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Minutes

Meeting:	Scottish Infected Blood Support Scheme – Advisory Group
Date:		12 December 2024, 10:30 – 12:00
Location:	via TEAMS

Attendees:
Alan Martin (AM)		Haemophilia Scotland
Bill Wright (BW)		Haemophilia Scotland
[bookmark: _Hlk185231384]Brooke Steele (BS)		NHS National Services Scotland - Contractor Finance
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
George McNaughton (GM)	Patient Representative
Irene Kinroy (IK)		NHS National Services Scotland - Contractor Finance
James How (JH)		Scottish Government
Joyce Donnelly (JD)		Scottish Infected Blood Forum
Kelly Watt (KW)		NHS National Services Scotland - Practitioner Services (Minutes)
Lorraine Bagen (LB)		NHS National Services Scotland - Contractor Finance
Michelle Kivlin (MK)		Scottish Government
Sam Baker (SB)		Scottish Government
Tommy Leggate (TL)		Scottish Infected Blood Forum

Apologies:
None

1. Welcome and Apologies

CL welcomed everyone to the meeting 

2. Actions and Matters Arising from previous meeting held 15th August 2024

The group went through the outstanding actions;

Transfusions Lack of evidence:
TL expressed his concerns around how many transfusion claimants had been rejected from the scheme.  He put it to the group that it was extremely difficult for claimants to provide evidence if i.e. a hospital (or treating clinician) were no longer available and records had been destroyed through retention policies or a failure to keep proper records in the 1970s/80s. He was unsure if it could be agreed that the scheme provided sufficient “benefit of the doubt”.  IK explained that there were rigorous checks on any claims submitted and referrals made to qualified Clinicians.  SB added that SIBSS were good at giving benefit of the doubt to claimants alongside looking at other evidence available, rather than always requiring records to evidence a transfusion. She also noted that the Inquiry had considered SIBSS’ rejected applications and had not raised any concerns about the approach being taken.  BW supported TL in raising the issue and advised he was aware of at least a handful of cases where this had been the case due to treating clinicians’ failure to maintain proper paper records. TL requested that information should be available to claimants (before getting to the appeal stage) that would help them to complete their application thoroughly and help evidence their claim.  

ACTION 089: CL, IK, SB and MK agreed to meet and discuss the need for further support and guidance at the application process for claimants and look at why applications had been declined.  They also agreed to liaise with Marc Turner (Director of SNBTS) as a useful advisor regarding historic transfusion practices.

TL asked for a review of all transfusion cases that had been rejected since the Inquiry reported initially in May 2024.  His opinion was that past procedures (and the system) were deficient, and a review was needed to ensure fairness.  He felt that processes were getting in the way of claimants receiving support.  

ACTION 090: CL, IK, SB and TL agreed to meet to discuss a review of cases that had been rejected.  Review to be undertaken during January 2025.

The actions were updated and agreed.

3. Scheme Update

2024-12-12 SIBSS Advisory Update Q2 2024-25
	
IK updated the group on the scheme progress.   She advised that the SIBSS Scheme would officially close to new members on 31st March 2025 but would continue to support current members until 2026.

Update Summary:
· Total number of beneficiaries – 599
· Further Skipton scheme applicants transferred to SIBSS
· Applications still being received – some due to changing of severity level
· Estates claims coming in fast (process lengthy) – 17 already paid with another 16 claims ready to be paid
· 10 members/beneficiaries had died since April 2024
 
BW asked of the 10 deceased members/beneficiaries, how many applications had been submitted for funeral costs (i.e. the bereavement lump sum).  IK advised £60k had been paid in the first quarter.  BW advised that it was not clear in the guidance around payments at the point of death due to the scheme changeover in March 2025. SB confirmed that if a member died before 31st March 2025, the estate/widow(er) would have extra time to claim.  Where an infected beneficiary dies from 1st April 2025 onwards, the widow(er) would not be able to apply to SIBSS, but could apply to IBCA for compensation in their own right as an affected person; if the infected person had not yet received an offer of compensation from IBCA, their estate will also be able to submit a claim to IBCA.  BW conveyed his concerns about this.

ACTION 091:  IK agreed to provide TL with data on how many deaths in the period were widows(ers) 

TL asked JH and SB what the policy was for people with Chronic Hep B coming onto the scheme before 31st March 2025. JH confirmed that the SG position remained in line with the rest of the UK in that those with hepatitis B would need to apply directly to IBCA rather than joining SIBSS first. However, JH noted that Ms Minto had pressed Sir Robert Francis the previous week to set out a timetable as soon as possible on when those with hepatitis B could apply for compensation.  SB advised that IBCA were keen to speak to the individual TL had highlighted.



4. SG Update

JH/SB provided the following update to the group.

· Interim Payments for estates – JH expressed his thanks to the team as this had been a huge exercise
· Final compensation payments - IBCA providing regular updates to those on its mailing list
· IBCA Communication Update – section on Hep B had been included in the latest update
· UK updating on progress in responding to the recommendations of the infected blood inquiry very shortly.  This will be put before the Scottish Parliament.
· Regulations being worked on with the UK Government.  Will cover the supplementary route, unethical research and transfer of the schemes – tight turnaround timings for this
· New SIBSS amending scheme document to be adopted on leaving SIBSS/moving to the new scheme – this will particularly cover arrangements for those who accept compensation via the core route (in other words those who choose not to receive ongoing regular support payments).

TL argued that the UK Government Cabinet Office did not sufficiently consult charity and campaign groups when they devised the scheme.  All groups had repeatedly given their concerns around this to the Cabinet Office.  He advised that people would and were dying before justice could be provided.    SB and JH gave their commitment to continue to work together with charity and campaign groups.

6. Any Other Business

None

7. 	Next meeting due to take place
15th April 2025 (date to be brought forward to February/Early March). 
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	Chief Executive	Mary Morgan
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Scottish Infected Blood Support Scheme – Advisory Group
12th December 2024, 10:30-12:00, via TEAMS

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


	077
	NSS/Scottish Government to look into potential tendering for Scottish clinicians

	NSS/SG
	16/04/24
	-
	Update 15/08/24:  Is still under consideration and currently have a system in place.  Are looking at options for to use Scottish clinicians.  Ongoing.
Update 12/12/24: Ongoing

	

	078
	SR to pull together reasons for EIBSS declined referrals (patient data to be redacted) and forward to the group

	SR
	16/04/24
	ASAP
	Update 15/08/24:  CL to double check when sent and if not, CL will pull this together.  Ongoing.
Update 12/12/24: IK advised that clinicians (Belinda Smith) advised there had been insufficient evidence of a transfusion.  Information forwarded. CLOSE

	

	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
	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

	

	082
	TL to email IK edits for previous action notes and actions.  
	TL
	15/08/24
	ASAP
	Update 12/12/24: Ongoing
	

	083
	IK to double check Q4 for unsuccessful applications and these were split for transfusions and bleeding disorder.  
	IK
	15/08/24
	ASAP
	Update 12/12/24: IK advised 5 applications received. 1 a bleeding condition and 4 transfusions.  CLOSE

	

	084
	TL would like the rate of deaths to be included due the numbers increasing.
	IK
	15/08/24
	ASAP
	Update 12/12/24: IK consistent around 18 a financial year.  10 so far.  IK advised these had been included.  CLOSE
	

	085
	JH and TL to meet and discuss further out of this meeting.  
	JH/TL
	15/08/24
	ASAP
	Update 12/12/24: CLOSE
	

	086
	TL will forward templates to IK to use going forward.
	TL
	15/08/24
	ASAP
	Update 12/12/24: Graphs incorporated into report. CLOSE
	

	087
	JH to take this forward with SG re benefits being impacted with compensation payments being made and that processes need to be reviewed for benefits for applicants.

	JH
	15/08/24
	ASAP
	Update 12/12/24: Ongoing	Comment by Sam Baker: ? Can you clarify this as compensation should not have any impact on people’s benefits?
	

	088
	IK to check if TL and AM are on the database to receive newsletter.
	IK
	15/08/24
	ASAP
	Update 12/12/24: Newsletter just about to be published. 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
	
	

	090
	CL, IK, SB and TL agreed to meet to discuss a review of cases that had been rejected since May 2024.  Review to be complete by January 2025.

	CL/IK/MK/TL
	12/12/24
	20/01/25
	
	

	091 
	IK agreed to provide TL with data on how many deaths in the period were widows(ers)

	IK
	12/12/24
	ASAP
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