the day are they reliable? is the iab reliable? And all this sort
of stuff. And then the second paper that was--, that realiy took off in the world's media, | mean
we had all these interviews on the Today program and television and newspapers, god knows
what. it was in the British Medicatl Joumal and we showed that without treatment by
projections a fifth of these patients would live for 25 years and thai--, this was 1984, thers
wasn't--, it was the beginnings of zidovudine freatment but there really wasn't much and
everybody thought that everybody with AIDS was going lo kind of die. And so the insurance
psople were vary excited about this, there was a kind of haif page spread in the business
section of The Telegraph, but alse it kind of changed the view of patients and physicians and
for a lot of our patients--, cur patients got money from the MacFarlane Trust and a lot of the
younger ones hiad just gone out and spent it laughs] and i, you know, it made psopie rethink.
Can you just say something about the MacFararie Trust?

Yeah, well the MacFariane Trust that's another interesting thing which it kind of-, 1 had a very
parsonat exparience about in a funny kind of way. The haemophilia community was trying 1o
get compensation from the government and Peter Kemaoff was the director and the--, 'm not

sure who was leading the legal case but in 1820/1891 they were going to have a legal case

about gefting HIV and he was in the process of getting all the patient details together. And we
were in 3 very strong position because we had very clear data on when they had thelr
infusions and when they became HiV positive and why they were having the treatment and
thal it was necessary. And he--, Margaret Thatcher was--, was in the govemment and the
government was standing firm and saying, “No, no compensation.” And then Margaret
Thatcher--, well the first thing that happened was Peter Kemoff-, no, Margaret Thatcher got
turfed out and John Major came In and, you know, John-- for Jobhn Major it was very easy, it
wasn't a lot of money and so he just szid--, be didn’t call it compensation he called it the
tacFarlane-, it was cailed the MacFariane Trust after a very eminent physician who had
actually died called MacFarlane who'd practiced at Barts and Oxford. So it wasn't calied
cornpensation it was that was what it was cailed, but it was basically money for people in
difficuity--, health difficulties with HIV. And time wise thal was very helpful for me because

shortly after that! GRO-A i

GRO-A 1 took aver the directorship. If that hadn't have happened |

would have got really invoived in alf the depth of this legal case. So the other thing that | think~
-, | think the research--, | have absolutely no doubt that the research over the years from--,
well really the '80s and early ‘90s until we had some freatment to offer the research was a
safety vaive for the staff actually because you really were helpless. You couidn't-~, you had ne
specific treatment for these patients except giving them what was calied prophylaxis so you
put them on Septrin to stop them getting pneumonia, you put them on Acyciovir {6 stop them
gatting viral infections and Fluconazole to stop them getting thrush but you couldn't do
anything else. And they were young pecple. it was awful. And, you know, this had been
treatment that you'd given and you were seeing these patients sort of month after month and
then as they got fler more closely and you couldn't do anything. Seo i think the research was
quite helpful because you did feel that at ieast that was doing something. You know, it raight
not help this lof but it might help other people and it cenainly helped us as a staff group. |
mean we had a-, in haemophilia there's always been what's called a comprehensive care
model where you have everybody in the team, you know, yeu have the physician, the nurse,
the physio, the psychologist, you name it {laughs], and the laboratery and we used to have
group meetings every week anyway 0 discuss the acute bleeding problems or people we had
in for surgery whalever. So we uged {0 discuss the clinical problems in & group and | think
what that did, it certainly did it for me personally and { don't think | was the only one, it meant
that you left it at work, you didn't take it home with you because it was really very depressing.
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GRO-D

GRO-D 'l So, em, where have we gof to? We've--, | mean the HIV,

errn, | think it would be quite interesting to talk 3 little bit about—~, about that in general terms in
London. We usad to have--, this in 1983/'84, every month there was 2 meeling usually at the
old Middiesex Hospital or sometimes i was at St Mary's, bui every month, and everybody who
had anything to do, eny kind of involvement in this new condition went to that meeting
hecause things were moving so fast that you couldn't really wait until it got published. It was
just going really fast. And there were some extraordinary meetings. ! mean | can remember
when the dostor whe looked after drug users in Edinburgh came and talked and he—, he had--,
he'd been saving specimens because of hepatitis B | think but as soon a5 the test came
through he had this cohort of drug users and it was emerging generaly in the world about drug
users but, you know, it was kind of new in Britain. When the tests first became available they
had a debate from someabody from the AiDS community, a patient, and who's that lawyer who,
erm--, he always advises on ethical issues? lan Kennedy. Kennedy. And he had this debate
to tesi or not to test because, you know; there was nothing you could do much. There was a
consuitant at St Mary's catled Pinching who--, and Mary's were the first hospital that was
beginning to get patients, and he would talk about the clinical syndrome, there were
pathologists who tatked about the various immunodeficiency disorders and aarly
epidemiologists. So it was-, it was a littde community. And they wers young because a fot of
the eaily doctors came out of GU medicine but thers were aiso a few very young, very bright
physicians who, you know, big names now like Brian Gazzard and ian Weiler who just got
knighted, Tony Pinching, Adier. And the other thing that | suppose also began to be takked
about was testing. You know, there was this big huge issue initially that you had to be
caunselied before you wers tested. And they set up a testing unit at the Royal Free that came
out of our axparience and there was 2 lady called Reeva Milier who was our social worker who
actually set up the same day tasting unit, but the ethics of all that were--, was discussed at
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these monthly meetings. So it was quite extraocrdinary. | mean the other, erm, funny memaory
§ have was in 19— 1984 al--, was it ‘847 No, it was '83. The World Federation of Haemuophilia
maeting in Stockholm they had a lunchtime mesting to discuss this condition. It wasn't on the
progran: it was just one hour and there was a very formidable lady calied Margaret Hilgariner
who locked after children in New Yok who was chairing it, very large lady. And Peter didni't
go to the meeting and he'd suggested | took with me 2 slide and we'd shown that—, this is
stightly complicated but people--, the patients who had factor VIif concentrate had
abnormalitiss of their T4 count whereas the patients who had factor IX concentrate who were
less commen had rormal counts, And | had a slide of this and | always remember that it got
isaded upside down laughs). But whal the significance of that al the time what we said was
this is because the manufacturing processes are different, bul it wasn't that at all it was that
the peopise who had the factor IX concentrate, the factor IX concentrate was alt made from
British donors and at that point the British donor pool hadn't got a problem. So we'd made
completely the wrong conciusions and thal was actuatly--, that was published in The Lancet as
a letter and we'd writien something like it seems to us that 's clear that thisis a
manufacturing process’. But interesting when these data--. those same data were presented
somewhere else there was a haemophilia doctor called Arthur Bloom working i Cardiff and he
very astutely said, "Well do you think it could be something to do with the donor pogsl?” and he

was guite right.

Q: And when did that emeirge? How long after. .

A That was published, er, [pause]--, when was it7 Well | suppose it actually emerged--, | mean it
emerged as soon as we--, we published a paper in 1988 in the Beitish Joumal of Haematology
that was describing our cohort of patients which was when we'd been abie to test them and
find the seroconversion rate and it was at that poinf that we realised that we hadn't got any
factor IX deficiencies. And the other thing was thatl in our unit it had always besti our practice
that we treated the children with British--, MHS derived cencentrate and we had no chiidren
with HIV. We acquired some from sisewhere but we ourselves had none. And so it was
realised that it was from commercial product. We got focled though as a haemophilia
community because at that ime in the haemophiiia fterature there was 2 lot of publication
about volunieer versus comimercial and everybody was measuring these T48 ratios. And in
Scotland they actually had 1 think one donor and they had a cohart--, in the end they identified
this cohort of 14 patients who had HIY but in Scotiand they'd used ali National Health Service-
-, it was plasma derived from Scotland and they thought they were ckay and then suddenly
they found this cohort. And that cohort of 14 pafients [laughs] was studied in great, great
detail because the other thing about them was that there were--, there was a control cohort
who hadn’t got it but had been treated with the Mational Health Service deriverd concentrate.
So | suppose i, to go back to your question when was it realised the British concentrate at
that tirne was okay, it was probably when we got the test. | mean unfortunately, and it's
something that realiy, really annoys me, in Newcastie they--, they had aclually used
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concentrate sadier than we had at the Free because historically Katharine Dormandy had
made cryoprecigilate at the Free and she had used that and she was quits reluctant o change
1o this new-fangied stuff. And it wasn't until 1978 when Peter Kernoff and the other new
docior Tuddenham-, Ted Tuddenham came they turned-~, they changad everybody, but in
Newcastle they'd been using the concentrates from about 1975 and so the AlIDS came into
Newcastle 2 bit earligr than we were baginning to see . And they aiso--, we had a very strict
policy at the Free which was largely directed by Peter Kernoff that you didn't change batches,
you Kriow, if somabody had gone on this batch of concentrate you used that batch until it was
used up and the kind of idea behind that was that you would have less exposure. | mean
aclually when you think about it it's a bit ridiculous reaily ‘cause you'd got 10,000 people but
anyway, that was the idea about R. In Newcastie basically you look the next paot out of the
cupboard whoaver it was. 8o they were alt mixed up. 8¢ they probably--, to he fair, | mean
they probably did get exposed satlier than our people and they probably got a higger viral load
because they were having ali this mixed up siuff from commercial stuff. And Peter Jones in
Newcastie has always had this hobbyhorse that it's the dirty American blood that they coliect
in prisons. Now, o a certain exient that was true in that there ware a lot of drug users in
prisons and it might have been that you got a bigger viral load but ceriainly from a hepatitis
point of view whether the plasma came from America, Timbucioo or anywhere you would have
got it. HIV was very, very different. | mean HIV there were very few UK experiences of HIV
and in fact | think probably the Scottish one was the only one because the British bluod
transfusion service put in place very good tules about what we cail deferrals so you couldn’t
give it if you'd had 2 previcus bivod transfusion, you shouldn't give it if you're gay, you
shouldn't--, | can't remember there's a whole load of ones, if you'd been on holiday in Haitt
probably. And i think those deferral things probably bought & bit of ime, but certainly the UK--
. by the time the UK donor population would have got infected ohe we had a test ‘cause we
got the test--, the blood donors | think were tested in early '85, and two the heating of the
concentrates came in "85, So that was kind of lucky. And in the context of today, vou know,
there are one or two haemophilia patients wha are really driving they want compensation and
their argument is that Britain didn't get seff-sufficient. Well that is 2n argument we didn't gat
self-sufficient but, on the other hand, they were~-, in the pericd that--, well seif-sufficiency
would not have done anyihing about hepatitis. From the point of view of HIV the fractionalion
and the ability 10 provide enough was just not there and the patients were actuatly champing at
the bit, you know, they wanted i, they wanted to have reguiar treatment, they wanted to be
able to have their operations and that's kind of forgoften.  You know, you may be able to
blame America for HIV you certainly can't blame it for hepatitis and personally—, but, you
know, maybe | would say that, wouldn't i? Personally | don't think that faults can be atiributed
and, you know, that recent inquiry in Scoiand, the Archer inquiry fortunately dig kind of sort of
come to that conclusion but it Kind of rumbles on. | mean cynically | think the patients--, the
few patients driving this are probably after monsy actually. There was quite a big pay out—,
not pay out bhut there is a fund, 've forgotten the name of it for & minule, for hepatitis and it's
done on health grounds and also on whether you've got famifies and dependents, | mean the
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thing about hepatitis, which of course is very different, tha treatments now you can clear it.
So--, and alst some people did clear it naturally and now | mean there are amazing
tremtments. So | think that's probably most of the issues. No, one of the big issues that we
haven't tatked about which was quite difficult was having children, And in-, in the-, in the
press and at meetings there was this story about Africa and one of the very sarly accounts
was of lorry drivers coming down main routes in Africa and using prostitutes and there were 3
lot of woirien with--, who'd got it sexually. And we kept saying. “But, you know, none of our--,
none of our patients have got it, none of our women have got it.” And we did a very careful--,
we encourage people 1 use condoms. And we did a very careful study | think there were
about 15 people and we measured the viral ioad in the men and, sim-, and we tested both
partners and ihe only--, the only couple that we--, well thers were two cauples, There was one
coupte who both used drugs and they'd met using drugs, he had haemophiiia and he used
drugs she didn't have haemophilia but she used drugs and they both had HIY and they both
nad hepatitis C and, vou know, you dor't know about that. There was another couple where
she presented with an AIDS iilness she actually had a kind of strange tubercuiosis of her
ankles and then it was realised, you know, that he'd given # to her.  And we always advised-,
we--, well there were several options we kind of--, we didn't advise we gave--, we explained
what could be done and we tried 1o explain that there were risks, there was adoplion and there
was AID and i you really insisted then you should use a temperature chart and just have
exposure at a usefu time Haughsl. We had~, I'm remembering things now flaughs] I'd
forgotten. We had one exiraordinary terrible family, sad family not tecrible family. There were

The brother that I'm going 1o talk about and his wife he had an aranged maimiage with an
edusated woman who didn't know he had HIY and didn't know he had haemophilia and she
hat a son, he was negative but she was positive and that family the--, what the family did was
they said she was a loose woman. So she got completely pushed out of-- | think she'd been
fiving in the brother’s parents’ home she got pushed out as this loose woman. She was
working as a-—, atl_

“lairport jaying up tables for flights, you know, the meal tables, and
she actuzily did that for & long time and then she--, she got fed up with us and wert off 1o see
some faith healer or something. | don't know what happened to her. We had patients who~,
in fact 1 met one recently whose son is now at university, he--, they had All but #t was a--,
there was a lot of—, it was a difficult discussion. And the couple | just told you about that--,
where the woman presented with the tuberculosis we--, | rernember we had Jong counselling
sessinns 'cause the social worker | worked with was a family therapist, we had long sessions
with that couple talking about the risks of having children and in the end she actually
recovered from her iliness and then treatment came in and then she decided to have--, she
had two children. And by then we had treatment and in the AIDS unit run by Professor
Margaret Johnson at the Free they would give treatment before detivery and they ve got two
little children now about eight or ten, something like that, But--, so it was alf quite difficult, 1
mean | think thers is no doubt that i the hasmophilia poputation | think sexual transmission
was & fower risk and personally |, you know, i have a feeling that that's because probably anal
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intercourse was niol probably practiced as mwch as in, say, the gay poputation. But it was an
extraordinary time in that you had alt these different, you know, dimensions of health carg and
quite really difficult ermotional issues io taik about with patients. There were also--, there was
one patient and his wife who got really very angry with us and said, “Well so what, I'm going to
have a child,” and they did very successfully [laughs] buf it wasn't 2agy. And then the other--,
the other issue although it wasn’t so much my personal doctoring because | didn't--, there was
a clinical assistant calied Dr Goldman who used to directly iook after the children but ! would
ohviously get involved becauss | was director of the centre and also | had the primary
responsibility for the HIV infection. But there were four—, | said we had very few children, we
had four children and they'd aili come from somewhere else. And one of these families they
wouldn't tell the child and you had no right to tell the child bu you were seeing the famity, you

kniow, and eventually this boy he was aboul--, | think he was about 11 or 12, it was awful, he-,

they were on a visit to the grandmother's and on the doorstep he said to his mother, "l know
the reason why | Keep going up to the heospital, 've got HIV, haven't 12" $o, you know, that
was difficult.

GRO-D
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: GRO-D : So after--, | mean the
unit during the—, during the 1980s it was a really exciling and rewarding time. The biggest

chalfenge that emerged during those years was actuzlly economic challenges. We—, because
we were & very big haemophilia cenfre we used to have a lot of triais where we would use
cancentrate so that the company that was producing it would have datla that it was safe, that it
was good and ali the rest. | mean it wasn't great science but it meant you got free
concentrate. And the Royal Free became one of the first~-, | think it was the second Trust

haospital in 18-~ welt i was aclually the same time as! GRO-A jil was Agprit

the 1% andl_ _Lon April the 3%, So we'd become a Trust and, erm, | had
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wamad the management--, this was about 1954/5, {'d warned the management that for two
years we'd have virtually 2l our conoentrate from--, free. And | said, "This is coming to an end
and, you know, it's big money.” It's sort of--, at that time it was about a milfion pounds or
something. i said, "You've got fo get this in your budgets,” and at that time, you know, there
was ali this business thal you--, they even had fundhuiding GPs, didn't they? So the
haemophilia centre had this really expensive service that they had fo put contracts in place
and they really hadn't got a clue. I mean U's not really their fault because this was a new
system of purchaser provider and the Trust having its own budget and they, you Know,
hasmophilia suddenty had put them all i the red and the extraordinary thing that happened
was it was all tipped on my head. And | was told | wasn't—~, | wasn't budgeting property and
said, “Well hang on a minute,” you know, the way the Royal Free manages, which it did then |
guess it stit does, doctors doctored and managers managed. | gidnt have anything to do with
contracting. And then it became particularly difficult because--, because of all the HIV and the
hepatitis theye was a rermendous push to get everybody on 1o recombinant products and the
recombinant products were in trial. 1 maan we had the first patient in Europe in the
recombinant trial in 1988 and | think they got licenced in 1992 and we stil weren't allowsd to
use thern in the UK, and then in 1995/6 we started producing guidelines inthe UK. There's a
very strong Haemophilia Centre Directors’ Crganisation in the UK and they presented--, they
got guidelines together that said that wa should be using recombinant product and we were
pushing this fo our managers and they weren't having any of it. And our children started going
down to Great Ormond Street where they were having recombinant. And the whole thing
came to a crunch when we had & very articulate maother, | think she was a psychologist or
something, but shie was very arficulate, very nice woman and her son who he had not severs
haemephilia it was moderate haemophilia so he didnt need regular treatment ali the time but
he needed treatment if he had an operation. And he was going to have a grommet aperation
and she wanted thai child to have recombinant and we wanted him to have recombinant b,
you know, our managers weren't budging. And I~ she said, "What do you want me 1o do
about it7 * 1 said, “t don't care what you do about it.” And | had given--, because she was, you
know, putting pressure on me | actually gave her a copy of 2 lgtter I'd sent to the chief
executive argiing the case and saying, you know, ‘with all this history of transfusion
ransmitied diseass we should at least be treating our children with recombinant and it's UK
guidelines’ viah, biah, biah, blah, biah. So i gave herthis letter and she knew a journalist on
The independent. And this sounds like something cul of a novel, | had gone to Tehran to give
a lecture on blood, the risks of blood transfusion flaughs], I'm in my hotel room In Tehran, Roy
phones me up and he says, "You've done it now {laughs]l” And there was this dauble page
spread in The Indeperddeni. You know, The Independent used t¢ have a kind of nice
magaziny thing where this—, a picture of this mother and her child and fhe journalist, her
friend, had writlen ihis double page spread that had all the—, it was very accurate, i was you
couidn’t fault what she'd written, but she'd taken big extracts from this letter I'd sent to the
chief executive. And to be fair to him | mean immediately when | got back § thought | was

going to be in the scup but actually he was--, { mean he was quite reascniable, | suppose
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maybe he reatised that they were offside | dont know, but they changed--, the children wese
allowed to have it. The aduits didn't actually get recombinant | think untii 2002. So that was
quite exciting flaughs] but it was alse ronic that here you are lecturing ranians about WiV and
hepatitis and back at the ranch ffaughsl...

How did your colleagues respond 1o thal?

| don't—, which colleagues? The colteagues at the hospital | think they were behind ma. |
mean one of the things that | did and it was partly for my own survival it's probably partly
berause it's the way | am, | was always very open. So i used to--, we used {0 have 3 weekly
meeting discussing the fortheoming week because the patients who wate coming up and
reeded blocd fests we had to make sure the laboratory hadn't got too many of them, we might
have people coming in for surgery we needed to make sure that people knew about that and
we, you know, are going o be ready for this and the physio and all the rest. And | used to use
that kind of mesting to let them know what was happening and certainly with the economic
issue § mean | had--, | got a grant and employed an economist to do @ PhD and 80 all that
waork was shared in the unit at presentations and things. So they knew what was going on and
| think they were supportive. | mean the--, the research guy | got he went on to-, he's 2
lacturer of senior lecturer 3t London Schoot of Tropicel Medicine but he did 2 lot of work on
quelity of life. And, you know, the other big financial issue that was emerging was the
childrer, we bagan to reat the children with what's called prophylaxis where you give them
ihree injections & waek io stop them having bleeds rather than {reating them when they had
bigeds and of course that costs much moere money. And he did 2 lot of work ¢n shewing that,
youl know, in the end the guaiity of life is better and actually in the eng you avoid surgery and
all sorts of sthuff. So 1 suppose we, you know, in those years we kind of mixed up the service
efeiment with clinical research really and that was always sharad in the unit. The other thing
that | was a great believer in, | really wanted people to, you know, haemaphitia is very rare and
we fiad 8 very large numbar of patients and « behoves you to do research to progress the
managemsant of the disorder. 80 | was very keen that we always had a presense at the main
meetings and that people presented posters and that they then went on to write up whaltever
they presented as papers. And we always had 3 tradition in the unit thal once a week we had
an hour where we sometimes had visiting lecturers but mostly it was people within the unit
presenting their stuff and 1 think--, | think it was very gnod because | think it was educative
clearly but § think people aiso felf proud. | mean certainly they felt proud when they went {o
mestings ‘cause, you know, people thought very highly of the Royat Free. And | think it, you
know, they probably were bettar actually. And the-, | used to--, we had-- | didn't-~, | did some
private work but all the private money went into the depariment because actually the essence
of doing bleeding tests, complicaled bleading tests, the lab are doing it. you know, you're not,
ail you're doing is inferpreting. And s we had 2 common fund where private monies went and
2 large amount of the private monies were prothrembin times which was a megasure of

bleeding and bscause in the hospital they had a big liver unit and they had a big renal unit and
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a big cardiac presence all those--, a lot of those private patients that had that care had
prothrombin imes some of them, you know, daily and all that money went into our private fund
and we used that for travelling to meefings. And what | used to do was I--, this was in, you
know, the days before you did everything online, there was @ iravel agent 2¢ross the road on
Haverstock Hilt and | used to book passage--, paskage holidays. That wes the cheapest way
of getting pecple to mestings if you--, if you booked, you know, supposing you were going, |
don't know, Bangkok or WWashingion or wherever it was, if you booked a cheap package
holiday you got the air flight, vou got the hotel, it's all done and that's what we used to do.
And, you Know, sometimes the warld haemophilia meetings maybe 10 or 11 people would go.
And the other thing | used to do is | used to make them alf give some kind of presentation
when they came back se--, because | thought it was very important that the people that were
bahind didn't think we'd ali been off on a joily. | mean, you know. part of it was a jolly but there

was also networking and work that went osx.g GRO-D
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