Sat 1 barch 2003

Teld
Fmal:

Dizar Inspector Bleasedsle,

T amyy writing o vou snd your colleagues who visited me
with regard 1o ow concerns over hzemoplnliacs being fested for hepatitis C withowt
their knowledor and permission against the rules of the General Medical Council as
discussed in a recent phope call with yourself

1 intended to get this to you earbior byt Pete bas been guite Hand st has been s
battle with the hmpzmi over reatment. Despite the Department of Health recently
announcing #s decision to allow all haemophiliacs to be given recornbinant, the safer
synthetic trestment, what wasn™t properly explained was that it 55 being phased in over
4 vears by age and in reality Pete is unlikely 1 see recombinant for a couple of years.

This week Pete has been bleeding indo his stomach and was turned away from
bospital o the Grst day withowt Factor VIH trestment, as be won't take the human
plasma for obviows reasons and remains on “Weatment sinike” and the hospital
wouldn’t fund the synthetic reatment. The second day they panicked as they didn’t
want a corpse on their hands and made it clear that they would only give him a “one—
of” treatment of recombingnt as Pete’s condition could be §ife trentening, in order to
give Pete an endoscopy. We have since found out that instead of giving Pete the third
generation reeombinant which they give to gll children on safoty grounds and which
doesn™t condaim any heean albomin they gave him o fest generation product
sontaining hwpan albwoin, so they breached his human righis anyway as be had
clearty stated in writing that be wouldn®t take human products! We have however
now got legal aid fo hopefully seek a fudicial decision on treatment. The legal aid
decision has gone from Newcastle (where it was initially sat on for several weeks on
even though & is an urvent modical case) to Leeds then on 1o Brighton fo the fop man
who has had to inform the Govenunent as any legal case of this sature could be
extremely costly for them. Qur new solictor is guite perplexed by the whele thing.
Pete is 30 vepllen now with fiuid due to his hepatitis C, one consuliant is now
wanting to drain 15 fo 20 hies of Huid off his stomach but can’t until he can cover
Pete with recombinant and so 3 goes on.

F@r vour information | have enclosed my letier on testing withoot permission 1o the
Departnent of Health, to health ministers Hazel Blears and Lord Hunt (1t 1s self-
e:qﬁamws’y anad deals with the related issues to save me wpeating royseli beve) The
PO was supposed o be giving me a reply within 20 days. I have just e-mailed the
DOH and got the eaclosed response. Questions are also beng asked in parbiament. 1
padersinngd from Lovella (HouldoroRl) journalist at the Newcastle “Journal” that after
the “Journal” ran o front page article the metional Haemophalia Soviety tang the paper
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1o say that they themselves had raised the issue of testing for bepasn
permission al a meetng with the Department of Health in 1999, The
did nothing! The Haﬁiﬁﬁ;ﬁﬁﬁa Society may have reporfed this but menbess
certainly not told about # in the Haemophilia Society magazine or asked
gvidence o support this or to write 10 their MPs on the issue.

This issue is one that even the Government will have difficulty avoiding now
because s been made public and some politicians are raising serious concerns. 1
understand that doctors testing without consent can thos being struck off and may
have to account for their actions in a criminal court according to the GMC booklet.
Testing without permission appears to bave happened all over England, Scotland,
Wales and Bire. Some bacmophiliacs bave made initial complaints to the General
Medical Conncil who are passing this back o local health authorities. The GMC only
deal with complaints against individual doctors and seem to be saying that anything
which invelves a number of consulianis will get passed over to the DO { have
enclosed my lotier to the GMC anyway. Other haemophiliacs a8l over the UK have
sent in compleints.

 have permission from Colin Potts whom you met to pass on the following
mformation. In his medical records which he accessed there is a letter dated 1991
stating that be fested positive for the hepatitis C virus a vear earticr {presumably 1990)
before be signed the hepatitis logal waiver in the HIV government settfement in 1991,
vet when be asked for a copy ﬁ{ his first test result he was only sent resolis from
December 1992 onwards, se where is this early result? He and his wife who abways
accompanies Colin to hospital appointments as I do with Pete recall that they were not
told of his positive hepatitis C resolt until 1994, the same year Pets and 1 were told
Pete’s result. We recently requested a copy of Pete’s first positive fest result and we
were sent a est report dated Decenber 1992 {same date as Colin and another
haemophiliae Simon) but I am not convinced this was Pete’s first positive test. Dy
Peter Jones™s initials sppear on the 1992 tests. We had no knowledge at the time blood
was heing tested for hepatitis €, no consont was ever sought

1 ao sending you information from the GMC and we would be very grateful if you
could check if there is anyway that we can proceed down this avenue with yourselves.
The Scottish baemophiliacs bave informed me that they have approached the polics in
Scotland for assistance with contamination issues and 1o complain about hepatitis C
testing without permission. There is 2 meeting arcanged for Wednesday 5° March in
Stirking for haemophiliacs with Stephen Heath (Sorry, ¥ am not sure of his rank). |
spoke to bim and I understand be is in comununication with your offics. 1 have
gxplained that 1 have decuments relating to s Glasgow hospital showing that they
were nsing American factor VI in 1980, I bave letiers between a man on holiday
from New Emﬁm&d Wm son, a ﬁamepkﬁias had hz?s ﬁm gver maﬁnem of facmr

23

sk [ gwfe himn mfam‘ima on messmg medical records ami helped him obtain
treatment information from Yerkhill Hospifal (afler he threatened legal action). The
case was pretly clear cut so he also wrote to the American plasma company again
threatening legal action zd was offered a finencis! seiflement from the company
which included a stlence clause, however he passed the papers on 1o me 1o use where
f could as he knew some other haemophiliacs would probably have had the same
treatment batch members but wouldn’t gef justice. The Scottish Executive has played
down the use of American plasma as Scotland bad always claimed to be self-
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sufficiens in Mood products (untree) and did not inclade i
IRy, ‘ ‘

1 thask von once again for your assistance and hope thet there mmy be s v
can af least proceed on the festing without permission issue. The doctors heve oo
up so wuch there must be some rowie to justice. I look forward {o your reply.

%,

Vours siv
GRO-C

Carol Grayson and Peter\Longstaff
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