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Trustee Meeting Minutes  
 23 June 2025, 10.30 - 12.30

Attendance 
Keith Park, Chair 
Donald MacPhee
Iain McWhirter, MS Revive 
Avril McLean, Action for ME
Nicky Cowsil, Neuro Hebrides 
Steve Portelly, FND Hope UK 
James Jopling, Parkinson’s UK 
Ewan Dale, ME Association 
Roisin Eadie, Scottish Huntington’s Association 
Vicki Cahill, Alzheimer Scotland 
Alice Struthers, NAoS 
Hester Lee, NAoS 

Apologies 
Claire Stevens 
David Mulligan, Funding Neuro 

1. Welcome

Keith started the meeting and noted apologies. First item on agenda was election of a new chair and vice chair: 
· Election of Chair: Iain proposed Keith as chair, seconded by Ewan Dale. Keith formally elected by the board as chair. 
· Election of Vice Chair: The role of vice chair is not a decision that can be deferred, therefore suggestion for interim vice chair to be elected until next meeting which is AGM. Vicki Cahill volunteered to take on the role on an interim basis. Ewan proposed Vicki as vice chair, seconded by Iain. Vicki elected as interim vice chair until AGM. 
	
2. Declaration of any conflicts of interest and Scot Govt/ NACNC update – feedback from Scottish Government on NAoS’ Objectives 

No declaration of interests.

Jenn and Keith met with Scottish Government to feedback on NAoS objectives for the last year. While they broadly accepted our reporting, they wanted more clarity on our financial sustainability objective. The meeting felt as if the goal posts were shifting, they now want NAoS to be fully financially independent from Scottish government by the end of this financial year. Overall, it was a fairly positive meeting as we were able to reconcile some miscommunication regarding differing expectations.  

Alice gave update from National Advisory Committee on Neurological Conditions (NACNC) meeting: 
· Main discussion in meeting was about Long Term Conditions Framework- Alice raised concerns from members regarding the lack of engagement Scottish Government have been doing to inform MSPs about the Long Term Conditions Framework. They replied that they do not have to actively engage MSPs until after the consultation. 
· Another concern from the NACNC was that they would have an overrepresentation from Long Covid patients in the consultation. However, Alice noted in the meeting that this is the opposite feedback to what Long Covid Scotland gave, who noted the inaccessibility of the consultation for people suffering from energy limiting conditions.  
· Status of projects funded by the Framework was given:
· 41 out of 43 funded projects under the Neurological Framework have submitted final reports- just waiting on FND care co-ordinator project in NHS Lothian which is ongoing and will end in October 2025. 
· The Allied Health Professional nurse census has gone out to all boards
· Mention of NAoS My Neuro Survey data 

Discussion around future of the NACNC- some uncertainly on whether it would continue. It may be that the NACNC changes form as a result of the Long Term Conditions Framework into a wider advisory committee for Long Term Conditions Framework. 

Iain and Alice gave brief update of meeting with the Scottish Government regarding NAoS’ financial objectives. Scottish Government had not reviewed the objectives at the time of meeting however followed up with an email requesting SMART objectives and a timeline for when we’d be financially independent by. The clinical priorities team have focused on us being financially independent by 2025 however the objective agreed in 2024 was to exist without sole Scottish Government money by 2025. NAoS must keep referring back to the agreed objectives from last year which give us more flexibility. 

Alice gave update on the Patient Experience Survey data socialisation presentations she gave to health boards. Overall, the presentations were positive however less well attended than we’d hoped. Some pushback around the high numbers of ME respondents. Positive feedback regarding our findings on the value of specialist nurses. NAoS followed up by sending the breakdown reports of data by health board and the Scotland data reports to all attendees and to all health boards via the clinical priorities team. NAoS plans to send members’ anonymised quotes from the open responses which mention their specific condition. 

Query around tracking who attended- NAoS asked attendees in the room to share where they were from and their job title as to log this on Eventbrite required too many steps and was judged a barrier to joining. 
	
3. Actions and approval of minutes from the March trustee meeting 

No minute amendments. Minutes approved. 

Overview of action log and outstanding actions: trustees to read charity law updates. Hester will circulate the papers again. 
	
4. Financial update and fundraising consultant recruitment update

Iain gave overview of financial position- currently at a healthy balance for where we are in the year. Income £6,375 against expenditure of just over £15,000. This means we are in deficit, but this was planned in our forecasted budget. Bank balance currently £39,477.  We have received £6,275 in membership fees against a budget of £10,725. Still awaiting Scottish Government grant. Without the grant received our reserves will run out in December. With the grant, we will run out in December 2026. At present, NAoS confirmed the grant in writing, however no confirmation letter from Scottish Government has been received. Once the objectives are agreed we hope to have the funding released. 

Draft accounts for AGM are underway and Iain will reach out to the Independent Examiner NAoS used last year. If they are unable, Iain has alternative contacts. 

Iain noted that the bank account is still an outstanding action. Royal Bank of Scotland has updated its rules on the limit of funds allowed, so we can no longer use this option. Iain will research the best alternative ensure an application is submitted by the September meeting. NAoS is compliant with policies as account is managed by Engage Renfrewshire so there is no additional risk. 

Iain gave update on fundraiser position- the role has been offered and accepted to suitable candidate. This should help with NAoS’ financial strategy and show we are achieving our objectives for Scottish Government. The fundraiser will allow NAoS to develop a fundraising pipeline and focus on building relationships with pharma funders.

Question regarding whether the fundraising consultant felt our funding goals were achievable. Alice noted NAoS was transparent about our challenges and expectations. The candidate appointed felt confident in relationship building, developing a pipeline and pharma offer. Further details will be discussed in the induction. 

Chair, vice chair and treasurer to evaluate how successful the candidate has been and report to trustees if we are likely to achieve our objectives and aims from this initial investment. If it is not likely, a decision will be made whether to continue. 

In relation to recruiting pharmaceutical companies for the Industry Reference Group, Alice noted that she will be meeting a contact from ROCHE to discuss what kind of offer they would find appealing. There are two strands for pharma NAoS will pursue– the Industry Reference Group and grant funding streams.  

Scottish Government require the financial strategy and NAoS’ objectives to sign off funds. These have been redrafted and expanded under the recent comments from Scottish Government and trustees will need to review and approve them in this meeting. Comment that other umbrella groups have been experiencing reduced funding from Scottish Government as well.  

Actions:
· Iain to prepare accounts and send to independent examiner  
· Iain to submit application for bank account by September meeting 
	
5. Workplan Q22025

Alice went over immediate priorities for NAoS: 
· Approving objectives and financial strategy. 
· Graphic design for My Neuro Survey.
· Case studies for My Neuro Survey.
· Health Board presentation uploaded to YouTube and website.

NAoS priorities over summer: 
· Policy work- Long Term Conditions Framework consultation response and finalising manifesto for Scottish Elections. 
· NAoS meeting with Minister Jenni Minto MSP in September to discuss Long Term Conditions Framework.

Noted that NAoS will submit trustee details to OSCR when we submit our annual returns. Only first and last name will be published.

Suggestion to demonstrate our value and achieve a response from Scottish Government by sending the Scotland Policy Report for My Neuro Survey to opposition spokespeople on health. May also generate opportunities to meet with opposition spokespeople ahead of election and to raise our manifesto asks. 

Discussion regarding principles in the manifesto: suggestion to keep principles general so members can adopt for their own manifestos. Alice noted that the manifesto is currently being drafted from the key insights from the My Neuro Survey and a matrix completed by members to ensure we are developing robust principles which cut across our membership. Idea is to keep it simple with 3-5 principles.

Influencing work: mental health group creating a presentation for local authorities on supporting the mental health of children and young people. Alice to present findings from My Neuro Survey to Glasgow City Council and the Digital Citizen Panel. Suggestion to present to the Glasgow Health and Social Care Partnership. 

NAoS seeking speaker for AGM: trustees to get in touch with Alice with potential contacts. Suggestion to invite someone who has an overview of Scottish Government funding and how the sector is shaped by their funding priorities. 

Alice gave overview of the KPIs: These have been updated following the updated objectives. New section has been added to help with demonstrating measurable outcomes.  Alice asked trustees to check through the KPIs to make sure they agree they’re all achievable. 

External events: Hester gave overview of the external event spreadsheet and reporting process. Suggestion that the list should be as encompassing as possible to evidence our strength as an alliance and an intermediary body. 

Action: 
· Trustees to get in touch with Alice or Hester with any AGM speaker suggestions. 
· Trustees to check through whether they think the KPIs are deliverable. 
· Make sure all acronyms are written in full in future correspondence. 
	
6. Financial strategy approval or rejection

Alice gave overview of financial strategy and the amendments to the draft, circulated with trustees prior to the meeting. 

Important to highlight there is a risk to Scottish Government that we will not be able to fulfil the role they require without funding. Agreement from trustees that if they want us to participate in consultations and support their work, we need funding to work as an intermediary. Agreement not to include a list of things we won’t be able to achieve without funding, but to outline what we do in as specific terms as possible to remove any subjectivity. 

Suggestion that some of the wording needs to be revisited – the objective from last year was that we aim to be independent from sole Scottish Government funding, we don’t want to limit ourselves to never applying for funding again. P.9 the income goal needs to mirror what we have received from Scottish Government – ‘To exist independent of sole Scottish Government funding by the end of the 2026/27 financial year.’

Discussion on role of NAoS relationship to Scottish Government if not funded. Must understand what relationship Scottish Government anticipates if they no longer fund us and what relationship we want going forward. The Long Term Conditions Framework may increase our value and relevance as the main point of contact for neurology within a broad framework. Also need to consider how this impacts reasons to be a member. A reduction in activities would result in less members. The impact on members of reduced funding must be included as a risk. This will particularly impact smaller charities the most who are relying on NAoS to do influencing work for them. 

Discussion on the forecasted figures: Alice amended the rates at which Scottish Government funding was reducing and pharma and med tech was increasing over the 5 years. NAoS must be more pragmatic about our feasibility and re-evaluate next year once we have trailed our new fundraising consultant.  Agreement that the new figures are more appropriate and trustees happy with projections. 

Next action would be to raise this issue with politicians if we get push back on our funding model. 

Discussion around pharma and med tech offer and the development of Industry Reference Group. Suggestion that if there are any changes these be suggested by our fundraising consultant and then these be agreed by trustees.

Trustees happy to approve financial strategy.

Actions: 
· Alice to update the financial strategy with tweaks to wording and outline the impact of losing funding.
· Alice to share the projected figures with new fundraising consultant and opportunity to comment as it will be her responsibility to help achieve.  
· Alice to add asterix to projected funding stream income to say these are projected incomes which can be reviewed at the end of year one. 
	
7. Risk Register update

Alice gave overview of risk register – two new risks added included:
· The upcoming move to Long Term Conditions framework and whether NAoS would be given a seat at the table 
· Failure to deliver on subgroup outcomes 

Failure to audit accounts and succession planning reduced in risk as these have been resolved during the meeting. Discussion over the risk of failure to impart info via media interview- media training does not necessarily limit risk. Alice to increase risk regarding not receiving Scottish Government funding. 

Actions: 
· Alice to update risk register in light of changes to risks addressed in trustee meeting.

8. Membership update and members’ meeting agenda

Items omitted due to timing. 

Action: 
· Trustees to review papers in own time. 
		
9. Managing National Advisory Committee for Neurological Conditions (NANCN) meetings going forward 

There needs to be a discussion around how trustees can feed into NACNC meetings through chair and vice chair. 

Action:
· Keith and Vicki to think about how to engage trustees ahead of NACNC meetings. Do this via follow up email ahead of next meeting. 

10. AOB 

AOB raised on the pressures charities are experiencing in relation to Westminster decisions on benefits cuts. MS Society are also working on this – there’s no information at present moment. Potentially something trustees should think about- if you’re a small charity this will be really hard to engage with and there is an opportunity for bigger charities’ to share their work to help support members.

Action: 
· NAoS could think about sharing information regarding larger charities work on benefits cuts in the next newsletter/ policy group/ members meeting.

The next Exec meeting will be held on Wednesday 24 September, 1.30 - 3.30pm at the Alzheimer Scotland National Office in Edinburgh (hybrid). 
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