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Minutes

Meeting:	Scottish Infected Blood Support Scheme – Advisory Group
Date:		20 August 2025, 13:00 – 14:30
Location:	via TEAMS

Attendees:
Bill Wright (BW)		Haemophilia Scotland
Carol O’Connor (CC)		NHS National Services Scotland - Contractor Finance
Carolyn Low (CL)	 	NHS National Services Scotland - Contractor Finance (Chair)
Emma Mauchline (EM)	NHS National Services Scotland - Contractor Finance
Irene Kinroy (IK)		NHS National Services Scotland - Contractor Finance
James How (JH)		Scottish Government
Joyce Donnelly (JD)		Scottish Infected Blood Forum
Rachael Stewart (RS)		NHS National Services Scotland - Practitioner Services (Minutes)
Lorraine Bagen (LB)		NHS National Services Scotland - Contractor Finance
Donna McLeod (DMc)	 	Scottish Government
Alan Martin (AM)		Haemophilia Scotland
Tommy Leggate (TL)		Scottish Infected Blood Forum


Apologies:
Michelle Kivlin (MK)		Scottish Government
George McNaughton (GM)	Patient Representative




1. Welcome and Apologies

CL welcomed everyone to the meeting and the apologies were noted. It was noted JD was experiencing technical difficulties and joined third party via telephone with TL.

2. Actions and Matters Arising from previous meeting held 8th May 2025

The group went through the outstanding actions.

Action 080 – Remains closed. TL queried what was discussed at the previous meeting as he missed the meeting. CL advised the main discussion related to any queries/concerns on the definition need to be raised in the context of IBCA rather than SIBBS. BW advised he felt this was fair and did not see a benefit of re-opening this conversation at this meeting.

Action 094 – KW sent out the 2018 Health Protection Scotland report with the previous minutes. JH advised this is worth looking at in this context. JH advised as SIBBS was created after the Penrose Inquiry it is very hard to know if there was a link between the number of new applications received after the publicity of the Penrose Inquiry. CL confirmed this action can now be closed.



3. Scheme Update

IK shared the following updates

Update Summary:
· Processed all application up to the end of March 2025.
· 6 primary infected and 4 widowed partners added to scheme
· 4 scheduled appeals hearing for August. 3 of these took place with 1 deferred due to ill health. Unfortunately, all three that took place were unsuccessful.
· Continuing to receive interim estate compensation applications. Paid 35 this year up to end of July.
· Majority of communication received from IBCA relates to request for information prior to individuals deregistering from SIBBS.
· IBCA now send secured Adobe signed document, this allows both parties to retain a copy.
· 135 members accepted an offer from IBCA.
· 75 members accepted the core route, now deregistered from SIBBS.
· 60 members have gone down the IBSS route.
· 2 widowed partners have deregistered in their own right.
· End of Q1 608 recorded on the database – within this figure is the 135 who have partially deregistered – further work required to analysis.
· £9m payment made in Q1. Support payment of £4.26m consistent with what was paid previously.
· £1.9m interim payments paid to estates.
· £2.16m paid to infected members or widows.
· A lot of activities between all schemes – mainly due to requests for data as mentioned above.
· Receiving regular requests relating to the next payment of interim compensation to estates – no information held on this yet.
· SIBBS will continue for a further one year after planned date. New date of 31 January 2027. This is to pay support/interim payments only and no new applications will be accepted.


TL queried the constituent makeup of the appeals panel and if we are satisfied there is no conflict of interest with specific cases/or wider interest with involvement in NHS relating to infected blood. TL asked if this can be checked with members of the panel. IK confirmed we can ask the question and confirmed the panel is made up of the following: 


· 1 Layperson
· Chaired by a solicitor who has medical/legal background
· Haematologist
· GP specialist in liver
· Liver Specialist in infected diseases


TL queried the increases in the quarterly figures provided by IK on deaths and asked if these can be relooked at. IK confirmed the data will be relooked at and shared with group. 

JH commented on the number of calls SIBBS are receiving from IBCA and if the team are receiving communication from them. IK advised no communication is being received.


4. SG Update

JH provided the following update to the group.

· IBI additional report was issued on the 9th of July 2025 – a number of recommendations on the report. 
· One of the recommendations was for all IB’s to stay open for a further year – a date has yet to be announced for the closure of SIBBS it is expected to be 31 January 2027, the UK government to set regulations and set date, it will also respond to other recommendations in the report including a HIV start date change.
· Recommendation in the report for bereaved partners whose partner died after 1st April 2025 and that they should be able to apply to join SIBBS. Work on going to change the SIBBS document/application which will include these changes. It was advised all payments will be backdated for successful applications.
· Additional £210k payment to be made to estates. SIBBS will make these payments on behalf of UK Government.
· Currently looking at SIBBS document and if any changes need to be made for partial deregistration – this is not as urgent as first thought with the extension that has been applied. 
· SIBBS document also to be looked at for discretionary payments – however this needs to be worked on at a four-nation level due to funding issues. TL queried if this decision would give one year’s grace and the hopes that this would be communicated to all affected.


Review of previously declined applications - JH advised unfortunately no update available to group which he understands will be difficult news to hear for TL. SIBBS have done a lot of the work for the review, and it is now sitting with the Scottish Government. As this is a new process the legal/financial implications need to be looked at which the government are currently doing. This may also then require the SIBBS document to be changed. SIBBS would be making the decision of the review with the legal/financial framework being the responsibility of the government. JH is hopeful these decisions and any updates to the document can be made by the end of September. 

TL queried if there are substantive numbers of applications being reviewed and do SIBBS know out of these numbers how many applications relate to deceased individuals. DMc advised we can’t comment on this to ensure confidentiality/respect of patients and confirmed the Scottish Government are working on this.

BW queried the 75 deregistered individuals from the scheme and the difficulties this may have for Scottish Government and future budgets. CL advised the objective is payments are made, difficulties when uncertainty remains.

TL asked JH if any update had been received from cabinet office about the engagement work as recommended by Langstaff. JH advised he has not received any update to date townhalls are planned and will keep TL informed.

BW asked JH how frequent SG are meeting with the cabinet office. JH advised it will need to be weekly now for Estates payments, they are also meeting weekly to discuss the package of changes discussed that need to be changed and to agree the best way to move forward for extension of IB’s. BW always advised he would like to meet to have discussions with JH/DMc on the policy changes in the fourth set of regulations.

TL advised of a current situation with a patient who is in hospital who has Hepatis B and the barriers the patient is facing. TL gave background on Hepatis B and the previous outcomes. JH advised IBCA will prioritise these applications from October.




6. Any Other Business

Frequency of meetings going forward.

Agreed to continue to hold these quarterly, with addition of being sent updated figures of deregistering from scheme figures on a monthly basis. IK/CL to discuss offline what is achievable to send.

TL advised the community are not happy with the current regulations and the recommendations that Langstaff made. One of the areas of concern relates to the levelling of cirrhosis/serious fibrosis and outcomes on applications. TL meeting with IBCA and cabinet office to discuss asking for consistency. 



7. 	Next meeting due to take place

18th December 2025 @ 10am via TEAMS
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	Chief Executive	Mary Morgan

NHS National Services Scotland is the common name of the Common Services Agency for the Scottish Health Service.
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Scottish Infected Blood Support Scheme – Advisory Group
8th May 2025, 10:00-11:30, via TEAMS

	ACTION NO.
	ACTION DETAILS
	OWNER
	DATE RAISED
	TARGET
DATE
	UPDATES
	
STATUS


	080
	Benefit of the doubt with regards to applications - AM and SR to look for the reference document and send out to the group. Responses to be sought for 2-3 weeks time.

	ALL
	16/04/24
	10/05/24
Now 28/02/25
	Update 15/08/24:  Wording needs to be reviewed.  BR has commented on reference document – AM will double check this.  Guidance and applications need to be clear.  CL will take this forward with SG.  Ongoing.
Update 12/12/24: Ongoing
Update 18/02/25: CL confirmed commitment to do by end of the month. Ongoing
Update 08/05/25: IK confirmed the document had been updated but superseded by the change of scheme.  Meeting held with appeals panel and highlighted that it’s the balance of probability (51%) instead of benefit of the doubt. CLOSE

	CLOSE

	089
	CL, IK, SB and MK agreed to meet and discuss the potential for further support and guidance at the application process for claimants

	CL/IK/SB/MK
	12/12/24
	ASAP
Now 28/02/25
	Update 18/02/25: this discussion had taken place
Update 08/05/25:  Complete

	CLOSE

	092
	JH to advise the date(s) of the debate for the 2nd set of UK regulations
	JH
	18/02/25
	ASAP
	Update 08/05/25: JH information passed on but found out at last minute.  CLOSE

	CLOSE

	093
	JH/MK to organise a pre meeting (before the ministerial meeting) with SIBSS Advisory Group members

	JH/MK
	18/02/25
	ASAP
	Update 08/05/25: JH advised this took place and ministerial meeting took place.  CLOSE

	CLOSE

	094
	JH/SB to review information gathered on the number of claims received after the Penrose Inquiry and feedback

	JH/SB
	08/05/25
	ASAP
	Update 20/08/25: JH advised the 2018 Health Protection Scotland report was issued with the previous minutes. It is worth looking at this, however, very difficult to know if there is a link between the number of claims received after the Penrose Inquiry as SIBSS was a new initiative.
	CLOSE
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