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The McFarlane Trust

314 p.m

Lord Asbley of Stoke rose 1o call ansoton to e
casc for expanding the role and fuading of the
McFarlane Trust, whose original purpase was to make
paymoents 1 hasmophiliacs infected with the HIV vimus
from contamunated blood oansfutions, and w move for
Papers.

The noble Lord said: My Lords, we are having the
debate for two reasons. The frst ielates 1o the panciple
that the Government should give special protecdon w
people who are especially vulnerable to damage from
NHS uratment, pardeularly if they have vory liule
choice whether to acocept that meatment. That applies w
haemophiliacs,

The second rexson is the Minister's failure 1o respond
reasomably to Questdons in the Houss and her apparent
inability to scc the justice of people’s claims. I am very
sorry 1o have had those responses from the Minister for
whom [ have great respect and a warm regard. The
House should not be fobbed off with wnsadsfaciory
Answers at Question Time on issues of this kind.

Some 90 per cent w 95 per cent, of hasmophiliacs
who received blood products befors 1985 were infected
with the Hepatitis © virus; 3,000 men and boys were
given that panicularly virulent virus which can lead
serious illness and death, Medical opinion 15 thal up 1o
80 per cent of those infected will devetap chronic lives
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dhisease, Letween |0 per cent and 20 per cont will
develop curhosis of the liver; and a number of those
will develup liver cancer

The progression 1o severe liver cancer can lake
between 20 and 40 years. Many hasmophiliacs have
alieady been infected for up 1w 20 years; and 41 people
have died. Deaths now oceur regulaly at a rate of
approximately one per month. As yet only a small
minarty 15 senously il of dead. Even if we allow lor
thase who will become infected, that will probably be a
minanty of haemophilizes, | willingly and readily
accept that fact Mevertheless, i1 13 an impeorani minonty
and it 15 those people, and those people alone, Whom we
are discussing.

[t was wrang lor the Minjster jn her responscs 1o
Quesdons in the House w refer to the mass of other
people, because my noble friend Lady Jay and myself
hawe  refered  conunuously,  amd  emphasised
continugusly, that we are concermed only with the small
minongy who have become seriously ill and the families
of those who have died. I want to re-emphasise thar we
are discussing these people, and those people alone.

There iz linle doubt that the likelihood of early death
from HIV iz greater than it is from Hepatitis C. Buy,
whereas 1,237 men were given HIV, 3,000 were
infected with the Hepatitis C wvirus, Regardless of
numbers, the case of the people with Hepatius C is that
thete is no basic difference between haemophiliacs who
re eritically ill and who have died from HIV and those
wha are critieally ill and have died from Hepatinis C.
The source was exactly the same; the oulcome was
exacly the same; the principle is exactly the same: and
sa the payment should be cxacdy the same.

There is no justification Tor making 2 payment to a
heemophiliae who is dying as a result of an HIV
infection and for refusing it 1@ someonc dying from
Hepatitis C. Both should receive it 1 believe thar the
case 15 unanswerable and that the Minister has been
wrong. For that reason, and with all good will and
fnendliness, [ am wrying to bring her to account today. |
hope 1o secure 2 change of mind and to receive proper
answers 1o the questions that we have posed at Question
Time. My noble fnend Lady Jay and [ feel most deeply
2bout the maner and we do not wish 10 be fobbed off
wilth unsatizlaciory answers.

Fet those reasons my noble colleagues and I have put
forward proposals that, having conmaced Hepatids C,
haemophiliscs should be paid in & way similar to those
with HTV. Your Lordships will reeall thar the 1.237
haemophiliacs were given £42 million by the
Government after sustained pressure from Parliament
and the public. That was not—and I repeat the word
“nm"—cump:nmnun in the legal sensc. There was no
question of negligence; negligence did net arise, [u was
&N X yrara pavment

I raised the issue at Question Time on 30th January
and 21s February, On 213t February [ specifically asked
whether the Government would ezpand the role and the
tunding of wthe McFarlane Trusi to cover those with
Hepatitis C. Noble Lords who were then present will
remember that in the exchanges [ emphasised the fact
that | was referring solely te the haemophiliacs wha
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noble fnend Lady Jay speailically wold the Minister Uhat
we were not asking lor compensation. She repeated that
fact most clearly and said that we were asking for an ex
grara payment. Mothing could be clearer

My noble fnend asked for an er grana pavment
because the basis of the McFarlane Trust is an ex gravia
payment. 1t i3 not compensatton. That is why my noble
fricnd Lady Jay and [ have emphasised, emphasised and
emphasised again the fuct that we are concermned with a
small mnority and are not asking for compensanon. Bul
the Minister continues (o refer to compensation. She
contintes to fefer o those hacmaophiliacs who ane nut
senouzly ill and who have not died. We are not prepared
ta accept those answers and [ repeat that our points are
put forward with all the good will in the world because
we have a high regard for the Minister

Huowever, the Minister’s response to the questions
asked by my noble frend Lady Jay and myself was a
reiteratien of the fact that theie 15 no questoon of the
Government giving eempenzation. As | hive ropeated
tpday, we were nol asking for compensaton. There was
3 ron seguitur dialogue Bevween the thiee of us, [ was
as though my noble (fend Lady Jay and [ had never
spaken. [ found that most difficult and that 15 another
reason for detaning the House and puning forward the
case n this debate, The Minister was knocking down an
Aunt Sally that she had rused hersell which, in tenmns
of the McFarlane Trust, was not even consideted, ler
alone pressed.

It was remarkable that when my noble friend Lady
Jay repeated the fact that we were not sezking
compensation the Minister, incredibly, spoke of
lifgation and compensation becoming 3 national spoit
ponending the end of the Natonal Health Service, She
spoke of a natonal spon and the end of the NHS
because my noble friend Lady Jay and [ were asking for
an er gratiz payment. That does not add up or make
sense. That 15 why we are asking for reconsideracon

That Needgate type of arcument is a favounte defence
of beleaguered Ministers. What are the facts? We wish
to discuss only the [acts today. When the payments wers
madc for HIV infection there was no flocd of claims
from non-hagmophiliacs infecied with HIV from blood
transfusions. The floodgates were not opensd and no
new pressure for paymemt for medical accidents was
proveked. If the Minister ean prove me wrong [ shall be
delighted but my information is that the Noodgates wers
not opened and thefe Wwas no greal pressure | balieve
that people ackmowledge and respoct the  special
preblems of haemephiliacs The foadgate argument has
no foundation

| wish 1o repeat. and 1 hope that the point will be
taken, thal we are not seeking compensaton and
lidgation but an er groiia paymeni through the
MeFaglane TI'LIH—|IJ!-I: the same as the payment 1o
haemophiliacs with HIV However, [ suggest thal there
is one imporant difference; that in this casc the payment
should be activated not by infection from the wirus, as
is the case with HIV, but by the onset ol the diseage
That i3 when people really bepin wo sulfer becanse they
can have the virus withow suffering. That is what in
carlier debates | called the “wigger mechamam™ The

weere cnitscally ill or wha had died from Hepatitis C My | proposal pays due segard o the differcnces between
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HIV and Hepatitis C. There are differences but there i3
also much in common and it recognizes the justice of
both cases where severe illress and death are concemcd,

The Minister raised yet another bogey 1o justily the
Government's refusal to make the payments. She said
that the weatment was given in good laith and withous
it the haemophiliacs would have died. That is nght: it is
undcmiable. But exacly the same applied 1o the
haemophiliacs with HIV. They too wers given treamment
in good faith and without it they would have dicd—but
they were pand. Therefore, how can the Minisier argue
the case for the eatment being given in good faith but
of the patients dying if they were not given ? Where
i5 the logic in that argument? Pethaps today she will
explain it 10 the House because | am a linde bewildered.
The haemophiliacs acted in good faith believing thar the
trearment would help and not damage them.

Haemophiliacs are a special group of people because
their lives depend upon bleod preducts. For them, blood
ransfusion is not mre but a life-saving, regular
ocedrrence.  They are  exeessively wvulnerable (o
impunues in the blood. Other people may be able o
decide whether or nat to accept the risks involved in
accepuing the blood of others, Haemogphiliacs cannot do
50 because their lives depend on it

I suggest that this is a moral not a legal 1ssue. These
people are exceptional . in their dilemma, the risks
involved and the consequences. The fact that they are a
small minonicy is a factor in their favour mather than
against them. Assurning that the Minister is cormect in
saying that only a few will be affecied, that the majonty
will not suffer and that drugs can help all those who
do—and | accept that—the cost te the Government will
be small. However, | must add than the low cost is no
consolation 1o those who suffer or die as a direct result
of Hepatitis C infection. 1 repeat again that we are
concemed only with those people.

[ conclude by saying that the Government now have
an ideal opporumity to mest their moral obligatons at
minetr cost with maximum benefit Never has it been
50 easy for a government to achizve moral justice. The
MeFarlane Trust exists and the administragve struciure
is thete, runmog very smoothly.7All that is required is a
licle more money, a widening of the eriteria and the
agreement of the Government,

I repeat that [ have an extremcly high regard for the
Minister, although | have been criical of her answers 10
Questions. But | hope that the Minister and her
colleagues in the Govermment will reconsider their
antitude in the light of today’s debate and that they will
da justice 1o that belesguersd minonty

My Londs, 1 beg to move for Papers.

130 p.m.

Lord Carnpbell of Croy: My Lords, | congrawlate
the noble Lord, Lord Ashiey, first. on having wen the
ballat and tecondly, on cheosing this sibjeet, which is
far oo largs and difficult 1o be covered a1 Question
Time. This is a ime at which we can go into the maner
in more depth.

EIERE=Ea 8 TY-TE ]
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The mable Lord sdmerably euthned the problems, and
in parucular the plight of those hacmophiliacs who were
infected with the Hepatitis C virus. The reason that [
contribute (o the debate today 13 that 1 was wery
concerned cight year ago with the problems of the
haemophiliacs who were injected with the HIV virus
Moble Lords who were in the House ar that qime will
remember that | was, | think, the first 1o raige the maner
in this House in 1987,

About eight years ago it became apparent that some
heemaphiliaes o this country had been inadvenesndy
infecied with the HIY wvirus through their necessary
medical meamment. The infecdon came through blocd
products which they reccived through the National
Health Service. The HIV virus and AIDS were ncw
phenomend i that ume. No one knew about themn or
hew o care them and at that time it was realised thas
the 1injections had caused the virs in the haztnophiliacs

There was no question of negligence. | remind your
Lordships that in 1987 and 1988 when we discussed the
mater in this House everyons accepted that dhers was
no question of negligence by anyone in the NHS
because it was something completely new and
unespecied,

| rused the subject in this House for the first ume 1n
Movember 1987, AL that ume the Government wers
clearly impressed by the case which was subsequently
made inside and outside Parliament. Nearly a year later,
in Oetober 1988, in 1eply to another Question of mine
the Government made a very welcome statement which
incleded the formation of the McFarlane Trase That
trust was authorised to decide upon and 1o make ex
grana  payments—nol  cOMpensation—in  partcular
cases. The meney was provided by the Govemnment for
that purpose.

I recognise that most of those whe are taking pan in
today's debate were not in your Lordships' House in
1987-88, including the noble Lord, Lord Ashley, but he
and [ have worked together for many years, espacially
when we were both together in another placc. However,
he may not be familiar with what was aking place in
this House seven or eight years ago.

[t was clear in 1988 that the trust was appointed 1o
deal with very special circumstances: namely, those in
which the infection would probably lead w death. The
infection involved a lite known illness, AIDS. for
which no cure was known, [t was alse an illness tha
had a disteputable aura because it was usually caught
through sexual pramiseuity or drug abuse.

The number of hagmephiliacs infeccted—akmalel. of
course —was Khown. Known also was the number who
had alresdy died of AIDS by 1988, The toml number
who were injected with the HIV virus is 1,237 and the
most recent figure for deaihs 15 596, which is aearly half
of them. [ presume thar a very large majonty of thaie
deaths were caused by AIDS

Incidentally, haemophilia  afflicts men and mof
wamettYPerhaps the Minister will confirm 10 me that no
women have been diagnosed as hacmophiliacs or, if so.
very rarely. Mow that changes of sex are possible,
stanstics may be allected

.
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in %86, the NHS, having discovered whai was
happening, inroduced the necessary treatment of the
bloed products. which ended the possibility of infection
No NHS wansfusion since 1986 will have nfected
hacmophiliacs with dye HIV virus,

" In the past six years since it has been operating, the
MiFaulaye Trus 3ppears 10 have camied ow extremely
well the wsk assigned o ic. | remember that when the
CUoveriment announced its establishmenm theie was
sume doubt as o whether it would work well and
whethes that was the right way of dealing with (he
matter. But | have heard no serious eriticism of the way
in which the trust has camed out its duties, | should be
Ertetul if the Minister would comment on that when
a:I-'hr. replies 1o the debae.

That is no doubt why the noble Lord, Lord Ashley,
proposed that it should have tsks added to the functions
“hich it was alloned in die first place, It is a compliment
te the trust and the way in which it has operated. When
the noble Lord asked a Queston on 21 February, he
refemed—although the Question did not—iop  the
Hepatinis C virug, and it is about that in particular tha
he has spoken today.

[ have every sympathy as regards the Hepatius C
virus but it is very different from AIDS, | recagnise thar
bath illnesses ase to be avoided, but the noble Lard
seemied fo paint the picmure that they arc similar
Adthough Hepants C fs a very nasry iliness, it is in quite
3 different category 1o AIDS  Hepatiis C can be
vimudly invisible for years because few, if any,
roncesble svmptoms rmay appear However, i1 darnages
ihe liver and is a cause of death in some cases. bt it
15 not Almost always 2 cause of death. as is the case
with AIDS. "

| understand thar abowr 3,100 hazmophiliacs wens
infeeied with the Hepatitis © virus before that key date
in 1985, becawge the Hepatitis C virus was neutraliged
2 the same ume a5 the HIV vins But that figure s
more than twice the number of thase infected with HTV,
2nd only about 640 of those infected with HIV are sill
alive because of deaths from AIDS. That high rawe of
martalice is one of the special features of the HIV
infecon  which led to the establishment of the
MeFarlane Trust,

When the trust was esisblished 11 was made elear that
15 one purpose—indeed, its only purpose and it single
mandate—was the HIV virus and the havoc that it was
caysing among people with haemophilia. To use a
current cxpression, it was a one-olf job. | do noi know
what the Govemnment's response is likely 1o be woday
They were not very fonhcoming dunng Question Time
a few days ago. [ shall understand if the Govemtnem
are nil prepared 1o expand the funcuons of the wus. |
shall not be surprived if thew eonsider that it sull has a
great deal to do wih the surviving peaple for whose
welfare the tust is responsible

1 believe that the difference of opinion that has arisen
Bevween the noble Lord, Lord Ashley. (rom his speech,
and mysell is whether the McFarlane Trust is the
spproprate and suitable body to take on that extra wark
I, a5 | surmize, the Government consider that Lhe
tckarlane Trust bs inappropriate and bos cnough ta do
withoul extending it activities 1o the Hepaninis C virus,
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I would ask them whether they can armange for more fo

be done 10 help haemophuliacs with the Hepatius C
vires. By help | mean finance and resources—for
caample, help to provide the best posuible trestment,
cipecially with tests and medicine: in particular,
Interizron, which is the medication most used [for
damage 1o the liver, [ alzo have 1 mind 2isistance fod
all the associated problems arising from hepatetis amd
Iiver damage

Whatever the Government's atbtude may be to the
proposal put ferward by the noble Lord, Lord Ashley,
will they wndertake to cxamine sympathetically, and
aftesh, cvery way in which the lives of haemophiliacs
who have been infected with the Hepatitis © wirus, ar
any athei senous disease or jllness, inadvenendy
through NHS wansfusions all those vears apo can be
made easier?

34 pan

Lord Addingtom: My Lords, I should like o thank
the rcble Lord, Lord Ashley, for raising the suliect snd
also the noble Lord, Lord Campbell of Croy, for his
specch, Afer those two speeches, [ feel rather like the
American senator who once said; “Everything that can
be said on this subject has been said, but not everybody
is Yer saying i",

We are dedling with an infection that was caused by
panients reseiving vial medical agsistance which wae
induced iote their bodies i onder 1w kr.':l:.'p trcrn alyve
Unbeknown o the p\'_ul_:i]c who gave them rthas very
REEEZSANY Nicatment, those patients scquired an infectipon
which can lead 10 death. We already have the MeFaslane
Trust, which was set up 1o deal with exactly the sfame
sinvaucn but invelving a somewhat more vinlent virus
which will almost certainly lead 10 death; nameiy, the
HIV virus as oppos=d 1o Hepatitis C.

Here 15 the dichotomy between the Two cases ane
will aliast centainly kill vou, while the other one, which
may nut kill you, will cerainly do vou some damage
and miay well lead 1o you acwally needing SUppUn at a
later suage, The Mlinister shakes her hesd, However, |
am wnformed that w will do damage but thar such
darmage becomes notceable only later on. However, the
noble Baroness probably has ar her disposal more
techmical dewsil on the maner,

If we geny the fact that people who have been
infected with Hepaiitis C do necd assjstance, we are
effectively denying what we have already apreed 1o a5
regards the HIV wirus. If it is a maner of 1 very much
smaller number of people. why cannet we give them
such agsisance! If the illnesses that they are Fcquiring
du not guanantee their death, why ean we not give ther,
the assistance that they require? It 15 very simple We
are deading with 3 much wmalles problem than tha
which has been incurred. in exaciy the same mannes,
as regards a much bigger peoblem. There 15 very linle
¢lse w say about the maner.

| have been provided with an example of the
absurdiry of the siwation. Iy ix a case where three
haemophiliac  brothers  all  received  trearment,
Unlonunately, 1wo of thern wese infected bv the HIV
virus because the blood products that they vsed had not

WITN1944153_0004



ol The MecFarlane Fruan

|Lako Appmcron|

Been treated as 15 currently the case. Those (wo brothers
died, but the third brother was infected with the
Hepamis C virus, He, also, subsequently dicd The (st
two brothers receyved compensation for their loved pnes
and their family and assistance when they were acrually
il. However, the thud brother did not What is the
ulumate difference to the individual? They are dead
because of an infection thag they acquired through
medical wreatment,

As has already been sad, we are pot taliing about
compensauon, we are Glking about an ez grania
payment for something that was done aceidentally while
someane was irying to give another person medieal
assistance. That has been agreed today by both previous
tpeakers. | shall be very much surprised if the noble
Baroness conwadices that fact, If we cannet give that
kind of assistance 1o such people, we inust think very
hard about why we are contnually EMVIng assistance 1o
pevple who simply caught another virus through cxacdy
the same means

It is a question of logie which points the way towards
selung up some body or providing some form of
support—and hete [ agree with the noble Lord, Lord
Campbell of Croy —indeed, jt may well be necessary
to establish a new body, if, for some reason, the
MeFarlane Trust cannot take on the exma work. It is
imporant that such assistance should be given, As we
have already accepied that anyone who has acquirted the
one vines needs assistance, surely those who acquire the
second, and who may not require as much assistanee,
shauld alzo receive it

Aad

A7 p.m.

Baroness Jay of Paddington: My Lerds, | am maost
grateful 1o my noble friend Lord Ashley of Sicke for
rein@oducing the subject about which 1 know both he
and [ shere 3 joint concern. Indecd, it is the latest in
his courageous and tenacious altempls to speak for the
disadvantaged and those who have suffered an injustice.
Ferhaps my only rcgret this afiernoon is the fael that
maore noble Lerds have not put down their pames o
speak.

However, from those who have spoken thus far, |
believe thar we have heard a very clear exposition of
what is. as the noble Lord, Lord Campbell of Croy, said,
an issuz which 15 too complicated w deal with dunng
Question Time but which, on the other hand, | suggest
15 & relatively simple one. | believe thar the noble Lord,
Lord Addington, illustrated that most clesrly in the
exaimple that he gave the House of the three brothers,
anc af whom had been infected with the Hepautis C
virus and did not receive any recompense, while the
athier two brothers who were infected by the HIV virug
did

Al the nsk of imirating the Minister, [ should like,
GRES again, 10 emphasitc=—=and, indeed, the noble Lerd,
Lord Addingion, is nght, 1 do not wke 1 differen
pasitan either from him or from my noble [Aend on the
matler—ihst we are talking aboul ex grata payments
and not about compensation. Like my noble nend. 1 oo
tefnember the Minisier's replics 1o the Questions which
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my noble fhend Lord Ashley tabled carlier this year.
She said that she suspected the Noodgates would be
opened if that ex gratia payment was extended 1o those
haemophiliacs who had Hepatius © and that she also
saw such operalions as operung foodgares not simply
on this issue but alse, powntally, leading 1o the
destrucnon of the NHS,

History docs not relate any such Noadgates being
opencd when the McFarlane Trust was eseablished. It 1o
noi a question of invitng the son of logal exravagances
to wihich the Mimster referred when she ralked about
the possibility of an American determunanion to achicve
compensation tor medical malpractice coming e this
country. We are discussing a simple request for an ex
gratta payment to a limited number af people whe
reczived an infection which was acquired ag a resulr of
nedical treatment under the National Health Service

The noble Losd, Lord Camphell of Croy, said—and |
suspect that the Minister may repeat 1—thar Hepauns
C is not nearly as bad a conditon as HIV and AIDS Of
course, we all accept that what one might, | suppase,
call the “risk assessment™ of dying from Hepauus C, is
less than that of dying from HIV infection. But I think
we thould not underestimate the chronic liver prohlems
which are aleeady being suffercd by several pesple in
this category and the potenual for cirhosis and liver
cancer Which has already been graphically deseribed !
also think that if we are considering those people who
already have hzemaophilia we should net underesomate
the ditficulucs and unpleasant natwre of that condition,
which in itself may well reduce life expectancy.

But | do not think that this afternoon we are really
arguing about the relative seripusness of symproms
eaused by bload products which have been infecred and
arc caused by infections contracted through NHS
treatment. What we are talking shout is why these
people are infected. Whether or not they are 1, very ill,
or dying i5. 10 a sense, imelevant, The point 15 that zll
of them received these contaminated blood products
through NHS weatment. Some of them have been
recompensed but some of them have not

The Minisier also said previously in answer 1o my
noble friend that although there were obviously medical
differences bemween the two groups of peopls wha were
suffering from these infections there were alio social
differences, and that the previous agreement 1o fund the
McFarlane Trust bad been panly based on consideration
of the particular social problems which peeple with HIV
cunftont. However, | have been wld by the Hazmaophilia
Seciety that these with the kind of infecuon which we
are discussing this aftermoon may also have 1 cope with
uncenaunty and anxiety in not knowing precisely whag
ther condition may lead 1o0. All of them face the warm
ol possible transmission o their sexual panners ar
transmission o an wnborn child, and all will tace the
sane kind of difficulties with life insurance and
employment with which we are familiar i regacd to
hose with HIV and ALDS.

A% | have said betore, this is a simple case of relative
injustice i 3pplying one siandard to onc group of
people who have had their infection caused by one result
and mol 1o another who have contracted a diflerent
infection but tnough preciselv the same cause. As my
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nable faend Lord Ashley of Sioke said, there really is a
moral case here. 1 think the moral case is made
completely and clearly for  immediate hardship
paymenis o those who are already 1l and to those wha
are the dependants of those who have already died, |
would then like to see an extension of the McFarlane
Trust 1o provide some kind of financial adjusonent 2nd
finuncial reward—1 apologise a5 “reward” s an
inapproprate word to use—or rather financial Tunding
for those who have the Hepauus C vinus.

The noble Lard, Lard Campbell of Croy, said that he
felt wis might not be the waz¥ 1o do it. But it teems o
me that, a1 my noble friend Loed Ashley of Swke
caplained, the mechanisms of the McFarlane Trust are
In place. It is ebearly 2 well run and well erganised fund
It would sumply be a matier of an extension of an
grranaiation. which has already jusufied and proved s
Wwalth, 10 11y 10 act in the way thal my noble {riend
SuZgesls,

The noble Lord. Lord Campbell of Croy, rightly
pomted out that when he was raising these issues about
HIV and AIDS at an carlier stage, neither my noble
fricnd, nor l—=nor, | suspect. the noble Lord, Lord
Addington, the other speaker in the debate—were
Members of your Lordships' House But | was
penpherally involved in this issue when I was director
af the Natonal AIDS Trust in the lae 19805 and carly
1950s. 1 recall that the struggle to get the McFarlane
Trust esublished, and the concems which were
exprezzed by many people at that time, were unpleasan
and. in 3 sense, reflecied what seemed to be almost a
decision on prnciple by the Government thar they were
nut prepared o act in this field, Some cynics suggested
that it was only the rua-up to tic general election in
1552 2nd the enormous public outcry which by that ume
haa sunounded the guesbon of compensation for
haemaophiliacs with HIV that caused the Govemnment
finaily 1o concede. I very much hope that we will not be
fated with— '

Lord Campbell of Croy: My Lorde, | hope I may
intervens but we do have plenty of time in this tmed
debate. The announcement, in 2nswer o a CQuestion of
mins, was in October 1988. It stated that the McFarlane
Trust was going to be set up. Therelore, that was rather
carlicr than the time of the 1992 elestion.

Baroness Jay of Paddington: My Lords, | am
grateful to the noble Lord, [ suspeer he will recall thar
although there was a declsion 1o sa up that erust 3¢ was
not funded, and payments were nol made undl VETY
much |uer | suspect he will find that thal occurred
neadly Tour years later. | would in any ease suggest that
the general point I was making—1 think [ an right abour
the timing of the funding and the payments under the
iisi—vas as | have described and that there was 3
somcwhat unpleazsant discussion between the many
People who were concerned about this 1ssue.

| et the admiraton of my noble friend Lord Ashley
of Steke for the Minister and for the stand that she tikes
an fmany of these issues. | hope that in this case she will
scx that i would be a just and praeeful eourse af action
Lo recognice the force of the argumenis which my nobile
Inend has made 5o eloquently and net wail 1o act unnl
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there 15 what | suspect might be a surge of rather angry
public opinion. [ know that the Haemophilia Scciery is
now co-ordinating another campaign on this subject
which may ultimately lorce a decision on  the
Government

Is6pm

The Parliamentary Under-Secretary of State,
Department of Health (Baroness Cumberlege): My
Lords, | very much weleome the oppomuniry 1o discuss
e rale of the McFarlane Trust but | have 1o say | am
disappointed that the noble Lord, Lord Ashlcy of Sioke.
should feel that T iry e fob off your Lordshups' House.
That is never my inention—-in thiz debate or any other,
1 respest your Lordships' House and [ oy 1o be fair,
honest and direct. Bur the noble Lord, as an experenced
parliamentanan, will recognise there are accasion: «lien
a Minister gives answers which are not those sought by
noble Lords epposite and which prove disappointing 1o
them

| agree with my noble friend, Lord Campbell af Crov,
that thes 13 a difficult and camplicated quesuan which
requites mare time than has been available through
Swared Questions. [ take this oppermunity 1o pay tnbute
1o him for his foresight in rasing the subject as early as
1987. Perhaps [ ean put the nchle Baroness, Lady Jay,
right. The McFarlane Trust was set up in November
|98T with goverment funding of £10 millien and the
purpose of making grames and weskly payments o HIV
infecied haemephilia paticnts and their families The
wotk of the fund is regularly reviewed. lts income was
increased by a further £5 million in March 1995

The running eests of the wust are met by a Sectuon
G4 grant 5o that the whole of the capital sum 15 available
tor the beneficiaries of the wust. Since its inception the
trust has given out £14 million. That is in additon to
£66 million in special payments The trust carries our its
waork both canngly and conzcientiously and | know that
beds patients and the Government appreciate (he way in
which the trustees have approached and indeed earmied
wut their task, My noble fricnd can rest asured an that

Az your Lordships will koow, the wust was
established 10 deal specifically with those haemophilia
pauents whu were infected with HIV a5 3 result of
receiving blood pruducts,

Your Lordshups will be aware that there are many
instances where people have reacted advers v o drug
therapy or medical reatment given in good 1aith where
non-negligent hamm  has ccourned Although  those
suffefing a8 a result have pressed for government
compensation, the Gowernment have not accepred
lisbility  In  these incidents haemephilia  panienes
feceaved the best trearment available in the light af the
medical knowledze ai the ume.

Conmary 1o the views expressed by the nuble Lord,
Lurd Ashley, the Government have aceepled that the
patiznis who, wagically, conuacted HIV through NHS
treaiment were in a differcre posion from others and
we have made provision for them because of thew
special cimcumstances. As my noble friend Locd
Campbell of Croy stated, those affected were all
expected o die very shoaly In addition they were
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subjecied 10 significant secial  problems, ncluding
ostracism. For mnstance, people were treated as Jepers.
Thev had their doors daubed with graifit; they lnst their
Jobs: and their children were not allowed to mux with

uther children at school, They were demed a normal
marned hile

Ln the case of the infecied haemophilia patients, the
problems of HIV were supenmposed on the healih,
secial and financial disadvantages they already suffered
as the result of their hereditary haemophilia. | know that
ihe pable Lord, Lord Ashley, is anxious that those
paticnts with haemophilia who may have been infectedd
with Hepatius C should 1eceive sitnilar considemtion 1o
the HIV wictims But if an exception were 1o be made
there would be others who would argue that ey oo
were deserving. The noble Lord, Lord Ashley, and the
noble Baoness, Lady Jay, may have forgotten that when
payments were agreed fof hasmophilia padents with
HIV, representations were subsequently made an behall
of blood transfusion recipients infected with HIV, Afwer
the semlement the <ampaign was intensified and
payments were made to thal group (oo,

Although patients receive the best treament availible,
based on existng knowledge, it has 1o be recogmised
that net all medical interventions are nsk free. Risks
may be evident at the time of treatment or may be
diseovered later. If we were 1o offer payments for each
such jncident we would scon ship inw a general no fault
coMmpensation scheme.

The noble Lord, Loed Addingion, and the noble
Baroness, Lady Jay, made 2 point of dmwing a
distincion between compensation and ex grana
payments. It does not really.matter whether we call it
COMPEnsanon of er gratia pavments. The arguments
againgt bath arc the same  Additionally, [ siress that the
majonty of the payments made were ndl 1 grafia since
an undertaking had to be made nor o take the maner o
the courts

Your Lardships will be aware that the Gavemment
are opposed 1o 3 no fayly scheme. There are sound
reasons for this. First. proaf of causation is still need
[t mav be wat 23 difficult 1o establish thay the medical
treatment has caused injury as it is 1o prove that
someone has been negligem. It alse has 1o be
Jemonsmared thar it was a3 foreseenble  and
reasonable result of peatment It would be walsic fo
others in that those whose plight was ihe result of a
medical aeepdent could be compensated whereas those
whase condition sternmed, for instance, lom disease ar
birth would now The costs of any such scheme would be
substanual and would inevitably impact on the amounts
available for patent care. Health care neglipense 15 no
considered  to  be fundamentally different  from
neghigence in other walks of life where clams [or
compeniavon are resolved through the couns. In
addition, the present system arguably has a determent
effect on malpractice. No fault compensawen maght
conceivably encourage doctors o be less cautious.

The cxperence of other countnes which have tied 1o
follow the no  fauli path  has strengthened  the
Covernment's views. [n Mew Zealand, whose syslem is
most eflzn quoted, scveral major problems have become
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apparent. The custs of the scheme have proved i e
extremely hgh. Estimaics of more than | per cent <
GDP have been made. In addition to a number of ather
practical difficulties. the scheme also =ffectively den -
people access (o the couris.

In Sweden a different seheme aperates. The paymen
miale are relatively small. Indeed, it was nccossary |
the authorities w make additonal payrments fo tho.
infected with HTY because of the inadequacy of the
sums available through the no fault scheme

| do not wish to minirnize the impact of Hepain O
on thote who have been infected. For some it o i
rragedy, not only for themselves but lor thea farne .5
wnd frends. The Government have every syihpathy &
them. Howtever, it has 1o be acknowledged that Hopaiiis
C is differemt from HTY. Many people infecied « b
Hepanos C inay enjoy a long perod withoul an
SYmploms appearing.

The noble Lord, Lord Ashicy, presented figures on
ilie natural history of Hepating C winch wers similars o
those available to my depanment. However, [ would put
the figute for chronic hepatitis at 50 per cert, and 50
per cent. for those who do not recover fully afier
infection. Moble Lords will forgive me lor fepeating
some of the csumares.

Fifty per cent. of sufferers may progress 1o chronic
Hepatts C with varying degrees of good and ill hearh
Perhaps 20 per cent of patients will develop cinthes,
1 progrestive dastrection of the liver that inay take .0
to 30 years. The majoricy of those years will be
trouble-free in terms of ill health and only 2 very small
peicentage will actually die of liver disease.

We readily acknowledge that each death is an
individual wragedy for the family concemzd. IF we look
specifically a1t haemophilia patients, the Haemoptibis
Society has stated in 2 press release launchunyg its curment
campaign that over 40 people with hazinophiliz huve
died 2o » vesult of infection with Hepattis © virus. Ivis
important that we rewin a clewr sense of proponien an
timercalz, The fipures quoted by the sucieny relare 1o the
llve years bevween 1988 and 1993, [ understand thag, ¢
example, in 1993 12 haemophilia patients died with the
cause of death shown as liver disease Thar was oue of
126 hacmophilia patients known 1o have died in that
yem OF thoge 12, eight were alse HIV positive. | seck
in no way 10 minimise the fagedy bur these are sowll
nunmhers wien avighed in the balunce of the goad than
meatrnent has b.ruugh: 1o many of these and countless
wther haemophilia pauents

My noble friend Lord Campbell of Croy asked abour
women haemophiliacs. 1 understand that sinually no
wommeh are h:ltmﬂ'phlliarﬂ:. There 15 3 simolar disease
calle] von Willebrand's digease which affscts bath men
and women, and some patients have comracted HIV
andfer Hepatitis C,

[ van assuie the noble Lord. Lord Addingron, that the
Guvernment remain very concerned abour the posinon
of peaple who have been infocted with Hepatitis C
Discussions are taking place berween the departmen;
and the directors of the hasmophilia centres abour wha
needs 1o be done, We need 1w develop (urher poe
praciice for the tresument of people with haemgph 1°
wiio are alvo Hepatitis C poditive and (o ensuie thattl -
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J_u'rr. ready Access o Weatmeni centres. The deparment
IS sUppofung an initative by the Haemophilia Socicty
10 undenake 3 study into the best way 1o support s
members who are infecied with the virus.

It s the Government's view that the most cffective
use of finite resources is to seek to improve ihe
undersanding, managemenn  and  treatment of  the
cﬂnd:ll.mlr [ know that that view s shaed by the
majority of clinicians in the ficld. Only in this way can
the impact af the disease on individual patients and their
tamuhes be effectively amumised,

4.6 p.m.

Lord Ashley of Stoke: My Lords, | am very gratcful
@ those who have taken pant in the debate, | echo the
regret of my noble friend Lady Jay abowt the small
number who have participated beesuge we regard this as
an unportant debate

| am afraid that | moust put the noble Lord, Lord
Campbell of Croy, right. He said that | may nat have
kngwn abowt what happened here seven years ago. In
fact. | was one of the aclivisis in ancther place on
precisely thiz isswe. | amended all of the meclings
dealing with the campaign at that gme although [ was
nat a Member of this House then. [ am mare than happy
To give way to the noble Lord.

Lord Campbell of Croy: My Lords, [ am grateful 1o
the noble Lard. We have plenty of fime.

The noble Lord is wnder a misapprehension. |
=s=riainly ktnew of his setivites ag thet time, | rzminded
your Lordships® House sbout whar happened when |
originally raised these maners because | pealised that
some noble Lords mking part in the debate were not
e then. Of courss the noble Lord and | spent many
¥ears in angiber place dealing with a ftmber of subjects
which arosz in the disabled field. I knew that he was
actve in the otber place at that time on this subject, but
in the same way | did net know what exchanges ook
place and exactly hew the subject was rised. The noble
Lord can be at rest, [ cevtainly knew that he was active
at that tme. | merely rerunded your Lordships of what
happened in this Chamber.

Lared Ashley of Stoke: My Lords, | am glad thay we
have cluified the izsue. | not only knew but admired
what was being dons here because it was very helplul
indesd. However, it is as well o s21 the record seraight.

The noble Lord, Lord Addington, said that it may be
Aecestary (o sef up another orgamzation. | would go
along with that, If when the Minisicr changes her mind,
as I am surz she will shomly, she docs not want the
MeFalane Tnust to do the work but would prefer
anclber organisation to undenake i, she has my
agreenent in advance. | hope that she will kke note
of that

| agree with every ward that my noble frend Lady
Jay said, exezpt that I believe that she should have used
e waord “shall” instcad of “should™. Apar from tha
one decul | agree with her 100 per cenl

I am afraid that it 15 not 2 greac day for the Minister.
| suspect that her briel was wrinen before the debate
and before people knew the essenee of the debate, The
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essence was thal we were pat dealing wwith
compensanon, but much ol the opening pan of her
speech dealt with the compensation issue, which is
totally irfelevant. | an becoming boting on the subject,
bul we are not asking for compensation. We are asking
for an extension of the ex gravia payment only for these
people who are il and for the relatives of those who
have died. Thers is no question of asking for
compensation in the established and accepred sense |
ain 3orry thal the Mimster speni so0 much dme on that
(F1IT

The Minister said that Hepautis © is different from
HIV. | explsined in my speech how different o was
However, [ also soupht to emphasise the similanues. If
a man it senously ill from Hepating C, he is in the same
posiion as someone scnously il fram HIV, ([ am
preparsd o accept an intervennion.) If a man dies from
Hepatitis C, he is just as dead as someone who dies from
HIV cawsed by contaminzied blood. Admunedly. the
social points about ostracism and so on are different. Bui
the essence I5 {llness and death. We are talkang about the
small minonty who are ill and those who have died. [
siaed thar five or siz tdmes in my speech, 1 admire the
Minister very much; I am fond of her. Bur we musr iy
to altun somne wnderstanding on the issue. We are
talking abeout thar small minority.

I must not continue. Other matiers ase 1o be debated.
It has been a depressingly short debate, However, 1
promise the Minister this: | shall not let her dawn. ]
shall come back 1o the subject for further discussion in
this House. Nevenheless, | thank her for  her
conripution. | beg ieave to withdraw the biation.

Moation for Papers, by leave, withdrawn.
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