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Agenda

Time Item

11am Ian Welsh – Welcome

• Remit of The Group

• Aims of the day

11:15 Tommy Leggate – The Needs

• The SIBF Scoping Exercise

11:45 Dan Farthing-Sykes – Your views

• The consultation exercise so far

12:15 Ian Welsh – Where next

• Presentation of draft proposals

13:00 LUNCH

14:00 Feedback on Proposal 1

14:25 Feedback on Proposal 2

14:50 Feedback on Proposal 3

15:15 Feedback on Proposal 4

15:40 Feedback on Proposal 5

16:00 Meeting closed



Welcome - The Group
Terms of Reference

To undertake a review of the existing UK-wide financial support schemes for individuals infected with 
hepatitis C and HIV through NHS blood and blood products, in respect of individuals and families 
receiving payments in Scotland.

To provide recommendations to Scottish Ministers on whether the current system should be changed 
and, if so, what changes should be made and whether any of these changes should be applied 
retrospectively.

The review should:

• Define and cost various options for future schemes and compare against the status quo, including 
parallel UK compensation and ex gratia schemes such as for those affected by vCJD, vaccine 
damage and Thalidomide.

• Agree general principles for a system of financial support.

• Consider the risks and benefits of the existing UK approach as versus a standalone Scottish 
approach, engaging with the other UK countries as part of this review to understand the current and 
historic UK context, including matters of accountability, governance, cost, eligibility (tests of 
causation and disability) and any potential cross-border issues.

• Consider evidence from affected patients, families and their representatives in relation to:

• the strengths and weaknesses of current payment schemes; and

• unmet need which could be addressed by an improved scheme.

• Consider evidence or practice in other relevant jurisdictions beyond the UK, such as the Republic of 
Ireland, for any lessons for Scotland.

• Consider any possible legal and tax issues, including legislative changes and transitional 
arrangements that may be required.

• Report to Scottish Ministers as soon as possible, but no later than November 2015. 

The review will be supported by dedicated civil servant resource from the Scottish Government.



Welcome - Aims of today



Needs – The Scoping Exercise



Views – The Consultation

• Regional Meetings

• Edinburgh

• Inverness

• Dundee

• Aberdeen

• Glasgow

• Questionnaire

• 460 letters issues, plus promotion by members of 
The Group

• 327 returned (71%)

• One to one conversations



Questionnaire Results - Who 

• Slightly more men (55%) than women (44%).

• The women responded were, on average, 

slightly older than the men.

• 97% of people were infected themselves or

the partner of someone who was infected.



Questionnaire Results - Infections 

• Almost all indicated they were affected 

by Hepatitis C

• 61% had experienced serious loss of 

health (periods or long-term).

• The largest group was people infected 

through a blood transfusion (55%), 

followed by those infected from clotting 

factor products (32%)



Questionnaire Results – Lump Sums

While their wasn’t a majority for a lump sum in full and final settlement (46%), 

the majority of people would like a lump sum to be part of the settlement (80%). 



Questionnaire Results - Eligibility 

Agreement that bereaved families 

need support.  Ideally, through a 

large enough payment to the 

infected person.  However, also 

reasonable support for, life 

insurance, a lump sum, or pension 

for life.

86% felt there should 

be one claim per 

infection. 



Questionnaire Results - Targeting 

Strongest support for everyone getting the same payment regardless of the impact of the 

infections.  However, also significant support for taking account of Financial Losses, General 

Health, Disability, and Liver Health.



Questionnaire Results - Simplicity 

A clear preference for a simple, broader bush scheme, as opposed to a more nuanced 

approach which took more account of individual experiences.



Questionnaire Results - Structure 
A clear support for a 

single Scottish body 

to administer any new 

scheme…

…with a strong view 

that there should be 

fewer organisations, 

whether or not they 

were UK or Scottish 

based.



Questionnaire Results - Summary

• Good response, thank you all.

• A lump sum should be part of the settlement.

• One claim per infection.

• Support for bereaved families.

• Everyone should get the same.

• The scheme should be simple and straight forward.

• There should be a single organisation, preferably in 
Scotland.



Questionnaire Results – Context 
from meetings and conversations

There is a wide range of impacts that people would like to 
be recognised.

1. The pain and suffering of being infected

2. The financial losses of everyone affected

3. Loss of support 

4. Ongoing needs

5. Security for families

6. Aggravating factors



The Draft Proposals



Proposal 1: Annual payments 

• For those who are receiving ex gratia annual payments – both HIV 
and Hepatitis C – those payments should be increased so that they 
are in line with the Scottish median income. 

• These annual payments will ensure nobody is in poverty, and will 
reflect historic and future financial loss for those most affected by 
infections. 

• The annual payments should be increased from £15k p.a. to £27k 
p.a. to reflect Scottish full-time gross median income.  

• Co-infected HIV and Stage 2 HCV currently receive £30k p.a.   That 
amount should be raised to £37k to reflect additional health needs 
and to provide a comparable increase as other recipients in cash 
terms. 

• These payments should be exempt from tax and should have no 
impact on benefits.



Proposal 2: Supporting widows, widowers

• When the primary recipient dies, the increased annual payments 
should convert into a pension for surviving spouses of 75% of 
annual payment. 

• Similar annual pension payments should be made going forward to 
any widow/er whose spouse died in the past as a result of 
infections via NHS blood and blood products.

• The proposed ~£27k p.a. annual payment should continue for a 
full year after date of death, to provide transition support.  
Thereafter, it should convert into payment at 75% p.a. until death.

• Widows of those who died of HIV or at Skipton Stage 2 in the past 
should immediately qualify for the 75% annual payment. 

• Widows of those who died at Skipton Stage 1 should be able to 
apply for this payment where the virus contributed directly to the 
death.   



Proposal 3:  
Intermediate lump sum payment for hepatitis C

• An intermediate lump-sum payment for those infected with hepatitis C 
should be established to account for those who have more moderate 
disease progression and who are not yet eligible for Skipton Stage 2.  

• This payment will reflect the health impacts of hepatitis C infection that 
has not yet progressed to severe liver disease including extra-hepatic 
manifestations and mental health challenges.

• An additional lump sum payment level should be introduced between 
Skipton Stage 1 and Skipton Stage 2, to include all those with fibrosis, or 
measurable clinical impact.  

• Clinical advice would be required on how to establish new thresholds –
this should include extra-hepatic conditions. This work should be done by 
a group including both clinicians and patients.

• All those current stage 1 recipients who would be eligible should be 
entitled to a £30k lump sum, to reflect additional health impact and 
financial loss. 

• If these individuals subsequently transition to the current Stage 2 
(cirrhosis, liver cancer etc) then they should receive the remaining £20k 
lump sum and become eligible for annual payments.



Proposal 4: Support and Assistance Grants

• A new Support and Assistance Grants scheme, administered in 
Scotland, should be established, with greater funding than the 
existing discretionary schemes. 

• The scheme should be available to anyone in receipt of 
payments or their families/carers.

• The scheme should have simple mechanisms for application and 
payment, and a transparent appeals mechanism involving lay 
members in decisions.

• Scottish Government currently allocates £300k p.a. to the 
discretionary funds distributed by Caxton. To allow sufficient 
flexibility and responsiveness to the target group this should be 
increased to £1m p.a. and distributed through the Support and 
Assistance Grant scheme.  

• The grants should be administered either by an existing Scottish 
body, or via a new body established specifically for this purpose.



Proposal 4: Support and Assistance Grants

• We would seek to learn from the Thalidomide Grants model 
where funding can be used for certain defined activities.

• The Scheme should enable the grant to be used creatively - i.e. to 
provide a lump sum to certain recipients, or to ‘top-up’ annual 
payments where needed.  

• Any infected person, their immediate family (to be defined) 
and/or carers should be able to apply for grants from the 
scheme. 

• Applicants should indicate what they wish to use the funding for, 
against a set list of activities/needs, and sign an undertaking to 
use it for that purpose.  

• There should be minimal means testing – unless applicants 
significantly exceed available funds in which case those most in 
need should be prioritised.  

• The group acknowledge that this may require intermittent, 
random spot-checks on use of money to satisfy audit 
requirements. 



Proposal 4: Support and Assistance Grants
What could this grant be used for?

This would need to be defined, but for example:

• Financial support whilst undergoing treatment

• Travel/life insurance – to cover the additional premium related to the 
infection/s.

• Respite breaks

• Additional health and mobility-related repairs and adaptations to homes

• Support with debt and money management

• Purchase of essential household items.

• Support with vehicle repair costs to ensure people can retain their mobility 
and independence

• Financial support to enable people to undergo re-training

• Funeral plans

• Counselling/psychological support.

• Tax assistance if in financial need.

• Providing support to the children of the deceased where they would have had 
a reasonable expectation that an unaffected parent would have provided that 
support (driving lessons, education, and training).

• Access to complementary therapies.

• Home help to enable people to stay in their homes.



Proposal 5: Further work

• Consideration should be given to the fulfilment of the Ross 
report recommendation that all those chronically infected 
with HCV should receive a basic £50k lump sum payment for 
pain and suffering.

• Recipients of the ongoing annual payments should have the 
option of converting these into a one-off lump sum payment 
by way of final settlement.  

• Access to insurance products, and additional loading of 
premiums due to infections, should be given further 
consideration.

• The operation of the schemes should be subject to review in 
conjunction with beneficiaries.



General Points

• None of these proposals should require recipients to sign any sort of waiver to 
prevent individual action for damages etc – primary recipients will still able and free 
to raise actions.  

• A new Scottish scheme should be established that is sensitive to the unique Scottish 
context.

• Payments should not be taken into account for the purposes of entitlement to 
benefits and should be exempt for taxation purposes.

• Eligibility for payments should be on the balance of probabilities – i.e. medical 
records not absolutely required. 

• Appeals mechanism – a credible, transparent appeals mechanism should be 
established for all parts of the improved schemes. The patient voice should be 
represented on the appeals panel.

• Accountability – the new structures established in Scotland should have affected 
patients involved in Governance/oversight (i.e. there should be parity of 
representation with regard to the background of Trustees or Board members to 
ensure that purely professional or policy concerns are not thought to dominate their 
work).  The group acknowledges that the agency will need to be seen to be 
independent and impartial in their actions.

• The group agreed as a principle that nobody should receive less financial support 
due to the new arrangements.  The same level of support should at least be 
maintained.  

• Any new arrangements should be subject to future review to ensure they are fit for 
purpose. 



Lunch


