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: In1982 this woman contracted

1 hepatitis C after giving birth.

! ltkilled her hushand, anditis

. . killing her. Yet she was only told
she haditthreeyears ago. Why?

lnvestlgatlon by Eamonn O'Neill Photographs by Simon Murphy

HSOC0023748_004_0002



L-----—-----

COVER STORY

t a quarter to three on a
cold Tuesday afternoon,
the 45-year-old woman
slips into her lawyer’s
office. Two secretaries
work the telephones
nearby. “Hello, Thomp-
sons,” they sing every
minute or two. She sits
next to them in si'.;lf:;e. She is soon joined by
her daughter, and they whisper to each other for
amoment before settling back into stillness.
The solicitors’ offices smell of fresh
paint. Glass-fronted rooms — large cubicles,
really — greet the two women. They can see
other clients inside having soundproofed
conversations, like fish gulping for oxygen.
After five minutes their lawyer, Frank
Maguire — a 6ft bins solicitor-advocate —
arrives and shows them into the larger confer-
ence room nearby. His wide build and almost
Olympian arms are in stark contrast to his
gentle manner.

Ten minutes later, after they have been
legally briefed and prepared, I am led into the

room and introduced to! _ GRO-A_ |, from
Dumbarton, near Glasgow, and her namesake
20-year-old daughter. We sit looking at one
another in the clinical lighting of the office
setting. Both GR j are pretty and shy.
{_GRO-A_thas taken a bit of time to build up
to this encounter with a journalist. What she
has to say isn't easy.

For the past 20 or more years she has been
suffering from hepatitis C. But the Iabyrinthine
world of medicine in Scotland didn’t impart
this hammer-blow news until just over two
Years go, s, in a sense, talking about it now is
still new and different. Consequently, when
she starts to speak, the words flow out like a
shamed confession.

“In 2002 I started feeling unwell, having
headaches and being sick, and my stomach was
bloated. Ilooked as if I was expecting triplets,”
she says. “I went to the doctor and at first he
couldn’t explain it. Then I went back and he felt
my stomach and he said my liver was really
enlarged and asked if I drank a lot.”

She glances down at her hands, then begins
kneading her knuckles like a baker working

knotted dough. She ather daughter - the
first of many such glances GRO-A__stares at
the surface of the conference tabie,

“I'said that I did drink, but not any more than
anybody else. So he said they'd send away some
blood samples. Then he did some more, and
when they came back he said it was hepatitis.”

The atmosphere in the room is brittle. Secret
information — mere testimony to professionals,
but something else for private citizens—is being
imparted here. It is the kind of information that
changes lives. ,

! GR( i's hepatitis

was tracked down to a single event: the birth of
her daughter!GRo-A' in 1982. “I had a blood
transfusion. The afterbirth had come away and
caused a lot of bleeding, and I had to be rushed
into theatre to get the afterbirth removed and
to get a transfusion as well. They said that was

knew she was sick, but this revelation
floored her. “I had no appetite, and if I ate
something I was just throwing it up. I had
headaches and I was tired. I had swelling on
my face. I was in a terrible state, I said to the
doctor, ‘There must be something you can give
me for this?™”

iGRO-Afs eyes narrow as she speaks. Her
hands are rubbed raw. She tightens up in the
chairat the memory of her body’s state. As she
pauses, her daughter’s voice jumps in from the
other end of the table: “You had blood clots as
well, Mum. Renember?”
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inods. “That’s right. I was waking
the night choking, and it was big
clots of blood. It was terrible. The doctor saiq
it was the hepatitis and the liver disease
causing varicose problems in the gullet.”

Mother looks at daughter; daughter stares at
her face and then, finally, at the table again.
e ....-looks back at me. She smiles softly
and shrugs, as if to say, ‘Sorry for my pain.’
She starts kneading her hands for the
umpteenth time.

. Nobody

came to find her to tell her she was

possibly suffering from hepatitis C
ablood-borne disease of the liver that can lead
to serious damage of the organ and, in many
cases, death. More than 80 per cent of those
who are infected will progress at some stage
to chronic liver disease. But/GRO-Aiwasn’t
tracked down. Only when she became
extremely ill and made the first move did her
condition come to light.

The hepatitis C “scandal” in Scotland has
become ubiquitous and almost passé. Like
media wallpaper, it has faded into the
background of everyday life. It's the medical
version of Lockerbie: everybody knows a bit
about it, but few know all the details. Most
have long forgotten how to get outraged about
it, or why outrage is an appropriate emotion in
the first place. Instead we worry about bird flu
or other nasty pandemics that could wipe us
all out. Yet, as you read this, up to 35,000
people could be under serious threat. That’s
how many people in Scotland are thought to
have hepatitis C-and only a fraction of those
who have it actually realise they've got it.
That’s why you don’t see many people running
down the street screami _

But that’s what! _..ifeels like
doing. “I was crying all the time. I was
depressed,” she says. “What have I done to
deserve this? That’s the first thing that goes

-Alis now a part
are a mess. No-one is really sure of anything,
But some numbers stand out. As far back as
2002, the British Liver Trust warned that the
number of potential victims across the UK
could be as high as half a million. And last
year the Hepatitis C Trust commissioned a
study showing that 18,000 people in Glasgow
alone could have the disease. It has been
estimated that, by 2035, it will cost the NHS
£1.6bn across the UK to manage it.

Two groups of potential victims emerge
through the fog. Firstly, haemophiliacs who
were treated with blood products in the 1980s
and 1990s to help with clots, and secondly, an
unknown number of people who were given
blood transfusions during the same timeframe.
It’s estimated that 5,000 British patients, most
of whom were haemophiliacs, contracted some
form of hepatitis — of which type Cis generally
considered the most serious — through blood
treatment, and it is believed that more than

;1,000 subsequently died from associated

liver problems.

Many of the 35,000 Scots with hepatitis C
will be intravenous drug users who contracted
through needle sharing. But many others will
be ordinary people; people who unknowingly
received blood from the NHS. Some were
haemophiliacs being treated with clotting
agents; others, like - received
infected blood transfusions.

Scotland was not self-sufficient in
produciag its own blood products until the
1990s. Much of the infected blood was
imported from America: inmates in US pris-
ons were paid to donate blood regularly, as

GRO-A

GRO-A

previous page{GRO-A!

iGRO-A} who contracted
hepatitis Cfroma
blood transfusion

after giving birthin

died from the
ampaigner{cro-a}
iero-Aioutside the
Scottish parliament;
Frank Maguire, the
solicitor who refuses
tolet such cases drop

were members of the military. It is believed
some of the infected blood came from prison-
ers in British jails — and that some of it was
also infected with HIV.

Questions have been asked as to when the
relevant authorities, such as the Department of
Health, knew the products were risky, and how
quickly action was taken to safeguard lives. A
Scottish Executive report claims the medical
community did everything in good faith,
and used standard existing practices until
effective heat treatment to make the blood safe
was introduced in 1987 —some 18 months afier
it had been introduced in England

Against this backdrop, ™ GRO-A _tknew
nothing. She simply didi'T realise she was
infected. Nor had she any reason o be
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worried, since she wasn’t a haemophiliac ora
drug user. Even if there had been a safety net,
she’d have slipped through it — although in fact
there was nothing.

Glasgow,” she tells me Giiiétly, “and they were
doing all kinds of tests to see how bad my liver
was. For 20-0dd years I'd been walking about
with this disease I didn’t know I had.”
Doctors put her on the drug interferon, which
is used in hepatitis cases, but she had a bad
reaction and was taken off it. Now she is on
experimental drugs instead, and says she is part
of a blind study. She assumes she is being
given the real drug rather than a placebo
because she has been doubled up with cramps
from its effects. “The family still don't like it.

But I am trying to find something that’s going
to help me. And it’s not just me - there are
thousands of people out there. It’s a shame.”
The sense of understatement is enormous,

The Scottish parliament’s health committee
has considered demands from campaigners
seeking a full public inquiry. Frank Maguire is
handling hundreds of cases likel S
Scotland. Before giving evidence’
committee, he told me: “No-one is taking
responsibility for this. No-one is taking charge
of it and saying, “This was a disaster and we
need to look at it and find out what went
wrong, why it went wrong, why we didn’t do
asmuch as we should have done, and what we
can still do about it.” No-one has done that.
That’s what an inquiry will do.”

‘Why didn"t
they tell
people?
Icould
maybe
have been
cured’

But when the health committee hearings
were held earlier this month, Andy Kerr, the
health minister, said he wasn’t convinced of
the need for an inquiry. He believed it would
be costly and pointless, and that after this
length of time it would never uncover
the full story or bring about “closure” for
the victims. It has been alleged that the UK
Department of Health knew as early as 1981 of
the potential hepatitis risk, but that imported
blood was still used. Kerr, however, reiterated
what the Scottish Executive had already
said: that all treatment was carried out in
good faith.

As Kerr spoke, Frank Maguire sat

expression of open incredulity.!
well-known haemophiliac camp;
Inverness, said: “I can’t listen to this any
more,” got up and walked out.

After the hearing, Maguire’s e to the

Scottish Executive’s “good faith” line was
unequivocal: “It doesn’t matter if it was in
good faith. You can do anything in good faith
and it can be a disaster. You can be a complete
idiot and do it in good faith. The question is
whetberitwasnegligemorwasnotbestpmc-
tice. Was as much as possible done to make
sure these people were not infected at that
time? If you have a situation where people
cannot be traced and are not traced - if that’s
the kind of attitude they have to that position,
whatkind of attitude did they have regarding
the infection in the first place? There’s organ-
isational defects in there — passing the buck
and running for cover. Did that culture exist
which gave rise to hepatitis C infection in the
ﬁmDmmgp]me?t’l': hearings, a Scottish

i e ings, a ish Executive
legal official was asked if the people who
received infected blood transfusions could be
traced in any way. He hesitated, stuttered a
little bit, then said: “My understanding is no.”

t first, says! GRO-A__ | she
didn’t want to tell me her story.
Her suffering was private, and she
was still struggling to come to

-\ terms with what had happened to
her. Every morning she looks at life and
death in the mirror.

Justas she was starting to cope with her own
condition, another punch was delivered. Her
husband,:GRO-A also developed hepatitis C,

through secondary contact with{Gro.A}. “We
Y o

and slowly became more ill. {GRO-A} was
plagued with self-loathing and giilt because
{GRO-A { had contracted it from her. “I just
wanted to die,” she says.

They realised she had probably passed the
disease on because {GRO-A |, a diabetic,
occasionally tested his bl -sugar-reading
equipment on her. That prick of the thumb to
draw blood would do the trick, she says. But

she stillhated herself, even though!GRO-Altold
her not to worry; that it wasn't her fault; that
it was just one of those things.

She stil feels guilty. They’d been together for
14 years, and married for three. “They told me
it was life-threatening,” she says. “They told
me I could never drink alcohol again. Not even
one drink. They said it would kill me. You’ve
got to watch what you're taking: tablets for
headaches and things like that, because it
might affect your liver. It changes your whole
life. It's a borrible experience. Really horrible.
You feel dirty.”

TGF shrivels when she says “dirty”, as if
ild have somehow cleaned herself and
prevented this situation. “Since my husband
died T've got my daughter staying with me, and
I won’t even keep my toothbrush in the »
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& bathroom. I don’t want it anywhere near
hers. I've been taking it into the bedroom with
me. That's the way it gets to you.”

i GRO-A ilooks up. “She knows it can’t be
coiitracted from saliva. But she’s always
ly paranoid.” .
“I just feel really, really dirty,” saysi GRO-A]
again, forcefully. “Sometimes you just sit down
and have a wee cry to yourself and think,
‘Have I ever been that bad a person that I
deserve this?” That’s the stupid thing that goes
through your head.” She turns to her daughter.
“I think I've been a good mother?” GRO-A |
nods in agreement as her mothér keeps
ing. “I mean, I have been a good person
really, and I don't deserve it. But you've gotto
think about these things yourself, becanse if
you don’t analyse your own life, and tell
yourself, ‘Well, I haven’t done anything to
deserve this,” then you'd break down. It's a
horrible, horrible feeling” ,
The room falls silent. Then{Gro-Aitells me
that one doctor to whom she was referred
spoke to her “like I was trash” and kept his
distance “like I was a leper”. She suspects he
thought she and{GRG-A} were drug users.
GRO-A} deteriorated rapidly. His stomach
swelled up like a football and his mind started
faltering too. He’d go into the kitchen for
fruit, then inexplicably throw itth in the bin.
“Eventually he was screaming with the pain,”
says{cro-Al. “He'd have to go to the hospital to
get something for the spasms. But this wasn’t
parts of his body — this was his whole body.”
The tears start to fall, but her voice doesn’t
catch. “I took him home again but I couldn’t
handle him. It was breaking my heart. He was
needing help and he was dirtying himself. He
was only 9. When he started dirtying himself,
I couldn’t get him into the bathroom because

he was a big man, even though he’d lost a lot
of weight. His mother offered to take him to
his family because he had brothers who could
help him into the toilet. He was only over there
three days and I got a phone call from his
mum. She said he was in the hospital, he was
really bad. I went to see him and he was lying
there like a frail old man.” On top of the hepati-
tis C,{GRO-A! was also suffering from an
MRSA fection.

He was allowed out of hospital a week later
and returned to his mother’s. His condition
worsened again. “I went over and the or

was there,” saysi cro-A{. “I said T knew! GRO-A' i
was dying and thaf 'd known before he came
out of the hospital. The doctor said, “‘We're
going to give him some morphine patches,’ and
I said, ‘What’s the point of giving him that
now? When he was in all that pain, you
wouldn’t give him anything’ He died the
next morning.” It was four days before
i last year, 2005.

wealil}andmbsitwithlhesmbofahanky Her
daughter sits quietly, obviously distressed.
They are only speaking out now to make people
understand that it was a routine transfusion,
nothing else, that led tofro-a!'s illness and her
husband’s death. Somie members of their
family aren't sure that speaking out is a good
idea, but mother and daughter have made up
their minds and they're here to do it.

. illness is probably too far gone for
{GRO.Aito be cured. “T blame the government,”
she says, “because it was up to them to call
people back and let them know about all of
this. But they haven’t done it. They’ve not
played their g:.rt They’ve just let people get
sick and die before they discover they’ve got

GRO-A

FIREPLACE FACTORY

T 01563 53884
wwwi.thefireplacefactory.co.uk :

Kilmamack Road, Kilmaurs, Ayrshire
20 mins from Glasgow

cwrerom:opcn 10.00-4.30 Mon:Sat
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Sale Beigica

and Warehouse Clearance - FINAL WEEK - ends Tuesday Feb 14

Penclope 3 seater sofa £925

e < 1
airs from £89 each

Belgica Furniture

Grangemouth Rd, Bo'ness  t.01506 829 447 .. www.belgicafumiture.com «
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METAL BEDS
MUST GO!

CLOSING |
DOWN
SALE

STARTS TODAY 9.30AM
GENUINE OFFERS

MASSIVE SAVINGS
HURRY EVERYTHING MUST GO!

BEDROOM . §
FURNITURE

MUST GO!

@RFECJ"'I/(SHTS

EXQUISITE
LINENS

MUST GO!

‘I took him home but |
couldn’t handle him.
He was in pain and it
was breaking my heart’

this. I mean, think about it. If I'd known after
it happened, or even ten years down the line,
I could maybe have been cured. But that was
me only finding out three years ago. So why
didn't they come back and tell people?”

That's the question Frank Maguire is
fighting to have answered.

he Scottish Crown Office’s own

rules, dating from November 1998,

state that every death from hepatitis

C should be investigated by the

local procurator-fiscal’s staff, Yet,
according to Frank Maguire, this is not
pening —and no-one seems able to explain
why. Maguire has asked why the deaths
aren’t being investigated - but so far, he
explains, all he has found is “a bureaucratic

has received £45,000 from the
SXdpton Fund, a trust set up to administer
payouts to people in her position. In Scotland,
that is all she is entitled to by way of compen-
sation. In the Republic of Ireland, payments
of £350,000 are not uncommon. “I { d

ridiculous. £45,000 for my life?” saysiGro-a 1, “T
think I'm worth a bit more than that. T think
everyone that’s got it is worth more than that.
If someone was to come up to you and say, T

it’s

will give you £45,000 and I will take your life,’

So much more

- Winter Skills

§ s - Prizes

Wwww.mou

= Mountain Film Festival

Now -18th February

It's an exciting week of films, speakers, workshops & fun.
Catherine Destivelle, Cameron McNeish, Gerry Moffatt &
Nick Bullock are a few of the speakers lined up.

- Banff Mountain Film Festival World Tour
- lce, Rock & Climbing Workshops
- Mountain Biking Workshops

= Art & Photographic Exhibition

N - Kayaking, Mountain Biking, Snow sports,
== Mountaineering, Environmental evenings

Tickets & information available now on line at

or telephone on 01397

what would you do? You'd want your life, not
the £45,000.” No knows how many more
'GRO-Ajand !~ - i there are in Scot-
land - and, at the time of writing, nobody is
trying to track them down and tell them they
might need help. They are being left to die.
Abandoned to become like the bruised woman
I meet today. Expected to find their own
“closure” without official help.

an explanation of what happened and why.
That’s all. Everything else is secondary.

After the interview ends, | GRG-A}says she
hopes people will understand fier predicament
and not think badly of her. I simply don’t know
what to say. Then she confides that the only
other member of the Scottish public who knew
her story until now was another woman from
Dumbarton - someone she would meet every
so often when she was walking her dog ina
park. They weren’t friends as such, merely
passing acquaintances. But one day GRG-A|
plucked up the courage to tell this lady she had
hepatitis C. She’s not sure why she chose her,
but she did. She reached out to another soul
and spilled out her truth,

... To her delight, the woman wasn’t shocked.
i6ro-A;told her the problem was the stigma that
went with the condition, especially from people
who didn’t understand it. “Listen,” the woman
told her. those people arent worth knowing”

iGRO-Aismiles at the bittersweet everyday
picture in her memory. There they were, two
ordinary Scottish women, two relative
strangers sitting on an anonymous park
bench, sharing secrets and a momentary oasis
of common decency in a cold world. They
could have been anybody’s mothers, daughters
or sisters.

But we already know that, don’t we? l

The Fort William

Eight days of
Mountain Culture

2006

than just a film festival.

Courses

ntainfilmfestival.co.uk
700001
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