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ontamination victims’ anger at
government payment changes

Chris Britcher on the latest blow to those seeking justice and compensation for bad blood infections

VICTIMS of the blood contamination
scandal say proposed chunges by the
governmenl to support payments “js
nothing short of a cyenical ploy to rob
Peter to pay Paul™

The government unveiled a major
shake-up of how those infected with
either hepatitisC or HIV last July would
receive cash, pledging un extra £125
million for beneliclurics.

But a consultation into changes lo
those payments ends soon after it tran-
spired it was on track tosee the Depart-
ment of Health overspend the budget
by between £76m to £123m.

During the 1970s and 80s, thou-
sands of people - primarily haemophili-
acs who need treatment to help theie
blood clot - were ndministered by the
NHS with infected blood products.

With companies sourcing blood
from prisons, drug addicts and others,
particularly in the US, many patienls
became infecled nnd many have since
died,

Prime minister David Cameron apol-
ogised to the viclims in March 2015
but colls fora Hillsborough-style public
Inquiry into the clrcumstances around
the scandal In England have fullen on
deafl cars. Survivors, who have seen
thelr lives so damaged. ure demunding
Justice - and unswers to just what ofti-
clals ul the time knew of the risks.

But after thelr calls for compensa-
Lion lump sums to be puid were refect-
ed, they are now fuming at the risk of
losing money they thought they huve
been promised. In particulur, those
who are co-infected with HIV and hep-
ullllsC areset lo be hit in the pocket.

d lust July, the

would see those with chronic hepatitis
Cinfection - known as stage one infec-
tion - receive payments, with those
with an advanced condition - stage two
and HIV - recelving an Increase.

However, an incrense In the number
expected to claim for that hus meant o
consultalion into changes for other
paymenls Lo prevent il running over
budget.

Lee Stuy, from{’
infected blood as n
ered he had contracted TV when he
was 16 in 1986 -when dingnosis wasa
death sentence - and told he could ex-
pect to live another 10 years. He also
was infected with heputitis C which
damages the liver, He revealed hiscon-
dition, exclusively, to Ko$ last year.

Now 47, he explained: “Whilst [ wel-
come the fact thut the government ree-
ognlses that many of those currently
infected with hepatitis C at stage one
will require the additional financial
Thelp that stage two provides due to on-
going deterioration of thelr health, I
am appalled that rather than increase
the overall funding of the scheme, this
change is to be paid for by removing
the futuce lixed increase previously
proposed for all existing scheme recipi-
ents kn 2018/19 und replacing it with
Increases in line with the consumer
price indext (CPI) - a much smaller
amount.

“On top of this, there Is much uncer-
tainty regarding discretionary pay-
ments, which muny reciplents are de-
pendant on to sustain any kind of
normal life they would have lived if
they had not been infected.

“It seems the umowt of money avail-

able for this discretionary support will
be more than halved to fund the
change o the scheme.

“As one of only around 250 co-in-
fected with HIV and hepatitis C still
alive, relying on discretionary support,
this will affect me the most. How can
those most affected by his disaster,
suffering decades of ill-health due to
multiple ilinesscs - in my casc p

of Health lounched a consultation on
improving how support was provided
to victims of contaminated blood. It
closed In April and the final policy deci-
slons were announced last July - and
extremely unsatisfactory they were,
“Earlier In March this year, the jun-
for health minister Nicola Blackwood
lssm.d a slalcmcnl launching a new

ironically the

niu, liver filure, lympl - caused
by several viruses being present in con-
taminated blood through no fault of
my own, finish up losing out more than
anyone else?

“It is not fair the government are de-
termined to fund the scheme out of the
NHS budget. deliberately provoking
opinion by saying that uny Increase in
budget would take money away from
patient care. Surely the funding should
come directly from the Treasury? ‘This
disaster was caused by government de-
cisions made decades ngo - why should
today's NHS budget be alfected to right
awrong back In the 1970s and 80s?

“It is exactly two years since David
Cameron apologised for this disaster,
yet most of the worse allected are bare-
ly better off today - in fact many expect
to be worse off despile government
promises Lo the contray due to the pro-
posed changes In the discretionary
puymenls,

“They should hold their hands up,
admit that this disaster could have
largely been avoided at the time und
now compensate all those affected
properly.” -

Steve Dymond, 60, from i
was infected with hepatitis C, He add-
ed: “In January 2016, the Department

process closes on World
Hacmophilia Day, April 17.

“Pacing legal action for discriminat-
Ing against certain victims who con-
tracted hepatitis C from contaminated
blood products, the Department of
Health have decided to spread the inud-
equate contents of this meagre pot
even more (hinly.

“Itisin effeet nothing short of a cyni-
cal ploy to rob Peler to pay Paul.

“All of this contradicts the pledge
made by David Cameron when PM that
no one should be worse off under any
reformed system. Tt Is yet still further
away from any full and proper settle-
ment which would enable victims und
thelr families to live their remaining
years with some modicum of security
and dignity,”

In nletter to health secretary Jeremy
Hunt, campalgn group Tainted Blood
added: “The brevity of the consultation
in no way rellects the gravamen of the
situation the victims are In through no
fuult of their own. We believe It Is
wrong, and more 1han llkcly, unlnw-

plain directly to our group us part of
the hard-and-fast policy of july 2016.

“We believe it would be unconscion-
uble for you to go through with your
proposed move.

“Itis clear that from u legal perspec-
tive you belicve you are acting correct-
Iy, but it cannot be morally right to un-
dertake an action which further
damages people simply in order to
avoid being challenged in court.

“In fuct, our most recent advice sug-
gests that your proposed action ~ If it
becomes policy ~ could well result in
further legal challenges as it would be
inherently unfair."

In u stutement, the Department of
Health sald: “This was an unprece-
dented tragedy, and we ure conlinuing
1o work closely with those affected to
make sure the right support Is In place
for them

“We have more than doubled our un-
nual spend on payments to people al-
fected since 2015, committing an ud-
ditlonal £125m, as well as providing
an annual payment to all infected indi-
viduals. This Is significantly more than
any previous government has provided
for those affected by this tragedy.

“We will continue Lo listen and are
currently consulling on new meusures
to extend the group of individuals who
benefit rom higher annuul payments.”

It reiterated claims no-one who cur-
rently recelves an annual payment will
be worse off than they are now and said

ful, to deprive vul

many beneflclaries, namely those with

of what is asignificant unnual lm:rcnsc
to their regular payments, which you
unequivecally promised, both verbally
und in writing, and was also made

chronic hepatitis C infection, may ben-
clit from an increase in nonual pay-
ment. The consultution can be found
on the department’s website.

taintedblood
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One man'’s brave story to

make you stop and think

I'I'HINK we all know folk who allow
health concerns to define everything
they do. They apply the label them-
selves and then allow everything to
be liltered via their condition.

It's hard to blame them, of course;
health is something which can play a
significant role in our lives, influenc-
ing what we do and how we do it.

But sometimes you meet someone
who has been dealt a hand which
almost defies belicf, Whase health
conditions make almost everything
clse pale into insignificance and
makes you stop and take stock of just
how fortunate most of us are.

Inside this edition we speak
to Lee Stay. For the very [irst
time he has spoken about
living with HIV - even many
of his friends will only find
out first when they read this
newspaper. He is one of the
many haemophiliacs who
were caught upin the
blood contamina-
tion scandal, of
which many
readers will be

Editor Chris Britcher

familiar - we've campaigned on
behalfof the victims for many
months, He was infected with HIV
and Heptatis C when a teenager
through blood products he was
administered by the NHS, That

bsequently led him to p
a Jiver transplunt, an agressive blood
cancer, the loss of his job and
breakdown of his narriage, Yet he
remains positive and refuses to let
his condition rule his world - despite
its best efforts.

He is a man who has faced a life of
challenges and hurdles and refuses
to give up, Read his story and
aside from some of the horrific
aspeets of it, there is inspira-
tion to draw from him and

what he has experienced. Not
{ only has he had to fight
simply to survive, but his
bravery in speaking out, to
coincide with World AIDS Day
on Thursday, is some-
thing which should
make you
compelled to
hear his story.
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‘Iwas icted with HIV at school’

\n imagie

In a remarkable interview to coincide with World AIDS Day, Lee Stay goes public for the first time
about how he was infected with HIV as a teenager through the contaminated blood scandal at the
very height of the epidemic’s terror and the chain of health crises it sparked. Chris Britcher reports...

T'WAS 1986. The height of the fear over
the AIDS epidemic and the world was
gripped by the emergence of an illness
which was spread, primarily at least,
through sexual contact.

Lee Stay was just 16 at the time. A haeino-
philiac, a condition which prevents the blood
from clotting normally, he attended a special
school where his condition could be menitored
and treated carefully, having been sent there
by his local authority at the age of 11.

‘I'eloars College in Hampshire was a board-
ing school which specialised in providing an
cducation for the disabled. In addition, it had u
specialist unit attached to it for haemophiliacs.

When Lee had joined the school. he was
amoeng around 50 other youngsters there who
suffered from the condition. The most common
treatment was the injection of a bloed preduct
called Factor VIIL. Formed by donors' blood, it
provided the ‘lactor VIIL' needed for the blood
to clot for short perlods of time. It was a com-
mon treatment and allowed haemophiliacs to
live a relatively norinal life.

But on a fateful day in 1986, Lee was told
something which would change his life forever,

“I was having bleeds on average once a
week.” he explains to KoS, “and every time |
needed treatment 1 was having Factor VIIL 1
must have started on it back in the late 1970s,
and that continued at Treloar's.
kentnews.co.uk kent-life.co.uk

“But then. when [ was around 16, the college
called me in and said [ was HIV+. They thought
I had been infected in 1983."

He, along with almost all of his fellow hae-
mophiliacs at the college. had been infected.
Victims of the blood contamination scandal.

Caused by drug companies responding to a
relentless demand for Factor VI, donors were
sought wherever possible. Often sourced in the
US, prisoners, drug addicts and the homeless
were frequently used. The result was that in-
fected blood was then used and illnesses spread,
Most notably, HIV and Hepatitis C. Infected
blood was used throughout the 1970s and
1980s before the dangers finally saw tighter
safety introduced. Far too late, however, for
many.

“I'd seen the campaigns and knew all about
HIV and AIDS," explains Mr Stay,_who has
lived in Kent l'nr_qmny years, fivst in
now inj L5

“I was shocked. Basically you're told it's not
affecting you at the moment, but that you were
not expected to live more than 10 years,

“At that age, you think about how it's passed
on. Having sex with other people and forming
relationships go out of the window because it's
put you in a position to infect others,

“We were told how we had become infected. T
was told when there were very few in the col-
lege at the time, I subsequently discovered

East

there were a large number of haemophiliac pu-
pils infected in the same way.

In 2015, we knew that 64 at that centre had
died, since then we know that total is now at
least 72, Most of my haemophiliac friends at
the college are now dead; 1 think I'm the only
one from my year who survived. Most died in
the early tomid 1990s.”

Itis believed some 1,274 hacmophiliacs were
infected with HIV through contaminated
blood. Of whom, just 256 still survive today.
But they carry some heavy scars.

‘The fact that Mr Stay, now 47, is still here to-
day says much about the treatment for the ill-
ness — but perhaps more about his remarkable
ability to be taken to the brink of death over
and over again and somehow survive to fight
another day.

Because HIV has been just the tip of an ice-
berg for o man whose life may have become de-
fined by his illness, but whose positive outlook
and mental attitude makes him determined not
to have become a victim of it.

He has been forced to have a liver transplant,
narrowly avoided death after pneuinonia rav-
aged him, spent months undergoing gruelling
chemotherapy for cancer, lost his job and his
family. And all as a direct result of blood con-
taminalion cansed by a product that was pro-
vided by the NHS.

He has never spoken publicly of his HIV be-

Continued on page 21
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Continued from page 20

fore - even some of his closest friends are una-
ware. But he s now keen to highlight not only
that those with the condition can now control it
and live good lives, but also to add his voice to
the growing chorus of those infected by con-
taminated blood and a desire for proper com-
pensation and an upenness into just how such a
calamity could befull so many.

Yet he refuses to let his challenging life slow
him down or lessen the “positive attitude” he
says is embedded within him.

He left college facing a death sentence, but
continued to university where he completed a
degree al Portsmouth and, in 1992, started
work for the ferry firm P&O as a trainee before
moving up through the ranks.

“Because of the stigma around HIV I didn't
swant to shout about it - only close lamily know.
There is, even today, still a stigma attached.”

After altering the way generations conducted
their sex life through the 1980s and 1990s, and
riding on the buck of o huge wave of publicity,
today having HIV is controllable courtesy of
what is known at antiretroviral thevapy (AR'T).

It's not a cure, but the combination of medi-
cines can control the virus so sufferers can live
a longer, healthier life and veduce the risk of
transmitting HIV to others. It should also pre-
vent the onset of AIDS,

World AIDS Days takes place on December 1
- an annual global event for raising awareness,
trying toshrug off that stigma, and tackling the
challenges elsewhere in the world, where it con-
tinues to be a major problem,

The condition weakens the immune system
and leaves a victim unable to fight off
infections.

“Around 1995 I became quite ill and had to go
to hospital,” Mr Stay recalls, “and it turned out I
had contracted PCP —a severe form of pneumo-
nia caused by HIV infection.

“Lwas very ill at this time. Drugged up to the
nines on steroids, in hospital for weeks.

“Or course, I know now that many others
must have died from this same condition around

VICTIM: Lee Stay,
inset, was infected with
HIV when he was just 13

that time, I survived it and they put me on a
combination of drugs which have kept it at bay
ever since.”

For Mr Stay, however, HIV is just one part ol'a
complex jigsaw of health problems caused by
that batch of contaminated blood he was ad-
ministered as a teenager.

Like many other haemophiliacs treated with

blood products, he also received Hepatitis C, a
condition which attacks the liver.

By around 2003, P&O shut its Portsmouth
lons and MrStay sailed ofTto anew role at
ibdsu gaining a promotion and becom-
ing a specialist in stock control systems
shoreside.

“Isaw a haemophilia specialist in Canterbury

who told me that at some point something need-
ed to be done about my liver, He sent me to
Kings in London for blood tests and within an
hours of those results they told me I need urgent
treatment. ‘The only option was a liver
transplant.”

After around two years on the waiting list, he
finally secured a donor and the transplant took
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PROTEST FOR WORLD AIDS DA

WORLD AIDS Day takes place on Thursday,
December 1, with a series of events taking
place across the world to mark the occasion.

Outside Westminster, there will be a protest
taking place from 1lam where members of the
haemophiliac community will be raising
awareness of the impact of contaminated
blood and HIV infection.

A candle will be it for all of those haemo-
philiacs who have died. ]

Lee Stay will e among those travelling 1o
London to take part.

He explains: “World AIDS Day is a reminder
of the hacmophiliacs and friends we've lost
over the years. | used to be in a pop group in
school and someoene found a picture of six of
us and I'm the only one still surviving. That
brings it home.”

place in 2007 — keeping him bed ridden, and off
work, for several months,

‘The year before, he had started seeing a wom-
an with a number of children from previous re-
lationships. She was aware of his condition.

The internet had allowed him to chat to wom-
en and be open and honest about his condition.

He explained: “I was always clear and told
them about my infection before meeting any-
one. If they said no at that point then that was
fine. There was a safety by being online.

“My partner knew the risks at the time, felt
she could handle it, but then she worried and we
split up. After the transplant we got back to-
gether and married in 2008."

Asisso often the case, it is the weight of pres-
sure on the shoulders of loved ones that can
have the biggest impact on the victim, And Mr
Stay had little family to fall back on.

“My mother passed away in 1985, so before it
cropped up,” Mr Stay remembers, "and my la-
ther died in 1989 when [ was 19, Dad was
aware of the HIV but we never really spoke

about it to be honest. There wasn't much else to
discuss,”

Life had more hurdles just around the corner.

In October 2008. he was made redundant
and left with a pay-olt which kept him afloat for
around a year, He threw himself, instead, into
Family life.

However. ill health plagued him and he has
not held down a full-time job since,

“Obviously money started becoming an Is-
sue,” he says of life after redundancy. “There
was a lot of pressure on the relationship and it
became a struggle. We split up late 2009,

“Westayed closed, and when my home inss

froziwas repossessed, and she couldn't look after

the kids
homeing
got on wi

Now divorced, she has now moved out of the
county, but he remains close to her children;
one of whom continues to live with him.

His income today comes from the modest
sums paid from orgunisations to help those

n, I moved in with her at her
but just as friends as we still

caught up in the blood scandal and benefits,

However, having lost his job und relation-
ship, imore problems lurked around the corner.

“In uround December 2013, he says, “I had
been feeling 11l and had been since about the
October. But [ couldn't pinpoint what it was, I
was getting a pain down the right side so [ went
to the doctors. They had recently changed my
medication, The consequences of switching
meant far from making me better it made me
worse.

“L'went for tests to try and work out what was
wrong. They discovered my kidneys were se-
verely affected and found this mass attached to
the tube between bladder and kidney.”

The diagnosis was Burkitt Lymphoma, a very
aggressive form of blood cancer —caused by the
HIV-sparked by a low immune system.

He was sent back to Kings where they started
on an aggressive form of chemotherapy, It in-
volved him having to stay in hospital for treat-
ment on a daily basls and often over 24-hour
perfods. He would spend four months recelving
the treatment.

Ironically, the liver transplant hud solved
the haemophilia problem. However the chemo-
therapy reduced the platelets in the blood
which then made it unable to clot naturally
again.

While in hospital he knocked his head and
sullered a major bleed on the brain. He had to
have a hole drilled In his skull to casce the
pressure.

“You really couldn’t make this up,” he says
with a wry smile. He finally returned home in
June but needed twice-weekly trips to hospital
during which he had frequent blood transfu-
sions. Any hopes of holding down a job were
further eroded,

“At the end of August 2014 they called and
said they thought the mass had got bigger - so
worse rather than better.

“At that point they said there was nothing
else to do.

“But then they sent me to St Thomas' in Lon-
don and they checked again and came to the

conclusion it was actually getting a little smaller,”

Referred back to Kings. it continued to
shrink. Incredibly, he had escaped another
killer illness, Today the Jymphoma Is
undetectable.

Remarkably, his HIV Is now so well control-
led that too is barely detectable in his body. He
was given early access to a ploncering new
Hepatitls C drug and that has proved successful
too - also now undetectable,

With the liver transplant solving the hacmo-
philia he is, today, perhaps in better condition
than ever before,

“I do feel better In myself,” he says. “It's been
a very long road with plenty of knockbacks,
and you never know what's round the corner.
I've had so many traumas you can never feel
confident going forward.

“It Is a lot for one person to cope with and
plenty of other people may have given up along
time ago, but life goes on. You get knocked back
by something, you climb back up, and then
something else knocks you back, The only way
I can deal with its put it to the back of my mind
and fight on.

“What makes it hard Is that none of this was
my fault. [ would have had none of it ifit hadn't
been for the contaminated blood.

“The thing is all these things in combination
has finished up with me having no relation-
ship, no job and struggling to get by,

"Yes, there is some anger there especially as
things have emerged that the authorities weve
aware of the risk before I got HIV, That things
could have been dealt with a lot earlier, That
creates a certain amount of anger.

“But I can't let the anger dominate because it
will have a detrimental effect on my health and
it would just take over my life.

“But life has been a constant struggle, | was
in a £30,000 job up to transplant to have that
taken away. to have gone through a divorce,
and [ don't feel confident about having a rela-
tionship now,

“[ don't want to go there now. I'd rather just
get on with life.”
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