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Minutes

Meeting:	Scottish Infected Blood Support Scheme – Advisory Group
Date:		15 August 2024, 11:00 -12.00
Location:	via TEAMS

Attendees:
Alan Martin (AM)		Haemophilia Scotland
Brooke Steele (BS)		NHS National Services Scotland - Practitioner Services
Carol O’Connor (CC)		NHS National Services Scotland - Practitioner Services
Carolyn Low (CL)	 	NHS National Services Scotland - Practitioner Services (Chair)
Emma Mauchline (EM)	NHS National Services Scotland - Practitioner Services
George McNaughton (GM)	Patient Representative
Irene Kinroy (IK)		NHS National Services Scotland - Practitioner Services
James How (JH)		Scottish Government
Michelle Kivlin (MK)		Scottish Government
Tammy McAlpine (TM)	NHS National Services Scotland – Practitioner Services (Minutes)
Tommy Leggate (TL)		Scottish Infected Blood Forum

Apologies:
Bill Wright (BW)		Haemophilia Scotland
Kelly Watt (KW)		NHS National Services Scotland - Practitioner Services


1. Welcome and Apologies

IK welcomed all to the meeting and introduced newest member Brooke Steele to the SIBSS team.

Apologies are noted above.

2. Actions and Matters Arising from previous meeting held 16th April 2024

Group went through outstanding actions and were updated and agreed.

Tommy to send update for the notes.

3. Scheme Update

2024-08-15 Scheme Update
	
IK updated the group on the scheme progress. 




Update Summary:
· Total number of beneficiaries – 594 (9/4) 594 (14/8)
· Total haemophiliac members – 192 191
· Applications processed   Dec – Mar 16 Apr – July 22
· Value of payments FY 2023-24 - £18.7M FY 2024-25 - £106.4M – This is higher due to £210k paid out to the living members end of June 2024 following the publications of the enquiry.
· Value of interim payments as at 14/08/2024 (23/24) £98.5M – payment was made in June.  Had 3 applicants from Skipton that were missed, therefore had £100k and £210k after the payment was made on 24th June.  For some reason their details were not transferred from Skipton to SIBBS.
· Unsuccessful applications - Apr – July 4
· Deceased Dec – Mar 2 (0 H) Apr – July 10 (1)
1 successful appeal 2 unsuccessful FY 2024-25
EIBSS referrals – 1 declined 1 approved (Apr July 24)

Records Transfer from Skipton – These were not transferred to SIBSS.  IK advised that these were for living applicants.  Note:  Data to be recorded/provided at the time and is reported clearly.  

ACTION 082:  IK to double check Q4 for unsuccessful applications if split for transfusions and bleeding disorder.  

There are 594 members of the scheme.  Largest proportion are mostly for those in the moderately and severely for the primary infectee category as well as transfusions.  Note:  IK has suggested that the table shows these figures in graph format rather than a table.

ACTION 083:TL will forward template to IK to use for this piece of work.

Number of haemophiliac beneficiaries on scheme as at 15/08/24
164 living with the disease
27 widow, widower or civil partner
1 haemophiliac
10 deceased – CO advised that some of these were widow and widowers – TL has asked that these details are included in the table to show these figures.
191 in total.

GM raised a query in regards to alignment for categories for proposed for the compensation scheme and if changes are required.  IK advised that this level of discussion has not taken place with the Scottish Government and does not think that the that the UK Governance has provided that type of specific guidance on whether or not categories need to be recategorized, however, advised that SIBBS database is being looked at to make it easier for the Scottish Government and the Cabinet Office, so that data provided is similar from all Four Nations.  JH advised that that the UK Government had made a proposal in May 2024 and advised that Robert Francis has carried out a consultation and is unsure what will be set out in terms of the regulations and that there are no plans to change SIBBS eligibility to align with compensation as support and compensation are dissimilar.

ACTION 084:  TL would like the rate of deaths to be included due the numbers increasing.

Applications processed - 15 applications have been approved as well as the one pending appeal.  IK advised TL that the team are receiving a number of calls and that there is some clarification that is required from the Scottish Government in regard to applications from estates and how we deal with those applications.  JH advised that they are awaiting details in regards to how the interim compensation and how that scheme works for estates.  The new Minister for the Cabinet Office (MCO) has advised that he is committed to opening up applications for October and that we are working on that basis does not think that there are any changes with SIBBS and are awaiting confirmation from the UK Government.

ACTION 085:  JH and TL to meet and discuss further out of this meeting.  

Breakdown of value of Payments FY 2023-24 and 2024-25
IK took the group through the slide and advised that there has been significant payments made through the year.  TL queried in regards to reimbursement being made.  JH advised that interim compensation is funded by UK Government.  TL would like a table to be used to exclude interim payments so that we can know the payments amounts from the Scottish Government. JH advised that 3 separate funding channels are coming from the UK Government to , cover the £100k interim payments made in 2022, the £210k interim payments made in June 2024, and the £100k interim payments to estates to be made from October 2024.  IK advised that these need to be categorised properly and will have this template set up for the next meeting and will have this in a chart rather than a table.

ACTION 086:  TL will forward templates to IK to use going forward.

4. SG Update

JH provided the following update to the group.

· Infected Blood report was published on 20 May 2024 and UK Government made proposals for an infected blood compensation scheme   on 21st May.
· Victims and Prisoners Act 2024 has come into force. The Act sets up the Infected Blood Compensation Authority (IBCA) and legislates for the interim estates payments.
· Election has taken place.  Sir Robert Francis has been appointed the interim chair of the IBCA and advised that he took a series of engagement sessions with people across the country to try and see how people were feeling about the Government’s proposals for the compensation scheme and engage with them in regards to refinements.
· .
· In June SIBSS made £210k in interim compensation payments to all infected people registered with SIBBS.
· New UK Government and new MCO. MCO provided an update on 26th July to Parliament in which he focused on two main points: on being committed to the timetable of the previous Government for making final compensation payments by the end of the year and opening applications for interim payments for estates from October.
· Sir Francis has produced a report based on UK Governments’ proposals and has 74 new recommendations. The report was issued out 14th August.  TL advised that Scottish stakeholders had been excluded from a Teams video link meeting with MCO, which does not hold well for the future.  JH reported that they were aware of this and that the Scottish Minister had told MCO she was disappointed this had happened. Scottish stakeholders would however meet with the Scottish Minister tomorrow.  JH advised that the Sir Robert Francis report will be available tomorrow.

5. IBI Helpline

IK has shared the IBI Helpline PowerPoint with the group.

IK updated that colleagues in the National Contracts Centre helped IK’s team with calls received if existing members could not get through to the SIBBS team.  IK would like to thank the National Contracts Centre colleagues and advised that the PowerPoint shows the analysis of the calls taken and any calls that IK’s team could not help with.  IK also would like to thank CO for all her help with the calls in SR’s absence.  Calls have been diverted back to SIBBS team.

6. Any Other Business

AM that he was contacted form phycological support team regards to one of their members and had been having some issues due to being one of the recipients of the interim compensation and that his benefits were impacted and were suspended during the process of payments being made.  This has since been resolved, however, is there a process and is this something that should be looked into.  TL advised that Francis included in his report in regards to this and that SG needs to have something in place for benefits not to be impacted.  

ACTION 087:  JH to take this forward with SG and that processes need to be reviewed for 
benefits for applicants.

ACTION 088:  IK to check if TL and AM are on the database to receive newsletter.

IK updated the EEBS team have asked for the newsletter to be issued out to them also.  IK will also ask for EEBS to send on their newsletter to the SIBBS team also.

7. Next meeting due to take place
Thursday 12th December. 
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Scottish Infected Blood Support Scheme – Advisory Group
15th August 2024, 11:00-12:00, via TEAMS

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


	074
	Discussion topic on approval to contact beneficiaries after members death to be added to April Agenda

	SR/MB/KW
	21/12/23
	April 2024
	Update 16/04/24: Added to agenda.
	Completed

	075
	JH and MK to arrange a meeting with the blood disorder organisations to discuss Resolving the enquiry recommendations as it related to Scotland.

	JH/MK
	21/12/23
	January 2024
	Update 16/04/24: Ongoing
Update 15/08/24:  TM changed action to reflect correct wording and not to show as Hep C.  Have the assurance group in place and NHS Haemophilia Scotland are invited and first meeting has taken place.
	Completed

	076
	MB to invite Carolyn Low to April Meeting
	MB
	21/12/23
	April 2024
	
Post Mtg note:  Done and accepted.
	Completed

	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.
	

	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.
	

	079
	SR to update slides with interim payment value of £1.7M
	SR
	16/04/24
	ASAP
	Update 15/08/24: Done.
	Completed

	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.
	

	081
	KW to add an adhoc meeting of the group to diaries for June 2024.

	KW
	16/04/24
	June 2024
	Post Mtg Update:  Complete.  Date in diaries
	CLOSE

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

	083
	IK to double check Q4 for unsuccessful applications and these were split for transfusions and bleeding disorder.  
	IK
	15/08/24
	ASAP
	
	

	084
	TL would like the rate of deaths to be included due the numbers increasing.
	IK
	15/08/24
	ASAP
	
	

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

	086
	TL will forward templates to IK to use going forward.
	TL
	15/08/24
	ASAP
	
	

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

	JH
	15/08/24
	ASAP
	
	

	088
	IK to check if TL and AM are on the database to receive newsletter.
	IK
	15/08/24
	ASAP
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