Trustee Meeting minutes			                	 [image: ]
26 January 2026, 10.30 - 12.30

Attendance 
David Mulligan (Chairing)
Steve Portelly, FND Hope 
Alison McKean, Alzheimer Scotland 
Avril McLean, Action for ME
Roisin Eadie, Scottish Huntington’s Association 
Donald MacPhee
Nicky Cowsill, Neuro Hebrides 
Alice Struthers, NAoS

Apologies
Hester Lee, NAoS 
Keith Park, MS Society 
Iain McWhirter, Revive MS
James Jopling, Parkinson’s UK


Summary
1. Welcome & declaration of any conflicts of interest	

David acknowledged apologies from Iain, Keith and Hester. 

No conflict of interests. 

2. Outstanding actions and approval of minutes from the November trustee meeting 

David gave overview of outstanding actions from the last trustee meeting: 
· Bank account: Iain has submitted an application to the Co-op Bank to open a new account. There are some further details required from trustees to complete the process. Trustees reminded to send required documentation to Iain as a priority to avoid delays.
· Policies: trustees have reviewed the draft policies and Hester sent them back around for second review. This has enabled us to approve policies without every trustee having to read each one. Hester coordinating policy progression and trustees asked to complete outstanding reviews if they have not yet done so. 
· KPIs: We will be redrafting our KPIs for 2026/27 and these will need to be signed off by trustees in March.
· Communications plan: this is not yet completed but is a priority for Alice and Hester. Alice noted she plans to look into external comms support to help tighten our messaging and scope a future rebrand. Alice will present this to trustees in better detail with a briefing in March. 
· Fundraising: Kat’s fundraising work has been slowed due to our lack of operational readiness in terms of policies and messaging. We’ve had a low success rate. 

Minutes approved: Proposed, David Mulligan, Seconded, Nicky Cowsill. 

3. Membership update

Alice presented a membership update: 
· Leadership changes: Victoria Wareham is stepping down from Dystonia UK and Joe Lee-Dowd has joined Muscular Dystrophy UK as their Policy Manager. 
· Membership income: We have received all membership fees for 2025/26 and are about to raise all the invoices for 2026/27 to send out in April. We are not planning to increase membership fees. 
· New applications: Glasgow FND Awareness Support Group and More Than Fibro submitted applications. Both applications are below £50k threshold meaning they will pay no fee. No objections raised to submitting as members. 
· Potential new members: Brain Tumour Research: Alice and Hester met with the policy lead from Brain Tumour Research as they listed themselves as members on our website, but are not fee paying members of NAoS. We will follow up on formally signing them up. 
· David noted that if trustees come across charities who could become members of NAoS, they should put them in touch with Alice or Hester. 

Actions: 
· Trustees to send Iain their information to set up the bank account if they have not done so yet.
· Trustees to review outstanding policies if they have not done so yet. 
· Alice and Hester to work on communications plan for March meeting. 
· Hester to follow up with Brain Tumour Research about formally joining NAoS. 

4. NAoS Policies- Considerations for trustees  

Alice noted key concerns regarding our cyber security policy. While the policy outlines our general practice, we require an action plan to help us respond to another attack. The organisation remains vulnerable due to not having cyber insurance; dedicated IT support; freelancers using their own devices; previous ransomware attack; and the occasional use of insecure tools (such as Wetransfer). It may be useful for freelancers to have cyber security training to make sure they are keeping as safe as possible- this would require budget set aside. 

Alice noted one mitigation we could put in place is removing access for trustees to our Microsoft 365 Teams account. Most trustees don’t use the portal or unable to access it, so it wouldn’t change much for trustees and would help to reduce the amount of accounts with access to our files.  Trustees agreed that removing Teams access for trustees wouldn’t impact them. Suggestion to send files out as part of an encrypted OneDrive folder rather than attachments to make it safer. David noted he will get in touch with the website designers for Funding Neuro to ask about encryption and cyber security. Suggestion for all trustees to have basic cyber security training. 

Trustees noted that this is a very important issue- we should look into insurance, training, pro bono IT support and drafting an action plan which clearly states who to contact if an attack occurs, the immediate steps we should take and the responsibilities of trustees. Alison noted she would be happy to assist with this. 

Actions
· David to explore pro bono IT/cyber support options.
· Alice to remove trustee access to Teams and test email encryption.
· Alice and Hester to work of cyber action plan 

5. Review of workplan Q12026

Patient Experience Survey:
· Outreach to health boards ongoing. This was delayed as we struggled to get accurate contact details for health board CEOs. Alice is staggering contact with Health Boards so that we don’t have 14 meetings all at once. 
· Alice and Keith met with Dumfries & Galloway health board. The impression was that they were quite shocked by results of the survey. Alice followed up with more information, and the contacts from the health board said they would share the results with the wider team and come back to us with a plan. 
· Highland health board want to have a meeting, but it’s been a challenge to get a time scheduled.
· This is a Scottish Government funded objective, so the work needs to be done by March. 

Fundraising: 
· Kat is taking a break until mid-February /beginning of March to allow us to become operationally ready to submit applications. A lot of work needs to be done on key messaging to improve the way we tell our story and engage funders. 
· Results to date: Kat has submitted 16 applications since July, with only £300 secured. It has cost us approx. £3,000. 

Noted by trustees that we may need to re-evaluate keeping a fundraiser due to the low return of investment. Alice noted that Kat was inhibited by our lack of readiness. Avril noted that she is actively involved in funding applications in her organisations and the landscape has completely transformed- it is very difficult to be successful even as an experienced and skilled fundraiser. This makes it even harder for an intermediary, as we do not have direct impact on service users. Noted that it would be useful for Kat to be in the meetings on key messages as she is a funding expert.

Policy work: 
· Policy group:  Ewan Carmicheal from Quarriers is chairing the next policy group meeting and has supported the development of a candidate list for our election subgroup. Long‑term Conditions Framework paused while we await information on what’s happening next. We will be reviewing our position and temperature checking members’ views on this at our next policy group meeting. 
· Update on the neurology speciality delivery group- they have produced QR codes for new neurology pathways (headache, FND) launched via Centre for Sustainable Delivery and the Right Decisions app. Alice will ask them about how NAoS can support the involvement of patient groups in the development of pathways. 
· MS Society received a response from their open letter on adopting the recommendations from the Independent Review of ADP. No commitments from the Scottish Government at this stage but they have announced they will publish a response by the end of January. 
· Election subgroup would like to go ahead with hustings- Alice has secured an ex-political journalist to chair. It will be hosted on the 23 April. 
· NAoS will be attending parliamentary events such as CPGs and the Women’s Health Plan lived experience all day event. Brain health has been included in the second phase of the plan for the first time. Alison noted that this work will be taken forward as part of the brain health and dementia risk group which is being led by the Chief Medical Officer. There's a meeting for the dementia strategy oversight group in March and this will likely be discussed because brain health was one of the initial deliverables. Hopefully there will be more to update on after this meeting. 

Members’ meetings:
· Patient Safety Commissioner attending next members meeting and Dr Wong from the University of Glasgow is attending our March meeting. 
· Hope to invite incoming Health Minister to AGM (timing dependent on election cycle).

Industry reference group: 
· Biogen contract signed; Merck contract received.
· First meeting went very well despite only two members joining as the contract hadn’t been finalised for one member and another was on annual leave.  
· Alice created briefings on the neurology network, the UK Neuro Forum, and health policy landscape and circulated these with group members before the meeting.
· Pharma income expected to significantly support core budget.

Comms and key messaging:
· Hester and Alice met with Roisin and James to discuss key messaging and Hester drafted a key messages document. 
· Alice undergoing training with Evaluation Support Scotland to help shape our outcomes, indicators, and evaluation methods. 

Discussion around the website. Noted that it is important to improve the website and this is something we are actively fundraising for as it is not fit for purpose. We have submitted a £45,000 funding application to completely redesign our website and rebrand.

Brain Awareness Week 
· Theme: The mental health impact of neurological conditions on children and young people. We will launch new mental health webpages on the website to signpost to information and member charity support. We will also upload the powerpoint that the mental health subgroup developed for supporting children and young people which Alice delivered to local authorities.   
· The mental health subgroup are leading on the content of the campaign and Hester has a group of creative colleagues leading on design. Deadline to circulate to members is mid-February. 

Republication of digital assets: 
· Both our carer digital assets are due to be renewed in March. Hester is updating the information for unpaid carers and professionals A-Z resource with new members and changes to carer’s acts/ carer centres. Alice has set up working group to review neurological conditions in the community leaflet. 

6. Risk Register & discussion around the two main risks

Alice gave overview of the risk register. Highest risks identified:

· Strategic risk: Uncertainty around the Long‑Term Conditions Framework and possible dissolution of key areas of influence such as the NACNC and expert reference group. We will need to consider other kinds of influencing to focus on if these groups don’t exist e.g setting up a possible CPG. 
· Financial risk: Due to our unsuccessful fundraising efforts we have an income shortfall. While the IRG is positive for our financial position, trustees may want to consider if NAoS wants to cap the % of income we receive from pharma. The England Neuro Alliance have capped pharma contributions to 49% of their income. At the moment, membership fees are so low that the income we receive from pharma easily surpasses member contributions, and with the ending of the Scottish Government grant this would mean pharma would be our main source of income. 
· Cybersecurity risk: As discussed, actions are required to make us more cyber secure. 

All other risks either stable or reduced.

Discussion as to whether we should make the pharma contracts two or three years to give more financial security. Alice noted that our model is replicating the English NA, who have been running a successful IRG. A further avenue for IRG income would be to include Medtronic but this requires further thought as to how we handle relationships with Medtech companies.  

7. Financial update (Iain) Budget

Iain sent his apologies. David noted that the bank account is in the process of being set up. See budget for financial position. 

8. Finance Reforecast

Alice gave overview of the financial reforecast paper. 

Budgeted income for the year was £105,000, based on IRG and fundraising income. This means we have a forecast deficit of £42,000 (we had projected to raise £18,000 from trusts and grants and £24,000 from pharma). We expect to still receive this income from pharma, but it might not all be received by March 2026. Highly unlikely we will meet our trusts and grants budget. 

Staff expenditure on track, we have 18% of our budget remaining. 

2026/27 forecast: projected income is £62,000. This is dependent on increasing membership by £2,500 by recruiting more fee-paying members. Aim to get the IRG up to six members, giving us an income of £36,000. Projected trusts and grant income lowered to £15,000 but this may need to be reviewed due to low success rate of this year. New line has been added for corporate funding, as we have previously not pursued this route. There is some hesitancy here over how successful this could be for the level of work needed. Fundraising (community) is at £3,000. This model will see us at approx. £5000 over our expenditure. 

Alice gave overview of some potential cost saving options: review our expenses policy to reduce or remove travel reimbursement for members; Remove ACOSVO membership (£50 saving); Lower general expenses line by £1,000 (expenses can be lowered as we’re not doing the patient experience survey).

Trustees discussed potential scope for community fundraising- acknowledgement that trustees will be supporting their own respective charities and community fundraising takes a lot of time, effort and resource to organise and support. Suggestion to consider ‘last-bid’ appeals to big funders like the whisky industry or RS Macdonald to demonstrate the urgent need for funding. 

With the Long-Term conditions framework moving to generalist approach, there may be even more need for us as an intermediary to keep a focus on neurology. At the next Scottish Government meeting NAoS will be making the point of how will the Scottish Government engage with charities and patient groups if they don’t have an intermediary. 

9. AOB 	

New trustee Alison McKean introduced her background in dementia and brain health policy.

No further AOB. 

The next Exec meeting will be held on March 9, 10.30 - 12.30pm online via TEAMS
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