
	
	
	



The Haemophilia Society written evidence to the PAC
The Infected Blood Compensation Scheme
[bookmark: _Toc231203133]Introduction
1. The infected blood scandal is recognised as ‘the worst treatment disaster in the history of the NHS’. More than 30,000 people were infected with HIV or hepatitis viruses through contaminated blood products and transfusions. More than 3,000 have died as a result.
2. As the charity for everyone affected by a bleeding disorder, our community has been acutely and tragically impacted by contaminated blood. Around 1,250 people with bleeding disorders were infected with HIV, including 380 children. Almost all were also infected with hepatitis C. Between 2,400 and 5,000 were infected with hepatitis C.
3. For every infected individual, there are families, partners and dependents affected by trauma, financial loss, care needs, relationship changes and upended life plans. The Government has estimated that up to 140,000 people may be affected, while IBCA has estimated that around 51,000 affected people may claim compensation.
4. Justice will only be served when infected and affected people have been fully and fairly compensated. While there has been progress, there have also been major missteps in the set up and operation of the scheme. As Sir Brian Langstaff, Chair of the Infected Blood Inquiry said, this has caused ‘distress, anger, frustration and despair’ amongst those to whom compensation is due.
Key lessons for future government compensation schemes
A. Interim compensation payments are welcome but need careful design and efficient delivery.
B. There must be transparency about the development and design of a compensation scheme from day one.
C. The impacted community must be consulted and involved in scheme design and must really be listened to.
D. The pace of compensation cannot be allowed to slow and stall for months on end – as our community has experienced with ‘test and learn’.
E. [bookmark: _Int_eazdKxN7]There are advantages to an independent body for compensation, but in practice these can be undermined by delays, teething problems, perceived lack of independence and unclear accountability.
F. The best way to retain the advantages of an independent body for future compensation schemes, without having to reinvent the wheel each time, is a permanent body to lead delivery of government compensation.
A. Interim compensation payments are welcome but need careful design and efficient delivery.
5. It was pointed out in Shaila Pal's evidence that the compensation was paid quickly to some parts of the infected and affected community through interim compensation and we would like to expand further on this issue. On the recommendation of the Infected Blood Inquiry, everyone registered on a UK infected blood support scheme received £100,000 interim compensation in October 2022 and a further £210,000 in September 2025. In addition, in October 2025, £100,000 interim compensation was offered to people claiming on behalf of an estate.
6. The first two payments were made through the support schemes and were, largely, efficiently managed. The third payment to estates was made through the support schemes in Northern Ireland, Wales and Scotland and a new body called the Infected Blood Interim Estates Payment Service (IBIEPS). Unlike the previous two payments, this payment involved applicants who were not 'in the system' and caused, for many, significant anxiety and distress through unnecessary and badly thought out processes.
7. Our conclusion is that a swift and efficient interim payment to the infected community and bereaved partners registered on support schemes was extremely welcome. However, the poorly thought out third interim payment to estates caused genuine trauma to some applicants. For example, some applicants received emails saying a payment would be made on a certain date, only to then get another email informing them that they needed to submit more documentation, without a clear explanation about what had changed. Many of the problems relate to the IBIEPS which did not have dedicated case managers and did not have sufficiently knowledgeable staff to deal with what proved to be extremely complex cases. Any future interim compensation payments would need to consider how it would be delivered to ensure that it could be administered expertly and efficiently.
B. There must be transparency about the development and design of a compensation scheme from day one.
8. When it becomes clear that a compensation scheme will be needed, it is right that the Government takes early action to prepare. But it’s vital that this happens openly and transparently – and that the community that is to be compensated must be involved and communicated with. The complete lack of transparency in the initial development of the Infected Blood Compensation Scheme lost the trust of the community at an early stage.
9. In our case, the Government refused to discuss a compensation scheme with advocacy groups or with the community - even during the final stages of the Infected Blood Inquiry, when it was clear that one would be needed. We did not know at the time that the Government was preparing a compensation scheme from late 2023 onwards, but in secret and without any consultation.
10. The Inquiry Report was published on 20 May 2024. It was a hugely emotional moment of vindication for so many who had spent years fighting for justice. Yet the following day, the Government announced a full compensation scheme as a fait accompli.
11. This was a major mistake which plunged people into despair at what should have been a huge moment of vindication. The scheme never stood a chance of reflecting the true needs and experiences of the community who were not consulted. This therefore guaranteed that the development of a more suitable scheme would face major delays. At the same time, the Government announced that existing support schemes (which were widely understood and relied upon) would come to an abrupt end the following year, causing additional distrust, distress and anger.
12. It is important that any expert body involved in the design of a scheme properly reflects the specialisms necessary to make informed decisions. As Kate Burt pointed out in her evidence, there was no haemophilia specialist on the original TEG, nor was there a clinical psychologist. As there was no transparency about the group, there was no opportunity to pick up on this oversight.
C. The impacted community must be consulted and involved in scheme design, and must really be listened to.
13. Trust has been further harmed by failures to meaningfully consult or listen to the community, both during the initial scheme design and as later changes have been made.
14. A lesson identified in the 2024 National Audit Office report is that: ‘Involving stakeholders in the design of schemes can help to achieve buy-in and improve the quality of the scheme.’ The Government should have engaged in genuine, early and deep consultation with the community, advocacy groups and representatives, and future scheme claimants. Instead, they relied on expert groups working in a vacuum.
15. It would be misleading to suggest that consulting with the impacted community is easy. There is unlikely to be a consensus amongst the victims of an injustice about a compensation scheme. However, understanding the many viewpoints of a community which has been harmed is essential in creating a credible base for a compensation scheme. Explaining to the community why and how decisions have been made as a result of the consultation is the next step to establishing trust in a scheme. As Professor Montgomery acknowledged in his evidence to the PAC, once consulted ‘the community produced some very well-reasoned and well-informed improvements to the scheme’.
16. The Government would have saved itself a huge amount of work - and the community a huge amount of stress and anxiety - if they had consulted and listened to infected and affected people properly in the ample time they had to do so between February 2022 and May 2024. Had this proper consultation happened from the outset: 
· The infected blood community would have had more trust in the process;
· The scheme would have better understood and reflected the impacts on infected and affected people;
· Fewer rounds of legislation would have been needed – avoiding additional delay and trauma;
· Fewer and less complicated regulations would have been required – resulting in a scheme that is easier to understand and navigate.
17. It was only after Sir Brian reconvened the Infected Blood Inquiry and published an Additional Report in response to the community’s concerns that the Government began to listen – including by consulting on proposed changes between October 2025 and January 2026.
18. Although the Government has proposed some positive changes as a result of this consultation, important aspects of the consultation have continued to deeply disappoint the community. These range from ignoring the extensive real-world evidence about the debilitating, long-term impact of interferon treatment, to failing to consult on major inequities in the handling of estate claims which effectively penalize those who died earlier, to many other points on which the community feels it has either not been consulted or that its answers have not been listened to. 
D. The pace of compensation cannot be allowed to slow and stall for months on end – as our community has experienced with ‘test and learn’.
19. In the case of the infected blood compensation scheme, claimants have not been paid sufficiently quickly. Speed is of paramount importance. Many of those who are owed compensation are both elderly and in poor health because of the harm they have suffered. Week by week, infected and affected people are dying before seeing the compensation they deserve.
20. The scheme made some strong initial progress but it now feels like it has stalled. As set out in Figure 18 of the 2026 National Audit Office report, the number of people paid compensation rose from 77 in April 2025 to over 2,861 in January 2026 (an average of 309 per month). However, since that time progress has slowed markedly, rising to 3,272 by late May 2026 (an average of 103 per month). 
21. The early progress was almost entirely made amongst the claims for living infected people who were registered with a previous support scheme (and therefore relatively straightforward claims to assess), who represent 3,198 of the 3,272 who have received compensation. We are concerned that the ‘test and learn’ approach IBCA is using to build capacity to address other categories of claims is causing undue delays. Of those living infected people who were not on a support scheme, just 21 have been paid compensation by May 2026. Just 23 estates of infected people have been paid. Just 30 affected people have been paid. 
22. Our understanding of ‘test and learn’ is that it attempts to build a system that can deal with any claim – even the most complex – before ramping up the claims pipeline. We cannot understand this approach. We believe it would be more efficient and compassionate for IBCA to compensate as many people as quickly as possible by prioritising the bulk of simple cases, rather than making everyone wait for the most complicated claims to be resolved. In the absence of any clear explanation for using ‘test and learn’ or the excessive time it is taking, rumours that compensation is being deliberately delayed are circulating parts of the community.  The Government must urgently speed up compensation payments if it is to restore the trust of the community.
E. There are advantages to an independent body for compensation, but in practice these can be undermined by delays, teething problems, perceived lack of independence, and unclear accountability.
23. The Infected Blood Compensation Scheme is delivered by an independent body: the Infected Blood Compensation Authority (IBCA), following a welcome recommendation of the Infected Blood Inquiry. In practice, there have been pros and cons to having an independent body, though we believe many of the negatives can be avoided in future schemes.
Independence of Government
24. While we welcome the principle of an independent body, at least some of its benefits are undermined by perceptions that IBCA is not truly independent. It is welcome that compensation is not being overseen by the Department of Health and Social Care, which inevitably would affect perceptions of impartiality. However, IBCA has not always been perceived as an independent body, partly because regulations put in place by Cabinet Office do not allow substantial discretion with which to take decisions independently. This impression was reinforced by seconding of staff from Cabinet Office to IBCA at an early stage.
Dedicated resources
25. It is welcome that IBCA is now a large, dedicated organisation with significant resources at its disposal. We recognise the substantial efforts it has made to engage with the community, including holding a large number of community events which have often been well received. A team of IBCA support staff, including its then-interim Chief Executive, David Foley, twice attended the Haemophilia Society's annual Big Get-Together conference offering valuable advice to our members. We and many other campaign and support groups have been involved in regular consultations and updates, which is appreciated and useful. Tools like the compensation calculator are easy to use and provide early clarity about what sort of compensation claimants can expect. It is welcome that extensive legal and psychological support and financial guidance and advice are offered, which we recognise are not provided by all compensation schemes. 
26. While infected and affected people are growing extremely frustrated with the delay in being invited to start their claims, those whose claims are underway are typically kept up to date with progress and are able to access relevant information. IBCA’s dedicated claim managers are also a strength, with many of those whose claims have been completed reporting positive experiences with IBCA staff, as set out in the National Audit Office Reports. However, the same figures show much lower levels of trust and satisfaction amongst the community at large, the vast majority of whom are still waiting for their claim to begin. The community will only see the benefit of these resources if issues with pace of progress are addressed and dealt with.
Accountability gap
27. A disadvantage of an independent body we have encountered is that there can appear to be a gap when it comes to accountability for problems with the scheme. For example, clinicians at haemophilia centres have consistently reported issues with the kind of evidence they are being asked to produce to support compensation claims. This includes frequently asking for information that is not appropriate or does not exist, resulting in both delays to claims and an additional burden on already stretched haemophilia centres. Both IBCA and Cabinet Office acknowledge that this is a problem and the UK Haemophilia Centres Doctors’ Organisation has repeatedly offered to help. Yet it has so far proven impossible to resolve these issues with either IBCA or Cabinet Office. Where an independent body is used, there must be an agreed and effective mechanism for feeding back and addressing problems with the design of the scheme, as well as clear accountability and responsibility for ensuring this happens.
Time taken starting claims
28. While the announcement of an independent body was welcomed, it was not really understood how much additional time this would add to the compensation scheme. We are deeply concerned at the length of time it is taking to put in place the infrastructure required to efficiently resolve people’s claims.


F. The best way to retain the advantages of an independent body for future compensation schemes, without having to reinvent the wheel each time, is a permanent body to lead delivery of government compensation.
29. The 2026 National Audit Office Report notes a recommendation that ‘government should establish a standing public body to devise, administer and deliver schemes for providing financial redress to persons harmed by the action or inaction of public bodies’. However, we believe there is a strong case for establishing a permanent independent compensation body, which would provide significant benefits to future compensation schemes, while substantially helping to avoid the negatives that have been experienced in the case of IBCA.
30. Such a permanent body would already be in operation at the point at which future compensation schemes are required, avoiding the time and costs associated with establishing a complex new organisation from scratch. It would afford the benefits of an independent body (in terms of independence and dedicated resourcing) to all compensation schemes regardless of size, not only to schemes large enough to justify the creation of a bespoke compensation authority. It would be a repository of expertise, knowledge and experience, with the institutional memory to ensure best practice is incorporated into all government compensation schemes. The size and operations of the permanent compensation body could ramp up and down over time in response to the number, size and complexity of compensation schemes in operation at any given time. Our hope is that a permanent body will be able to avoid the technical and accountability issues, set out above, when administering future schemes once systems are in place and best practice adopted.
[bookmark: _Toc231203150]Point of clarification
31. The 2026 National Audit Office Report states that ‘the Infected Blood Compensation Scheme is expected to pay out £12.8bn’. In fact, the Government has confirmed to us that the estimate, which they describe as ‘neither a target nor a ceiling’, is £11.8bn. We believe the confusion arose around the Government’s announcement of changes to the scheme that it expects will cost £1bn. This figure falls within the original £11.8bn sum.
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