Obituaries

Doctor whose discoveries Tett~—

IIsley

: (({Aa\r&Aﬂ

28)5)olr

to haemophilia treatment drugs

n 1949, a young doctor,

Ilsley Ingram, who has

died aged 84, applied

to work with Sir James
Learmonth, the regius profes-
sor of surgery at Edinburgh
University. Not keen on
Lsley’s proferred research
topic, Sir.James suggested the
study of thrombosis: Intent
or finding a job, the newly
martried Ilsley agreed. Within
4 few years, he had made the
seminal discovery-that adren-
-alin‘makes the blood clot
more readily, a finding that
ultimately helped lead to the
development of haernophilia
treatment drugs.. -

In a subsequent career that
spanned both sides of the
Atlantic, Ilsley pioneered
techniques for patients to
treat themselves intra-
venously with the blood-
clotting agent Factor VIIIL. It
was during a 1960 Wellcome
fellowship at the University
of North Carolina that he
helped to overturn a stan-

. dard theory concerning

blood coagulation.

Isley’s decision to train
as a doctor was governed
by a’sense of almost religious
calling. He was born to mis-
sionary parents in Naini Tal,
in the Indian state of Uttar
Pradesh but, as an infant,
was sent back to England for
the sake of his health, after
the death of his only sibling.

Aged five, he developed a

form of tuberculosis, and

went to Switzerland with his

mother, though the ailment

rva.s to recur throughout his
ife.

He was educated in Limps-
field, Surrey, and at Monkton
Combe school, near Bath.

In 1938, he began reading
medicine at Trinity College,
Cambridge, joined the uni-
versity’s Inter-Collegiate
Christian Union and
published his study, Village
India, on how Anglican mis-
sions should work in rural
parts of the subcontinent.

IIsley then studied clinical
medicine at St Thomas'’s hos-
pital, London, qualifying
in 1944, and, by 1945, had
passed the Royal College
of Physicians membership ..
examination. His special area
of interest at that time was the
newly developed penicillin. He
then studied medical statistics
at the London School of Tropi-
cal Medicine but, while there,
succumbed to another bout of
tuberculosis.

Once recovered, in 1948 he
worked as a locum at what
was the only British TB sana-
torium in Switzerland. There
he met Patricia Forbes Irving,
a vivacious Nightingale ward
sister, and the love of his life.
The couple were married, in
Montana, within six weeks of
meeting. Back in Britain, Ils-

Ingram

ley had his fateful encounter
with Learmonth, and, asa
consequence, took up an
Oxford University fellowship,
researching on haematology.
In 1956, he joined the Jen-
ner laboratory at St Thomas’s
hospital, combining a busy
clinical workload with exten-
sive research, publishing

. more than 100 papers and

several books. He received
the Macfarlane award of the
Haemophilia Society, and
was a founder member, and
then fellow, of the Royal Col-
lege of Pathologists. In 1972,
he became a fellow of the
Royal College of Physicians
and was made professor of
experimental haematology
by London University.

IlIsley retired in 1979 and
gave rein to his lifelong inter-
est in botany — he loved wild
orchids. His studies led to
his election to the Linnean
Society, a rare honour for an
amateur botanist. He also
learned to recognise no less
than 27 different species of
ground beetle, an interest
spawneqd by the fact, he said,
that “there were a lot of
them”

Isley’s retirement was
marred by the discovery
that many haemophili-
acs had contracted Aids
and hepatitis after unknow-
ingly injecting themselves

with contaminated blood
from the United States. He
worked tirelessly to ensure
they received some govern-
ment.financial help.
AKkind, generous and loving
family man, Ilsley was a poly-
math, who published Four
Score, a volume of poetry, in
2002, He had a vast reservoir
of patience, combined with
a sense of humour. He sub-
scribed to the view of himself
as a “family encyclopedia
until superseded by the
worldwide web”. His wife and
three children survive him.
Jane Martinson

George Ilsley Charlton
Ingram, doctor, researcher
and clinician, born August 11
1919; died April 12 2004

Ingram. .. polymath
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BTG’s is after ashare

Qp the slimmer’s wallet
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ment, Varisolve. It saw two-

thirds of its market value

Dough seems an unlikely slim- wiped out at a stroke late last

ming aid but a range of new year when US regulators ques-
soya-based bread-products tioned Varisolve's safety.

could help us battle the bulge, Analysts hoped Varisolve

according to technology li- could be a British biotech

censing firm BTG. blockbuster. BTG was so con-

The company owns the fident of success that it set up

patent fora new method of cre- & subsidiary company, Proven-

ating a soya-rich dough, and is
poised to exploit concerns over

obesity. “Normally, dough is forced into a£27m rights issue
¢ five or six parts carbohydrate, to fund Varisolve research un-
i one part protein — this is six  til March 2005, by which time
1 parts protein one part carbo- it hopes to have struck a mar-

hydrate,” said chief executive keting deal with a bigger firm.’
| 1an Harvey. . Mr Harvey reaffirmed. his
i ‘Tt can be made into pretzels, confidence in Varisolve yester-

: pizzas, snacks — and it tastes
{ great”he said. “It's being
| looked- at by several major
i food manufacturers.” :
BTG hopes a licensing deal

! with a food group to sell the
dough could help give its bal-
ance sheet a lift while it waits
for the go-ahead to restart tri-
als of its varicose vein treat-
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sis, to develop the product.
Earlier this year, BTG was

day. He said BTG would sub-

mit a new dossier to the US

regulators in November, and is
now aiming at a launch in
2009, or 2007 in Europe,
where phase three trials have
already been completed. -

“In 20 years I'have never seen
a technology like Varisolve in
terms of risk-return profile,” Mr

Harvey said. The company es-
timates that six years after
launch, Varisolve will be used
in Im cases a year in the US.

Meeting the costs of the Vari-
solve project accounted for
more than two-thirds of the
£22m pre-tax loss BTG made
last year, down from £36m, its
preliminary results showed
yesterday. Turnover was up
55%, at £49m.

With the soya dough deal,
and several other products
due to generate royalties, in-
cluding a cancer drug and a

treatment for haemophilia B,
BTG is aiming at proﬁtasﬂity

by 2005-2006, excluding -

Provensis.

Originally an arm of govern-
ment, BTG buys technology
from universities and other
businesses, strikes licensing
deals to commercialise th .
and takes royalties when they
reach the market. “We're get-
ting the pick of new technolo-
gies,” Mr Harvey said.
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PHILIA
An inherited deficiency of
blood clotting which can
lead to spontaneous

- bleeding, sometimes for

hours or even days. It

‘happens as a result of a
: gegg;c deficiency of the
_protein Factor VIIL

A child of someone with
thegenehasalin2
chance of contracting a
similarly damaged gene.
However, in 1 in 3 cases,a
spontaneous genc
abnormality is to blame
and there is no family
history.

Symptoms usually
develop from birth and

" include easy bruising,

sudden, painful swelling of
muscles due to internal
bleeding, prolonged
bleeding after injury or
blood in the urine.

Factor VIII can be added
‘0 the bloodstream by
-egular intravenous
injections. In mild €ases,. (...
injections may only B¢
necessary after injury.
+ The Haemophilia Society
"Scotland): 0141 332 8123
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lIsley Ingram

Obituaries

ILSLEY INGRAM who ha's

Bom to missionary parents
gust 11 1919 at Naini

l¢y Ingram returned ‘to-Eng-
land as an infant to avoid an
garly death, the fate of many
oung children in Indla,
ihcluding his only siblin,

At the age of five he devel-
dped tuberculous pleuris
and went to Switzerland wi
His mother, where-he learned
tp speak French. Following
schooling at Limpsfield in
Jurrey, and. then at Monkton
CQombe, Soinerset, hie went up
tp Trinity College, Cam-
hndge. in 1938 to read Medi-
gine with a view to becoming a
rpissionary doctor. -

At -Cambridge, Ingram.
Hecame a keen member of the
Cambridge Inter-Collegiate
%'l:‘nstmn Union; he formed a

dy group focusing .on the
ctivities' of the Anghcan
Church in India. During this
time he wrote Study Village

India, a 200-page book
descnbmg how the Church's
- détivities fﬁ‘hxfal‘lhdla should™
best be conducted:

Ingram went. on. to- study
clinical medicine at St Thom-~
as’s Hospltal, London, quali-

fying in 1944. Within a year he-

had passed’ the membership
examination for the .Royal

: College of Physicians.

As a house physician at’ St
Thomas’s," Ingram developed

"an interest in the newly-.
~afrived. penicillin, which led -
_to the drug being the subject
“of his subsequent MD at

Cambndge He went on to
dy medical statistics at the
ndon School of Tropical

: Medlcme, and.then took up

an appointment at the Hospi-
tal for Nervous Diseases in
London. Whilst there, he had
what was to be the worst

‘recurrence of his pulmona.ry

tuberculosis. ]
. Following lengthy treat-
ment, in May 1948 he became
acting medical superinten-
dent at a sanatorium in Swit-

-zerland for British patients

with tuberculosis. There he
met Patricia Forbes Irving, a
Nightingale ward sister
recently arrived .from Eng-

‘land, and they married in
. Montana -in- September..that

year. On his return to Britain

~in 1948, Ingrain was awarded

a Wilkie'Research Fellows}up

“to work for six months in

Oxford under Professor
McFarlane and Dr Rosemary

i~ |
re he studied haemato:.
logical: techniques before '

‘going .on. to. work. under Sir

$cientist ahd: clinician who helped to develop new
echniques for the care and treatment of haemophiliacs

James Learmonth, Regius
Professor of Surgery at Edin-
burgh University. With Lear-
month, he developed his par-
ticular interest in abnormal
bleeding syndromes, of which

haemophilia is the classic
“example. His research Jed to

important papers on the

underlymismechamsms of
bleeding disorders. In 1956
he was appointed to the Jen-
ner Lnboratory at St Thomas’s

_halggljandon »Herwas::

ere-until heretiredin
September 1979.

In 1960 Ingram .was
awarded - Wellcome
Research Travelhng ‘Fellow-
ship which enabled him to
spend a year in the University
of North Carolina with Dr
John Graham, studying
canine. haemophilia. Studies
with Graham and others led to
the overturning of a leading
theory concerning blood
coagulation. h?ram also con-
tributed significantly to the
understanding of the- effects
of exercise and adrenergic
drugs on blood coagulation.

Ingram s time at ‘St Thom-
as’s was. notable for the sub-
stantial advances he made in
the clinical care of haemo-
philiacs ‘and ir7developing
programmes of self-treat-
ment. He became Director of
the Supra-regional Haemo-
philia Reference Centre and -
the Supra-Regional Centre
for the Diagnosis of Bleeding
Disorders based at the hospi-
tal. He was also a member of
the external staff of the Medi-
cal Research Council and a

Ingram: also studied the distribution of orchids and beetles

founder member of the Royal _
College of Pathologists in
1963, becoming a Fellow in
1969.- In 1972 he ‘became 2
Fellow of the Royal College of
Physicians. In 1979 he
received the McFarlane

; Award - of .tite; Haemophilia-
" Society (of which*he ‘was to.

beécome a‘ vice-president).
Much later London University
.conferred on him the title of
Professor_ of- Expenmental
Haematolg

Shortly aigér his tetxrement,

" Ingram was confronted by the

appalling news. that many. of
his patients had been treated
with Aids-¢ontaminated
blood products. He did what
he could to help, and was
effective in persuading John
Major’s government to pay
some. compensation . to
patxents and their relatives. -

: had a life-lorig pas-
mon for natural history and,
on- retirement, ;became war-
den of Yockletts Bank Nature
Reserve in Kent, famous for a
number of wild “orchid
species. He published several
papers -on the distribution of
orchids and surveys of ground

-beetles.” In 71989 he.was

_elected a.Fellow of the’ Lin-
naean Socnetypf London

was -also a” keen
poet, pubhshmg a collection

of his work in 2002.. - .
- Ilsley Ingram died on Apnl
2: he i ived by hig wife,

Patricia, and by

éir_son aiid
two.daughters. -
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No inquir

into hepatitis

5/5/011"

mtectlon viaNHS bloocl minister says

into how hundreds qf patlents»
“contracted hepatitis'C through'
NHS blood products tmiless
evxdence came:to light'*".

" Mr Chisholm told the -
tish Parliament’s health com-

' mttteethatdletewouldbeno-

v pomt settifg up an inquiry in
: the absence of any new
_evidence.

-His words came after

‘ repeated calls from patients,

“mestly haemophiliacs, who
: became iﬂectd with Hepatms

'C.while being treated with _

‘blood products on the NHS.
. Referring to a judicial inquiry

" carried out in Ireland, Mr

Chisholm said that the situation
and circumstances relating to
Scotland were different.

He added that a rt car-
ried out by officials from the
health department showed that
there appeared to be no blame
attached to -the Scottish
National Blood Transfusmn
Service.

- He said: “We need to have
some new evidence. [ have

Anes  Ysloy

always said that would keep an,
open mind if presented with"

new ewdence but there is no-

Last year it was announced
ple in Scotland suffer-
f}:co om hepatitis-C would

poindt: in setting an inquiry if recewe payments if they had
it does not have xlllgwevxdmce to. been infected as a result of NHS
look at” . treatment. .

~Earlier: th year haemo'"

John Reid, the Health Secre-

hiliacs, condemned a decision  tary, also said that financial
y the Crown:Office and Procu-  assistance would be provided to
rator Fiscal Service to ruleouta  patients south of the Border:

criminal invéstigation irito- how
Ppatients became infected with
HIV and hepatitis C through
‘blood products.

The announcement ‘of the
decision not to lay charges was
made after-consideration of a
police report.

It followled on from addec:i
sion by police in England an
Wales not to mmgllt ab cnmmth:l
investigation, on the basis that
there was no likelihood of a
viable criminal prosecution.

Politicians yesterday raised
the issue of whether patients
Vere experiencing unnecessary

yin receiving the payments.
owever, Mr Chisholm, said
t he would like to see the
issue finalised as soon as
ossible.

The Skipton Fund, a joint 1m-

tlative involving the
volved adininistratio
dealing with the issue of

ents and how such a scheme )
should operate.

LIVES IN BRIEF

Professor Ilsley Ingram, researcher and
clinician, was boin on August 11, 1919."
He died on April 12, 2004, aged 84.

Ilsley Ingram combined a distinguished

medical career with a fervent interest in

botany and a considerable poetic talent.
He undertook important research in the .
treatment and management of haemophil- -
ia, and in his retirement was elected to Hie
Linnean Society for his contributions to '
botanical study. -

Ingram was born in Indla in 1919. After .

a childhood spent in England and Switzer- .

land, he returned to England to attend
school at Monkton Combe. In 1938 he
went up to Trmlty College, Cambridge, to
read medicine. By 1941 he was studying
clinical medicine at St Thomas’ Hospital.
His medical career began with the
study of penicillin (the subject of his MD
thesis) but by 1948 he was back in Switzer-
‘land, working at ‘a hospital for British
tuberculosis patients. There he met. and
married Patricia Forbes Irving. When the
couple returned to England, Ingram
beganhis interest in the problems of bleed-
ing- and -clotting of ‘blood, initially in
Oxford with McFarlane and Biggs but
-from 1949 as a. Wilkie Research Fellow in
Edinburgh under Sir James Learmonth.

In 1956, on Learmonth’s retirement,

AIngrar'n moved back -to St Thomas’ to

begin his long association with its Jenner
Laboratory. He built up an international
reputation for his work on haemophilia,
combining much research with a heavy
dlinical workload.” He * became : 'vice-
president of the Haemophilia Society and
a -McFarlane-award holder, was made a
Fellow of the Royal College of Patholo-
gists {of which he was a founder member),
and in 1972 he became a Fellow of the Roy-
al College of Physicians. St Thomas’ made
him Professor of Experimental Haematol-
ogy. Earlier, in 1960, he had spent a year
in the United Stat% at the University of
North Carolina: there, with John Graham

" and other leading researchers, he under-

took work that led to a popular theory of
blood coagulation being overturned.
Ingram left St Thomas’ in 1979, just
before his work for haemophxllacs was
threatened by the unwitting use of HIV-
contaminated blood products imported
from America. He worked hard to per-
suade the Government to compensate
those affected. Then he retired to Kent,
where the Wye Downs provided a favour-

able setting for his botanical pursuits:

His work on wild orchids led.to a Linne-
an Society fellowship. His collection of
poems, Four Score (2002), included previ-
ously - unpublished . work from earlier
years. Many of his poems had 4 religious
theme and for much of his life he was'a
very religious man. He combined an inno-
cent self-respect with a genuine concern
for the welfare of others particularly the,
young.
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" The Media Monitoring Agency B
Bereaved Families Take Health Minister to Court

Bill Whiteford, Presenter

The Health Minister’s being taken to court by the bereaved families of Hepatitis C victims. They
want judges to rule that Malcolm Chisholm is breaking Human Rights law. He’s refused to have a
full inquiry into how hundreds of NHS patients were infected by the deadly virus. Victims’
lawyers say bereaved families are legally entitled to the truth. Isobel Fraser has this special report.

Isobel Fraser, Reporter

The safety of blood products is a top priority in modern medicine. Supplies are now screened and
treated for deadly viruses. That wasn’t the case in the seventies and eighties when the lethal
Hepatitis C virus was injected and transfused into the veins of at least five hundred and fifty
Scottish patients. Philip Dolan is a haemophiliac who was infected in the seventies. He, like the
other victims, has a mountain of unanswered questions: how did this happen? Why was Scotland
treating blood differently to England? What did doctors do when they knew there was a problem?
Why, typically, were people not told they’d been infected, in his case, until twenty years later?

Philip Dolan, Haemophiliac Victim

The Government needs to come clean about this in order if you’re going to believe. This
Government went in on a brief of transparency and I cannot see any transparency and I think the
biggest problem must be whether the Minister is an honourable person or not, is one question, but
the fact is that he’s advised and someone needs to question what reasons has he been given poor
advice?

Isobel Fraser
The Health Minister Malcolm Chisholm has refused to have a full independent inquiry, pointing
out to the Health Committee this week that there has been an internal investigation.

Health Minister Malcolm Chisholm ~

There is no point in setting up some kind of inquiry unless it appears that there is new evidence to
be looked at so, you know, that’s my general approach to this. I'm quite open-minded to looking
at new evidence but I don’t...I’m not persuaded that that exists at the moment.

Isobel Fraser

‘ But today Malcolm Chisholm has been told legally he doesn’t have a choice. The lawyer for the
bereaved families, Frank Maguire, says people were infected while in the care of the State and

Human Rights Law says the State had to investigate this fully. He argues the unanswered

questions are an ongoing concern for everybody.

Frank Maguire, Lawyer
Does it have systemic faults, does it have institutional problems and how does it deal...how does

it communicate with each branch of its service and has there something gone wrong there which
may occur in the future? And with HIV, CJD, all these kind of things, we don’t know but if there
is systemic failure or institutional failure and a lack of communication and a lack of action by
these authorities then that, of course, is of public interest.

Isobel Fraser

Bereaved families have also written to the Lord Advocate today asking for a fatal accident inquiry,
06.05.04 but they say because of the large numbers of people who will be killed by this virus a judicial
Radio Scotland inquiry looking at a wide range of issues would be the best answer. In a statement this evening the
Newsdrive Health Minister said that as the legal argument had only been received in letters today he needed
1740 hrs time to consider it before making any comment. .
2 mins 55 secs
Ordered by: Ken Stein rarrr Serial no: 450011
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BEE NEWS

Legal challenge over Hep C cases

Bereaved families of Hepatitis C victims who contracted the disease through
contaminated blood, are taking action against the Scottish Executive.

The families want judges to rule that Scottish Health Minister Malcolm Chisholm is breaking
human rights law by refusing to hold a public inquiry.

At least 550 Scottish NHS patients were infected by the virus in the 1970s and 1980s.
Mr Chisholm said he would consider the legal argument before making comment.

The lawyer for the bereaved families, Frank Maguire, said the action was necessary as there :
are still many unanswered questions. |
|
|

Referring to the system which administered blood products, Mr Maguire calied for a public
inquiry to clear up doubts.

Inquiry call .

He said: "Does it have systematic faults? Does it have institutional problems? How does it
communicate with each branch of its service. - !

"Has something gone wrong there which may occur in the future with CID or HIV? We don't :
know. i

"If there is a systematic failure or institutional failure and a lack of communication and a lack
of action by these authorities, then that is of public interest."” ‘

To date there has been an internal inquiry into how contaminated US blood products came to
be used in the NHS.

But victims said that this had not answered key questlons on why blood products in Scotland
were treated differently to those in England.

|
H
The victims also said that it was unclear what Scottish doctors did when they knew there was ‘
a problem and why victims were not told about infection until years later. ;
]

Mr Chisholm has stated that he will not sanction another inquiry unless new evidence comes -
forward. _ |

On Thursday, Mr Maguire said that, legally, the health minister does not have that choice.

Story from BBC NEWS:
http://news.bbc.co.uk/go/pr/fr/-/1/hi/scotland/3691583.stm

http://newsvote.bbc.co.uk/mpapps/pagetools/print/news.bbc.co.uk/1/hi/scotland/3691...  06/05/2004
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Hep C victims
use payouts for

new legal fight

John Reid faces court battle over bad blood" scandal

By Liam Mcﬁougall
Health Correspondent

GOVERNMENT payments
to. patients who contracted
hepatitis C through NHS blood
transfusions will be used to

d the legal cam&aign for a
ublic inquiry into the scandal.

Lawyers acting for patients-

said.yesterday that they are
prepared to take UK health
secretary John Reid to court if
he refuses to call an inquiry.
Frank Maguire, a solicitor
with Thomsons Scotland, has
already threatened a legal move
against Scottish health minister
Malcolm Chisholm. He believes
both Chisholm and Reid would
be acting illegally if they refused
to order an independent judi-
cial inquiry into:-how thousands
of haemophiliacs were infected
with the deadly virus through
* contaminated blood products.
It is thought that more than
5000 people —including at least
550 in Scotland - were infected
with hepatitis C through
transfusions and other blood
roducts in-the 1980s. More
an 1000 have since died.
Ministers have consistently
refused to grant an inquiry
unless fresh evidence came
to light, but the new legal
challenge warns that both
health ministers are obliged to

hold an investigation under
article two of the Human Rights
Act. Lawyers now plan to take
a civil case to the Court of
Session in Edinburgh to force
ministers to back down.
Maguire said: “We believe
Malcolm Chisholm is required
by law to hold an inquiry and
this applies equally to John
Reid. Thomsons are in the
process of co-ordinating UK
cases and are prepared to take

‘at least £300,000 to ea
and agreed to compensate the

Reid to court if the families are
not granted an inquiry.”
Scores of patients have
agreed to apply to the gov-
ernment scheme, offering ex-
gratia payments to victims, and
then plough part of their
comgensation into a “fighting
fund” to pay for the court battle.
The payment, announced by
Reid and Chisholm in January,
was to be given to victims “on
compassionate grounds” as
the government has refused
liability for the tragedy. Under
the scheme, they would be
entitled to £20,000, with a
further £25,000 for those who

have then developed chronic,

conditions such as liver cancer.

However, many will now use
the money to force the govern-
ment to reveal the truth about
what it knew and the reasons
behind their infection. They
also hope an inquiry will push

ministers into a U-turn over
their decision not to compen-

sate the relatives of those who -

died before August last year.
Only relatives of those who
died after August 29 - the date
Reid .confirmed the Scottish
Executive had the powers to
operate the scheme - wi
receive payment. Campaigners
are also furicus about a similar
scheme inIreland that paid out
victim

bereaved of those who died.
- Philip Dolan, .chilrman ofthe
Scottish Haemophilia Groups
Forum, smpma not be
applying. for the government
payout on a point of principle,
but added that many of those
infected had agreed to use the:
fund to pay for the court case.
The campaigners aim to

raise at least £15,000 to take -

the case forward. The money is

.being held in a special account

set up by the law firm.

Dolan said he would be
putting ‘his own money into
the fund. He added: If the
government sa
accegt liability for this tragedy
and has nothing to hide, why
should it fear a public inquiry?

“I believe a contribution of
£150 towards this case is a small
cost when, if we're successful in
getting an inquiry, it will provide

it does not

us answers to the questions
we've been asking for years.”
Bruce Norval, from Fortrose,
a haemophiliac who was
infected with hepatitis C, said:
“I will be a;i})lying to the ex-
gratia fund. If I get £20,000 I'll
give £1000,.if I get £45,000 I in-
tend to give £5000. Many others
are willing to do the same.
“This is the biggest medical
disaster the NHS has ever
known. An inquiry is crucial.”
The legal move was wel-
comed by SNP health spokes-
woman Shona Robison. She
said: “I support the campaign-
ers’ bid for a judicial review,

_given so many doors have been

closed to them. I hope a judicial
review will give them the oppor-
tunity to get some answers
about how they came to be
infected and also to raise ques-
tions about compensation.”

David Davidson, the. Tory
health spokesman, believed
the matter should _be:.dealt
with by the courts, not a public
inquiry. He said: “We've all
seen what public inquiries can
be like under Labour.”

An Executive spokeswoman
said the health minister would
consider a public inquiry “if
new evidence came to light”.
But she added: “As things
presently stand nothing useful

-would be achieved.”

19805 through the usé of S’ pres
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uﬁéctioh via NHS bloocl minister says

TARA WOM.ERSLEY o

" carried out in Ireland, Mr

always said that1 would keep an
open mind if nesented with'

].ast year it was announced
geop]e in Scotland suffer-

i Chisholm said that the situation new evidénée but there is no- om: hepatm:f Eh Wolllllg
%e:  and circumstances relating to int in'setting up an inquiry if tecewe payments if they ha
ilth: ter: sa ; 11‘4:' : Scomggdzafeﬂ;‘;ﬂefent ft(:io-es not havéxl:gwemdence to. been infected as a result of NHS
that th ould be’ mqu;‘ 4 ‘xy' He at a report car-  Jook at” . treatment. .

" into- hc::\ftve lrundreds :fo patients,  ried out by officials from the Earlier: this ycar haemo:- John Reid, the Health Secre-
‘contracted hepatitisC throught  Dealth department showed that hiliacs, condémned a decision  tary, also said that financial
NHSblood products imleséiews’  there appeared to be no blame y the Crown Office and Procu-"  assistance would be provided to
evidence came to light.” attached to the Scottish  rator Fiscal Service to rule outa patients south of the Border.

MrChlsholmtodtheScof"
tish Parliament’s health com-

National Blood Transfusxon
Service.

.criminal investigation into how
patients became infected with

Politicians yesterday raised
the issue of whether patients

; - He said: “We need to have HIV and hepatms C through ere experiencing unnecessary

;+mittee that the;e would be DO . some new evidence. I have blood products. L y in receiving the payments.

© point settihg up. an inquiry in The announcement ‘of the owever, Mr Chisholm, said

: the absence of any new decision not to lay charges was t he would like to see the

J-‘Vrdhnce_ ;-'f made after consideration of a  i§sue finalised as soon as

f -His words came after police report. possible.

! repeated calls from patients, Tt followed on from a deci- | The Skipton Fund, a joint ini-
“mestly ‘haemophiliacs, who sion by police in England and  tjative involving the UK’s .

mme EE&EFWn'ﬂl_EepamIs Wales not to mount a criminal volved administrations, is

hile being treated with investigation, on the basis that ¢ aling with the issue of pay-
blood products ontheNHS.: there was no likelihood of a ents and how such a scheme .

. Referring to a judicial inquiry viable criminal prosecution. should operate.

Anes  Ysloy

In 1956, on Learmonth’s retirement,

LIVES IN BRIEF

Professor Ilsley Ingram, researcher and '
clinician, was born on August 11, 1919.
He died on April 12, 2004, aged 84.
Ilsley Ingram combined a distinguished
medical career with a fervent interest in
botany and a considerable poetic talent.
He undertook important research in the:
treatment and management of haemophil- |
mandmhxsretlrementwaselectatoﬂie
Linnean Society for his contnbutlons to
botanical study. -

Ingram was born in Ind1a in 1919, After
a childhood spent in England and Switzer- ,
land, he returned to England to attend
school at Monkton Combe. In 1938 he
went up to Tnmty College, Cambridge, to
read medicine. By 1941 he was studying
clinical medicine at St Thomas’ Hospital.

His medical career began with the
study of penicillin (the subject of his MD
thesis) but by 1948 he was back in Switzer-

‘land, ‘working at ‘a hogpital for British

tuberculosis patients. There he met.and
married Patricia Forbes Irving. When the
couple returned. to .England, Ingram
beganhlsmteratmthe problems of bleed-
ing and :clotting "of blood, initially. in
Oxford with McFarlane and Biggs but

-from 1949 as a. Wilkie Research Fellow in

Edinburgh under Sir James Learmonth.

Ingram moved back to St Thomas’ to
begin his long association with its Jénner
Laboratory. He built up an international
reputation for his work on haemophilia,
‘combining much research with a ?1
clinical workload.- He ' became : v1ce-
president of the Haemophilia Society ‘and
a-McFarlane award holder, was made a
Fellow of the Royal College of Patholo-
gists (of which he was a founder member),
and in 1972 he became a Fellow of the Roy-
al College of Physicians. St Thomas’ made
him Professor of Experimental Haematol-
ogy. Earlier, in 1960, he had spent a year
in the United States at the University of
North Carolina: there, with John Graham

" and other leading researchers, he under-

took work that led to a popular theory of
‘blood coagulation being overturned.

Ingram left St Thomas’ in 1979, just
before his work for haemophiliacs was
threatened by the unwitting use of HIV-
contaminated blood products imported
from America. He worked hard to per-
suade the Government to compensate
those affected. Then he retired to Kent,
where the Wye Downs provided -a favour-
able setting for his botanical pursuits:

His work on wild orchids led.to a Linne-
an Society fellowship. His collection of
poems, Four Score (2002), included previ-
ously - unpublished . work from earlier
years. Many of his poems had a religious
theme and for much of his life he was a
very religious man. He combined an inno-
cent self-respect with a genuine concern
for the welfare of others particularly the,
young.
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$cientist afid:clinician who helped to develop new
techniques for the care and treatment of haemophiliacs

° ..
Obituaries

LEY INGRAM, who has
died aged. 84, played a promi-
ent role:in developing stan-
ards' for the caré-and treat-
pentofhiemBpHilides™ ™7 ~

ihternational repute, he: pub-
lished several books and
hore than 100 .research
‘papers. T
Born to missionary parents
st 11 1919 at Naini
lal, Uttar Pradesh, India, Ils-
By | m returned ‘to-Eng-
and:as an .infant to avoid an
aarly death, the fate of many
oung children in India,
ihcluding his only sibling.
At the age of five he devel-
dped tuberculous pleurisy
and went to Switzerland with
is mother, where he learned
tp speak French. Following
schooling at Limpsfield in
urrey, and. then at Monkton
GCombe, Somerset, hie went up
tp Trinity College, Cam-
hridge, in 1938 to read Medi-
gine with a view to becoming a
issionary doctor. .
At .Cambridge, Ingram.
Hecame a keen member of the
(Pambridge Inter-Collegiate
(hristian Union; he formed a
study .group focusing.on the
dctivities of the ‘Anglican
Church. in India. During this
time he wrote Study Village

India, a 200-page book

“describing how the Church’s
- #ivities Tefrisfal Tadia should

best be conducted: ™~ -
Ingram went. on - to- study

clinical medicine at St Thom-

as’s Hospital, London, quali-

fying in 1944, Within a year he

had passed the membership
examination for the Royal

: College of Physicians.

As a house physician at’ st
Thomas’s, Ingram developed
an interest in the newly-.

- grrived. penicillin; which led -
.to the
-'of his subsequent MD at

being the subject

Cambridge. He went on to
study medical statistics at the
London School of Tropical
Medicine, and.then tock up
an appointment at the Hospi-
tal for Nervous Diseases in
London. Whilst there, he had

‘what was to be the worst

recurrence of his pulmenary
tuberculosis. ‘ S
. Following lengthy treat-
ment, in May 1948 he became
acting medical superinten-
dent -at a sanatorium in Swit-

-zerland for British patients

with tuberculosis. There he
met Patricia Forbes Irving, a
Nightingale ward sister
recently arrived .from: Eng- -

‘ldnd, and they married in_
_Montana -in- September..that

year. On his return to Britain

_in 1949, Ingraim was awarded

a Wilkie Research Fellowship

" to work for six months in

Oxford under Professor
McFarlane and Dr Rosemary

: Bigf- :
There he studied haemato:.
.logical techniques before "

‘going.on to. work. under Sir

James Learmonth, Regius
Professor of Surgery at Edin-
burgh University. With Lear-
month, he déveloped his par-
ticular interest in abnormal
bleeding syndromes, of which
haemophilia is the classic,

_example. _research led to .

important papers on the
underlying ‘mechanisms of

bleeding disorders. In 1956
he was appointed to the Jen-

ner Laboratory at St Thomas's

‘Hospitaly; London:.‘He:-was. -
based there until he retired in

September 1979.

In 1960 Ingram .was
awarded - a~ Wellcome
Research -Travelling Fellow-
ship which enabled him to
spend l1_1'3‘[:311: in the University
of North Carolina with Dr
John Graham, . studying
canine. haemophilia. Studies
with Graham and others led to
the overturning of a leading
theory concerning blood
coagulation. Ingram also con-
tributed signiﬁcantly ‘to the
understanding of the- effects
of exercise and adrenergic
drugs on blood coagulation.

Ingram’s time at ‘St Thom-
as’s was. notable for the sub-
stantial advances he made in
the clinical care of haemo-
philiacs ‘and - in.;developing
programmes’ of gelf-treat-
ment. He became Director of
the Supra-regional Haemo-

philia Reference Centre and -

the Supra-Regional Centre
for the Diagnosis of Bleeding
Disorders based at the hospi-
tal. He was also a member of
the external staff of the Medi-
cal Research Council and a

' Society (of whic

‘Ingram: also studied the distribution of orchids and beetles

founder member of the Royal _
College of Pathologists in’

1963, becoming a ‘Fellow in

1969. In 1972 he became a
Fellow of the Royal College of
Physicians. In 1979 he
received the McFarlane
- Award,; of . thie: Haemophili

bécome a vice-president).
Much later. London University
.conferred on him the title of
Professor of Experimental
Haematology: - . S
" Shortly aﬂr his retirement,

" Ingram was confronted by the

appalling news. that many. of
his patients had been treated
with Aids-¢ontaminated
blood products. He .did what
he could to:help, and was
effective in persuading John
Major’s government fo pek
some. compensation
patients and their relatives.
: had a life-long pas-
sion for natural history and,
on' retirement, . became war-
den of Yockletts Bank Nature
Reserve in Kent, famous for.a
number of wild “orchid
species. He published several
papers on the distribution of
orchids and surveys of ground
beetles. 1n 11989 he was
elected a,Fellow of the’ Lin-
_naean Society.of London. " -
am was -also a” keen
poet, publishing a collection
of hisworkin2002.. .. - .
- Ilsley Ingram died on- April
12; he I ived by his wife,

Patricia, and by 1T son aiid
two,daughters. :
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or volunteers

Richard Andrews
WFH Communications Officer

The U.K. government's recent decision to offer compensation to people who
caught hepatitis C (HCV) from contaminated blood was a victory for hemophilia
association volunteers, says Karin Pappenheim, chief executive of the UK.'s

Haemophilia Society.

ome 5,000 people with hemophilia in

Britain were infected with HCV through
blgod clotting concentrates in the 1970s and

s before viral inactivation processes
were introduced. One in four was also
infected with HIV. The infected concentrates
were part of the treatment supplied by the
National Health Service

Pappenheim welcomed last August’s
government announcement of a payment
scheme for the HCV victims, but says the
battle is not yet over.

“We've been campaigning from the
mid-1980s about the contaminated blood
disaster. Initially the focus was on people
dying at that time from AIDS. In 1987,
the government agreed to set up a special
payment scheme for those with HIV, but
people with hepatitis were excluded. In
1990, anyone who accepted HIV compensa-
tion was obliged to sign an agreement
saying they would not seek any further
money for other infections, including

titis. The move created a great deal
ger.”

This anger, combined with a growing
awareness of the death and serious harm
caused by HCV, spurred on the
Haemophilia Society to seek government
compensation. Met by repeated refusals and
broken promises, the society embarked on a
serious lobbying campaign in 1998, the year
Pappenheim joined the organization.

“It was a big investment for us. To increase
our campaigning power we had to pay for
professional public relations support.

“But at the end of the day, the campaign
would have been nothing without the
dedication of so many of our members.

They lobbied local politicians, organized
demonstrations, and staged protests outside
the houses of parliament.”

Pappenheim says the campaign involved
much activity centred on human interest
stories in the local and national media.
“Credit should go to people with HCV who
were brave enough to talk publicly about
what the virus had done to their lives.
Media opportunities also included a picket
of the Scottish parliament. Our members
stood outside for weeks on end, stopping
members of parliament and talking to them
about the issues.”

Other activities were less dramatic, but
just as important, she says. “The government
argued that nothing could have prevented
these infections and it had done the best it
could, given the state of knowledge at that
time. To challenge that claim, volunteers
spent much time on research and digging
around for old minutes. We were also
fortunate to win the support of some
members of parliament who fired questions
at ministers.

“A group of only 5,000 people out of
a population of 56 million represents few
votes for politicians.
Also, HCV is not the
huge public health
issue that HIV was
and still is. The
HCV infections
happened a long
time ago and it's
difficult to maintain
interest among
journalists. It was a
huge amount of

5.

Bnﬁsh parhamentanans carry whlte
l’ ' hha in supgort of HCV v1chms

work over the years, however the volunteers’

refusal to give up and take ‘no’ for an
answer led to some success.”

The ex gratia payment scheme is based
on compassionate grounds, where the
government admits no legal liability.
Pappenheim says the compensation does
not cover those who suffered the loss of a
family member, therefore, the society is
continuing the campaign.

Pappenheim says any other hemophilia
association contemplating similar action
should not do so lightly. “Define your goals
very clearly. Do your research and gather
your evidence. It's all in the planning before
you start. Be aware of the implications for
your association’s resources and
relationships with government, doctors
and any other key bodies you're seeking to
influence. If you can't afford a public
relations agency, you will need to base your
campaign on volunteers. Our members
have shown just how much can be done
through volunteer effort.” m

Further details are available on
www.haemophilia.org.uk
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Launch of hepatit®
C trust fund in disarra

By Liam McDougall
Health Correspondent

THE head of a trust overseeing
government payouts to thou-
sands of dying patients mistak-
enly infected with hepatitis C
has admitted to serious delays
in launching the scheme.
Martin Harvey, chief execu-
tive of the Macfarlane Trust,
confirmed that hold-ups in
setting up the fund for patients
who contracted the_ deadly
liver disease threugh infected
NHS blood products would
mean they would be unable to
claim their cash for months.
Informed sources have also
said those behind the ex-gratia
scheme - which health minis-
ters fohn Reid and Malcolm
Chisholm promised to launch
this month - have not even
finalised the application form

Malcolm Chisholm’s April
‘deadline will be missed
because they are bloody well
dying. There are people who
are relying on this money to
see them through. The pro-
crastinations of civil servants
should not be a barrier to this.”

The Sunday Herald under-
stands r.hfn relations among

that patients will use to receive
the £20,000 Jump sum.

They paint a picture of
stifling bureaucracy within .

the department of health in
Westminster, which will hold
‘up the scheme until june at the
earliest. A website set up to
publicise the scheme, to be
called the Skipton Fund, has
also lain dormant for weeks. -

A source said: “We pressed
for an April start and then a
May start. But the department
of health in London has not
been very forthcoming in
helping to process this. We
could have been where we are
now three months ago had
they done what they were
supposed to do. If they had
any sense they would not have
said it was an April launch.
Aprilwas a piip.‘: dream.”

He added that despite pres-
sure from patients groups, civil
servants have'been reluctant to
prioritise the fund. “You have
to get forms out'to people

the ing the

have reached such a low that
Harvey has told the depart-
ment he will launch the fund
on June 1 himself, whether
ministers are ready to hand out
the cash or not.

The source warned: “The
feeling is so strong that the
fund will open for business on
June 1 in the hope that it
galvanises the departments
of health in England, Wales,
Northern Ireland and Scotland
into action. It's a message to
them saying they had better

- get their act together.”

Harve{J admifted to the
delays, but said the trust
“wanted to get it right”.
“Progress has been slow
because it's been important to
get the detail correct. It affects a
very large potential constit-
uency and if we were to rush the
matter we may not fully reach
those who qualify for an ex-gra-
- tia payment. Having said that,
we do need to progress matters
as auicklv as nnssible. We knnw

there are peoplevout there who.
desperately need this money.
“Our main aim is to get the
ex-gratia payment - whatever
people mi;kylgbout‘((he rights

and wrongs of the amount - to-
- those who require it.”

Patients who contracted
hepatitis C will received an
initial £20,000. Those who have
developed advanced forms of

the disease will receive another
£25,000. However, payments
will only be made to patients
infected before September
1991 and who were alive on
August 29 last year. X

Michael Connarty, Labour
MP for Falkirk East and chair-
man OfWﬁtminsI;ﬁ;n a.ll;]l.)aaﬁy

up on haemophilia, s e

%uld campaign )Sr the inclu-
sion of widows and widowers of
‘those who died before August
2003. “In many cases those who
died were the main bread-
winner in families that have suf-
fered terribly,” he said.

Asked about delays in the
fund, Connarty said they were
“to be expected”.

A spokeswoman for the
Haemophilla Society said: "We
want it to go through as
quickly as possible for our
members so they can apply. It
should go through as speedily
but as accurately as possible.”

The department of heaith
refused to comment, but a
Scottish Executive spokes-
woman said Scotland's health
department was working on
the fund: “An April start date is
no lol;ﬁ:r possible but we still
hope that operations will start
as soon as possible. We regret
this delay, however it s crucial
that we get this right.”

liam.mcdougali@sundayherald.com *
www.skiptonfund.org
www.haemophlila.org.uk
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Society
News

The Haemophilia Society has -

recently made five small grants

covering a range of issues from pain
management in haemophiiia and the
Factor VIll gens, to testing of young
carriers and information provision for
siblings of children with chronic health

conditions. Launched in 2002 in

adherence with AMRC guidelines, the
Society’s new research fund was made

possible thanks to the Society’s

acceptance as a guest charity of Jeans

for Genes.

Jeans for Genes, a national appeal

organised by four main national

charities and partnered by four guest
charities, raises funds for research into
serious genetic disorders affecting
thousands of children. Donations also

help to fund valuable advice and

Support services for families. The idea
is simple: wear your jeans and pay £1

for the privilege.

Members of the Haemaphilia
Society were keen to get invalved and
have helped raise awareness of
Bleedlng disorders, as well as other
genetic conditions, by acting as case
studies for education packs, talking to
their local media, and even presenting
directly to schoolchildren about their
experience of living with a long-term
medical condition. Many came up with
some innovative and exciting ways of
raising extra funds on the day too!

The deadline for the Society's next
round of small grants for medical,
scientific and psycho-social research
studies in the UK is 29th February
2004.

For more informatlon visit
www.haemophilia.org.uk or
www.jeansforgenes.com.
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Firm launches
haemophilia drug

Baxter Healthcare, which employs almost 600
people in Thetford, has Iaunched. a treatment
for haemophilia in the UK. "

Advate,. made at Baxter's biotechnology
facility in Neuchitel, Switzerland, is said to be
the first and only factor VII therapy made
without the addition of any human or animal
proteins. This eliminates the risk for
transmission of infections that could be
carried in these proteins.

The new treatment is a blood-clotting
therapy that helps people with haemophilia A
mrevent and control bleeding episodes. Infiised
directly into the ‘bloodstream, Advate works
by temporarily raising the level of factor VII{
in the blood, thus allowing the body’s blood
clotting process to function properly.
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Blood
product
safety
project
hailed

JoE HuMpHREYS

Blood products used by haemag-
hiliacs will be electronically
tagged for the first time under a
safety project aimed at minj-
mising the risk of infections.

The quality initiative, the first
of the kind internationally, has
been hailed as a majot break-
through by clinicians arnd
patients eager to avoid any repeti-
tion of the HIV and hepatitis C
infection tragedies of the 1980s.

Under the €1 million project,
all blood products will be labelled
with a bar-code that can be
checked against patient records.
thereby allowing a more efficient
recall if a safety concern arises,

Dr Barry White, director of the
National Centre for Hereditary

/&:(177&\«“’\65 (Du\c:\\w z,l/sc/ol;.

Coagulition Disorders at St
James’s Hospital, said the scheme
“will set a new standard for safe
administration of haemophilia
treatment”. As well as being the
first electronic tracing system in
the world for haemophilia, it was
the first time such technology
had been used for prescriptions
and treatment assessment in an
Irish heaithcare context.

St James’s is planning a similar
scheme in cancer treatment.

Dr White said the project
should be seen in the context of
the introduction in 1997 of syn-
thetic, or recombinant, products
for the treatment of haemophil-
iacs, which further sought to elim-
inate the risk of infections. “We
always assume risk with medica-
tion, and we plan for it.”

Mr Brian O’'Mahony, president
of the World Federation of Hae-
mophilia and a representative of
the Irish Haemophilia Society,
said, in introducing the scheme.
“medical practice is catching up
with what supermarkets have
been doing for years” as regards
tracing.

Some 600 people with haemo-
philia will benefit from the injtia-
tive, which is being rolled out

next month on a pilot basis at St

James's. Some 200 patients who
treat themselves at home will be
supplied with hand-held com-
puter devices to ensure ail treat-
ment information is recorded on
an ongoing basis.

HSOC0011103_0011
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However, | still had to overcome my denial of HCV, and
acknowledge that this virus was potentially lethal too
and even more so in conjunction with HIV, During my
first interview with the doctor | held back the tears
while repeatmg my story all over again. At the end of
the visit, | was told that after some preliminary tests |
should have a liver biopsy, and possibly start treatment
for HCV.

I had seen friends on HCV treatment - peglyated »
nterferon (peg-interferon) and ribavirin — going through
incredibly tough side effects. | knew a lot about

genotypes and how they affected prognosis and length .

of treatment. | had made my mind up that if | had
genotype 1, the hardest to treat, | didn't want to go
through the pain of HCV treatment. | already had
enough with over four years of HIV treatment! So |
asked to have at least the genotype test done before
deciding whether to have the biopsy. | was told it was
not possible because the hospltal did not have enough
money. The blopsy was the most |mportant exam to
assess liver damage, and they would do that first. So
against my wishes | booked myself in for a biopsy. The
waiting list was long, more than two months.

As the daté of the biopsy approached my doubts grew. |
was scared because | had heard quite painful tales of
liver biopsies. Moreover, | was not convinced this was

e right procedure. After many discussions with other
women at PW | was told that there was a hospital in
north London where | would have had my HCV genotype
and viral load done first, as routine, and then | could
choose whether to have a liver biopsy. In this hospital
they had a co-infection clinic and you didn't have to
leave the.HIV clinic to have the hepatitis treated.

The choice of changing hospital was a very difficult one.
First of all, it would take me over an hour from my home
in deepest south London to travel to a hospital in the
posh North. Secondly, | was worried | would have to wait
another six months if | needed a liver biopsy. However, a
week before the biopsy the fear won. | made my mind
up and | called the north London hospital. They
confirmed that they would do all the possible blood
tests before doing ‘such an intrusive procedure as a liver
biopsy’ (their words), including HCV genotype. | was so

happy to have a professional agreeing with me! | quickly
cancelled my appointment for the liver biopsy and |
booked myself in at the new hospital.

~ On the first day in the north London hospital, my blood

was taken and | was tested again for HIV and HCV (just
in case there had been a mistake). On my second blood
test, without a need for lengthy referrals (and to my
delight), | was tested for HCV genotype and viral load!
In a matter of few weeks | had seen a co-infection
specialist and | had received the good news.that

my HCV genotype was one that responded very well

to treatment.

Relieved, | finally consented to a.liver biobsy and | had
it performed at the beginning of October. Things worked
fine for me and | feel optimistic | have enough support

_ around me to deal with going on HCV treatment. )

I think it is quite clear from this last part of my story
that one of the things that most helped me in making
decisions around how to deal with my co-infection has
been support from other people living with HIV

and HCV.

What has left me with a feeling of malaise (that is not
caused by my liver) is the following thought: how can
standard of care be so different between two hospitals
that are separated only by a few miles? Shouldn't all
people in the UK who are living with two life threatehing
viruses such as HIV and HCV, be entitled to equal
standards of care?”

Silvia

APRIL/MAY/JUNE 2004  POSITIVELY WOMEN 3

Babs, who organised
the conference .
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infection. ongmally, this was part of the speech that
she presented at The Haemophilia Society HIV and
Hepatitis Co-infection Conference 2003. It tells her
personal story of diagnosis and experiences within

~_the medical system as a woman co-infected with

the HIV and hepatms viruses.

"1 am going to talk about my experlences wuth three

biood-borne viruses: Hepatitis B (HBV), Hepatms c
(HCV) and HIV. Acqumng those viruses is deeply linked
to dlfflcult and palnful moments in my hfe but instead

.- of getting lost in explanatlons on how and why, 1 will

’ |nstead try to just hlghhght how those viruses affected -
‘ "me‘and what helped me, or did not help me, to deal
W with them. SR o

HBV
I was only 16 when'| got Hepatltls B (HBV) 1 won't go
into the details of my precocuous drug’ use. However.

“this disease gave me an early insight on: how precious

the liver is. | spent four weeks in hospltal with a
transaminase count of 1,600, yellow like a lemon. It
was not fun, especnally as a teenager. If | have to think
what heiped me, | can't say - probably bemg so0 young!

After six months my antlgens became negatlve and that

was |t One down'

HCV

| was 27 when my GP in Italy advised | get tested for

Hepatitis C (HCV). | had gone for a check up and there
were some abnormalities in my liver tests. My GP gave
me the results over the phone. It was confirmed; | had
HCV. He also advised me not\to' have children because

"+ of the risk of pre-natal tran‘smission'. Nothing more. No

further explanation or counselling was available. | was
shocked, and didn’t know what to do.

| decided to contact a couple of friends who | knew had
HCV as a souvenir from their drug use and who were
crippled by chronic fatigue. When [ talked to them, they
advised me not to go on the interferon, which was the
main therapy at the time. One of them had tried it and
said, ‘under its effect, | considered going back to
opiates’.

2 POSITIVELY WOMEN  APRIL/MAY/JUNE 2004
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How did | cope? | opted for denial. | just didn’t think
about it. | was lucky because | didn’t have any strong
symptoms. However, at least | had been abie to get
support and advice from other people in the same
situation and that had helped me in my ‘choice’ of
no-action.

“HIV L
In 1997, three years after HCV, | was diagnosed with
HIV. One would think that because of my life experien,
I should have been prepared. | wasn't. Shock, terror an
tears came with my diagnosis. When | managed to ask
doctors about how HCV would interact with HIV, | was
more or less told that since HCV was a slow developing
disease, it would not have time to affect me. | would
have died of AIDS first. *

Unlike with. Hepatitis C, 1 did not feel like | could talk
to anybody who could fully understand and empathise
with me. | did not know anybody who was open about
their HIV status. In ltaly, as in most of the world, stigma

- and discrimination around HIV is rife. | felt terribly
isolated. Having to think about dying at 30, when most
of my friends were planning babies, was very hard but it
meant | had to think clearly about how | really'wanted'
to Ilve

| made a plan 1 Iove books..Books are what saved me.
from addiction. | decided to come back to London,

where | lived during my early 20s and study for a
Postgraduate Degree in Development Studies. |- dreamt

of working for an NGO.

HCV + HIV

When, in 1999, | finally arrived in London, my HCV was
still not addressed for a couple more years. Then finally,
more than a year and a half ago, the doctors decided it
was time to deal with my Hepatitis C. | was attending
an HIV clinic in south London, and they referred me to
the liver clinic that was in a totally different department
of the hospital. | had to wait four months for an
appointment, and when it came it was very difficult. |
had become more relaxed towards HIV, as | was
confident that HAART would allow me to live much
longer than | expected at the time of my diagnosis.

2
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New call for probe after McConnell U-turn on hepatitis

By Liam McDougall
Health Correspondent

JACK McConnell was last night
under mounting pressure to
order a judicial inquiry into
how hundreds of haemopbhiliacs
contracted hepatitis C from
NHS blood products.

The First Minister faced
fresh calls to announce an
investigation just days after he
appeared to overrule his health
minister by reversing a deci-
sion that would have stopped
victims from suing.

The move followed the
Sunday Herald’s publication
of leaked papers last week
showing how health minister
Malcolm Chisholm planned to
withhold ex gratia payments to

victims unless they signed a
waiver preventing them from
taking legal action against
ministers and the NHS.

It has fuelled speculation in
the Scottish parliament that
Chisholm’s position as health
minister may be under threat.

On Thursday, McConnell

mmtmoccs}:m discussions

yesterday, the minister for
health and community care
and I have agreed to withdraw
that particular document ...
there will be no requirement
for them to sign a waiver.”

But McConnell’s U-turn has
led to demands that he now
does what is “morally right”
and agrees to an inquiry.

Frank Maguire. the lawyer
Tepresenting around 140
victims in Scotland, said: “Now
that Jack McConnell’s involved
and not just the health minister
I'd like to hiave some sense and
fairness injected into this.

“They are still missing the
crucial thing that these people
want, and that is an inquiry.
They want to know why this
happened and what was done’
about it.”

More than 500 Scots are
believed to have contracted
hepatitis C during transfusions
and other blood treatments in
the 1980s before proper
screening was introduced in
1991. But Maguire said patients
were coming forward who
had contracted the condition

_n?e?.m

How the Sunday Herald
broke the story last week

from blood treatments as late as
1995. The claim means people
were still getting the disease
after the NHS knew that heat-
treating would kill the virus.

Philip Dolan, chairman of the
Scottish Haemophilia Groups
Forum, 0 contracted the
deadly liver disease through a
blood transfusion, said: “I
welcome this change of mind
on the waiver but there is still
an urgent need for an inquiry If
there is no blame then the
government should not be
afraid to have an inquiry.

“There seems to be an end-
less amount of money to have
an inquiry into the Scottish
parliament building, so why
can't we have one for the more
than 560 people in Scotland
who have been injured or killed
through NHS treatments?”

But as the pressure mounted
on the Executive to order an
inquiry there was further out-
rage that ministers would still
refuse to compensate the
relatives of those who had died
before August of last year.

Under the award, announced
in January by health secretary
John Reid and by Chishoim,
victims would be entitled to
£20,000, with a further £25,000
for those who have gone on to
develop chronic conditions
such as liver cancer.

Only the relatives of those
who died after August 29 - the
date Reid confirmed the Execu-
tive had the powers to operate

the scheme - will receive pay-
ment. Fury has erupted Edo:m
campaigners, politicians an
relatives of those who have
died who say a similar scheme
in Ireland paid out at least
£300,000 to each victim and
agreed to compensate all
widows of those who died.

Dolan said: “The widows'
situation is simply scandalous.
What is the difference if some-
one dies on August 29 last year
or the day before? How can
they say they will give money
to one and not to the other?”

Opposition politicians also
condemned the move. SNP
health spokeswoman Shona
Robison said: “It is scandalous
that the families of those who
died before August 29 will not
benefit from this. This anomaly
needs to be addressed.”

David Davidson, the Tory
health spokesman, added: I
think it is quite unjust that the
government should use this
arbitrary date to exclude people
from receiving payments. An
ex-gratia payment should be |
made on an unconditional
basis.”

However, a spokesman for
the Executive said: “There are
no plans to review any other
aspects of the scheme.”

liam.mcdougall@sundayheraid.com
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Genetic surgery in the

womb moves closer

British scientists lead in the use of HIV to deliver a pre-birth cure after
successfully treating blood clotting in foetal mice, reports Roger Highfield

BRITISH scientists are prepar-

ing to conduct genetic surgery.

on an unborn child The team
reported yesterday that it is the
first to use gene transplants in
the womb to cure an inherited
disease — the blogd clotting
disorder Haemophilia B.

Success m using a “tamed”
Human Immunodeficiency
Virus to implant corrective
genes to cure foetal mice was
reported to the British Society
for Gene Therapy in Keble Col-
lege, Oxford, by Dr Simon
Waddington and colleagues
from Imperial College London.

Consultations on conduct-
ing transplants on unborn
children are about to start,
along with discussions with
thc Cene Therapy Advisory
Commiltee, which supervises
human trials.

Gene therapy in the womb
has been studied for a decade

by Imperial's Gene Therapy

Research Group, headed by
Prof Charles Coutelle. This
first application was funded
by the Medical Research
Council and a charity, the
Katharine Dormandy Trust
.for Haemophilia and Allied
Disorders. .

The approach was advancing
to where it could be considered
on patients in special circum-
stances, said Dr Waddington,
notably when a hereditary dis-
order was diagnosed during

pregnancy and the parents, for

religious or personal reasons,’
refused a termination even '

though sthe .baby might :die
soon after birth. . E

The group has joined with
Prof Charles Rodeck at Univer-
sity College and the Royal Free
Hospital, London, to explore
the safe use of gene therapy on
a human foctus, Dr Michael
Themis of Impeiial is assess-
ing the safety of the. adapted
Human Immunodeficiency
Virus used for the transplants,

The team will also consult
doctors and patient groups to
explore ethical- dimensions.
The advance ‘is likely to.stir
debate since a method to cor
rect diseases could also be
used to create ‘“‘designer”
babies.

These investigations were
likely to take several years,
said Prof Coutelle. If shown'to
be efficient and safe in larger

animals, such as sheep, an

injection of virus-derived
medicine offers the promise

of a cure for diseases such as
enzyme deficiencies, perhaps
even muscular dystrophy and
cystic fibrosis.

There are reasons to think

gene transplants will be more

successful in the foetus than
in children or adults, among
them the better access to cells
that need to be corrected
before the disease develops,

GRO-A

 success

virus

GRO-A

Safe’

and fewer immune reactions.
Inefficient gene transplants
have caused problems, along
with immune reactions.
Despite huge promise,
human trials have only
worked convincingly after

 birth in treating immurie defi-

eiencies,  when so-called

“bubble babies” are stripped
of the ability to fight infection.
Other issues are raised by
foetal .gene therapy, notably
whether transplanted genes
can end up in eggs and sperm.
However, a screen of the sperm
made by mice in the Imperial
experiments did not reveal
genes transferred this way.

Prof Edward  -Tuddenham,
of Imperial, who is working
'on adult gene therapy for hae-
mophilia, said there was often
knee-jerk opposition to foetal
gene therapy.

Half 4 dbzen trials have been
conducted in*America on
patients.;.  These - trials
implanted either factor VI or
factor IX genes, but only at
levels. that would reduce
dependence on treatment.

‘One trial detected the virus
used for, the transplant in
semen, raising concerns about
germ-line transformations. All
but two are discontinued.

As more patients use more
expensive biotechnology-
manufactured clotting factors,
lifetime treatment costs may
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rise to £5 million.

“No wonder most of the
world’s haemophiliacs receive
no treatment at all,” said Prof
Tuddenham: “Gene therapy
offers the hope of freeing
patients from a lifetime’s
dependence on the needle.”

" @ Gene therapy research is to

be given a £4 million injec-
tion, the Health Secretary,

John Reid, said yesterday.

_ Around £1million will be
‘spent on safety studies, includ-
ing of the viruses used for gene
transplants, such as HIV.
Another £500,000 will be given
to Dr Kyriacos Mitrophanous
of Oxford BioMedica for
research on Haemophilia A,

caused by a lack of factor VIII, -

marking the first British gene
therapy haemophilia trial.

The Muscular Dystrophy
Campaign 1is awarded
£1-6 million for research into
the fatal muscle-wasting con-
dition. ) '

Headed by Prof Francesco
Muntoni of Imperial, the
research aims is to insert a
“molecular patch” to fix the
underlying genetic error in a
trial that will also mark a Brit-
ish first.

Another

£900,000 is

‘awarded to Dr Robin Ali of

University College London to

treat childhood blindness.
g £ O
: s2 28
Sy}, S3iiiE

=9, 828 5w«
Eagéé e
SES8e gsidag—
LT
ok g5 8E
fafadiiadicet
SEESSE S sEEe
=y 9 - 7] -
5552557584552

COv\\',M P-TD-

HSOC0011103_0016



Con¥d

Tam not sure about the long-term eﬁ’ects’

. . o \

By RoGER HIGHFIELD Hospital he collapsed with daughter,” 3aid MriGRO-A:  side effects of the technique  viable, potentially it could bs
T — bleeding into his abdomen Since the end of last year, the were fully explained along effective, as haemophilia A
THE | GRO-A family has and had to be resuscitated in one-year-old has had three with the benefits, Mrs was caused by a single
mixed feelings about using . intensive care. . injections of the missing {_GRoA_felt it was worth component and affected onh
-gene therapy in the wombto . “It was toirch and gofora  factor each week “which considering. - ' clotting.

 treat haemophilia, which while.” said Mrs{”8RoA_ makes a huge difference “The idea of gene therapy ~ But he would prefer
causes uncontrolled bleeding. | GRO-A_iwas found to have and should prevent him is fine and not meddling too conventional gene therapy ir

P GRO-A _ i35,a less than one per cent of - havipg aiqint bleed”, said much, so long as it is well which corrective genes are

consultant engineer, and her normal levels of factor VIII MrsiGRO-A! controlled.” ' -+ introduced at intervals

: husband Chris, 36, an and diagnosed with the - His diagnosis raises the She added that foetal gene  over a lifetime to correct the

. executive in financial bleeding disorder. He possibility thaj GRO-A ‘and therapy should be considered condition.

" services, have no history of bruised easily while crawling  her four-year-old daughter, only for medical uses, not to He is sceptical about how
the disease in their families  at home in| GRO-A }although Helen, are carriers of the enhance a child’s intelligence easy it will be to use gene
so it came as a shock when the family was spared serious faulty factor VIII gene that . or for cosmetic reasons to- therapy to treat more

their son was diagnosed with bleeding that would have causes the disease. Would create a designer baby. complex conditions.
severe haemophilia A. - " meant hospital. she consider gene therapy if “There has to be tight “Tam not sure we know -
.- A few hours after . . “Though it is serious, 98 her unborn child were control of this technology.” . what the long-term effects of
i \ 5 birth at Queen per cent of the time we could ~ diagnosed in pregriancy? Her husband said if gene enetic modification will be,”
Charlotte’s and Chelsea treat him just like we do our So long as the risks and therapy in the womb were ﬁe said. . '

GRO-A
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DoH cash for gene therapy firm

Heather Stewart

Biotech group Oxford Bio-
medica is to profit from a gov-
ernment drive to kick-start in-
novation in gene therapy, with
a £500,000 research grant to
test a potential treatment for

haemophilia. )
ord Biomedica was the

only private sector winner
from a £4m funding round an-
nounced by the Department of
Health yesterday, aimed at
bringing the benefits of genetic
research to NHS patients.

“It's a bold step for the De-
partment of Health to be com-
mitting to use this approach to
treatment. They’re usually a
follower rather than a leader,”
said Nick Woolf, Oxford Bio-
medica’s head of corporate
strategy.
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Infected hepatltls V1ct1ms
‘blackmalled’ |

“Investment saves lives —
that is why it is vital that we
fund research into the latest
cutting-edge treatments such
as gene therapy so that Britain
remains at the forefront of
medical research,” said the
health secretary, John Reid,
announcing the funding.

A DoH spokeswoman yester-
day admitted that it was un-
usual for profit-making firms
to receive such grants. The

government was committed to -

spending £50m on gene ther-
apy by 2006, she said.
Haemophilia A, the target of
Oxford Biomedica's research,
affects about 400,000 people,
who now have to be injected
with a blood-clotting factor
about three times a month.
Oxford Biomedica believes it
can adapt its LentiVector tech-

nology — which uses a virus to
deliver genetic material into
cells — to correct the underly-
ing defect stopping people
with haemophilia producing
their own clotting factor. They
would then probably only
need to be treated once a year.
“It’s as close to a cure as you
can get,” said Mr Woolf.

Oxford Biomedica had put
its haemophilia research on
hold to concentrate on devel-
oping treatments for cancer
and central nervous system
disorders such as Parkinson’s,
which are closer to completion
and where the potential mar-
ket is larger.

“This grant will directly fund
this programme, so we can
take the research off the shelf,”
said Mr Woolf. It could be two
years before the treatment
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By l.lam Mcbougall
Health Correspon_dem

DYING patients infected with
hepatitis C'will be forced to
sign a waiver preventing legal
action against government
ministers and the NHS before
being eligible for a payout for
their suffering. .
Aleaked document reveals -
that more than 3000 people in

the UK, including 550 in
Scotland, who contracted the
deadly liver disease through
contaminated bloed products
will have to give a written
promise not to sue or they will
lose their claim to a £20,000
government payment.
The award, announced in
.January by Health Secretary
John Reid and Scottish Health
Minister Malcolm Chisholm,

‘receive pa
‘schemey

‘heard by the courts.

was sa1d at the time 10! be an -
“ex-gratia payment” given 'on
compassionate grounds”.
.However, the. internal
Scottish Executive briefing-
paper .réads: “People. who
ients under the
be asked to signan
undertaking not to institute
proceedings against the:NHS or
ministers in relation to their
having been infected with

hepatitis C from Jblood, blood"
products or tissue received from -
the NHS before September
1991

“The revelation has Caused
outrage among campaigners,.

joliticlans and lawyers acting
or. hundreds of sufferers who
are poised to have their.cases

:The campaign for cbmpen-
sation has been runnmg for

’ dem

patients were infected through

"-z;clanns

starts clinical trials in humans,
but the DoH cash will bankroll
the project until then.

Multi-million pound fund-
ing from charities and other
non-profit groups has already
boosted Oxford Biomedica’s
coffers as it moves towards
bringing genetic therapies to
the market.

Non-profit investors such as
Cancer Research UK do not
ask for a financial return from
their donations — they simply
want to speed up the search
for acure.

Other beneficiaries of yes-
terday’s government funding
round included researchers at
Imperial College, London,
studying Duchenne muscular
dystrophy, and a project on
childhood blindness at Uni-
versity College, London.

repairing or replacing fauity
genes. But there has been
little progress despite more
than 70 clinical trials
involving 900 patients.

David Firn

more»»r.ha;n 20 years Smce :

- contaminated blood products” .
in- theé 'late  1970s and early: -

'1980s; ;
. died. .

ote, than 1000 have': ;
Phih Dolan, chau-man of .

p
the Scottish Haemophilia
Groups- Forurn, who. con-

tracted’hepatitis C; said many
campaigners would refuse to
sngn the wa:ver “1 for one will

“Stops*
_-heard.”

that]
etng.

-The* wmver was also con-z'

by Frank Maguire, the’

~lawyer'who is acting for atound :
140 sufferers in Scotland, He "
said: “It’s very convement’for

politicians because it closes up.

any more .civil- claimis: ' If it
succeeds, the issue will'not be: -
looked at because t.hey w111’;

- are trying to bury

.Conservatives’

have bought thier all off They
lt.”

David Davidson MSE the
health

. spokaman. branded the situa-
- tion:“scandalous”. He said he
would-be writing to Chisholm

to demand an explanation for
the action. Shona Robison, the

'SNP health spokeswoman,

added: “It is outrageous. This
<cannot be morally right” -
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Baver's Wenning says has
shortlisted bidders for up-for-sale

plasma ops
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New low in dealing with hepatitis C victims

THE latest revelations on hepatiti
show that the Scotﬁsh»Execull);\'re I:ag

" sunk to a new low in howit is dealing

with this vexed affair. On the one hand
it is making a derisory financial offer to
haemophiliacs which does not admit
to any Tesponsibility for their
being contaminated through NHS
-blood products with this sometimes
fatal virus. On the other hand it seeks
to deny haemophiliacs their future
legal rights should it be found that they
collectively or individually have a case
agalmnst t[ll-nle ?xec;ltive.
e only ogical conclusion, there-

fore, is that the executive is a&are

that haemophilidcs might have a legal
case against it. Otherwise, ifitisso
certain of its innocent position, why -

build in the clause that signs
haemophiliacs’ rights away? The
executive has, of course, denied
legal aid to those affected. .
‘Most hvms haemophiliacs could
have received at least £50,000 under
e dations of the ministeri

th 1
pointed expert working
:ﬁaired'by Lord Ross. Theygr\si‘lllpnow

have to.decide whether they not o
settle for the Westminster-controll

- offer from the health minister, Mal- -~
colm Chisholm, which for many is less

. than half of what Lord Ross recom-

FRANKFURT (AFX) - Bayer AG has shortlisted the number of bidders
forits

plasma business, which is in the process of being sold, chairman Werner
Wenning

said at today's German Corporate Conference hosted by Deutsche
Bank.

‘We have put together a shortlist,! Wenning said.

At the company's annual news conference two weeks ago, Wenning said
the

divestment of the plasma operations may run into 2005 because the new
owner of

the business must submit an application with the US FDAto gain a
license for

the products it is buying.
Bayer just has one license for its biological products division, but has

decided to sell the plasma business and keep the haemophilia treatment
Kogenate, :

and is therefore keeping its license.

The plasma business posted sales of 613 min eur in 2003. Australia's
CSL Ltd

was reported last year to be interested in buying Bayer's business.

A planned blood plasma joint venture between Bayer and Aventis SA fell

through last year due to a disagreement over the value of the deal.

HSOC0011103_0019



