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Penrose Inquiry Report - Progress Update 

Haemophilia Scotland 

Executive Summary 

Haemophilia Scotland believes the Penrose Inquiry and Report failed to fulfil 
the reasonable expectation of the affected community.  

However, we are grateful to the Scottish Government not only for establishing 
the Inquiry but for recognising the pain and caused by the disaster. Their 
apology accepted a moral responsibility to those affected. 

We have agreed with the Scottish Government that improving the financial 
support arrangements is the top priority and accept that progress on some of 
the other areas detailed in this submission have been reasonably deferred 
until after new arrangements are in place. 

We believe that the Financial Support Review Group was a genuine attempt 
to find practical improvements which can be delivered by the Scottish 
Government. We do not contend that the recommendations are perfect, in 
particular in relation to the financial losses of those not eligible for ongoing 
support. However, they are a significant improvement, in particular in relation 
to those whose health has suffered most and many of the bereaved families. 
We, therefore, support their full and rapid implementation, and recognise the 
commitment to the affected community that would represent. The need for 
improved financial support is now extremely urgent. Many of those affected 
are seriously ill and facing pressing financial hardship.  

1. The Penrose Inquiry Process 

1.1. Haemophilia Scotland was a Core Participant in the Penrose Inquiry 
as were several of our members. The experience of involvement with 
the Inquiry process has led us to conclude that the Inquiries Act is not 
fit for purpose and the Penrose Inquiry failed to fulfil the reasonable 
expectations of those affected by the contaminated blood disaster in 
Scotland. This is particularly disappointing given the significant 
investment of public money and the extremely long length of the 
process. Below we detail these expectations against the record of the 
Inquiry. 

1.2. EXPECTATION 1: That the concerns which had been raised by 
the campaign which led to establishment of the Inquiry would be 
investigated. 
Many of issues raised during the campaign were not investigated by 
the Inquiry. Specifically, 

1.2.1.  Whether or not there had been a systematic destruction of 
medical records relating to the relevant years. Many individuals 
report that sections of their medical records for the late 1970s 
and/or early 1980s are missing. This is widely seen within the 
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community as evidence of a cover up. The Chairman of the Inquiry 
refused to investigate these claims. It is a weakness of the Inquiry 
system that decisions of the Chairman can only be appealed to the 
Chairman. 

1.3. EXPECTATION 2: The facts of the contaminated blood disaster 
should be established. 
Most campaigners have experienced being dismissed as conspiracy 
theorists when discussing the facts of the disaster. It was important, 
therefore, to have the details of the disaster officially documented. The 
Penrose Inquiry has been reasonably successful at documenting the 
events of the disaster and the Final Report provides a useful reference 
document. 

1.4. EXPECTATION 3: That those affected would “get their day in 
court.”  
It is shocking that an Inquiry costing over £12 million and taking seven 
years could not find time to listen in person to the experiences of those 
who were infected, their loved ones, and the bereaved. The result was 
that the oral hearing days heard from very few affected individuals. 
The vast majority of witnesses were former clinicians and former civil 
servants. The impression was given that their, often incomplete, 
recollection of events was given much greater weight than that of 
those affected. The Chairman made it clear that he gave more weight 
to evidence that had been tested in an oral evidence session but 
denied the opportunities to have their evidence tested to all but a 
handful of affected people. Some Haemophilia Scotland members 
have commented that information provided by affected people 
regarded as the Inquiry hearing their stories while contribution from 
unaffected witnesses was regarded as evidence. It was also notable 
that several individuals with the highest profile as campaigners were 
not selected as witnesses. This was widely seen as an attempt to limit, 
as far as possible, the evidence from patients to their own experience 
and not hear from them about the wider disaster.  

1.5. EXPECTATION 4: Once the facts were established, to provide a 
commentary on whether or not they were acceptable. 
Another weakness of the Penrose Inquiry was that it was explicitly not 
seeking to establish liability or apportion blame. However, there was 
an expectation that the Final Report would contain criticisms of either 
individuals or the system. The failure to make specific criticism implies 
that it was the view of the Chairman that the infection and deaths 
caused by the disaster were in some way acceptable. The statement 
read on behalf of the Chairman on the day the report was published 
gave greater prominence to the distress the disaster caused to 
clinicians than the suffering caused to the victims of the disaster. This 
confirmed the impression that the Chairman was an establishment 
figure and felt more affinity with the former civil servants and 
consultants than he did with those who had been infected. The lack of 
empathy or critical remarks, in the Executive Summary of the Final 
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Report in particular, accounts in large measure for the extreme anger 
which it engendered in the affected community. 

1.6. EXPECTATION 5: That the experience of the disaster would be 
compared to current practice. Where practice had been had 
already been improved this should be highlighted and, where 
appropriate, recommendations made for ways in which practice 
could be further improved. 
There was a disappointing lack of focus on current practice in both the 
oral evidence sessions and the Final Report. That lessons should be 
learnt from the disaster is particularly important to bereaved families 
who would like to know that the deaths of their loved ones might at 
least help prevent other families facing similar suffering. A potentially 
valuable opportunity has been missed to assess issues around the 
communication of risk, consent for testing or research, and access to 
new treatments in the light of the disaster. The failure of the Penrose 
Inquiry to conduct this work can be summarise by the fact that its 
single recommendation was extremely similar to one of the 
recommendations of the Ross Expert Group made more than a 
decade earlier. 

2. The Government response to the Penrose Inquiry Final Report. 

2.1. On the day of the Final Report of the Penrose Inquiry, Haemophilia 
Scotland released two documents (appendix 1 and 2). The first 
highlighted some of the facts established by the Inquiry, The Evidence, 
and the second outline what action Haemophilia Scotland believed 
was necessary to respond, Our Recommendations. In the absence of 
an appropriate range of recommendations from the Inquiry we, in 
effect, made our own. Responding to the Penrose Report the following 
day the First Minister and Cabinet Secretary for Health, Wellbeing, and 
Sport set out their approach to dealing with the issues arising from the 
Report. It is our intention, within this submission, to provide evidence 
of the progress which has been made, through that approach, towards 
meeting the challenges we set out at the time. 

2.1.1.  Acknowledging the disaster and supporting its victims.  

2.1.1.1. An apology. We called for a full an unreserved apology 
which accepted the Scottish Government’s moral 
responsibility to those affected. We were pleased that both 
the First Minister and the Cabinet Secretary of Health, 
Wellbeing, and Sport apologised in these terms, in the 
Scottish Parliament, at their first opportunity the following day.  

2.1.1.2. A Scottish settlement for financial support. We have 
had good access to the Cabinet Secretary during this process 
and were able to quickly agree with her that a financial 
support settlement was the top priority. We were members of 
the Contaminated Blood Financial Support Review Group she 
established under Ian Welsh to make recommendations to 
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her about how the financial support arrangements could be 
improved. That group has now reported and we are waiting 
for a statement from the Cabinet Secretary on whether or not 
its recommendations will be implemented. The 
recommendations reflect many of the priorities we set for 
such a scheme in our response to the Penrose Report.  

Those which are well represented in the recommendations 
include, 

 That the scheme should explicitly recognise both the 
pain and suffering, and the financial losses caused by 
the disaster to both the infected individuals and their 
families/carers.  

 That there should be a Scottish scheme to improve 
accountability. 

   Those where more work needs to be done include, 

 That medical records should not be required to make an 
application to the scheme because so many have been 
lost or destroyed. This issue was discussed by the 
review group which recommended that it be examined as 
part of a wider review of the criteria for financial support. 

We had originally argued that the financial support scheme 
should be based on civil damages. However, the consultation 
conducted by the review group revealed that there was a high 
level of resistance to assessment, which would be a 
necessary part of a process based on civil damages. This is 
due in part for a desire for simplicity but we also believe that 
the experience of assessment as a tool in welfare cuts was 
also responsible for that resistance.  

We particularly welcome the recommendation that there be a 
separate scheme in Scotland as we believe that this will 
provide the potential for a more flexible approach. For 
example, we are concerned that the underfunding of the 
Caxton Foundation will have resulted in pent up demand for 
discretionary support for the first two or three years of 
operation of any new discretionary scheme. We hope that a 
closer relationship between the scheme and the Scottish 
Government would allow for some creativity in dealing with 
this sort of issue. 

We would like to draw the attention of the Health and Sport 
Committee to Proposal 5 – Further Work, Contaminated 
Blood: Financial Support Conclusions and Recommendations 
Report. This proposal details five specific areas of work 
where there was not sufficient time for the review group to 
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conduct the necessary work for a more complete 
recommendation. The six area identified covered, 

1. Providing the option of converting entitlement to 
ongoing payments into a lump sum settlement. 

2. Equitable access to financial products. 

3. Periodic review of the operation of any new scheme(s). 

4. Reviewing the threshold between Stage 1 and Stage 2 
levels of support. 

5. Review the attribution of Hepatitis C to the causes of 
death to ensure that all those widowed by the virus 
were entitled to the proposed widow(er)s pension. 

6. Review the criteria for accessing financial support and 
allow reapplications to address the needs of those who 
have previously been rejected. 

All six clauses of Proposal 5 are significant areas of work. We 
would respectfully suggest that the Committee may have a 
role in monitoring progress towards achieving them. 

2.1.1.3. Support for Families. Similarly, if implemented, the 
recommendations would see a significant improvement in the 
support available for families. Immediate family members 
would have access to an enhanced discretionary support 
scheme. Many widow(er)s would also be eligible for a 
pension for life, dependent on the death being related to the 
infection. This is a very different approach to the scheme 
bases on civil damage which we had originally envisaged but 
we believe it would represent a significant and important step 
forward in the support available to the families who have been 
bereaved by this disaster. 

2.1.1.4. Psychosocial support. The statements made in the 
Scottish Parliament reiterated the commitment of the Scottish 
Government to conduct psychosocial support pilots. The 
psychologist led pilot, in Edinburgh, has just started. We 
particularly welcome the statement that it is the intension of 
the Scottish Government that these pilots lead in time to the 
provision of a national service. 

2.1.2.  Securing the safety of the blood supply. 

2.1.2.1. Prison Blood Donations. We believe that the 
experience of the contaminated blood disaster shows that 
incarcerated populations are at increased risk from blood 
borne pathogens. New pathological threats develop on a 
regular basis so we believe that the precautionary principle 
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dictates that the Scottish Blood Transfusion Service should 
never again accept donations from incarcerated people. 
Although we believe that these donations do not currently 
make up any part of Scotland’s blood supply, we would like a 
clear and unambiguous statement that they will not be used in 
the future. At the time of writing such as statement has not 
been made. 

2.1.2.2. Donor tests. In our view the Penrose Report exposed the 
weakness of a seemingly ad hoc approach to whether or not 
donor screening tests, or surrogate tests, should be 
implemented in response to either emerging pathogens or 
improvements in testing technology.  We believe there should 
be a stronger presumption in favour of testing and increased 
transparency around these decisions.  So far, these issues 
have not been addressed, following the publication of the 
Penrose Report. We are hopeful that they will be tackled once 
the issue of financial support has been dealt with. 

2.1.2.3. Look-back. The Cabinet Secretary has established a 
Penrose Report Short Life Working Group which is working to 
implement the recommendation of the Penrose Report to 
offer testing to those who may have been exposed to 
contaminated blood or blood products. We have joined the 
working group which has had its first meeting.  

2.1.3.  The patient at the centre of decision making. 

2.1.3.1. Nothing about me without me: The Penrose Final 
Report described the relationship between clinicians and 
patients during the contaminated blood disaster as 
paternalistic. While the vast majority of people with bleeding 
disorders have a constructive partnership with the clinicians in 
their specialist Haemophilia Centre the feedback we receive 
from our members when interacting with other parts of the 
NHS isn’t always as positive.  

2.1.3.2. Nothing about us without us: Haemophilia Scotland 
has consistently argued that an important lesson to be learnt 
from the contaminated blood disaster is that patient 
organisations and representatives must be involved in all 
decisions relating to the provision of treatment and care. 
Since the Penrose Final Report was published a National 
Managed Clinical Network for Inherited Bleeding Disorders 
has been established. Although it is in its early days, having a 
national haemophilia committee provides an exciting 
opportunity to deepen the partnership between patients, 
carers, and healthcare professionals providing specialist care 
for people with bleeding disorders. 
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2.1.3.3. Duty of Candour: The communications failures, detailed 
in the Penrose Inquiry Final Report, have exasperated the 
sense of mistrust and anger in the affected community. The 
Duty of Candour is an excellent opportunity to lock in a 
culture of openness. While we accept that having the duty 
placed on organisations does not usurp or prohibit the role of 
individual clinicians in discharging it we believe it would be 
strengthened if the duty was placed on treating individuals 
rather than organisations.  

2.1.4.  Research 

2.1.4.1. Full and informed consent in the use of samples for 
research. The Penrose Inquiry process did not provide any 
reassurance that patients had a complete right to give or 
refuse consent in the use of their samples in research. In fact 
oral evidence providing by practicing clinicians made is clear 
that this is not the case in practice and historic sample are 
used in research without gaining consent to do so. We 
believe that this is particularly important in rare diseases 
where the chances of individuals being identified within 
supposedly anonymous published papers is greater, as 
happened with papers published during the course of the 
contaminated blood disaster in relation to immune challenges 
and Haemophilia. 

2.1.4.2. More research. We are not aware of any new research 
commissioned in response to the Penrose Inquiry Final 
Report which would address the lack of data on the effects of 
the viruses those exposed multiple times and/or with multiple 
genotypes. 

Haemophilia Scotland 

Further Reading 

 The Penrose Inquiry Final Report 
http://www.penroseinquiry.org.uk/finalreport/  

 The Contaminated Blood Financial Review Group Final Report 
http://haemophilia.scot/advocacy/infected-blood-scottish-financial-
support-review-group/  

 The Contaminated Blood Financial Review Group Consultation 
Meetings Report 
https://haemophiliascotland.files.wordpress.com/2015/09/the-
contaminated-blood-scottish-financial-support-review-group-regional-
meetings-summary.pdf  

 The Lord Ross Expert Panel – 10 years on 
http://haemophilia.scot/2014/04/03/after-10-years-none-of-the-ross-
report-recommendations-have-been-implemented-in-full/  
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 The Archer Report 
https://haemophiliascotland.files.wordpress.com/2014/11/76_lord-
archer-report.pdf  

 Factor 9 
https://vimeo.com/96851355 password: Inverness 

 Newsnight – Haemophiliacs used in trials 
https://www.youtube.com/watch?v=7NViX1RP94U  

 Frontline Scotland 
https://www.youtube.com/watch?v=0QT88bVPqoM  

 The Scottish Infected Blood Scoping Exercise 
http://sibf.ninedesignstudio.co.uk/SIBF-Scoping-Exercise.pdf  
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APPENDIX 1 
Haemophilia Scotland Response to the Penrose Report 
The Evidence  

Introduction 

The Scottish Government has been committed to investigating the 
contaminated blood disaster for many years. By setting up the Penrose 
Inquiry they showed a commendable commitment to uncovering the truth of 
this scandal.  That commitment to truth must now be matched by an equal 
commitment to justice and fulfilling the moral duty of care to those devastated 
by the disaster. 

The Penrose Report reveals the enormous levels of suffering that has been 
endured for decades by individuals and families all over Scotland. The Report 
contains powerful testimony of the horrendous damage to health, relationships 
and finances suffered by 478 Scottish families affected by bleeding disorders. 
For 193 of them their loved one has not survived to see the Penrose Report 
published. The Scottish public will be shocked and appalled at the level of 
suffering that has been caused by the greatest scandal ever to engulf the 
NHS. 

Haemophilia Scotland, those infected, and their families are determined that 
all the decades of pain, loss and suffering should lead to real improvements in 
patient safety. We stand ready to work with the Scottish Government to make 
that happen. This is now in their hands and we feel sure they won’t let us 
down. 

Finally, we’d like to acknowledge the bravery of patients who gave oral and 
written evidence; the hard work of the patient interest legal team; Lord 
Penrose and his Inquiry Team; and the dedication of hard-working medical 
and fractionating staff, not implicated in the report, who spent their careers to 
provide treatment and care to people with bleeding disorders. We would also 
like to remember those who have not survived the contaminated blood 
disaster. We hope that the Penrose Inquiry, and the Scottish and UK 
Government’s response will alleviate the suffering of the survivors and their 
families as well as the bereaved. 

The Facts 

The Penrose Inquiry investigations have uncovered some shocking 
revelations about the contaminated blood disaster in Scotland. With a 
comparatively short period of time we cannot claim to present a 
comprehensive list but only to highlight the strength of the evidence contained 
within the report. 

1. Prisoner Blood Donation. There is a specific finding that there were 
good scientific and medical grounds for terminating prison collections 
by the early 1980’s [26.247]. There is a finding that there was a higher 
prevalence of Hepatitis C in the prison population in the 1970’s and 
1980s and patients were infected because of the continuation of the 
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practice of Prison collection [26.264] Haemophilia Scotland 
concludes that the practice of using taking blood donations from 
prisoner should have stopped years earlier than it did. 

2. Blood Donor Selection. Despite the existence of International 
Standards from 1976 onwards that illicit drug use should debar 
donation, the SNBTS failed to insist that direct questions were asked of 
donors relative to the their intravenous drug use until the later 1980’s 
[26.25]. Haemophilia Scotland concludes that direct questions 
about high risk behaviour should have been integral part of the 
donor selection system. 

3. Patient Information. There are countless examples where it is 
recorded that patients were given insufficient information about the risk 
of HCV infection [e.g. Patient “Christine” Patient “Alex” [34.106 -
34.108]. No well-established or generally accepted procedural 
protocols for communicating information to each individual patient 
about the risks associated with the use of therapeutic products, the 
relative risks of avoiding therapy and the nature of the choice that the 
patient had to make about their own condition and the treatment for it. 
[34.195]. Edinburgh Cohort Patients who wanted to know their HIV 
status should have been told of this by early 1985, in fact some 
patients were not told for many years [33.437]. Patients infected with a 
potentially fatal virus such as HIV, or infected with HCV and at risk of 
developing the serious complications of cirrhosis, possibly 
hepatocellular cancer, and other fatal complications, are entitled to this 
information and should not have to wait while the medical profession 
deliberates on general ethical issues. At a basic human level help is 
needed in real time as it becomes clear that the patient has acquired a 
serious infection or other illness. [34.225] Haemophilia Scotland 
concludes that patients infected with Hepatitis C or HIV should 
have been given the option to know about their status straight 
away. 

4. Scottish Blood Products. For those using domestic products, the 
Inquiry questions the faith which clinicians had in the UK blood supply 
[12.26]. Scottish research showed immunosuppression in patients 
treated exclusively with the PFC products. In 1983 it was no longer 
reasonable to think that they were safer than the imported products 
[12.152] Haemophilia Scotland concludes that all blood products 
should have been considered to carry a significant risk from 
blood borne viruses from 1983. 

5. Commercial Blood Products from America. The use of commercial 
factor VIII concentrate was responsible for the infection with HIV of 
around a quarter of the children treated for Haemophilia A at Yorkhill 
hospital in the early 1980s [Executive Summary Page 18]. As far as 
commercial products were concerned, the Inquiry points out that these 
products were unlicensed until 1983 [21.348] Haemophilia Scotland 
concludes that the decision to import commercial clotting factor 
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products, despite Scotland being able to produce sufficient 
domestic product, led to an increased number of HIV infections. 

6. Contradictory Government Information on AIDS. Transfusion 
doctors in Edinburgh published a leaflet for donors which said that that 
AIDS could “almost certainly” be transmitted by blood and blood 
products in September 1983 [9.110]. Advice which was given my 
medical experts to the Haemophilia Society in March 1983 regarding 
the safety of concentrates provided false reassurance to the patients 
[9.98]. The Inquiry expresses “sympathy” for the position of Dr Mark 
Winter which was critical of the UK Government line that there was “no 
conclusive evidence” that HIV was transmitted by blood or blood 
products and concludes that it (the line) led to a real risk of 
misrepresentation [9.123] Haemophilia Scotland concludes that 
people with bleeding disorders were given misleading information 
about the risk they faced from AIDS. 

7. Access to safer treatment options. The Inquiry states that a 
wholesale shift to cryoprecipitate use carrying a lower risk of HIV 
transmission in the 1980s was technically achievable [12.173]. The 
Inquiry concludes that a re-evaluation needed to take place of the risk/ 
benefit analysis of the therapy in the middle of September 1983 [90] 
despite the fact that it also finds on the basis of the Scottish research 
alone, such a re-assessment was due in the spring of 1983 [12.153]. 
Professor Hann at Yorkhill offered his patients a choice of treatment in 
1983 whereas Professor Forbes in Glasgow and Professor Ludlam in 
Edinburgh and the other Scottish clinicians did not [12.171]. They 
continued to use concentrates. Haemophilia Scotland concludes 
that as the risks of clotting factor concentrates became clearer all 
people with bleeding disorders in Scotland should have been 
offered alternative treatment options. Whether or not to take these 
risks was properly a decision for patients to take with advice from 
clinicians. 

8. The danger from Hepatitis C. The Inquiry finds that by mid-1985 it 
was or should have been realised that hepatitis C was a progressive 
and potentially lethal disease [22.135 and 35.238 and 70]. The Inquiry 
observes without contradiction the evidence which suggested that by 
1985, the pool size had become so large that infection as a result of a 
single exposure to a factor concentrate (whether domestic or 
commercial) would have resulted in inevitable infection. [15.125 and 
15.126]. Haemophilia Scotland concludes that by 1985 being 
treated with a blood product in Scotland meant being infected 
with a progressive and potentially lethal disease. 

9. Treatment outside specialist centres. Guidance should have gone to 
hospitals outwith main centres about the risks of the transmission of 
hepatitis C to previously untreated patients [22.152]. That guidance 
should have been promulgated by the government in Scotland [22.140] 
and such guidance would not have infringed the clinical independence 
of the doctors [22.153]. It was precisely in the circumstances in which 
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previously untreated patients were infected in Scotland over this period 
that guidance on the risks for such patients would have been useful 
[22.142]. There should have been guidance for junior doctors in 
hospitals about these particular risks and dangers. Haemophilia 
Scotland concludes that appropriate guidance was not provided 
outside specialist Haemophilia Centres and as a result previously 
untreated people were put at risk. 

10. Access to safer English clotting factor products. 8Y (the English 
HCV safe factor VIII available at that time) could have been obtained 
for use in the treatment of Scottish virgin patients if it had been 
requested as part of the clinical trial of that product [22.147]. Physicians 
beyond Edinburgh and practitioners responsible for those with bleeding 
disorders should have been told that there was a supply of 8Y available 
after the summer of 1986 [22.149]. Concentrates should not have been 
used in the treatment of previously untreated patients from 1985 unless 
it was unavoidable [22.136]. Haemophilia Scotland concludes that a 
supply of the safer 8Y product from England should have been 
made available throughout Scotland for the treatment of 
previously untreated people. 

11. Surrogate Testing. The Inquiry found it likely that ALT testing would 
have reduced the incidence of HCV from blood transfusions [Executive 
Summary page 31]. Haemophilia Scotland concludes that ALT 
testing should have been introduced. 

12. Routine Anti HCV Testing. The Inquiry concludes that there was a 
delay in the introduction of routine anti-HCV testing in Scotland, which 
could have exposed individuals to infection with HCV from blood 
transfusions. It was concluded that routine testing of blood donations 
should have been recommended by the transfusion services to the 
government by May 1990 which, due to kit availability would have 
meant that routine testing could have commenced in autumn 1990. 
[35.233]. The Inquiry has concluded that there was no medical or 
scientific reason why the introduction of routine anti HCV testing should 
have been delayed in Scotland to achieve simultaneous introduction 
with the rest of the UK, as it was [35.234] Haemophilia Scotland 
concludes that the delay in introducing routine anti-HCV testing 
was a missed opportunity to prevent infections. 

13. Alerting blood donors to AIDS risks. Leaflets were produced for 
blood donors to explain what activities were high-risk in relation to 
blood borne viruses from March 1983. AIDS was already known to be 
an extremely serious disease. The balance of opinion among 
transfusionists was moving towards a viral aetiology: [HIV] was 
apparently transmitted by blood. A precautionary approach to the 
possibility of risk required action (paragraph 28.92). However, no steps 
were taken to ensure that they had been read until November 1984. At 
this point donors were asked to sign a declaration to say that they had 
read the leaflet and should not be excluded. Haemophilia Scotland 
concludes that the earlier passive approach inappropriately relied 
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on people with no medical training, who believed that they were 
well, to self-identify as potentially having a deadly and incurable 
virus. 

14. AIDS caused by an infectious agent. There is a general tendency in 
the report to favour the need for things to be established with a 
significant degree of medical certainty before being prepared to 
recognise anything approaching an obligation to act. The report notes 
[11.26] the independent evidence of Dr Mark Winter on the importance 
of the case of the San Francisco baby in 1982 as proving that 
immunodeficiency later to be known as AIDS was caused by an 
infectious agent [11.79]. The Inquiry heard evidence that the latter half 
of 1983 most people in Scotland came to accept that AIDS was caused 
by the transmission of an infective agent [12.121]. Transfusion doctors 
in Edinburgh published a leaflet for donors which said that that AIDS 
could “almost certainly” be transmitted by blood and blood products in 
September 1983 [9.110].Haemophilia Scotland concludes that it is 
wrong to hold that it was not until the Autumn of 1984 that the 
infective theory was established. 
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APPENDIX 2 
Haemophilia Scotland Response to the Penrose Report 
Our Recommendations 

Haemophilia Scotland believes the facts uncovered by the report constitutes 
an unanswerable case for the following actions. 

Acknowledgement of the disaster and supporting its victims 

 An apology: There should be a formal apology from the First Minister 
on behalf of the Scottish institutions for their part in the contaminated 
blood disaster. The apology must include an acceptance by the 
Scottish Government that there is a moral duty to those infected as a 
result of NHS treatment. 

 A Scottish Settlement for Financial Support: Scotland should 
provide proper financial support for those affected by the disaster. This 
should be in the form of lump sum payments based on civil damages. It 
should recognise the pain and suffering caused by the disaster as well 
as the loss of earning of those infected and those who have cared for 
them. No payments should be contingent on the ability to provide 
evidence from medical records as many of them are missing or 
incomplete. It is unacceptable that the current support arrangements 
are not fully accountable to Scottish families and the Scottish 
Government and leave some people living in poverty. 

 Support for families: The families, widows and dependents of those 
infected must be supported. Many of the survivors of the disaster are 
extremely anxious that their reduced earning potential and lack of 
access to financial products means they have not been able to make 
provision for their families. Therefore, all those affected by the disaster 
should be entitled to make a claim under the scheme, assessed 
against the standards of civic damages for their loss. 

 Psychosocial support: There should be a commitment to rolling our 
psychosocial support to everyone with a bleeding disorder in Scotland 
and to ensure that a sustainable Scottish patient association. 

Securing the safety of the blood supply 

 Blood should never again be collected in prisons and borstals: 
Although not current practice we fear that arguments that fulfilling civic 
duties, such as blood donation, can play an important role in reducing 
recidivism mean that constant vigilance is required. We believe the 
epidemiological evidence is clear that prisoners are at increased risk of 
transmitting blood borne infections and would therefore represent a 
threat to blood safety when the next blood borne infection emerges. 

 Early adoption of new donor tests. The threshold for using a new 
blood test, including surrogate tests, to exclude donors is too high with 
too much emphasis placed on false positives reducing the blood 
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supply. Tests should be introduced early to increase patient safety with 
any shortfall in blood supply addressed by recruiting more donors. It is 
clear that with better funding the Scottish National Blood Transfusion 
Service (SNBTS) could do even more to recruit and retain donors. 

 Look-back. The Report recommends a full look-back to find the untold 
number of people infected through a blood transfusion and offer them a 
test. It is vital that this work includes efforts to identify those with a mild 
bleeding disorder that have been lost to follow-up from Scottish 
Haemophilia Centres. At the end of this process we must be as sure as 
possible that all those infected have access to the medical care they 
need. 

The patient at the centre of decision making 

 Nothing about me, without me: All decisions about the treatment a 
patient receives should be taken by that patient (or where appropriate 
their carer) based on the professional advice of healthcare 
professionals. For example, when new risks are discovered in relation 
to a current treatment (such as was the case when the risk of HIV in 
clotting factor products was identified) patients must have the risks 
explained to them and be offered alternative treatments or treatment 
regimes where they exist. 

 Nothing about us, without us: No decisions about the healthcare 
services in Scotland should be taken without patient representation. 
This includes decisions about; 

o Service design 

o Service specification or standards, including auditing 

o Product safety or purchasing 

o Communicating risks 

The patient voice in all of these decisions should have statutory 
protection. 

 Duty of Candour: Patient and the groups representing them, must be 
advised at an early stage when any potential risks or problems with 
past, current or future treatments, products are identified. The new 
Duty of Candour should be extended to ensure openness between all 
healthcare professionals and agencies. Both Healthcare professionals 
and patients should be encouraged to voice concerns without fear of 
prosecution, reduction in service provision, or impact damage to career 
prospects. 

  

HS/S4/16/9/1

 



 

16 

Research 

 Full and informed consent for the use of samples in research: No 
blood or tissue sample, including historic samples, should be used for 
any purpose which the patient has not given full and informed consent 
for, or their next of kin if the person is deceased. 

 More research: Government funded research is required to address 
some key question where the Penrose Inquiry found there was simply 
not enough evidence. For example,  

o Are there any clinical implications of being repeatedly infected 
with multiple genotypes of Hepatitis C? 

o In particular, does this have an impact on the likelihood of 
‘clearing’ naturally; immune response fatigue; the success rate 
of treatment; or prognosis? 

o Why are natural clearing rates lower for people affected by 
bleeding disorders? 
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Penrose Inquiry Report - Progress Update 

The Hepatitis C Trust 

About The Hepatitis C Trust 

The Hepatitis C Trust is the national UK charity for hepatitis C. It is led and run by 
people with personal experience of hepatitis C and almost all of our Board, staff and 
volunteers either have hepatitis C or have had it and cleared it after treatment. 

We are committed to raising public awareness about the virus; ending discrimination 
against people living with hepatitis C; creating an active community of patients willing 
to stand up and be heard, and providing information, support and representation for 
people with hepatitis C. In addition to providing direct services, such as a patient 
helpline and an outreach testing van, we also campaign across the UK for improved 
hepatitis C services, as well as better governmental responses to the virus. 

Our vision is for hepatitis C to be eliminated as a serious public health concern by 
2030. 

The Hepatitis C Trust & the contaminated blood disaster 

At The Hepatitis C Trust, we have worked closely with victims of the contaminated 
blood disaster since our establishment in 2001. Through our engagement with 
patients, and through our own experiences as patients, we have a significant 
understanding of the health impact of hepatitis C on the lives of victims and their 
families, as well as the wider financial and social impact felt by them as a result of 
their experiences.  

A very significant proportion of the callers to our patient helpline, for example, are 
people that have contracted hepatitis C via a blood transfusion – with 363 calls in 
2014 from people with a suspected route of transmission from blood products. In 
addition to providing support via our patient helpline, we also deliver health days to 
people who have been infected with hepatitis C via contaminated blood. These 
health days provide attendees with an improved understanding of how to self-
manage hepatitis C, including advice on nutrition, exercise, stress and energy 
management, as well as information on new hepatitis C treatments. 

Key concerns and recommendations 

Financial support 

As members of the Financial Review Group, we endorse the recommendations in 
the Group’s Contaminated Blood: Financial Support: Conclusions and 
Recommendations, and hope that the Scottish Government agrees to the full 
implementation of these recommendations in due course. While we endorse all of 
the Group’s recommendations, we would like to particularly highlight the 
recommendation contained within Proposal 5, that:  
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“The current thresholds for Stage 1 and Stage 2 of the Skipton Fund should be the 
subject of a specific, evidence-based review to create new criteria based on health 
impact, rather than focusing predominantly on liver damage.”1 

Hepatitis C is a virus that affects not only the liver but which has a much wider health 
impact, for example it can cause chronic fatigue; abdominal pains; joint pains, as 
well as mental health issues2. Given this, it is essential that the extra-hepatic impact 
of hepatitis C not only on health also on a person’s ability to earn, to progress in a 
career and to build up adequate financial resources is recognised and reflected in 
any revised financial support system.  

Implementation of the Penrose Inquiry’s recommendation 

The Hepatitis C Trust welcomes the key recommendation of the Penrose Inquiry, 
that “the Scottish Government takes all reasonable steps to offer an HCV test to 
everyone in Scotland who had a blood transfusion before September 1991 and who 
has not been tested for HCV”, and we are pleased to be members of the Penrose 
Short Life Working Group, established by the Scottish Government to consider the 
implementation of the Inquiry’s recommendation. 

Estimates state that up to 200 people in Scotland who acquired hepatitis C through a 
blood transfusion pre-1991 are still undiagnosed. It is entirely possible that these 
people may have inadvertently passed the virus on; meaning that the true number of 
people infected with hepatitis C via contaminated blood (either directly or indirectly) 
may be significantly higher.  

Given that the numbers are not very large, what are ‘reasonable steps’ from a moral 
perspective may be hard to justify in terms of cost-effectiveness. There is, however, 
another group who were infected at the same time but remain largely undiagnosed 
and, because of the length of their infection, at very high risk of end-stage liver 
disease – those who experimented with drug use, perhaps injecting just once or 
twice, in the 1960s, 1970s and 1980s. The Hepatitis C Trust believes that efforts to 
offer testing to those who had a blood transfusion in that period could be widened to 
find this group for very little extra cost but with a much increased yield and hence 
improved cost-effectiveness. With 45% of the 36,000 people in Scotland with 
hepatitis C still undiagnosed3, this is an opportunity that we must seize. 

Hepatitis C treatment 

Key to ensuring that the victims of the contaminated blood disaster receive justice for 
their experiences is ensuring that they are able to access hepatitis C treatment, 
along with people who contracted hepatitis C via other routes. With new hepatitis C 
treatments now available in Scotland which have minimal side-effects, greatly 
reduced treatment durations, and cure rates of upwards of 95%, it is essential that all 
people with hepatitis C have access to these treatments. 

                                                           
1 Financial Review Group, Contaminated Blood: Financial Support: Conclusions and 
Recommendations,  
2 Schaefer, Martin et al., Hepatitis C Infection, antiviral treatment and mental health: A European 
expert consensus statement 
3 Scottish Government, Sexual Health and Blood Borne Virus Framework 2015-2020, p.30, 
September 2015 
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The Scottish Government’s Sexual Health and Blood Borne Virus Framework 2015-
2020, published in September 2015, recommends that priority, in terms of the timing 
of treatment, should be given to: 

 patients with F3/F4 hepatic fibrosis; 

 and/or patients with severe extra-hepatic manifestations of hepatitis C; 

 and/or patients with significant psycho-social morbidity as a consequence of 
hepatitis C. 

While The Hepatitis C Trust recognises and accepts that prioritisation, in terms of 
access to new treatments, should always be driven by clinical need, we also strongly 
believe that all steps must be taken (both by the Scottish Government and by NHS 
boards) to ensure that access to these cost-effective treatments is as wide as 
possible, both for victims of the contaminated blood disaster and others.  

Relatedly, we strongly believe that the Scottish Government’s current annual 

treatment targets (of 1500 people per year) should be reviewed to ensure that these 
targets continue to be as ambitious as possible, given potential savings that have 
been made as a result of negotiations in prices for the new treatments, as well as 
additional money which could be made available via rebates from the 
Pharmaceutical Price Regulation Scheme.  

The Hepatitis C Trust 

Summary of recommendations 

1) The Hepatitis C Trust fully endorses each proposal contained within the 
Financial Review Group’s recent submission to the Scottish Government, and 
strongly encourage the Scottish Government to implement these proposals as 
quickly as possible. 
 

2) The Hepatitis C Trust strongly encourages the Scottish Government, along 
with partners, to fully implement the sole recommendation of the Penrose 
Inquiry by ensuring that any individual who may have received a blood 
transfusion prior to September 1991 is offered a hepatitis C test. Further to 
this, we believe that the implementation of this recommendation presents us 
with an opportunity to widen hepatitis C testing more broadly, particularly to 
individuals who may not otherwise access hepatitis C testing. 
 

3) The Hepatitis C Trust believes that access to hepatitis C treatments should be 
made as widely accessible as possible, and that the Scottish Government and 
NHS boards must take all steps necessary to ensure that victims of the 
contaminated blood disaster (as well as people who contracted hepatitis C via 
other routes) are able to access new hepatitis C treatments in a timely 
manner.  
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Penrose Inquiry Report - Progress Update 

Scottish Infected Blood Forum 

Philip Dolan – I am the Convener of the SIBF 

I have haemophilia and Hepatitis C. I belong to a generation that was not 
expected to live beyond middle age. 

For about sixty years I have been actively involved as a member of the 
Haemophilia Society in Scotland and a Trustee and Vice-chairman of the UK 
Society. 

Initially the Haemophilia Society was campaigning for improved treatment for 
haemophilia. During my early days very little treatment was available over the 
decades various forms of treatment were tried such bed rest then snake 
venom; Fresh Frozen Plasma; Cryoprecipitate; Factor Reconstitution; 
Recombinant Factor VIII etc. 

In the mid-eighties factor products were introduced from American 
pharmaceutical companies which subsequently these resulted in patients 
becoming infected with HIV. 

In the mid-eighties there were 4000 people with haemophilia about 1400 were 
infected with HIV by the year 2000 only about 300 were still alive. 

During the 1980s another concern came to light that people with haemophilia 
were being identified as having Non A Non B Hepatitis which subsequently 
became known as Hepatitis C. (HCV) Sadly it was not until the 1990s that 
these patients were informed. 

In my case, because of my involvement with the Haemophilia Community, I 
was becoming more aware of the consequences of HVC. In 1991 I asked the 
Haemophilia Consultant if I had HCV only to be told it nothing to be concerned 
about. However I persisted and when he look up my medical records he noted 
that in 1978 it was known that I had non A non B hepatitis. This raise a 
number of questions; why were doctors testing patients for non A non B 
hepatitis there must have been some concerns? why were patients not asked 
to give consent? why were patients not told the outcome, given that hepatitis 
can be transmitted to partners? 

In the Penrose Report it states that doctors were being paternalistic by not 
telling patients. This is ethically wrong. 

Penrose Inquiry – About 160 people submitted statements to the Inquiry and 
eighty indicated they wish to be Core Participants (in other words provide oral 
evidence) despite this Lord Penrose decided he would only allow sixteen core 
participants. In the end only six were permitted. The legal advisers for victims 
appealed against this ruling however, the appealed against Lord Penrose's 
decision. The appeal was then heard by Lord Penrose regards his own 
decision which goes against natural justice.  
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In the course of the Appeal the QC for me when speaking about HCV state 
that Mr Dolan had the “Sword of Damascus” hanging over him but Lord 
Penrose response you mean a feather duster. 

The outcome of the Report has been well documented an seen as a 
“Whitewash” as I had predicted on the First day of the Inquiry when in his 
opening remarks Lord Penrose stated; “This Inquiry is funded by NHS 
Scotland every pound spent is money away from patient care – every doctor 
attending is time away from patient care”. These remarks caused upset to 
many of the families sitting in the public benches.  

After about seven years and 1800 pages costing about £12 million pounds the 
report was published making only one recommendation that there should be a 
lookback to trace those who had received blood transfusion this had also 
been recommended by Lord Ross who chaired the Expert Group (2002 – 
2003) set up by Malcolm Chisholm. Some years previously the Blood 
transfusion service had been requested to undertake such an investigation but 
little is known if this had taken place. Following the Penrose Report the 
Cabinet Secretary set up a Group to review this but to date it has only met on 
one occasion and no date has yet been set for future meetings. 

Scottish Haemophilia Forum was formed by people with haemophilia living in 
Scotland who were members of Haemophilia Society’s Local Groups from 
Tayside, West of Scotland, Perth, South East Scotland and Grampian. Some 
individual members of these Groups had been campaigning individually for 
improved treatment for haemophilia and Non-A, Non-B hepatitis. In 1997 a 
meeting of representatives from these Groups took place and the Scottish 
Haemophilia Forum was formed. The Forum remained associated with the UK 
Haemophilia Society but focused on Scotland and was successful in achieving 
improved treatment for people with haemophilia in Scotland. I some cases as 
the result of our representation Scotland was ahead of other parts of UK. 

In September 1999 Robert Brown MSP (Liberal) hosted a lunch meeting in the 
First Scottish Parliament, building regards haemophilia and Hepatitis C. 
Several MSPs attended and during the meeting the late Brian Adam MSP 
organised a petition in support of our campaign this was signed by about 80 
MSPs. Perhaps, the petition that has had the support of all parties in the 
Scottish Parliament. 

Subsequently the Government of the day set up an Inquiry that was dismissed 
by Parliament given that evidence was obtained from the civil service and 
doctors but the voice of patients was not sought. Later Malcolm Chisholm set 
up an Expert Group chaired by Lord Ross. The Expert Group after a year 
recommended that all those infected should receive £50.000 under the terms 
of “Solation”. While those who had developed cirrhosis or cancer should have 
a fast track legal route to determine their compensation. 

The Heath Minister of the day some time later decided to award an ex- gratis 
of £20,000. As a result, less than an hour later John Reid MP, Westminster 
Health Minister announced that he would follow the decision of the Scottish 
Parliament 

HS/S4/16/9/1

 



3 

During this period we had good contact with Scottish MPs. Such as Donald 
Dewar, Teddy Taylor, Malcolm Chisholm, Tom Clarke, Norman Godman and 
many others. On 4th March 1998 an adjournment debate in respect of 
Synthetic Factor VIII, took place in the House of Commons Raise by 
Roseanna Cunningham, John Swinney and John McAllion, regarding the 
introduction of improved treatment for haemophilia, Sam Galbraith the 
Scottish Health Minister at Westminster. 

Many of the original members have since died. The Forum were able to 
represent the need of members to the Chief Medical Officers for Scotland 
through regular meetings and with the Haemophilia Centre Directors.  

Scottish Infected Blood Forum arose like the Phoenix from the ashes of the 
Scottish Haemophilia Forum. It was formed to meet the wider group of 
patients who had developed Hepatitis C from NHS Scotland blood 
transfusions or blood products. During the period as a member of the Scottish 
Governments Expert Group it became apparent that there were many people 
infected with HCV, not just those with haemophilia, but those who had 
received blood transfusions. 

  

This Group had never met any other person with hepatitis C resulting from 
NHS treatment. Many were afraid to speak about their situation due to the fear 
of stigma and being branded as a drug addict. Thus they did not have an 
umbrella organisation although were registered with lawyers. 

Arrangements were made by Frank Macquire, Solicitor Advocate, who 
represented many people who were infected with HCV, He provided 
accommodation thus allowing individuals anonymously to meet and discuss 
issues about HCV. Following a few meetings it was agreed to form a 
committee and subsequently become a registered charity in 2010. 

Scottish Infected Blood Forum meets regularly and provides support for those 
infected and families affected. We have campaigned to get answers why this 
tragedy described by, Professor Lord Robert Winston as the “worst treatment 
disaster in the history of the NHS was allowed to occur and the secrecy by 
various governments officials. 

Even after the Penrose Inquiry we are no further forward. There is no 
reference to the missing records such as Ministerial minutes of Lord David 
Owen and Lord Jenkins both former Health Ministers, for the Labour in the 
1970s and Conservatives during the 1990. What happened to patients whose 
batch numbers are missing from their records? 

The Financial Review Group – set up by the Cabinet Secretary for Health to 
consider the need of those infected by Hepatitis C resulting from their NHS 
treatment. There were delays in the Group getting started due to difficulties in 
finding a chairperson.  

There were representatives from Scottish Infected Blood Forum, Haemophilia 
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Scotland and from the Hepatitis C Organisation. 

During the various meetings several of the aforesaid seem to speak about 
Haemophilia while those from SIBF believed that the purpose of the Group 
was to consider Hepatitis C irrespective of the route that caused the infection. 
Although I have haemophilia I felt my purpose like the other two member of 
SIBF on the Group was specifically about Hepatitis C. 

According to Lord Penrose’s statistics there are 3000 people in Scotland who 
were infected with HCV as the result of Blood Transfusions or blood products. 
While I have some reservations regard these figures (I think the number is too 
high). According to the civil servants one third are from the haemophilia 
community thus two thirds have been infected as the result of blood 
transfusions. 

Given what I have previously stated those of us from SIBF felt that 
haemophilia needs seem to dominate all the meetings. 

The major concerns was the emphasis that dominated most the meetings was 
demand for those who are currently receiving the Skipton Fund - Stage 2 
payment of about £14,000 a year while those in Skipton Stage-2 like those of 
stage 1 received £20,000 about 10-12 ago. 

Many people in Stage 1 are very ill, while others are unable to work, or as the 
result of their health have reduced earnings. Irrespective of what stage people 
are in they will encounter similar difficulties with heating cost (people with 
HCV are affected with the cold), they have the same difficulties obtaining 
insurance such travel. 

       

The SIBF welcome the decision by Alex Neil the Cabinet Secretary for Health 
of the Scottish Government agreement to fund the Scoping exercise which 
has provided evidence of the impact that HCV has on individual and their 
families. We were pleased that on the completion the Exercise we were able 
to present a copy of the Scoping Exercise to the present Cabinet Secretary 
Shona Robinson last March her suggestion that we should consider making a 
presentation in the Scottish Parliament.  

We acknowledge that by providing the Government this Scoping Exercise and 
its recommendations, does not mean that it will be part of Government policy. 
However it was suggested that the Scoping Exercise could be a starting point 
for the Review Group to consider in our deliberations. Unfortunately although 
at the second meeting of the Group there was a presentation by the author of 
the Exercise attempts to refer the exercise went unheard.  

Copies of the recommendations of Scoping Exercise I understand are 
included in your papers for today. 

There were six public meetings held during the Review Group deliberations I 
attended four of these meetings which were held in Dundee, Edinburgh, 
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Glasgow and Perth. I understand the meetings in Aberdeen and Inverness 
had very low number attending perhaps less than six at each those venues. 
The meeting in Glasgow attracted (46).  

There was general support at all the meetings that the existence of various 
organisations such as the Skipton Fund, The Caxton Foundation and three 
trusts associated with the MacFarlane Trust some become the responsibility 
of a single trust set up in Scotland to meet the needs of those affected with 
HCV and or HIV 

Many of the people who attended these meeting expressed their disgust at 
failure of Lord Penrose to acknowledge the impact that HCV had had on them 
and their families. At all the meeting most people wanted compensation, many 
wanted a lump sum, suggestion £250,000. Others wanted a similar system of 
support such as was provided in Ireland. 

While most people acknowledge the fact that the Scottish Government had 
given an apology. Most recognised that it was during the period that 
Westminster was responsible for health.  

The recommendations from the Review Group leave several questions 
unanswered. 

1 When the Scottish Government does propose to implement these 
recommendations? 

2 When will the proposed £30,000 start? 

3 Will this include payment to the families of deceased persons in the 
same way as the current Scottish system? 

4 How quickly will the Scottish Government set up the New Charity or 
body to replace those controlled by London? 

There still remains the need for an explanation why this tragedy occurred? 

Scottish Infected Blood Forum 
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1.  Forward & Ministerial Introduction 

1.1 Convener’s Forward <if required> 

In February 2013 a meeting was held at the Scottish Parliament with Alex Neil MSP, the then 

Cabinet Secretary for Health and Wellbeing. The meeting included representatives from the 

Scottish Infected Blood Forum and Scottish Government officials. The topic of conversation 

focused on the various impacts of Hepatitis C on the haemophilia and bleeding disorder 

community in Scotland as well as a group of other patients who had received blood 

transfusions. Their unique situation centred on the fact that their Hepatitis C infection had 

occurred as a result of being given contaminated blood or blood products as part of their NHS 

treatment; as opposed to being infected by other transmission routes. 

A key outcome from the meeting was the decision to carry out a Scoping Exercise. The overall 

aim of the Scoping Exercise was to assist the Scottish Government to more clearly understand 

the scope and scale of the unmet needs resulting from Hepatitis C infection and to detail the 

supports required by those affected. It was acknowledged that aspects of the proposed study 

could have a bearing on those matters under consideration by the Penrose Inquiry. It was also 

acknowledged that the Penrose Inquiry was a separate and distinct activity which had not yet 

completed its work prior to issuing its report. 

After a short period of liaison to develop the proposal, it was agreed that the Scoping Exercise 

would be undertaken by the Scottish Infected Blood Forum. Given the potential sensitivities for 

people concerning the matters to be addressed, there was a need to ensure compliance with 

good practice and policy requirements, and to initiate consultation to achieve appropriate 

stakeholder involvement. As part of this process letters were sent to all NHS Medical Directors, 

Consultant Haematologist and Hepatologists by the Cabinet Secretary advising them to inform 

their patients about the Scoping Exercise. From this initiation activity a Project Reference 

Group was established to inform the progress of the study. Due to these necessary preliminary 

activities the actual delivery of the Scoping Exercise was unable to start until May 2014. 

However from that time there was considerable engagement with infected and affected people 

whose participation was crucial to the success of the project. 

This report is the tangible product of the Scoping Exercise. It is presented as a fair and 

independent output that is based on the life situations reported by real people and the 

experiences they willingly shared. 

Finally, I would like to thank Tommy Leggate and his associates at 

Insight Consultants for the work that has been put into producing this 

report, which has exceeded our expectations in terms of its quality, 

reach and active participation. I would also like to thank Thompsons 

Solicitors for providing a Freephone telephone number and SCVO for 

providing a Post Office Box number for respondents to use and to allow 

a convenient collection point for postal responses.  

 

 

Philip Dolan MBE 

Convener, Scottish 

Infected Blood Forum  
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1.2 Ministerial Introduction required> 

My predecessor, Alex Neil, commissioned the Scottish Infected Blood Forum to carry out this 

Scoping Exercise to give us some more structured evidence on the specific support needs of 

those infected and their families.   

Prior to this report, we have been to some extent reliant on anecdotal accounts. The Penrose 

Inquiry has of course taken considerable evidence from those affected regarding their 

experiences, but some issues such as financial support were largely outside the Terms of 

Reference.  

This exercise has taken a wide-ranging and comprehensive approach to the issue of support 

that included historic experiences. The needs of those affected clearly go well beyond 

treatment of the diseases themselves, and I note that some treatments can in fact have serious 

side effects.   

The enduring physical and psychological impacts of these infections are made very clear. There 

was huge fear, uncertainty and stigma caused by these diseases, particularly when they were 

poorly understood. Not only did the infected people and their families have to try to deal with 

these illnesses but often this meant a situation of financial hardship. In some cases serious 

illness may have made it impossible to work. 

These matters have considerable sensitivity, so I know that great 

care had to be taken in the design of the survey. The impressive 

number of responses is testament to its effectiveness and I would 

like to thank all of those involved in creating and delivering it 

successfully to those affected. Hopefully the exercise may have 

also served to link some respondents into the SIBF network of 

peer support. The findings and recommendations will prove 

increasingly useful as we consider our next steps following the 

publication of the Penrose Inquiry report, and will certainly help 

inform our response. 

 

 

Shona Robison MSP 

Cabinet Secretary for Health & Wellbeing   
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2. Executive Summary 

Purpose 

The Scoping Exercise was commissioned by the Scottish Government to gain a more evidence-

based understanding of the needs and issues faced by Scottish citizens who have been infected 

or affected by Hepatitis C Virus (HCV) as a result of receiving contaminated NHS blood or blood 

products. This would allow for a more effective targeting of resources to meet identified 

needs. It was acknowledged at the time of the commissioning that the same group of people 

were the subject of the Penrose Inquiry, but the Scoping Exercise was a completely separate 

activity which would allow the Scottish Government to be prepared to respond positively to 

the publication of the Penrose Inquiry Report and better meet patient needs. 

 

Background 

Since at least the 1980s, HCV infection through the administration of contaminated blood has 

affected some Scottish people either because of a need for plasma-based products to treat 

long-term chronic conditions such as haemophilia or other bleeding disorders, or simply by 

people receiving blood transfusions. This group of infected/affected people became identified 

as a specific cohort when there was a need for a collective patient voice, from the perspective 

of infected people, to the Penrose Inquiry. An early civic response was to see the 

establishment of the Scottish Infected Blood Forum which brought together HCV “victims” to 

facilitate Inquiry engagement. It soon became clear however that there were other issues for 

this community beyond just engaging with the Penrose Inquiry. There appeared to be 

particular needs and issues for this group that were distinct or additional to those of people 

whose HCV infection came as a result of other transmission routes. 

 

Methodology 

The Scoping Exercise took a holistic approach to identifying needs that would go beyond simply 

medical factors. It included looking at contexts for diagnosis and treatment, relationships, 

housing, financial matters, other aspects that affect the patient experience, quality of life 

indicators and general wellbeing. The scope and scale of the study when considering the 

sensitivities for the defined target group meant that a very empathetic approach had to be 

taken since some people would be anxious or unsure about participating, while others were 

known to hold strong views and carry a sense of grievance. The main data gathering tool was a 

questionnaire. This was necessarily comprehensive since it had to capture responses across the 

different dimensions to be investigated. Great care had to be taken in its design and 

accessibility. It was important that the whole process was transparent, so a policy of full 

disclosure was adopted. A number of partner/stakeholders were involved in guiding the 

Scoping Exercise, including patient representatives, support providers, medical professionals 

and Scottish Government specialists. Recognised standards (such as for community 

engagement, social research, project management and quality assurance) were adopted and 

adapted to fit the needs of the invited participants. Certain risks were anticipated, including 

the potential of raising expectations simply by asking people what was needed and strategies 

were put in place to mitigate for these risks. 
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Community Engagement & Stakeholder Input 

Given the perceived sensitivities for those invited to participate in the Scoping Exercise, 

trusted partners who were also stakeholders, including voluntary support organisations as well 

as specialist medical channels (such as local NHS hepatology departments and clinics), were 

used to invite people to be involved. More than 120 people responded to the questionnaire 

which was beyond not just the stated minimum quota but also the preferred target. 

 

Results & Commentary 

A large amount of data was collected which is an affirmation of the strength of feeling among 

those Scottish citizens who have been infected and affected with HCV due to receiving 

contaminated blood or blood products from their NHS. Findings included: 

 People demonstrate responses to their infection that range from anger to resignation. 

 HCV infection does not discriminate by age, social class, gender or any other measure 

when it was transmitted to people who came in good faith simply to access their NHS. 

 Many people are hugely dissatisfied by the course of events over at least three decades. 

They have lost trust (perhaps irreconcilably) in both the medical profession and in 

governments who some perceive want to hide from the truth.  

 Given that their infection came about through no fault of their own there is despair at 

the delays, misinformation, loss of documents and the apparent strain that existed 

between safety and savings considerations. 

 Receiving a diagnosis (if patients were ever formally spoken to at all) was not generally 

a good experience. There were issues of feeling like guinea pigs, being kept in the dark, 

not being apprised of the real risks and then having to continue to engage with the very 

clinicians who brought about their infection with a life-limiting condition (however 

well-meaning their intentions were at the time). 

 These perceived injustices have created a group of people who have become mobilised 

and determined to see some kind of just outcome. 

 Infected people’s lives, and those of families, carers and in particular the bereaved, 

have been significantly impacted on, not just in terms of their health and wellbeing. 

For some, their lives have been “turned upside down” from being regular, happy and 

fulfilling, into circumstances of fear, uncertainty for the future, with greatly reduced 

quality of life, and a range of diverse health detriments. 

 A significant number of people have died which, while it might conclusively resolve the 

problem for the “infected” person, does not relieve the pain felt by the “affected” who 

remain. 

 Beyond immediate clinical interventions to address presenting medical issues, support 

for needs such as helping with strained relationships, understanding and accessing 

benefits, addressing mental health concerns, facing threats to employment, etc. have 

been largely unmet. 
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 On the matter of financial recompense, HCV infection presents as a “double jeopardy”. 

Living costs go up at the very time when people’s capacity to be economically self-

sustaining go down. 

 However, many infected/affected people seem to want to avoid the appearance that 

they might be involved in campaigning just because there is the possibility of 

compensation in the future, or “ex-gratia” payments (however derisory these may be). 

Yet others have unashamedly called for fair and realistic compensation for what they 

claim to be genuine losses including their jobs, businesses, homes and savings. 

 People know that they have been financially disadvantaged, and not by their own 

actions but by the state through one of its key public services. 

 Affected people know that while money does not bring back full health (and certainly 

not a deceased relative), lack of money is a major issue for many HCV 

infected/affected people, in the most practical terms. 

 There seems to be great variability in people’s opportunities to self-manage their 

condition. Services tend to be concentrated on the centres of population for logistical 

reasons, but this excludes many others who are scattered across Scotland. 

 There is a great deal of misunderstanding among the general public about HCV and this 

has resulted in distinct issues, including feeling stigmatised. 

 Agencies that are meant to support people with needs are not always able to do so for 

people like those living with HCV due to its different manifestations and variability in 

health detriments. 

 The picture in Scotland for those whose HCV infection arose from contaminated blood is 

one of distrust, disempowerment, emotional turmoil, personal and family tragedy, 

significant chronic health impairment and serious economic disadvantage. The sense is 

that for over 30 years the consequences have only been felt in one direction. 

 

Condition Management Issues & Contributions 

Respondents were invited to contribute to the collective wellbeing by sharing their 

experiences of what worked for them in terms of self-management of their HCV infection. HCV 

infection, and the associated anti-viral treatment programmes, come with a range of known 

(or in some cases suspected) health and wellbeing detriments or drug-induced side-effects. 

Responses covered a wide range of suggestions from the lifestyle change type (e.g. diet and 

exercise), to alternative therapies (e.g. reiki and meditation), spiritual outlets (e.g. prayer and 

church attendance), as well as other human response options (e.g. pets and gardening). 

Secondary (desk) research threw up suggested self-management responses to the various types 

of associated health difficulties people encounter as they live with HCV infection, covering 

issues such as depression and fatigue. It was recognised that as medical interventions develop, 

such as improved anti-viral treatment regimes, this will impact on those living with HCV, 

although for some they may be left with a legacy that is there for life. 
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Recommendations 

1. Disclosure to patients about viral or other risks should, in the future, always be carried 

out by a consultant, by appointment, in a setting that ensures privacy and avoids 

interruptions, allows for unhurried discussion, provides printed information for later 

review, offers referral or signposting to support services, and offers the option of a 

return appointment to re-consider the matter once the implications of the discussion 

have been thought over. 

2. Financial recompense for elevated living costs that are attributable to HCV infection 

from contaminated blood, as well as loss of potential earnings over the life course must 

be addressed. Recompense arrangements must be fair and comprehensive, and should 

be initiated as soon as possible, within the life of the current Scottish Parliament, to 

reflect the extended delays faced by HCV affected people and the serious chronic 

health impacts they have suffered. 

3. The financial arrangements that applied in other countries should be reviewed as part 

of the consideration of financial recompense in Scotland. 

4. Lord Ross’s Expert Group on financial and other support should be immediately 

reviewed and the relevant outstanding recommendations implemented. Similarly, the 

relevant outstanding recommendations of the Archer Inquiry should be revisited within 

the Scottish context. 

5. Insurance/assurance products and services should be made available to people infected 

by HCV through contaminated blood at levels commensurate with those enjoyed by the 

general public, with government intervention to ensure this where necessary. 

6. Counselling must be provided by an accredited counsellor, and when required or 

requested, counselling should be made available at no cost and at the time it is 

needed. 

7. Benefits advice (tailored to the specific HCV situation) should be facilitated through 

Health and Social Work channels when required or requested. 

8. Social work access should be facilitated through Health and Social Work channels when 

required or requested. 

9. The Skipton Fund and the Caxton Foundation must become more accountable to and 

representative of the Scottish devolved context. 

10. The Skipton Fund and the Caxton Foundation arrangements should be reviewed 

including opening negotiations to carry out a without prejudice cost/benefits analysis to 

test the feasibility of consolidating services into a single separate Scottish arrangement. 

11. Trust between patients and clinicians should be rebuilt (where this is necessary) 

through a reaffirmation of the principles of mutual respect, transparency, honesty and 

informed consent. 

12. Self-management opportunities to help people live with the HCV condition should be 

given greater emphasis with information on health and wellbeing improvement choices 

and tailored provision being more widely promoted and supported. 
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13. Stigmatisation sensitivities and perceptions for contaminated blood HCV infected 

patients should be acknowledged and addressed as a training need within the NHS. 

14. The Penrose Inquiry Final Report should be cross-referenced (where relevant) with the 

Scoping Exercise findings to inform effective, efficient resource allocation decisions. 

15. The recommendations of this report should be actioned within the life of the current 

Scottish Parliament. 

16. The Scoping Exercise findings should be formally reviewed after one year to evaluate 

progress, with the review involving representation from patients, clinicians, voluntary 

sector support organisations and Government. 

 

Appendices 

A number of useful appendices are included either for information (in the spirit of the 

commitment to full disclosure), and in particular to achieve the desire to hear people’s voices 

individually and collectively. 
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9. Recommendations 

Based on the results of the Scoping Exercise as contained within this report the following 

recommendations are submitted for consideration: 

 

1. Disclosure to patients about viral or other risks should, in the future, always be 

carried out by a consultant, by appointment, in a setting that ensures privacy and 

avoids interruptions, allows for unhurried discussion, provides printed information 

for later review, offers referral or signposting to support services, and offers the 

option of a return appointment to re-consider the matter once the implications of 

the discussion have been thought over. 

While this may be a case of shutting the door after the horse has bolted, and while 

there may well be updated clinical guidelines on these types of situations which have 

improved the protocols since people were finding out about their infection 20 years ago 

or more, it is nevertheless important to this group of patients that learning from the 

past is recognised and applied. 

 

2. Financial recompense for elevated living costs that are attributable to HCV infection 

from contaminated blood, as well as loss of potential earnings over the life course 

must be addressed. Recompense arrangements must be fair and comprehensive, 

and should be initiated as soon as possible, within the life of the current Scottish 

Parliament, to reflect the extended delays faced by HCV affected people and the 

serious chronic health impacts they have suffered. 

Despite apparent reluctance by some infected people to directly address the matter of 

the financial detriments caused by HCV infection, it is clearly a high priority for many 

respondents. There is a very real need to help people whose economic circumstances 

have been drastically affected by the actions (or inaction) of an organ of the state. 

The Scoping Exercise Terms of Reference did not include carrying out a detailed 

analysis of the financial costs to people of living with a HCV diagnosis to understand 

how this particular long-term condition impacts on people, but from the responses 

there is certainly an indication of the types of elevated costs that are being faced. Any 

assessment of financial losses should also include assigning an economic value to the 

reduced quality of life aspects, using existing tools to calculate these. 

 

3. The financial arrangements that applied in other countries should be reviewed as 

part of the consideration of financial recompense in Scotland. 

A key source in calculating financial recompense should be to review the approaches 

taken in other countries (and in this regard the Irish model is sometimes highlighted). It 

should be noted that campaigners and other HCV infected people are well aware of how 

previous references to the arrangements in other countries have been misrepresented 

by some government officials, and they have also seen how this wrong information has 

then been used as a pretext to unjustifiably dismiss such comparisons. 
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4. Lord Ross’s Expert Group on financial and other support should be immediately 

reviewed and the relevant outstanding recommendations implemented. Similarly, 

the relevant outstanding recommendations of the Archer Inquiry should be revisited 

within the Scottish context. 

Lord Donald Ross’s Expert Group found that the financial support systems for infectees 

at the time of reporting were not fit for purpose (and, as is clear from this report, they 

still are not). There should be an immediate review of the Lord Ross Expert Group 

Recommendations with the aim of implementing those that have not yet been actioned. 

Similarly, with respect to the Archer Inquiry, there are highly relevant 

recommendations that remain to be adopted (and there seems to be no officially 

offered reason why they have not been). 

This recommendation includes giving urgent consideration to the previous calls to 

extend Stage 2 payments from the Skipton Fund to all contaminated blood HCV 

infectees (or amounts at least equivalent to Skipton Stage 2 if that route is unavailable, 

at least as an interim measure). This approach would be much fairer and more 

inclusive, and would remove the unjustifiable distinctions around levels of impairment 

between individuals chronically infected by HCV. For example, changes made by the 

Westminster Government, apparently to address greater needs, actually only benefited 

approximately 20% of those infected, the consequence of which implies that around 80% 

of those who also experience documented serious health and financial difficulties are 

for some reason not eligible for the additional Stage 2 benefit, or anything else that 

might be put in place. 

 

5. Insurance/assurance products and services should be made available to people 

infected by HCV through contaminated blood at levels commensurate with those 

enjoyed by the general public, with government intervention to ensure this where 

necessary. 

This recommendation builds on those recommendations made by the Expert Group and 

the Archer Inquiry as referred to above. It is clear that without some form of 

intervention, providers of financial services such as life assurance, insurance, 

mortgages, etc. are unlikely on their own to make special provision for people living 

with HCV (and the additional health issues) unless it includes inflated premiums. Of 

course in some cases these products are not even offered, the result being that people 

cannot enjoy the normal benefits of travel or home ownership. This kind of situation is 

another example of how people are being denied (charged inflated rates for or ‘priced 

out’ of) services they would have otherwise had access to, were it not for their HCV 

infection status. Since they did not cause it themselves, and since the state did, there 

is a moral obligation on the state to redress the imbalance. 

 

6. Counselling must be provided by an accredited counsellor, and when required or 

requested, counselling should be made available at no cost and at the time it is 

needed. 

Clinicians should be advised that any conversation they have with patients, while that 

conversation may provide support and information in the form of “counsel”, should not 
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be confused with the distinct professional discipline of “counselling” which may 

separately be required by some people as a way of coming to terms with a diagnosis of 

a viral or other health concern. 

Some people living with Hep C still struggle to come to terms with their diagnosis 

despite the support of medical staff. For a few, this has resulted in (or contributed to) 

specific mental health issues such as depression (and in extreme cases Post Traumatic 

Stress Disorder or Syndrome), or other less well defined emotional or other needs. 

These people should be considered for and offered referral to professional counselling 

services which should be available within the context of a “free at the point of 

delivery” NHS service to the patient. 

 

7. Benefits advice (tailored to the specific HCV situation) should be facilitated through 

Health and Social Work channels when required or requested. 

Some people living with Hep C suffer a level of detriment that materially reduces or 

even curtails entirely their capacity to work. The nature of the incapacity arising from 

Hep C infection can be intermittent, resulting in “good times and bad times”. People 

may be unfamiliar with the processes of the benefits system, or be unable to articulate 

their needs within the fairly rigid and uncompromising framework of the system. 

Practical means should be provided to this specific group of people to assist them 

access the financial and other supports to which they have a right. This may include 

resources to produce guidance materials on how to appropriately describe symptoms or 

conditions, as well as access to a specialist advice giving service (where the adviser 

understands the particular Hep C presentations), possibly provided through a third 

sector body (a charity or voluntary association). 

 

8. Social work access should be facilitated through Health and Social Work channels 

when required or requested. 

There are negative impacts of living with Hepatitis C that go beyond specific medical or 

general health factors. These relate to the more holistic concept of wellbeing and 

connect to wider issues in social contexts. These include housing, access to services, 

financial problems, and the need for advocacy or other specific supports. A system of 

social worker access, like the process for being supported as necessary by accredited 

counsellors, should be put in place to assist people living with Hepatitis C if they 

request or are considered in need of such a support. This should take into account the 

various geographic concentrations of people infected/affected with HCV due to their 

NHS treatment such that in more sparsely populated areas there should not be a lesser 

service as far as the patient experiences. 

 

9. The Skipton Fund and the Caxton Foundation must become more accountable and 

representative of the Scottish devolved context. 

The results of this study will be fed back to the respective organisations to inform their 

customer service development. It has been highlighted that while Scotland contributes 

to these pots, there is no Scottish representation on their governing bodies. This is seen 
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as a flaw in representativeness and accountability. This recommendation includes 

advocating for official Scottish Government governance participation, as well as patient 

representation under the devolved framework. 

 

10. The Skipton Fund and the Caxton Foundation arrangements should be reviewed 

including opening negotiations to carry out a without prejudice cost/benefits 

analysis to test the feasibility of consolidating services into a single separate 

Scottish arrangement. 

Several questions have been raised about the efficiency of having different bodies to 

deal with what is basically the same cohort of people. Following on from the previous 

recommendation, and without prejudice, this recommendation proposes a “best-value” 

type exercise to look at business models that would include the option of forming a 

separate single fund management body for Scotland with full powers to make changes 

to the criteria for disbursement based on Scottish priorities and needs. 

 

11. Trust between patients and clinicians should be rebuilt (where this is necessary) 

through a reaffirmation of the principles of mutual respect, transparency, honesty 

and informed consent. 

Even though there may no longer be the same issues over new cases of, specifically, 

HCV infection from contaminated blood or blood products, some of the more informed 

patients continue to have concerns over other infection issues. For example, and 

without being overly technical, there are questions around the use of the word 

“cleared” to describe someone who is declared to have demonstrated a “sustained viral 

response”. Patients want to be treated like the informed adults they could be if 

clinicians avoided the kind of minimisation they have previously been accused of by 

some. This would allow patients to share the responsibility for assessing and mitigating 

risk where such may exist in the course of their treatment. As before, certain areas will 

likely have moved forward in relation to policies and practices covering the interactions 

between clinicians and patients, but having this issue raised within the context of a 

patient engagement process such as the Scoping Exercise will allow the NHS to 

demonstrate that it remains willing to listen and respond. 

 

12. Self-management opportunities to help people live with the HCV condition should 

be given greater emphasis with information on health choices and tailored provision 

being more widely promoted and supported. 

This recommendation is at the heart of the concept of people taking responsibility for 

their own wellbeing either by acting alone for their own benefit, or by engaging with 

different healthcare providers to co-manage their conditions. It includes taking an 

approach that complements any medical intervention so as to maximise the positive 

outcomes for people’s health. A combination of health promotion, widening access and 

multi-agency coordinated provision could be required to realise the aim of empowering 

people to manage their own health in accordance with their own needs and 

circumstances. 
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There is the factor of overcoming barriers to enhanced health and wellbeing that could 

be geographical, financial, psychological, or simply personality-driven. For some people 

a proactive approach may be required that involves providers and commissioners of 

services to work in partnership, for example on an outreach project basis around more 

localised communities. 

 

13. Stigmatisation sensitivities and perceptions for contaminated blood HCV infected 

patients should be acknowledged and addressed as a training need within the NHS. 

It may be unrealistic to expect special exclusive provision for contaminated blood HCV 

infected people when they need to access liver clinics etc., but there could be value in 

ensuring that NHS staff are aware of the real concerns people may have about being 

wrongly and prejudicially identified along with those whose liver issues are connected 

to, for example, alcoholism or drug use. Experience indicates that NHS staff are usually 

very good at improvising when they can if they recognise a need exists and can see how 

small changes will assist their patients’ experiences. 

 

14. The Penrose Inquiry Final Report should be cross-referenced (where relevant) with 

the Scoping Exercise findings to inform effective, efficient resource allocation 

decisions. 

The Scoping Exercise has no direct or indirect connection to the Penrose Inquiry, since 

they are completely separate pieces of work with distinctly different terms of 

reference, budgets and timescales. However, it is anticipated that the two reports may 

touch on some common ground. It would likely be welcomed by all concerned if early 

progress could be made on some aspects of the Inquiry report. It may be that the 

practical issues raised within the Scoping Exercise could inform a foresighted response 

and demonstrate that the Scottish Government, while it has not interfered or pre-

empted the Inquiry report, has not been idle either. Rather, by engaging with patients 

in the interim it is better prepared to act, and to do so from an informed position. 

 

15. The recommendations of this report should be actioned within the life of the 

current Scottish Parliament. 

There is a strong sense that the cumulative delays experienced by sufferers, their 

carers or their bereaved families is unreasonably and wholly excessive. Some people 

have waited over 30 years for action. All of the recommendations arising from the 

Scoping Exercise are envisaged to be achievable within a 12 month period. 

 

16. The Scoping Exercise findings should be formally reviewed after one year to 

evaluate progress, with the review involving representation from patients, 

clinicians, voluntary sector support organisations and Government. 

With the aim of ensuring that there is a sustained partnership response, this 

recommendation will allow for the stakeholders to re-visit the Scoping Exercise Final 
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Report to evaluate progress, provide feedback and if necessary instigate new activity. 

 

 

10. Appendices: 

 

 Appendix A: SIBF Project Management Group 

 Appendix B: Project Reference Group 

 Appendix C: Key Contacts List (Support Organisations) 

 Appendix D: Questionnaire 

 Appendix E: Standards 

 Appendix F: Penrose Inquiry Terms of Reference 

 Appendix G: Health conditions associated with Hep C 

 Appendix H: Questionnaire Responses 
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APPENDIX G – HEALTH CONDITIONS ASSOCIATED WITH HEP C18 

 

 Mixed cryoglobulinaemia (MC) 

 Palpable purpura 

 Vasculitis 

 Arthralgia/myalgia 

 Peripheral neuropathy 

 Renal disease (e.g. MPGN or membranous GN) 

 B cell non-Hodgkin’s lymphoma 

 Monoclonal gammopathy 

 Diabetes mellitus (or other related abnormalities) 

 Porphyria cutanea tarda 

 Lichen planus 

 Psoriasis 

 Other skin manifestations (e.g. vitiligo, alopecia)  

 Pulmonary fibrosis  

 Autoimmune thyroiditis  

 Sicca syndrome or Sjogren’s syndrome 

 Noncryoglobulinaemic nephropathy  

 Aortic atherosclerosis  

 Cardiomyopathy  

 Chronic polyarthritis  

 Polyartertis nodosa  

 Arthritis and arthralgia type conditions 

 A neuro-psychiatric disorder (including dementia) 

 Depression (professionally diagnosed) 

 Chronic fatigue (beyond just occasional tiredness) 

 Stigma (including actual or perceived discrimination affecting quality of life) 

 

  

                                            
18 Source- Advisory Group on Hepatitis: Review of the clinical consequences of hepatitis C infection: June 2013 
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A Commentary 

on the 

Contaminated Blood Financial Support Review Group Draft Report & Recommendations 

from the 

Scottish Infected Blood Forum 

 

1. Main Points of Divergence 

 The first and preeminent issue we have with the report and recommendation is the retention of 
what we refer to as the ‘so-called’ Stage 1/Stage 2 distinction. We consider the distinction to be out-
dated, unfair and divisive. It is our view that this is a red line issue that must be thought of as a 
potential ‘deal-breaker’. We believe it is essential to see this as yet unresolved and fundamental 
issue as a line that cannot be crossed by the patient/victim representatives until it is made right. As 
such, the absolute need to see the removal of the Stage 1/Stage 2 distinction cannot be stressed too 
highly. 

 The second main issue is the lack of acknowledgement in the proposals of the majority view as 
expressed by patient victims to see a substantive, full and fair lump sum payments scheme being 
proposed, at least as an option. 

 
Since the matter of Stage1/Stage 2 is so crucial it could be that this Commentary on the report stops at 
this point, but in good faith and following the course adopted at the Perth meeting (which was itself a 
matter for lively preliminary debate), we have continued to extend our Commentary to include the other 
elements of the document. However by providing this Commentary on the fuller content of draft report, 
this should in no way be seen as acquiescence to the proposals as they currently stand. The constant 
overriding principle is that the proposals are only worthy of consideration for support once the Stage 
1/Stage 2 issue is resolved. 
 

2. Name: 

 We note that the name of the Review Group has reverted back to include the term "Infected 
Blood...". We must insist that the name go back to "Contaminated Blood". 

 

3. Terms of Reference: 

 We are very concerned that there is no mention of the broader Terms of Reference and guiding 
principles document that was tabled and was agreed (after some debate) as a guide to the process, 
while the highly edited/minimised ToR version as drafted by the Scottish Government 
representatives is included? We assert that if the fuller ToR document had been followed it would 
have helped to significantly aid the Group in reaching a more agreeable outcome than is currently 
being presented. We therefore must insist that for the sake of transparency these fuller ToR also be 
included as an appendix. 

 We believe that the Group has not met one of the core tasks from the minimised ToR, specifically 
that in its considerations, “… [to include matters of] … eligibility (tests of causation and disability)”. 
All that has been recommended is that this ‘should’ be looked at again at some unspecified time in 
the future (which may or may not happen before the other proposals are enacted, thus opening the 
door to unfairness and discrimination). The issue of extra-hepatic conditions, for example, has not 
been adequately addressed (even though it came up frequently in the consultation responses). It is 
now recognised that this ought to be a key component of the eligibility criteria, even based on 
already established and validated medical research on the subject. 
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 The Group has not met another of the core tasks from the minimised ToR, namely to, "Consider 
evidence from affected patients, families and their representatives in relation to … unmet need 
which could be addressed by an improved scheme.” Despite assurances, infected/affected people 
have not had the opportunity to properly express the unmet need, in particular the very real 
financial losses resulting directly from infection. 

 

3. Membership of the Review Group: 

 Given that peoples' names will be attached to this report for evermore, we pose the question, ‘do 
we want to be identified with these recommendations in full?’ and it is for this reason, as a 
membership organisation, we feel the need to formally present the concern expressed in this 
Commentary. 

 

4. Executive Summary 

 “… the Group recognises that one size does not fit all and there will be some people affected who 
are disappointed by the proposals”. We believe that if one size did fit all then at least the so-called 
Stage 1 people would be on par with the so-called Stage 2 people. We assert that this sentence is 
therefore misleading and could be seen as an attempt to manage expectations downwards. We must 
insist that it be removed/corrected. 

 “(Concerning the proposals) … the Group considers that an effective system should meet all of 
them”. This establishes in the mind of the reader that there is a tacit endorsement of the proposals 
as apparently presented by the Group members individually and collectively. We cannot support the 
proposals as they currently stand for the reasons stated in this Commentary. We recognise that in 
some situations members of a body may be subject to ‘collective responsibility’, but we believe that 
this does not apply in this situation and that it is not in the interests of our members who are the 
infected/affected people to even appear to be endorsing in full what is currently being proposed. 
Were the key changes made (which we believe have been expressed by the vast majority of 
infected/affected people), then we certainly would want to see the complete set of proposals taken 
forward by the Scottish Government as part of a comprehensive, fair, full and ‘effective system’ of 
support. 

 

5. Proposals (Introduction) 

 “There was a divergence of views across the Group …”. We believe that this statement is being used 
to justify not getting to where most infected/affected people wanted the Group to get to. On key 
issues such as the so-called Stage1/Stage 2 split, most if not all of the non-government 
representatives on the Group have publically asserted their individual efforts to remove this as far as 
possible. The divergence was therefore between the patient/victim representatives and the officials. 
This unclarified ‘divergence’ is a disingenuous representation of the reality of the situation. We 
contend that for the sake of the victim/patient representatives the true nature of the divergence 
must be explained. From the Perth event, attendees were given the distinct impression by all non-
governmental representatives that there remained major differences of opinion when compared to 
the direction of travel being promoted by government representatives. Several non-government 
representatives highlighted their personal and collective efforts to effect a change of position but 
with little success. Their assertion was that many key points of discussion were still in the frame for 
debate and that they would be taking back to the Review Group table the overwhelming 
dissatisfaction of the Perth attendees with the proposals as presented, with a mandate to require a 
complete overhaul of the proposals as they then were being set forth. We are concerned that the 
proposals have hardly changed from those presented for consultation at the Perth event. We have 
sympathy with the views expressed by a number of people at the local meetings and the Perth event 
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that it was unfortunate (and ultimately unhelpful) that there were no government representatives at 
these events to see and hear for themselves the views of infected/affected people. We are 
concerned with the possibility of the patient representatives appearing to approve the Report and 
Recommendations document as it currently is drafted which could be detrimental to their personal 
integrity and the possibility that a massive disservice will then be done to the very people they have 
fought so hard to support for all these years. It is our contention that they should distance 
themselves from appearing to endorse this report as it currently stands since it does not represent a 
“fair and full” settlement for all our memberships. 

 “The group acknowledges that the final decision of Scottish Ministers will involve consideration of 
whether the proposals are proportionate, evidence-based and affordable.” We believe this 
statement is not representative of the situation it seeks to describe. It is not our understanding of 
what the Group ‘acknowledges’, certainly not the victim/patient representatives. At most, it was 
something that government officials referred to as a standard governmental process or protocol. But 
given the statements by the First Minister and the Cabinet Secretary, it would be for them to ensure 
the smooth passage of any statutory actions arising from the work of the Review Group since we 
would assume they already had Cabinet approval before publically making the commitments they 
did. “Proportionate” is possibly correct if it refers to truly “full and fair” support, but if it refers to a 
comparison with some other minimising criteria then the idea that it is acknowledged by the Group 
is wrong. “Evidence-based” again this might be correct but according to other parts of the 
document, that appears to be ‘acknowledged’ as part of the unfinished business. “Affordable” is the 
terms we have most concern about. Of course it is affordable if it is given the priority it deserves. 
Affordability is a matter of political will and choice. We retain the good faith that Ministers did make 
their public statements with real intent, and that latterly they would not suddenly come to the 
realisation that it might cost them money and so try to back out of their commitments by re-defining 
the criteria for making decisions and blaming it on Cabinet colleagues. We assert that this sentence 
appears to be more downwards expectation management. 

 “Key suggestions involved …”. We are very concerned by how this paragraph in the document starts 
since we believe it fails to mention all, or at least certain more important ‘key suggestions’. The 
paragraph goes on to list those items that happen to fit with the proposals contained herein. 
However, we know from the victim/patient representatives that getting a fair deal for so-called 
Stage 1 victims, and also the overwhelming preference for a lump-sum payment were the two key 
“suggestions”, yet they are not even mentioned anywhere in the paragraph. We assert that this is 
very misleading and highly selective. We believe it could be seen as a conscious misrepresentation 
and therefore could call into question the whole consultation with infected/affected people; even 
though the report seeks to highlight what “a historic Scottish Government commitment” it is. We see 
this as an error that must be corrected for the sake of the credibility of the whole process. 

 “(They agreed) … to build on the existing scheme parameters …”. We do not accept that there was 
any such agreement. (And in this vein we note, and it has been raised as an issue, that key 
contributions from Group members were not included in the minutes of meetings, which may have 
led to an assumption of collective agreement.) If this statement is allowed to remain in the report it 
could mean keeping the so-called Stage 1/Stage 2 criteria, even just for a while? We believe that this 
is not the view of the majority of infected/affected patient victims and that it is not supported by 
evidence. Thus we challenge the statement that this has been agreed, at least for the integrity of the 
victim/patient representatives, and more importantly for the unsuspecting patient victims. 

 “The group acknowledges that some of those affected are likely to remain unhappy with the way 
they would be treated under these proposals. Such people are more likely to support a fixed 
payment procedure whereby any total budget identified would be split evenly between all 
categories of recipient, regardless of their circumstances.  This view was also reflected by a minority 
of group members.  While undeniably simple, this approach could potentially mean that those with 
more serious impacts only receive a nominal increase to their current support, dependent on the 
total budget identified.  It could conceivably conflict with the principle that nobody should be worse 
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off under the new system than they are under the current system.” We are extremely concerned by 
this whole paragraph. We assert that it is a gross misrepresentation of the real situation. It 
automatically seeks to nullify any substantive increased support to all the so-called Stage 1 victims, 
and for that reason it must be challenged. The SIBF in particular cannot be associated with this for its 
own credibility sake with its members. We would ask how it can be said that the view to have a more 
even split was a view of “a minority of group members” those same group members have 
membership bases that would disagree this this view. For example, it is stated elsewhere in the 
report that half of the local meeting attendees were at the Glasgow meeting, and it is well known 
what the overwhelming majority view there was. We also assert that the only way this could 
potentially tend to lead to only “a nominal increase” for the “more serious impacts” is if the 
payments are derisory (as would be the case if the currently proposals stand). Also, we thought we 
had dealt with the unsustainable and unpalatable idea that one person’s suffering should be 
adjudged to be more or less than another’s. Further, we are deeply concerned by the phrase “any 
total budget identified”. We thought we had been told that there is no pre-conceived budgetary limit 
to provide financial support regardless of what the need is. Isn’t it about what is needed rather than 
what the government thinks it can afford? After all, the patient victims’ needs are real and rising 
(including past/outstanding losses) and they do not simply disappear because someone from the 
Finance Directorate wants to spend money on something else. We are looking for the fairness 
promised, and as part of that promise, for the Cabinet Secretary and the First Minister to stand up 
for state infected people against any pressure from colleagues who might have their own reasons for 
placing an unfair limit on adequate support. 

 “… the survey responses support a simple, universal scheme.” We assert that this is an undeniable 
recognition that contradicts the quoted paragraph above. People have been asked and have 
responded with an unequivocal answer; ‘a simple, universal scheme’. We believe that this is not the 
only example of inconsistency in relation to the interpretation of consultation results within the 
report, but in particular this fundamental inconsistency cannot remain as it is. Similarly, for this 
reason we consider it was unreasonable to expect Group members to respond as if the document 
was "for final comments and approval" when in key areas it is imbalanced, inconsistent and not 
accurately representative of Group members’ views or consultation responses. There was also a 
deadline of 48 hours to respond which we believe was completely unfair and could be interpreted as 
an attempt to push through the report which appears to support Government preferences and may 
have the result of ‘bouncing’ the patient/victim representatives into accepting the resulting 
document without a fair time to consider it. We believe that it would be very unhelpful and 
inappropriate to allow the document to go to the Cabinet Secretary in its current form. 

 “… there was some support for prioritisation based on health and disability.” We think this comment 
in the report is at best unnecessary. There was also ‘some support’ for financial support payments in 
lump sums of over £1million, but this is not mentioned. By mentioning only certain aspects where 
views were expressed, the document would appear to be seeking to justify elements of prioritisation 
(i.e. means testing) even though there is only ‘some support’ for this. We worry that this might 
demonstrate a tendency to ‘cherry-pick’ what a few people may have said when it supports a 
particular government preference as the way forward, while other factors raised in the consultation 
receive no mention at all, even if they were supported by many more people. We are left to question 
what was the point of asking people what they need and how they want that need met, (so raising 
expectations), and then just selectively focus on preferred responses, even if they are not the 
majority view? We believe that this does not describe or conform to being a competent or reliable 
consultation (even according to the Scottish Governments’ own standards for public consultations). 

 

6. Key Principles 

 “The scheme should recognise all types of loss and suffering including: Pain and suffering; Financial 
losses; Ongoing needs.” We assert that the proposals do not meet this stated key principle. For 
example, people have not even been asked to submit even the most basic of information about 
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financial losses. During the round of local meetings this lack of asking the basic questions about 
losses was raised, with the response being that we would be asked for that information later, 
because at the local meeting stage the aim was to establish the ‘key principles’. We note that this 
financial losses assessment never was followed through on, which means that the most basic data to 
assess need was never gathered. People were never asked, and some people have said that they 
were never asked because that information was not wanted or needed. People have expressed 
concerns (misgivings) that gathering knowledge about actual and estimated losses would be 
irrelevant to the outcome since they suspect the size of the pot to be distributed, or at least the 
maximum parameters, has already been decided (i.e. ‘any total budget identified’). 

 “That nobody should be living in poverty as a result of the infections.” While this might appear to be 
a worthy assertion, in the context of the aim to achieve a full and fair settlement for patient victims 
we wonder if its inclusion is helpful. We believe it should be irrelevant to the matters under 
consideration. Too many infected/affected people are already experiencing poverty because of their 
infection – and we thought that was one of the main motivations for carrying out the Review to stop 
that happening. It is our understanding that the aim is for a full and fair settlement so that people 
can live comfortably and ensure their family’s future in spite of their infection; caused by no fault of 
their own. Just avoiding poverty shouldn’t come into it. 

 

7. Proposal 1 (from Executive Summary and body of document) 

 “Stage 2 (advanced) HCV”. We are concerned about this description as it appears in various parts of 
the document. Is this just an over-simplified explanation of the so-called Stage 2 distinction, or is it a 
further differentiation of people’s “level” of being infected/affected (a sub-set of a Stage). If it is the 
latter, where does it come from? We believe this must be clarified, and if the latter of the possible 
explanations then the “(advanced)” should be removed as it is spurious. As stated previously, we 
believe these distinctions are no longer useable since it is based on out-dated, over-simplified and 
unfair criteria. 

 “This should be payable in all co-infected HIV and HCV cases, including Stage 1 HCV, to reflect the 
additional health impacts and complications of co-infection.” We believe this demonstrates an 
acknowledgement of the fact that the so-called Stage 1 infection is recognised as sufficient to 
require ongoing annual payments for co-infected people. So the ‘one-size-fits-all principle’ should 
apply (if it really will) since it is assumed this cohort of people will also get the £30K increase as 
proposed later in the document. We insist that this inconsistency be acknowledge and addressed. 

 “All co-infected who are currently at Skipton Stage 1 should also automatically receive the Stage 2 
Skipton payment of a £50k lump sum.” As above, we assert that this demonstrates an unfair and 
unjustified distinction. If infected/affected people are all in this together and want to avoid being 
split into factions and pitted against each other by the prospect of a winners and losers scenario, we 
believe that the co-infected victims and the so-called Stage 2 victims should take a principled stance 
in favour of the whole cohort being treated fairly. 

 “This can involve psychiatric injury of such severity that the sufferer is unable to function either in his 
or her working or social life.  They are often unable to obtain adequate life insurance or mortgages 
without paying a substantial additional premium.” We question why is this being used to describe 
co-infected people when the reality is that even victims who are only allowed to be designated at 
the so-called Stage 1 also suffer these exact same symptoms and detriments, and often to the same 
degree of severity. The inapplicability of this distinction in health impacts is also supported by the 
Penrose Report where there is no separation between the so-called Stages when it comes to 
detriments. We assert that retaining such untenable differences in how people are considered will 
result in pitting one patient against another. We see this as being divisive, distasteful and morally 
wrong. It completely highlights the fallacy of the so-called Stage1/Stage 2 distinction and must be 
challenged. 
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 We are unclear from the way the document currently reads if payments for those who fall into these 
proposed new arrangements will be back-dated to recognise the losses incurred since the time of 
infection? We believe that it would be important that this should be clarified since one role of the 
Group was to include in its recommendations those matter that relate to retrospective payments. 
For example, in relation to the proposal for annual payments, anyone who has not received these 
payments previously, when in light of improved recognition of health impacts they are assessed for 
payment, there is a strong case to see these back-dated to cover the whole period of being infected, 
not just from when the assessment system became fairer. 

 We are unclear from the way the document currently reads if any annual payments scheme will be 
tied to annual increases “to reflect Scottish full-time gross median income” as that particular 
measure will presumably increase annually in line with the cost of living. All that is currently 
proposed is that it “… will reflect historic and future financial loss for those most affected by 
infections.” We assert that annual payments must be explicitly tied to a recognised annual increase 
arrangement. 

 

8. Proposal 2 (from Executive Summary and body of document) 

 “… or at HCV Stage 2 only.” We assert that this needs to be subject to the red line issue of removing 
the so-called Stage 1 and so-called Stage 2 distinction. 

 “Widows of those who died at Skipton Stage 1 should also be able to apply for this payment where 
the virus contributed directly to the death of the primary recipient.” We believe that this would be a 
redundant/unnecessary clause when the so-called Stage 1/Stage 2 split is removed. However, even 
as it is it is we think it is too open to interpretation (particularly by a ‘hawkish’ clinician, as has been 
the experience already by some people who have sought Skipton support). We strongly believe that 
it would be very helpful for this be more specific (in particular when it comes to the possible 
flexibility of interpretation of the word ‘directly’, its scope and scale). 

 “Payments are, in part, recognition of injury and harm …”. We believe this is a vital comment and 
strengthens the case for support as a result of injury/harm caused by the state. We insist that this 
stays in the report. 

 

9. Proposal 3 (from Executive Summary and body of document) 

 “The Ross report recommendation related to chronic infection with HCV should be fulfilled.” We 
have campaigned on the basis that the Lord Ross report recommendations should have been 
implemented in full back when they were published. We assert that the economic value of the 
financial elements of the Lord Ross recommendations are therefore outdated, and that they were ‘of 
their time’. Beyond that, we are deeply concerned that the Lord Ross recommendations may be 
being used to justify a greatly reduced payment structure (compared to one that is ‘full and fair’) 
such that it would be made to appear that the patient/victim representatives on the Group would be 
content with the proposed maximum settlement amounts being tied to the former Lord Ross 
recommendations.   We are concerned that this could possibly be seen as another example of the 
Review Group discussions being selectively pursued to favour the state’s preferred outcome. We see 
this as falling into the same type of misuse of discussions and consultation responses as happened 
with the topic of interim payments where a letter was sent calling on Westminster to make an 
interim payment for a derisory amount when it was fully expected that it would never happen; and 
that the amount being mentioned in the letter was far removed from the level discussed at the 
consultation meetings. In our view, after the so-called Stage 1/Stage 2 split, the matter of lump-sum 
payments is the second biggest bone of contention. Firstly, the Ross recommendations are from 12 
years ago. £50K then (or the as yet unpaid £30K top-up, for example) is worth a lot less today. Our 
view is that these amount are more in line with appropriate interim payments and a starting point 
for people to begin receiving full and fair support; but not to be considered ‘full and final’ amounts. 
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Similarly, we see no proposal which recognises that at the very least even these payments should be 
increased by an inflationary amount, or receive compound interest or be back-dated to a 
commensurate level to cover the entirety of the period of hurt and injury. More importantly, we 
assert that in the context of ‘full and fair’ then £20K, or £30K, or £50K or £70K for a life irreparably 
damaged or ended prematurely simply doesn’t go far enough. 

 We would draw attention again to the objective as stated by the Cabinet Secretary to produce a ‘full 
and fair’ support arrangement. We assert that this Proposal 3 recommendation does not achieve 
that by any reasonable measure. People should justifiably expect full and fair to mean that at the 
very least their financial losses are covered. From consultation events it was clear that a majority of 
attendees were magnanimous enough to accept that a flat-rate lump-sum payment reflecting the 
collective losses which could then be divided evenly/equally should be put in place. Thus the higher 
earners appeared to be prepared not to receive a full settlement for their personal losses in 
recognition of those who had not had the opportunity to build up a career (maybe due to being 
infected at a young age), and who were no less worthy of a reasonable pay-out. But the actual losses 
they referred to were in the order of six-figure sums, for some it was seven-figures. (Had the 
consultation process included asking people to calculate even just financial losses this would have 
been understood.) It is our assertion that just because the current financial situation is poorer 
relatively than 10, 20 or 30 years ago this should not mean that victims are penalised. In fact the 
financial crisis and slow recovery has probably hit them more. The key here is that the sum to be 
distributed should be based on real losses distributed evenly to victims, not a government set “total 
budget identified” to be fought over by everyone trying to prove they are ‘more sick’ than the next 
person. 

 It is our contention that almost everyone at the consultation meetings expressed a preference for a 
lump-sum payment. The discussion on this topic went so far down that line as to have move on to 
the need for an interim payment. We do not see this overwhelming preference for lump sum 
payments being properly or accurately reflected in the report or recommendations. It is our belief 
that if the Scottish Government really wants to be sympathetic to the needs of infected/affected 
people, but they genuinely cannot budget for lump-sum payments at the full and fair level of 
magnitude, then we ask why it cannot just be open enough to say that. We suggest that it would 
then be easier for people to accept a commitment to a combination of a reasonable (and 
‘affordable’) lump sum payment scheme (for example £100,000 per infected or affected person), 
combined with the annual payment proposals that would properly cover the equivalent to a single 
large full and fair one-off lump sum. 

 “If any individuals in receipt of the higher lump sum payment for chronic infection subsequently 
transition to the current Stage 2 (cirrhosis, liver cancer, liver transplant etc) …” We assert that this 
may be an empty promise since it is becoming clearer that the new treatments may increasingly 
render this transition redundant. Also, we see it as further evidence of clinging on to the old 
demarcation between the so-called Stage 1/Stage 2 without regard for the chronic extra-hepatic 
conditions arising from the infection and/or previous treatments (e.g. hypothyroidism, the likes of 
which become an additional chronic health burden with their own set of life-long, life-limiting 
detriments; and we know there are other specific physical and mental health impacts beyond liver 
damage). 

 In good faith we are assuming that the reported lack of communication between the officials in 
Westminster and Holyrood is true. We therefore highlight that the announcement by the Chancellor 
of a significant increase to NHS funding in England within the Spending Review (£3.8bn, being an 
above inflation amount of 4%), which will include consequentials for Scotland, will have come as a 
pleasant surprise to the Scottish Government. It could reasonably be thought of as an unexpected 
windfall and so will not have been included in budgets. Thus we assert that it is reasonable for us to 
propose that some of this new consequentials money be used to better support (i.e. in a more full 
and fair way) contaminated blood HIV and HCV victims; assuming that lack of money is the reason 
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for the still inadequate support levels as proposed in the current version of the report and 
recommendations. 

 We are very concerned about the suggestion (or sub-text) that any proposals for support to 
contaminated blood patient victims will be scrutinised by Ministers as if they were not expecting or 
would not support a prior commitment by the First Minister and Cabinet Secretary to provide that 
support. We accept that there are good governance protocols in place, but we worry that the 
inclusion of such comments in the document might be overstating known governmental protocols. 
We are concerned that this may be a precursor to announcing that there is no money to provide full 
and fair support. As stated before, we do not believe and cannot accept any such response. We 
know that it is always a matter of political will. If any government really wants to find the money for 
what they set as a priority, then they will find that money. This was exactly the case when the UK 
Government introduced the ‘bedroom tax’ and immediately the Scottish Government ‘found’ the 
money to recompense everyone in Scotland who had been affected by it. Our view is that if the 
Scottish Government really wants to support infected/affected people (and we are told repeatedly 
they do) then they literally just need to put their money (our money) on the table. 

 

10. Proposal 4 (from Executive Summary and body of document) 

 As was discussed at the Perth event, this is potentially the most bureaucratic of the proposals (apart 
from the unfinished business within Proposal 5, potentially). We simply assert that this discretionary 
structure could be largely (or entirely) done away with by simply giving people a proper, full 
payment scheme so they can meet additional needs the way the rest of the population do. 

 We are concerned to ensure that there should be an explicit recommendation for a totally separate 
Scottish body to administer lump-sums payments, annual payments and discretionary grants. We 
see how it could be interpreted that the proposals might only result in a Scottish body just to 
administer the support and assistance discretionary grants. Given the dissatisfaction that most 
people expressed with the current UK systems, we believe this needs to be clearer. An all-embracing 
Scottish body was certainly the majority view from the consultation events. 

 

11. Proposal 5 (from Executive Summary and body of document) 

 We believe this comes across to the reader as a catch-all for unfinished business. We think that it 
demonstrates how the timescales were ambitions (unrealistic); even though they were, we believe, 
part of a genuine desire to respond timeously. We believe it is very unfortunate that after all the 
delays, barriers, refusals, token gestures and promises encountered in the past 30 years, the need to 
complete the work of the Review Group in so short a time may have compromised the consultation 
process, and the Review Group’s ability to fully carry out its remit, and ultimately the achievement of 
the best outcomes for people by working with and not against the government (as it might appear in 
some ways). 

 “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.” We wonder why this was not included (or at least 
referenced) in Proposal 1 related to annual payments. We see this, and the other Proposal 5 
elements, as unfinished work that must mean the Review Group will need to continue to meet 
beyond the original November deadline. If it does not, we would be concerned about who else will 
deliberate and decide on the detail of these quite crucial items of unfinished business. 

 “Access to insurance products, and additional loading of premiums due to infections, should be given 
further consideration.” We see this as just a re-stating of what was in the Lord Ross 
recommendations and the Scoping Exercise recommendations. We recall that at the Perth event it 
was proposed and apparently accepted that the word “should” must be strengthened by replacing it 
with something like the word “must”. Given that this minor change was specifically mentioned and 
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agreed as preferable in the Perth meeting but not actioned, we are concerned that if this small 
change was not followed up, there is clearly potential (and we would suggest more than the 
potential) for other weightier items that were apparently being recorded to take back to the Group, 
not actually getting back to the Group or not being taken on board when they were. We are 
concerned that the consultation process has been compromised by a lack of responsiveness to 
feedback given in good faith by infected and affected patient victims. We are further concerned that 
given the speed with which Ministers responded publicly (and admirably) to the publication of the 
Penrose Inquiry report, there may have been the temptation to move forward in a somewhat less 
than complete way after the Penrose spotlight was no longer shining. 

 “The current thresholds for Stage 1 and Stage 2 of the Skipton Fund should be the subject of a 
specific, evidence-based review.” and “This review should also thoroughly evaluate the criteria for 
attributing HCV to the cause of death, including death certificate data.” As stated previously, we see 
these as fundamental to the whole process. We are left to reflect on why they were not adequately 
addressed during the eight meetings of the Review Group. The non-governmental representatives on 
the Review Group have all stressed publically the efforts they made individually and collectively in 
relation to this key topic, but no resolution has resulted. We recognise that some see reviewing 
thresholds/eligibility criteria/etc. as a strategically preferable alternative to forcing a climb-down on 
the so-called Stage 1/Stage 2 delineation. It would potentially open the door to so-called Stage 1 
victims effectively becoming so-called Stage 2 people, by a completely different route to that of 
removing the stage designations. We acknowledge that this may be is a good strategy, but equally 
we worry that it could simply be a way to delay acting on this more challenging aspect. We would 
assert that there was already sufficiently robust evidence of the need for changing threshold criteria. 

 

12. Operation of the Scheme 

 “A new Scottish scheme should be established that is sensitive to the unique Scottish context.” As 
mentioned above, we would seek a more definite and clear description of how the entire support 
programme will operate in a fully independent way from the UK, or to know for the avoidance of 
doubt if anything was being left to London? 

 “Payments should not be taken into account for the purposes of entitlement to benefits and should 
be exempt for taxation purposes.” We recognise that this will involve Westminster since these 
matters are reserved. We worry that this will delay the implementation of the Scottish scheme (since 
the preservation of these entitlements might require going through the UK parliament legislative 
process)? We fully support the spirit and intent of this operational statement, but would want to see 
a bolder assertion (not just ‘should’) and a plan to move forward if, while awaiting a London 
response, an interim arrangement needs to be put in place. 

 “Appeals mechanism – a credible, transparent appeals mechanism should be established for all parts 
of the improved schemes.” Again, we do not see the bolder, more assertive commitment by replace 
‘should’ with something stronger like ‘will’ or ‘must’ as was presented at the Perth event. 

 “Accountability – the new structures established in Scotland should have affected patients involved 
in Governance/oversight.” Once again, we believe the strengthened wording was all meant to be 
fixed after Perth. 

 “Any new arrangements should be subject to periodic future review to ensure they are fit for 
purpose.” While supporting this more genuinely designated ‘future’ work, we believe the current 
Scottish Government needs to build in cast-iron protections so that a future administration does not 
decide that the scheme needs to be scaled back as part of an overall cost-cutting exercise (e.g. which 
might be dressed up as a “review” in the event of another recession). 

 

13. Other General Comments 
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 We are concerned that the specific remit issue of considering payments being applied 
retrospectively has not been fully addressed. We believe this could be vital at the point when fund 
administrators are following guidelines that may not have properly addressed this issue, resulting in 
people losing out or having to contend with an administrative process that has not adequately 
covered any retrospective-type eventuality. 

 We recognise that there is an opportunity (potentially, at least) to head-off the consequences of the 
so-called Stage 1/Stage 2 split by boosting the relevance of extra-hepatic factors to be added to 
criteria that moves someone from one to the other. However, we are concerned that any threshold 
criteria change could still be open to unfairness in its application. We believe that it would be far 
simpler just to have someone designated as state infected and that would be sufficient to open the 
door to support, as opposed to a clinician making a relativistic judgement on impacts. 

 We are concerned that there is little detail on those who have ostensibly been “cured” and so worry 
that some of our members could suffer a detriment by this matter not being adequately addressed 
in the recommendations. 

 We are very concerned that the archetypes/case study exercise which was to look at specific cases 
has not been followed through. This would have looked at possible relationship situations people 
found themselves in, losses related to various livelihood scenarios, etc. and then it would have 
assessed them for likely need and possible unintended consequences arising from the proposals. 
This proofing or testing process would have included, for example: ‘cured’ people; dependents from 
different relationships; people demonstrably infected in Scotland but now resident elsewhere; 
separated or divorced people who have children who themselves have support needs but who no 
longer live with them; unmarried partners etc. 

 We believe the Group needs to go back to the original statements by the Cabinet Secretary and the 
First Minister to pick out the no doubt sincerely meant words from our nation’s political leaders in 
the aftermath of the Penrose Report publication. Specifically this review should list commitments 
like ‘full and fair’, and then proof the draft recommendations against their aspirations. 

 We are concerned that the Scoping Exercise is hardly mentioned in the report, even though it was 
meant to be a ‘starting point’ for the work of the Review Group. At the Perth event there was a 
difference of opinion about whether or not the Cabinet Secretary had accepted the 
recommendations of the Scoping Exercise in full (which would have implications for the report and 
recommendations). We maintain our assertion that she did. 

 We recall how our members were encouraged during the consultation process to complete the 
questionnaire not only with their responses to the questions, but also with comments about the 
process, including the questionnaire itself. There was a big debate at the time. We wish to know 
what happened to these process related responses. They don’t appear to be reflected in the report. 
In our view, at the very least it is bad practice in social research and in community engagement (if 
the report document aspires to be seen as such) not to see some reference to the methodology and 
it’s acknowledged shortcomings/limitations/assumptions. 

 

 

Philip Dolan, MBE KHS, Convener 

For and on behalf of the Scottish Infected Blood Forum Management Committee. 
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Health and Sport Committee 

9th Meeting, 2016 (Session 4), Tuesday, 9 February 2016 

Subordinate Legislation Briefing 

Overview of instruments 

1. There are four negative instruments for consideration at today’s meeting: 

 The Public Bodies (Joint Working) (Prescribed Health Board Functions) 
(Scotland) Amendment Regulations (SSI 2016/15) 

 The National Assistance (Sums for Personal Requirements) (Scotland) 
Regulations 2016 (SSI 2016/23) 

 The Products Containing Meat etc. (Scotland) Amendment Regulations 
2016 (SSI 2016/24) 

 The National Assistance (Assessment of Resources) Amendment 
(Scotland) Regulations 2016 (SSI 2016/25) 

The Public Bodies (Joint Working) (Prescribed Health Board Functions) 
(Scotland) Amendment Regulations (SSI 2016/15) 

Background 

2. These Regulations amend the Public Bodies (Joint Working) (Prescribed 
Health Board Functions) (Scotland) Regulations 2014 to prescribe 
additional functions for the purpose of section 1(6) of the Public Bodies 
(Joint Working) (Scotland) Act 2014 (“the 2014 Act”). The Policy note 
from the instrument is attached at Annexe A. 

3. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2016/15/contents/made 

4. There has been no motion to annul this instrument.  

5. The Committee needs to report by 29 February. 

Delegated Powers and Law Reform Committee consideration  

6. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 26 January and determined that it did not 
need to draw the attention of the Parliament to the instrument on any 
grounds within its remit. 

http://www.legislation.gov.uk/ssi/2016/15/contents/made
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The National Assistance (Sums for Personal Requirements) (Scotland) 
Regulations 2016 (SSI 2016/23) 

7. Section 22(4) of the National Assistance Act 1948 as applied by section 
87(3) and (4) of the Social Work (Scotland) Act 1968 (“the 1968 Act”) 
requires a local authority to assume in assessing a person’s liability to 
pay for accommodation provided under the 1968 Act or section 25 of the 
Mental Health (Care and Treatment) (Scotland) Act 2003 that they will 
need for their personal requirements such sum per week as may be 
prescribed by regulations. The Policy note from the instrument is 
attached at Annexe B. 

8. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2016/23/contents/made 

9. There has been no motion to annul this instrument. 

10. The Committee need to report by 29 February. 

Delegated Powers and Law Reform Committee consideration 

11. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 26 January and determined that it did not 
need to draw the attention of the Parliament to the instrument on any 
grounds within its remit. 

The Products Containing Meat etc. (Scotland) Amendment Regulations 
2016 (SSI 2016/24) 

12. These Regulations amend the Products Containing Meat etc. (Scotland) 
Regulations 2014 (“2014 Regulations”). Regulation 2 of these 
Regulations amends regulation 7 of the 2014 Regulations by inserting a 
reference to section 22 of the Food Safety Act 1990 (defence of 
publication in the course of business). The effect of the amendment is 
that the defence provided for in section 22 applies for the purposes of 
the 2014 Regulations. This instrument makes a single technical 
amendment to the 2014 Regulations and the content of these 
Regulations were fully consulted on during the development of the 2014 
Regulations. The Policy note from the instrument is attached at Annexe 
C. 

13. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2016/24/contents/made 

14. There has been no motion to annul this instrument. 

15. The Committee need to report by 29 February. 

http://www.legislation.gov.uk/ssi/2016/23/contents/made
http://www.legislation.gov.uk/ssi/2016/24/contents/made
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Delegated Powers and Law Reform Committee consideration 

16. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 26 January and determined that it did not 
need to draw the attention of the Parliament to the instrument on any 
grounds within its remit. 

The National Assistance (Assessment of Resources) Amendment 
(Scotland) Regulations 2016 (SSI 2016/25) 

17. These Regulations amend the National Assistance (Assessment of 
Resources) Regulations 1992 (“the principal Regulations”). The principal 
Regulations concern the assessment of a person’s liability to pay for 
accommodation provided under the Social Work (Scotland) Act 1968 
(“the 1968 Act”). By virtue of section 87(3) of the 1968 Act, 
accommodation provided under the 1968 Act or section 25 of the Mental 
Health (Care and Treatment) (Scotland) Act 2003 is to be regarded as 
accommodation provided under Part III of the National Assistance Act 
1948. The Policy note from the instrument is attached at Annexe C. 

18. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2016/25/contents/made 

19. There has been no motion to annul this instrument. 

20. The Committee need to report by 29 February. 

Delegated Powers and Law Reform Committee consideration 

21. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 26 January and determined that it did not 
need to draw the attention of the Parliament to the instrument on any 
grounds within its remit. 

Bryan McConachie 

Committee Assistant 

http://www.legislation.gov.uk/ssi/2016/25/contents/made
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ANNEXE A 

POLICY NOTE 

The Public Bodies (Joint Working) (Prescribed Health Board Functions) 
(Scotland) Amendment Regulations 2016 

SSI 2016/15 

1. The above instrument was made in exercise of the powers conferred by 
section 1 (6) of the Public Bodies (Joint Working) (Scotland) Act 2014. 
The instrument is subject to negative procedure.  

Policy Objectives 

2. This instrument amends the Public Bodies (Joint Working) (Prescribed 
Health Board Functions) (Scotland) Regulations 2015 (SSI 2014/344) to 
provide for the inclusion of the following provisions within Schedule 1: 

 All functions of Health Boards conferred by, or by virtue of Part 4 
(provision of named persons) and Part 5 (child’s plan) of the 
Children and Young People (Scotland) Act 2014. 

3. The Public Bodies (Joint Working) (Scotland) Act requires Health Boards 
and Local Authorities to agree arrangements for joint working in their area. 
These joint working arrangements will involve the delegation of functions 
by the local authority, or by the Health Board, or both. The policy 
objectives are: 

 To create a single system for local joint strategic commissioning of 
health and social care services, which is built around the needs of 
patients and service users, and which supports whole system 
redesign in favour of preventative and anticipatory care in 
communities. 

 To ensure that integrated arrangements include, at least, adult 
social care, adult primary and community health care, and aspects 
of adult hospital care that offer the best opportunities for service 
redesign and better outcomes.  

4. Public Bodies (Joint Working) (Prescribed Health Board Functions) 
(Scotland) Regulations 2015 (SSI 2014/344) sets out which health 
functions and services must, may and may not be included in the 
integrated arrangement.  

5. Schedule 1 sets out all the health functions that may be included in 
integrated arrangements. This list comprises all functions of Health 
Boards except those which, for a particular reason, are inappropriate for 
inclusion in integration. Column A describes the functions that may be 
integrated and column B lists any necessary exclusions or exceptions. 
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6. This instrument enables Health Boards to include functions relating to Part 
4 and Part 5 of the Children and Young People (Scotland) Act 2014, in 
their integrated arrangements, should they wish to do so. This approach is 
consistent with the policy approach for Health Board functions that relate 
to children, in so far as, these functions may be delegated. This will 
ensure Health Boards have the flexibility to delegate functions that lend 
themselves to an integrated approach to planning and service delivery in 
order to improve outcomes. 

Consultation 

7. No public consultation has been carried out for this Instrument. The 
Scottish Government conducted formal consultation on: 

 Integration of Adult Health and Social Care in Scotland: Consultation 
on Proposals (between 8th May 2012 and 11th September 2012); and 

 Regulations and orders made under the Public Bodies (Joint Working) 
(Scotland) Act 2014 (between 12 May 2014 and 27 August 2014). 

Impact Assessments 

8. An equality impact assessment has already been completed on the Public 
Bodies (Joint Working) (Scotland) Bill and a summary published. To view 
the Equality Impact Assessment click here. No additional issues arise as a 
result of this instrument. 

Financial Effects  

9. A Business and Regulatory Impact Assessment was completed on the 
Public Bodies (Joint Working) (Scotland) Bill and a summary was 
published. To view the Business and Regulatory Impact Assessment click 
here. No additional issues arise as a result of this instrument. 

Scottish Government 
Directorate for Health and Social Care Integration 
Integration and Reshaping Care Division 

http://www.scotland.gov.uk/Resource/0042/00423510.pdf
http://www.scotland.gov.uk/Resource/0042/00423477.pdf
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ANNEXE B 

POLICY NOTE 

The National Assistance (Sums for Personal Requirements) (Scotland) 
Regulations 2016 

SSI 2016/23 

The above instrument was made in exercise of the powers conferred by 
section 22(4) of the National Assistance Act 1948. The instrument is subject to 
the negative resolution procedure and will come into force on 4th April 2016. 

Legal Background 
Under section 22 of the National Assistance Act 1948 (“the 1948 Act”) (as 
applied by section 87(3) and (4) of the Social Work (Scotland) Act 1968), local 
authorities are required to charge residents in residential accommodation an 
appropriate contribution towards the cost of their residential accommodation 
(excluding any entitlement to free nursing and personal care under the 
Community Care and Health (Scotland) Act 2002 and associated regulations). 

Section 22(5) of the 1948 Act provides that, in assessing a resident’s ability to 
pay, the local authority shall apply regulations made by the Secretary of State.  
By virtue of section 53(1) of the Scotland Act 1998, the functions of making 
and amending those Regulations as regards Scotland are devolved to 
Scottish Ministers. 

Section 22(4) of the 1948 Act, as applied by section 87(3) and (4) of the 
Social Work (Scotland) Act 1968, requires a local authority to assume in 
assessing a person’s liability to pay for accommodation provided under the 
1968 Act or section 25 of the Mental Health (Care and Treatment) (Scotland) 
Act 2003 that persons will require to retain a sum of money per week to cover 
the cost of their personal requirements, for example, clothes and toiletries.  

Policy Objectives 

Personal Expenses Allowance 
The National Assistance (Sums for Personal Requirements) (Scotland) 
Regulations 2016, made under section 22(4) of the 1948 Act, prescribe the 
abovementioned weekly personal expenses allowance.  This allowance is 
usually increased each April at the same time as Social Security benefits are 
uprated.  The amount of allowance is the same for residents whether they are 
placed in local authority or independent sector homes.   These regulations will 
increase the weekly rate of this allowance in line with the increase in average 
earnings (2.9% this year) from £25.05 to £25.80 from 4th April 2016. 

Consultation 

The Convention of Scottish Local Authorities and Social Work Scotland were 
consulted but have not yet responded to the proposed amendments. 
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Financial Effect 

Increasing the Personal Expenses Allowance from £25.05 to £25.80 per week 
will cost approximately £0.97 million for 2016-17.  These are routine annual 
increases, which should be planned for by local authorities, and are set 
against the increasing charging revenue they receive from residents whose 
average income, including benefits income, increases annually. A Business 
and Regulatory Impact Assessment has not been prepared as these changes 
have no impact on the costs of business.   

Integration and Reshaping Care Division 
8 January 2016 
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ANNEXE C 

POLICY NOTE 

THE PRODUCTS CONTAINING MEAT etc. (SCOTLAND) AMENDMENT 
REGULATIONS 2016 

SSI 2016 No. 24 

1. Description 

1.1 The above instrument is made by the Scottish Ministers in exercise of the 
powers conferred by sections 6(4), 16(1)(a), (e) and (f), 26(1)(a) and (3) and 
48(1) of the Food Safety Act 1990 and all other powers enabling them to do 
so. This instrument is subject to the negative procedure. 

2. Policy Objective 

2.1 These Regulations are necessary to amend the Products Containing Meat 
etc. (Scotland) Regulations 2014 (“the 2014 Regulations) in order to make 
corrections to the drafting of the instrument following Parliamentary scrutiny. 

3. Policy Background 

3.1 During Parliamentary scrutiny of the 2014 Regulations, a technical drafting 
error was identified whereby a defence under Section 22 of The Food Safety 
Act 1990 was omitted. Food Standards Scotland intends that section 22 of the 
Act will also be applied and gave an undertaking that this would be addressed 
at the first appropriate opportunity. Given that no other reason to amend the 
Products Containing Meat etc. (Scotland) Regulations 2014 is anticipated, it is 
appropriate to make this amendment before the end of the current 
Parliamentary session. 

4. Consultation 

4.1 No consultation has been carried out as is normally required by Article 9 of 
Regulation (EC) No 178/2002 of the European Parliament and of the Council 
as this instrument makes a single technical amendment to the 2014 
Regulations which were fully consulted on. 

5.  Other Administrations 

5.1 These Regulations apply in relation to Scotland only. 

6. Guidance 

6.1 A combined guidance note was prepared to accompany the consultation 
on the 2014 Regulations 

7. Impact Assessment 

7.1 No additional impact on business is anticipated as a result of the 
amendment being introduced in this instrument. Therefore, no Business and 
Regulatory Impact Assessment has been prepared.  
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8. Regulating small businesses 

This Regulation will apply to all businesses supplying regulated products 
containing meat. 

9. Monitoring 

Food Standards Scotland will work with Enforcement Authorities where 
problems or suspected infringements of the legislation arise. The 
effectiveness of the 2014 Regulations, as amended, will be monitored via 
general feedback from industry and Enforcement Authorities. 

 

Contact: 
Georgina Finch 
Food Standards Scotland 
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ANNEXE D 

POLICY NOTE 

The National Assistance (Assessment of Resources) Amendment 
(Scotland) Regulations 2016 

SSI 2016/25 

The above instrument was made in exercise of the powers conferred by 
section 22(5) of the National Assistance Act 1948. The instrument is subject to 
negative resolution procedure and will come into force on 4 April 2016. 

Legal Background 

Under section 22 of the National Assistance Act 1948 (“the 1948 Act”) (as 
applied by section 87(3) and (4) of the Social Work (Scotland) Act 1968), local 
authorities are required to charge residents in residential accommodation an 
appropriate contribution towards the cost of the residential accommodation 
(excluding any entitlement to free nursing and personal care under the 
Community Care and Health (Scotland) Act 2002 and associated regulations). 

Section 22(5) of the 1948 Act provides that, in assessing a resident’s ability to 
pay, the local authority shall apply regulations made by the Secretary of State.  
The applicable regulations are the National Assistance (Assessment of 
Resources) Regulations 1992 (“the 1992 Regulations”). By virtue of Section 
53(1) of the Scotland Act 1998, the functions of making and amending the 
1992 Regulations as regards Scotland are devolved to Scottish Ministers.   

Policy Objectives 

Capital Limits 
Within the financial assessment for residential care, anyone with capital worth 
£26,250 or more, including property, must meet his or her remaining 
accommodation costs (over and above any entitlement to free personal care 
and nursing care) in full.  Where the capital falls between £16,250 and 
£26,250, the local authority must assist the resident in meeting the cost of the 
accommodation.  Capital of £16,250 or less is not taken into account in 
assessing a contribution. 

Analytical Services Division colleagues have considered the impact of a 
change in capital limits in line with CPI (-0.1%) and advise that they have 
assumed that pensioners’ assets and incomes would rise or fall in line with 
inflation.  Increasing capital limits by inflation (when inflation is positive) would 
maintain the equilibrium and we would expect to see the same proportion of 
care home residents in each of the three capital bands.  The impact on local 
authority revenue would therefore be neutral. 

We are therefore recommending that given the CPI is negative (-0.1%), the 
capital limits remain at the 2015 limits of lower capital limit £16,250 and an 
upper capital limit of £26,250. 
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Savings Credit Disregard 
The 1992 Regulations set out a number of different types of income that are to 
be disregarded when a local authority assesses a resident’s income for the 
purpose of charging.  Since the introduction of the State Pension Credit Act 
this has included a sum where a resident is in receipt of savings credit.  These 
Regulations increase the maximum weekly savings credit disregard from 
£6.00 to £6.15 for single residents and from £9.00 to £9.25 for couples.  
These increases are in line with the increase in average earnings (2.9%). 

Consultation 

The Convention of Scottish Local Authorities and Social Work Scotland were 
consulted but have not yet responded to the proposed amendments. 

Financial Implications  

Uprating of the Savings Credit Disregards are balanced for local authorities by 
the increasing value of residents’ capital resources and benefits income.  A 
Business and Regulatory Impact Assessment has not been prepared as these 
changes have no impact on the costs of business.   

Integration and Reshaping Care Division 
8 January 2016 
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Health and Sport Committee 

9th Meeting, 2016 (Session 4) 

Tuesday 9 February 2016 

Approach to PE1492 

 
Purpose 

1. The Committee is invited to consider its approach to PE1492. 
Background  

2. PE1492 Alan Kennedy- co-location of GP practices and community pharmacies  
This petition calls for the Scottish Parliament to urge the Scottish Government to 
ensure that, within the scope of the NHS (Pharmaceutical Services) (Scotland) 
Regulations 2009 as amended by SSI/2011/32, co-located community 
pharmacies and GP practices are permitted and encouraged where patients 
affected by recent pharmacy applications have expressed the wish to have this 
facility and suitable space exists to allow this service to operate; and Review the 
impact of new pharmacy applications, particularly in rural areas, to establish 
whether guidance to NHS boards or further amendments to the legislation are 
necessary. 
 

3. Timeline of consideration 

1 November 2013: Petition Lodged  

12 November 2013: During the ‘Ask the Cabinet Secretary’ session Rhoda Grant 
asks about the colocation of GP practices and community pharmacies. 
10 December 2013: The Public Petitions Committee took evidence from Alan 
Kennedy, and Jean Kerr, Chair, Cumbrae Public Reference Group. The 
Committee agreed to write to the Scottish Government.  
4 March 2014: The Public Petitions Committee agreed to write to the Scottish 
Government and the Health and Sport Committee.  
6 May 2014: The Public Petitions Committee agreed to defer consideration of the 
petition to a future meeting, following the publication of the Scottish 
Government’s report on its Control of Entry consultation and presentation of the 
draft regulations.  
17 June 2014: The Committee agreed to refer the petition, under Rule 15.6.2, to 
the Health and Sport Committee as the designated lead committee for the 
consideration of the National Health Service (Pharmaceutical Services) 
(Scotland) (Miscellaneous Amendments) Regulations 2014 to take such action as 
it considers appropriate.  
24 June 2014: The Health and Sport Committee considered a petition by Alan 
Kennedy, on co-location of GP practices and community pharmacies. The 
Committee agreed to keep the petition open.  

4. The Committee agreed on 24 November 2014 to consider this petition as part of 
any work it undertook in relation to Professor Lewis Ritchie’s National Review of 



Primary Care Out of Hours Services. Professor Ritchie’s report was published on 
30 November 2015 and can be found here:  
http://www.gov.scot/Publications/2015/11/9014 

5. The Committee wrote to the petitioner on 14 January 2016 advising of the 
Committee’s current busy work programme noting that time may not now permit 
any evidence to be taken on the National Review of Primary Care Out of Hours 
Services. The Committee noted that the regulation to which the petition refers to 
has now come into force and indicated to the petitioner that the Committee was 
minded to close the petition. The Committee also noted that it would include 
some of the petitions issues in its legacy report for consideration by its successor 
Committee.  

6. On 15 January 2015 the petitioner responded to the Committee to advise that he 
is content with the Committee’s proposal to close the petition (see Annexe A). 

Decision 

7. Given the views of the Petitioner and the action agreed by the Committee in 
relation to its legacy report the Committee is invited to agree whether to 
close this petition.  

 

  

http://www.gov.scot/Publications/2015/11/9014


Annexe A 

Dear Jane,  

I am content with the Convenor's proposal to close petition 1492.  To my knowledge no situations 
have arisen since its introduction which might require reference to its submissions albeit the 
present position on the proposed second pharmacy application in Millport may need to be borne 
in mind as it progresses through the system 

I note that some items from the petition have been highlighted for possible consideration in the 
Pursuit of Excellence discussions. I would obviously be interested to know which items are being 
referred to. 

Other than that I have no further comment to make but to thank the Convenor and Committee 
members for the attention and consideration they have given to PE1492 

regards 

Alan Kennedy 
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