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Executive Meeting Minutes
25 September 2024 1.30 - 3pm
Alzheimer Scotland National Office, Edinburgh / Teams 

Attendance 
Nicky Cowsill, Neuro Hebrides 
Ewan Dale, ME Association 
Jenn Hall, Alzheimer Scotland 
Roisin Eadie, Scottish Huntington’s Association 
David Mulligan, Funding Neuro 
James Jopling, Parkinson’s UK
Iain McWhirter, Revive MS
Steve Portelly, FND Hope UK

Apologies
Claire Stevens
Donald McPhee
Avril McLean, Action for ME
Andrew Lindsay, Epilepsy Scotland
Keith Park, MS Society 

Vice Chair welcome and introduction of new trustees to group 

Jenn thanked Morna for her stewardship as Chair and gave a warm welcome to all new trustees. 

Scot Govt update: 

NACNC: Jenn attended last meeting. Discussion revolved around Scottish Government spending controls announced on 29 August. Limited information given at this point as waiting on a fiscal statement from the Minister. Next meeting will be in November but plans for the NACNC to meet prior to this as they were unable to discuss much due to these uncertainties. Much discussion around the Scottish Government network events (online) by the regional neurological improvement network. A lot of questions on this including who is going to be involved and what the purpose of these events are. First event is on the 30th Oct, 15 spaces for NAoS members. Iain, Nicky and Roisin have requested to join. 

Funding update: We were still waiting on our grant letter being issued. Jenn had asked for reassurance of this in advance of AGM and they have replied that there is a delay but they are going through the processes to have it finalised. We have written confirmation it will be coming.
 	
Actions and approval of minutes from the July meeting

DSIT:
·  Jenn has been involved with Alzheimer Scotland in the digital switchover and they have a briefing which we use to draft a response. Jenn happy to take the action to touch base with English Alliance about DSIT. Suggestion to draft an open letter to from NAoS members can sign. 
· Nicky Cowsill noted that Neuro Hebrides have been part of the consultation about the digital switch over on the ALLIANCE Digital Inclusion Panel. They have been reassured by digital switch over team that vulnerable customers can register that they are vulnerable however biggest concern is the power cuts which islanders experience. 
· Iain believes the process has been pushed back a year now to 2026. Virgin media is doing outreach work to try and understand glitches and to roll it out to non vulnerable people first. Difficulty is that there is a huge amount of mixed messages. 
· Suggestion to link in with bigger players (e.g Health and Social Care ALLIANCE) who are doing work on this. Requirement for us to communicate this information to members so they can inform the public as well as raising the issue with government. 
· A consideration is the financial impact on charities- any charities that have an office space and has a copper phone system will have to replace it and that cost will be significant for them. 

Update on cyber security:
· Jenn gave background on why there is a cyber security risk at NAoS following cyber attack in February. Alice wrote a briefing afterwards which is available on the Teams Portal. 
· Trustees have sent their policies and NAoS will do the cyber essentials process with SCVO to create our own policy. 

Update on KPIs: 
· Alice has updated the KPI colour codes and the risk register has also been updated after Morna, Jenn, Iain and Hester met. 

Point from Ewan at last meeting about education and research – Alice can take this to the policy group and discuss whether this is something people wish to take forward. We have three subgroups currently so capacity is very stretched. Work needed to define the Terms of Reference for an education and research group to define scope and assess whether the group is necessary and viable. 

Discussion on investigation into the landscape of medical education and research in Scotland. AMRC (Association of Medical Research Charities) came to Scotland to engage with charities involved in research – suggestion we could have soft representation in AMRC to feed into Scottish activities. Noted that we don’t want to get outside our scope- focus should be on our research and activities associated within NHS Scotland which get used for policy and NACNC.

Minutes accepted: Proposer- Iain McWhirter, Seconded- James Jopling 
	
Election of new NAoS Chair

Two candidates for chair position, Jenn Hall and Keith Park. Pre-recorded video from Keith Park shared followed by a short pitch from Jenn Hall. Jenn left the room and trustees discussed the chair election. 

Trustees agreed to vote for Jenn Hall as Chair and Keith Park as Vice Chair. 

Proposal to consider evolution model- each person has to be Vice Chair to then become Chair. 
	
Trustee induction
Ran out of time for new trustee induction so agreement to take this offline and arrange a separate induction meeting. 

Financial update 

Iain gave financial update: 
Still awaiting Scottish government money so we are eating into our reserves. We will be experiencing difficulties at the end of January if we don’t receive the funds soon- need to communicate this with SG. Otherwise, our financial position is sound. 

Some membership income was deferred and final outstanding invoices need to be chased.  No significant variants on expenditure – main expenses are wages for Alice and Hester and Patient Experience Survey. Costs anticipated for next year – Alice’s time to consolidate PES and engage health boards and creation of report (graphic designer). 

Iain proposed he takes responsibility for opening the bank account. There is a charity account on offer from the Royal Bank of Scotland which includes a free accounting software. Need details from all trustees and one trustee who has a Royal Bank of Scotland current account holder- Nicky Cowsil nominated herself as an account holder. Iain will be in touch with everyone individually.  
Suggestion that a small group of trustees who have fundraising experience meet with Alice and Hester to help with identifying funding options and advising on applications. This will help us be more prepared if we don’t receive government funding in the future (looks likely). Iain has already advised Hester and Alice with fundraising but helpful to formalise this with more trustees. James Jopling happy to sit on group.

Alice noted that there is an opportunity to present an economic argument in support of NAoS and it’s members to the Minister at an upcoming meeting in October with Alice, Jenn and Keith. Iain requested to join meeting.

Risk Register 

Alice gave overview of the risk register for new trustees and explained updates. Lack of funding in the bank is the main concern but there are mitigations in place. Suggestion to add how a change of government will affect NAoS. 

Knowledge Sharing Event idea- inviting cyber security Scotland and SCVO to come and speak to members about cyber security. 
	
Membership update 

Hester gave membership update: 
· Members left Since April 2024: Sue Ryder have sold off their neurology business, My Name’5 Doddie focus on research and grants, and Lanarkshire epilepsy ceased operations
· Four outstanding invoices from members- expected to be paid soon 
· Two new members since September 2023- Headway UK and Narcolepsy UK
· Overview given of charities who have been reached out to for membership including Spinal Injuries Scotland, FASD Hub Scotland, Behçet’s UK
· Pipeline of charities we are planning to reach out to
	 
AOB

Hester gave proposal to change admin job title
· Jenn noted that she fully supports the title change to programme co-ordinator. 
· The title change does not also require a fee change. 
· No objections to the change. 
Proposed by Jenn Hall and seconded by Steve Portelly.  

Trustee Development and Planning Day: Jenn proposed a development day- agreement to take the discussion offline to discuss diaries, dates and locations. 

Steve Portelly suggested focusing efforts NAoS having greater connection with NHS Scotland- possible event for NHS health boards and members to meet to demonstrate what the NAoS membership offers. This may help facilitate commissioning. Alice noted that NAoS’ anticipated work with health boards next year to go through the PES raw data. Opportunity to tie this work in with a member event. However, need to make sure this doesn’t interfere with existing work charities are doing with their respective health boards. We also have a very busy activity schedule so need to consider carefully what we add to this. Can be raised on agenda at the next executive meeting in November. 

The next Exec meeting will be held on Monday 18 November 2024, 10 - 12pm. Please note that trustee meetings from this November will be two hours long.

Action log

1. Jenn will speak to the other alliances including Health and Social Care Alliance about their response to DSIT, NAoS to draft DSIT brief 
2. Alice will share information about DSIT to members and to spread awareness to the public
3. External events: create a list of all events we sit on, who sits on them, and when they are so we can hold trustees accountable and gather information. External event forms are necessary for NAoS to keep informed on what is happening. 
4. Hester to arrange meeting for inducting new trustees 
5. Chase register of interest and code of conduct from all trustees  
6. Ask for each trustee to declare additional conflicts at the start of each exec meeting- standing item in agenda/ minutes.  
7. Alice and Jenn to communicate our financial position to SG. Let them know about the election of the new chair and ask for a timeline on when we will get the funds. 
8. Alice to email all trustees to see if they would sit on a funding group
9. Hester to chase all final unpaid invoices 
10. Iain to start process of creating bank account 
11. Iain to make contact with RS MacDonald	
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