
Trustee Meeting minutes [image: ]
9 March 2026, 10.30 - 12.30



Attendance 
Keith Park, Chair 
David Mulligan, Vice chair 
Donald MacPhee
Steve Portelly, FND Hope International
Nicky Cowsill, Neuro Hebrides
Iain McWhirter, Revive MS
Alison McKean, Alzheimer Scotland
Avril McLean, Action for ME
Alice Struthers, NAoS
Hester Lee, NAoS

Apologies 
James Jopling, Parkinson’s UK 
Roisin Eadie, Scottish Huntington’s Association

1. Welcome & declaration of any conflicts of interest

No conflicts of interest. 
	
2	Outstanding actions and approval of minutes from the January trustee meeting

Keith gave an overview of the action log and outstanding actions:
· Keith was unable to engage with trustees ahead of the National Advisory Committee on Neurological Conditions (NACNC) meeting on 25 February because it was cancelled. Work for the NACNC is likely to be on hold as there is a new advisory group being set up for neurological conditions to feed into the Long Term Conditions framework. 
· Development of a communications plan is still outstanding
· David to explore pro-bono IT support to help with the development of a cyber action plan. 

Alice has removed trustee access to NAoS’ Teams apart from Keith, Iain and David.

Actions: 
· The January minutes were not approved as they were not sent round prior to the meeting – they will be sent directly after the meeting. Deadline Friday this week.

2. Membership update

Hester gave membership update- Overview of main contact changes, member retention over the past year as well as new member applications. 

Long Covid Kids Scotland applied to be members. They technically fall under the remit of Long Covid Kids, who have an income of £74,000, which would make them a fee-paying member. Keith and David reviewed their application and agreed that Long Covid Kids Scotland would have to pay the membership fee, otherwise this would create a loophole. Other members pay the fees based on their national charity income. Trustees happy with this approach.


Long Covid Kids Scotland have indicated they wouldn’t be able to pay the membership fee as they don’t have a budget in Scotland. They have therefore withdrawn their application. 

Discussion around FND Hope International. FND Hope UK has ceased operating and has been taken over by FND Hope International. Hester has been in communication with FND Hope International regarding membership. Their income is below £50,000 a year so would therefore qualify for free membership. 

Membership overview of the year: 
· All fees are now in for 2025/26
· Our projected income for 2026-2027 is £10,400 which is a slight increase on 25-26. Some members have dropped fee bands and others risen
· 30% of members pay no fee
· We have 59 members and represent over 32 conditions. 16% of members are pan neurological, 83% are conditions specific. 18% of members are regional, 32% are national in Scotland, and 49% UK wide. 
· 8 members have joined and 3 have left. We keep a log of the reasons why each member leaves.
· New member outreach: Hester had a meeting with Epilepsy Research Institute who are interested in being members. Alice and Hester met with the new policy director at Brain Tumour Research and we are being supportive of their work running a CPG in the hopes of strengthening our relationship. Keen for both charities to join as they are research charities so would develop our research base. 

3. Review of workplan Q22026

Discussion regarding the chair of the hustings, Alan Roden, and concerns over his independence. Alice and Keith to take the discussion offline and consult Mark Jackson, chair of the election group. 
Steve noted his MSP is warm to becoming a Neuro Champion and will email Alice to make a connection.

Question regarding NAoS’ progress drafting key messages. Given its close linkage with developing a case for support and our ability to look at grant funding, it remains an urgent piece of work. Noted that it is a time-consuming exercise and we haven’t managed to progress on this from the last trustee meeting. Alice will create a communication plan for trustees to review and then progress with key messages.

Donald raised that he was not aware of a second meeting to discuss the Neuro conditions in the community leaflet with the working group. Alice noted that a session was held, but the resource has grown to three pages so will need to be reviewed again before publishing. She will be in touch with the group members.

Query regarding fundraising consultant and why we are not being successful. Kat has agreed to step back due to our low success rate. Noted that the funding environment is very difficult (one fund had a 4% success rate). There is also a need to strengthen our key messaging and case for support.

Keith gave update on the Long-Term Conditions strategy– Keith and Alice attended a meeting with the Scottish Government to discuss their approach to the framework. Publication of the framework was paused in December due to lobbying from NAoS and other third sector organisations. The Scottish Government seems to be moving away from the initial plan for a framework, and it is now framed as a strategy. Outcomes of the meeting were not clear, however it was decided that the best approach for moving forward was to set up advisory groups along certain condition themes. The timeframe for these groups to be in place and start work is very tight- the Minister wants topline recommendations by 25 March with further recommendations to be made by 7 May (day of election).

Keith has been asked to chair the advisory group for neurology and rare diseases. Keith has agreed to Chair and will work with Scottish Government officials to gather membership for this group. The group needs to be focused as there is a lot to progress with, the best approach will be to recruit from members who were involved in NAoS’ response to the Long Term Conditions consultation response. The first top level recommendation would be that there has to be a neurology focus in any approach to long-term conditions. 

Keith noted that a benefit in chairing the group is that it might give us an advantage in establishing a relationship with the new minister who comes in. This would help us push for a focus on neurological conditions post-election. They have also indicated there may be some funds available if NAoS were to be the secretariat for the group.

We had identified a risk for NAoS in the pausing of the Long Term Conditions Framework and the uncertainty of what comes next after the end of the Neurology Framework for Action (2020-2025) so the hope is that taking on this work will allow us to shape and manage this risk. 

Actions: 
· Alice to create a GANNT chart to structure the work developing key messages and communications plan 

4. Risk Register

Alice gave an overview of the risk register, see paper.  

Most risks have decreased. Alice has added a new risk relating to the transferal of financial management from Engage Renfrewshire to in house management. There may be potential complications transitioning to the new co-op account e.g invoices coming into two accounts over the year. The plan is to keep the Engage system open for the time being while we carry out membership invoicing and then move across to new account. 

No other questions on risk register. 
	
5. Financial update (Iain) 

Financially we are where we expected to be at this point in the year, however the income has come from different sources. Our income budget is just over £79,000 and we are sitting at £63,000. We had forecast our trusts and grants income to be higher and we’ve not met it. However, our Industry Reference Group has been established with four members, and this will bring in £24,000. Our expenditure is on track for what we expected. 

Because of the changes in our income forecast it’s important for trustees to spend some time discussing the revised budget for next year to make sure we are monitoring it closely against our aims. At this stage, we are sitting with approximately about 9 months worth of reserves and some invoiced IRG income still to come. Financially stable for the next few months.

The bank account is now open. We have the signatories lined up, and Iain will add Alice and Hester to the account as users so that they can process payments with the approval of a signatory. An action once the account is up and running is to have a financial process in place for processing payments.

Discussion on the status of the Industry Reference Group (IRG) and membership- one pharmaceutical company has paid their invoice and three are outstanding. The contracts had stipulations about how long they could pay invoices after a service so there is some delay. Novartis is interested in joining the IRG, Iain will pass on info to Alice. 

Request for trustees to support the IRG by asking any pharma companies they meet if they would like to join/ have a conversation with Alice about the group. Iain noted that most conversations he’s had with pharma is that they’re very interested in being a member. Query whether there are key documents to help these conversations- Alice noted that we have a membership offer and terms of reference- she will resend to trustees along with the minutes from January meeting.

Agreement for IRG members to be billed in 12 month periods from the time they join. 

 Actions:
· Alice to send round the IRG membership offer to trustees to help them suggest membership to pharma contacts they meet
· Alice and Hester to be set up as users in the bank account by next trustee meeting with financial procedure for trustees to approve

6. Trustee only discussion re budget & spending 2026-7

Alice gave brief overview of the two budgets. 

Version 1: Focuses on growing IRG to 6 members (£36k), we have a much lower income as we won’t be able to match the lost Scottish Government funding (shortfall of £14k). Alice’s hours are increased to 23 but no % increase on fee. Hester 3% increase in fee. 

Version 2: More conservative and seeks to cut costs. Alice hours cut down to 14 hours a week and Hester’s hours increased to 28 hours. We would need to deliver less.

Discussion regarding how much time managing the IRG takes. Alice noted that it is time consuming- an estimation would be ½ to a full day a week in the run up to the sessions. 

Acknowledgment that there is an intangible benefit to the pharmaceutical companies- the knowledge and insight they get from our engagement with the Scottish Government. Worth considering what impact reducing our capacity would have on the value we bring to the IRG members. 

Alice noted that trustees should bear in mind that this is the third year of our three-year strategy and a significant part of her time needs to be taken up with getting feedback from members on delivering a new strategy.

Noted that £3,000 for fundraising allocated in the budget is community fundraising Alice intends to undertake. 

Alice and Hester left the meeting for trustees to discuss the budget options. Trustees held a private discussion.

Trustees decided on budget Version 1 with a 3% inflationary increase for both Alice and Hester.

7. AOB

The two carer and professional leaflets are being republished at the end of the month and Brain Awareness Week is taking place 16th-22nd March. 

Alison noted Alzheimer Scotland is hosting a webinar on women’s health with Anna Glasier. Keith suggested Alison share this in members’ meeting so that more members are aware of it. 

Noted that the next exec meeting will be held on Monday 15 June, 10.30 - 12.30pm. Some trustees will be away as this is the new Scottish bank holiday to commemorate the World Cup qualification. Suggestion to revisit the timings of the next meeting. 

Noted that NAoS will be meeting with the Scottish Government tomorrow to provide feedback on our funded objectives from the past year.

Actions:
· Hester to confirm new date of trustee meeting asap.
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