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`..,we have discovered no evidence of malicious destruction of relevant 
records.' 
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ANNEX B 
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tt prooesai to establish a statutory committee to advise Government on 
the management 

of. 
haemophilia: 
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• We would not recommend acceptance of this recommendation. 
o This runs counter to policy on third sector organisations: 

4) Review of e. -gratia payments system (see page 6 for more detail): 
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5) Access to insurance: 

6) Lookback exercise: 
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ANNEX 

E RATIA PAYMENT SCHEMES 

The Department does not make payments directly to patients, but to the 
independent Trusts/Fund. The Department does not have details of payments 
to individual patients. Since their inception, the Department has given 
£46million to the Macfarlane Trust, 1.2m to the Eileen Trust and £95m to the 
Skipton Fund. 

The Macfarlane Trust (MFT

The Macfarlane Trust (MFT) is funded by DH at about £3.8rn p/a and supports 
about 560 people, comprising some 360 primary registrants, 40 partners and 
162 widows and dependent children (as at 31 March 2008). 

The MFT, which is a registered charity, was created in March 1988, when the 
Government committed £10 million to MFT for the relief of those infected with 
HIV from contaminated blood. In 1990 the Department of Health made an 
ex- gratia payment of £20,000 for each surviving infected person or their 
bereaved families, following this in 1991 by payments in settlement of 
potential litigation. 

Eligibility to financial aid requires medical evidence of infection and is 
restricted to: 

• haemophilia patients who contracted HIV following treatment with NHS 
blood products prior to screening programme; 

• families of deceased infected patients; 
• partners infected by haemophilia patients infected by NHS blood 

products. 
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The Eileen Trust 

The Eileen Trust (ET) is funded by DH at about £175k p/a. It has 22 
beneficiaries (as of 31 March 2003). 
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Numbers of Stage I & 2 applications paid and DH funding since 
inception 

Period Application Cost of applications paid DH 
numbers funding 
Sta e 1 Stage 2 Stage 1 r Stage 2 Total 

£000s £,000s £OOOs 
£60,680 £7,350 £68,030 

£000 
£70,147 Mar 04- 3,034 294 

Mar05 
Apr 05-Mar .433 188 £8,660 £4,700 £13,360 £14,000 
06 

£4,900 £2,525 £7,425 Apr
0 

245 101 £7,000 
Ma

204 101 £4,080 £2,525 £6605 £6,400 
Apr 07-
Mar 08 

.... .. . ........ 
Total 3,916 684 £78,320 f17_100 £95,420 

' 

L97,547 
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There are three schemes that make ex-gratia payments to patients who 
acquired hepatitis C and/or HIV as a result of NHS treatment. Briefly, these 
are: 

The Macfarlane .crust (M 1 'T) r) - initial k mp sum plus discretionary 
payments to haemophilia patients infected with HIV (and dependents). 
The Eileen Trust(ET) - initial lump sum plus discretionary payments 
to non-haemophilia patients infected with HIV (and dependents). 
The Skipton Fund (SF) - non-discretionary, two stage lump sum 
payments to any patient infected with hepatitis C still living after the 
scheme was announced in August 2003, and payment to the estate of 
those who died after the scheme was set up. 

Detailed information on the individual schemes is provided it Annex C. 

1. Options with 
one-off funding implications 

We could rectify anomalies, particularly in relation to the SF. 

1a) SF: extending the scheme to make payments to the estate (widows 
or dependents) of patients who died of hepatitis C before the scheme 
was set up. 

We do not have a reliable figure for the numbers of people who died from .' 
hepatitis C infections as a result of NHS treatment with blood or blood 
products in that time. According to the Archer report, some 4670 cases of 
treatment-acquired hepatitis C infection have occurred. Using a working 
estimate of 1250 patients who may have died before 2004, each of whom left 
a dependent, payments to their estates could cost up to: 

1250 x £20000 = £25m (stage one payment) plus, where indicated, 
1250 x £25000 = £31m (stage two. payments) = £56m. 

Estimated one-off cost of a payment to estates (widows or d endents): 
in the order of £56m ::::...........: 

The cost of this option could be considered with any decisions concerning 
changes to the base levels of payment under the SF (see option 3). 
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1 b) 'Buying out' the MFT and the ET 

The MFT and ET would like a final settlement which would enable them to 
give claimants a single one-off final payment and wind up the scheme. 

The payments would need to be approximately equivalent to the periodic and 
discretionary payments they could expect to receive in future years if the 
Trusts remained in place as currently. Independent and unverified actuarial 
advice provided by the MacFarlane trustees suggests that this would probably 
cost in excess of £100m for the MFT beneficiaries. Similar calculations have 
not been done for the ET, but as it is about 6% of the size of the MFT an 
estimated increase in the order of £6m would appear realistic, 

_....... .. ...... 
[Estimated one-off cost: over £100m 

There is, however, no guarantee that this would prevent any future claim from 
patients in financial need, 

2. Option with recurrent funding implications 

2) Increasing the recurrent funding for the MFT and the ET 

This would allow an increase n the recurrent discretionary paynie its by the 
to HIV trusts (I 

MFT 
and the ET). 

Doubling the recurrent funding for MFT and ET, which make discretionary 
payments to applicants subject to funding available, would raise the overall 
funding from £3.7m to around £7.6m pa for the MFT, and £350K for the ET. 
However it should be noted that Lord Archer recommended moving away 
from discretionary payments and giving lump sum and periodic payments 
instead, so he may not be satisfied with this option. It should also be noted 
here that we have been encouraging the MFT and the ET towards merging, 
as the ET has 22 registrants (as of 31 March 2008), which is not a viable 
figure for an independent entity making this level of payments. 

Estimated additional cost 
of doubling theurrent funding _ £4m pa 
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Increasing the value of the first stage and/or the second stage payments 
made to hepatitis C patients, through the SF would, have both one-off and 
recurrent funding implications, as there are still new registrants coming 
forward. 

Using the examples shown below of doubling the value Of"both payments, the 
combined one-off cost would be around £100m, and the combined 
additional recurrent cost would be around £5m, ,l 

3a) Increasing the value of stage one payments°(on diagnosis with 
hepatitis C) to SF registrants. 

A first stage payment of £20k is made to those diagnosed with hepatitis C via 
contaminated blood. Based on the current level of around 115 new stage one 
payments pa, doubling this would cost £2.3m pa. If in addition the 4013 stage 

9 . 
one payments already made up to the end of January 2009 were topped up, 
there would be a one off cost of £80.3m. 

: f 

LR. ~ Estimated additional cost of doubling stage one payments: £2.3m pa 
) Estimated one-off cost of backdating existing stage one payments. 

£$0.3r 

\i\'>.. 
3b) Increasing the value of second stage payments (on diagnosis of 
cirrhosis or cancer) to SF registrants 

A second stage payment of £25k is made to those Who go on to develop 
severe liver disease. This could be doubled to £50k. Based on the current 
level of around 100 stage two payments pa, this would cost £2.m, If in 
addition the 750 stage two payments already made were also doubled, there 
would he a one off cost of `1 Urn. r ~. 

Estimated additional cost of doubling stage two payments: £2.5m 
Estimated one-off cost of backdating existing stage two payments: 
£19m 

Neither of these estimates takes account of a possible reduction for those
bereaved spouses, partners or dependents who have already been paid some .. .. 
monies by the MFT or ET because of their bereavement. We do not have 
these figures and would need to consider our approach to this potentially 
contentious issue. 

Furthermore, these estimates would need to be considered alongside option I 
above (remedying existing SF anomalies in relation to the estates of patients 
who died before the scheme was set up). 
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ANNEX E 

POTENTIAL FOR 'KNOCK-ON' IMPLICATIONS OF A REVIEW OF 
PAYMENT SCHEMES 

The Thalidomide Trust 
There has been some recent comparison between these bodies and 
the Thalidomide Trust. The aim of the Thalidomide Trust is to provide relief 
and assistance for those people born, in the United Kingdom, damaged as a 
result of their mothers having taken the drug Thalidomide (as manufactured 
by Distillers Biochemicals Limited) during their pregnancy. They currently are 
supporting 462 individuals, each in the main between 44 and 50 years of age 
who, for the most part, have two or four limbs missing. The 
Thalidomide Trust has been lobbying Government to introduce a state 
compensation scheme for victims of The Thalidomide disaster. 

1`. A private compensation settlement was agreed with Distillers (now part 
of Diageo plc). Diageo plc has agreed to continue making payments until 
2037. 

2. The Thalidomide Trust claim that the private settlement is not adequate 
and more money is required as their independence and quality of life is at 
risk, because they are experiencing deterioration in their physical condition as 
they get older. 

3. In support of its claim, the Thalidomide Trust have compared the 
Government's treatment of Thalidomide victims with the financial support that 
is provided for people infected with variant CJD and those infected with HIV 
and Hepatitis C as a result of contaminated blood and blood products. 

4. The Trust's campaign is supported by Lord Ashley of Stoke. Lord 
Ashley played a leading role in the Thalidomide campaign which led to 
increased compensation for victims from Distillers and improvements in drug 
safety. Lord Ashley has a oral question on a State compensation 
scheme for victims of thalidomide on 10" March. 
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The vCJD Trust 

r 

i) 
..
[he e perience of vCJD fgr the /patient. 

The sum of £70,000 will be paid in all cases, together with a further £5000 in 
those cases where vCJD was diagnosed before the publication of the Phillips 
Report. 

ii) The expel 
fence 

of vCJD for the patient's immediate family and/or carers 

Each family would receive a minimum of £5,000 plus a further £5,000 where 
members of the family have cared for the victim during his/her final illness, to 
be split between the carers and immediate family. In the case of those 
diagnosed before publication of the Phillips Report, a further £5,000 would be 
payable. Where a member of the patient's immediate family has suffered 
psychiatric injury as a result of the patient having suffered vCJD, a further 
payment of £5,000 will be made. The Trustees have a discretion to award 
further sums in cases where the psychiatric condition gives rise to particular 
hardship. 

iii) Costs incurred by thepatient and family as a direct result of the patient`s 
suffering from vCJD.

Payments will be made to cover funeral expenses and capital expenditure 
reasonably incurred. Where care was provided either commercially or 
gratuitously before the implementation of the Care Package announced in 
Parliament in October 2000, a sum will be payable in respect of that care. 
Where the patient and/or their carers have suffered loss of earnings and this 
has caused particular hardship, the Trustees will have discretion to make a 
further payment out of the Discretionary Fund. 
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iv) Future Losses caused to the patient's dependents as a result of his/her 
death from vCJD. 
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