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8 June 2026, 10.30 - 12.30


Attendance 

Keith Park, Chair
David Mulligan, Vice Chair
Nicky Cowsil, Neuro Hebrides
James Jopling, Parkinson’s UK
Roisin McEadie, Scottish Huntington’s Association
Donald MacPhee
 Alice Struthers, NAoS
Hester Lee, NAoS 

Apologies

Alison McKean, Alzheimer Scotland  
Steve Portelley, FND Hope International
Iain McWhirter, Revive MS


1. Welcome & declaration of any conflicts of interest

Apologies from Iain McWhirter, Alison McKean and Steve Portelly.

No conflicts of interests. 

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

Overview of outstanding actions from last meeting:
· There have been no meetings for the National Advisory Committee for Neurological Conditions. The chair of the National Advisory Committee, Jenny Preston, has emailed Scottish Government colleagues to get an update on what will happen to the group.
· Alice has drafted a communications plan and is meeting with David and his PR colleague to go over the plan. This will then help us create a GANNT chart to structure our work on key messages and communications. 
· Outstanding action for Alice and Hester is to review cyber action plan but this is dependent on getting pro bono IT support. 
· The new bank account has been set up and Keith and David are in the process of becoming signatories. 


Minutes from January approved: proposed by James Jopling, seconded by Roisin Eadie. 

Minutes from March meeting approved: proposed by Nicky Cowsil, seconded by Donald McPhee. 
	
3. Membership update 

Hester gave membership update: 
· New CEOs for Brain and Spine Foundation and Dystonia UK. Hester has met with Cat Strawbridge from Brain and Spine and will meet with Alex Feis-Bryce later this week. Good opportunity for re-engagement with less active members. 
· We have received £8,175 in membership fees from an expected total of £10,100. This is down from £10,400 as we lost Action for ME as members. Outstanding invoices have been chased and members will be continued to be reminded. 
· Other withdrawn members include Aberdeen Independent Multiple Sclerosis who are a very small group supporting people with MS in the Aberdeen area. They felt the alliance wasn’t a good fit for them and their aims. We also lost the Transverse Myelitis Support group who were a volunteer led group which is no longer operational.  

New member applications: 
· Application received from FND Dimensions a small UK wide charity supporting people with FND. Trustees approved application. 

Overview of charities approached for membership: 
· Hester has contacted 10 charities since the last board meeting, but no applications to be members yet. 

Comment that the increasingly devolved nature of the UK means that we have value to offer UK wide organisations who are too small to have any staff here but need insight into what’s going on in Scotland and a channel to influence decision makers. Likewise, the new industry reference group provides another avenue where we can offer a channel to industry insight. 

Suggestion to collect testimonials from UK wide charities on the benefit of membership for them and use as a blog or testimonial to share with prospective members. 

Alice gave update of IRG group: 
· We’re up to 5 IRG members. Last meeting was held on the 28 May. 
· Sanofi were keen to join us, but wanted to wait until September. They sponsored the English Neurological Alliance’s interactive map of data from the My Neuro Survey and NHS waiting times data at local health system level. This would be a good tool to reproduce in Scotland. Keith noted Sanofi also supported the development of a report by the MS Society in Wales on access to services and the issues with rurality. 
· Keith and Alice met with Biogen to hear their thoughts on the Long-Term Conditions approach. This is positive as it may provide useful for members to have access to these perspectives. 

Actions: 

· Hester to gather testimonial from UK wide members to demonstrate how membership adds value to their work
· Hester to add IRG membership to future membership update papers

	
4. 2026-7KPIs – for approval

The KPIs were shared with trustees ahead of the meeting. David and Keith have reviewed the KPIs and discussed them with Alice and Hester. Opportunity for trustees to flag any concerns or questions before approval. 

Alice has removed the 4th strategic aim which was about Scottish Government, NHS and other key stakeholders having timely access to NAoS. As we’re no longer funded by the Scottish Government, we have deprioritised this as a strategic aim. 

Question as to whether there are emerging themes or issues which charities won’t necessarily tackle individually that are strategically advantageous to focus our time on (e.g VHS’s work on inequalities in sex and gender). 

Alice noted palliative care could be a cross-cutting issue; it’s in the SNP manifesto so we know it will be a focus of the next government. A child and young person Long-Term Conditions strategy also looks like it will be developed in the next parliament.  

James Jopling questioned whether neuro champions could be a term we extend to non-politicians. For example, the Parkinson’s Excellence Network is a network of healthcare professionals which aims to bring together professionals working with Parkinsons. Neuro champions could include professionals who are making change in the neuro landscape e.g Neurologists, researchers and other allied health professionals who might not sit in a specialism. This may also be useful if the Neurology Network is no longer running.

Donald McPhee queried the different time scales of actions and when these get updated on the KPIs- currently planned future activities are not listed in the document. Alice noted that historically she has updated the sheet once the action has been taken or when we know it is happening. Suggestion to change the process to have planned actions in grey so that trustees have oversight of what’s coming up. Keith noted that future work planning is also something the chair and vice chair discuss in weekly meetings with Alice and Hester. 

A key piece of upcoming work will be to develop the next strategy for NAoS. We have a list of members who are happy to help develop this work and Alice will reach out to them over the summer as well as discussions with trustees. 

KPIs unanimously approved.

Actions: 
· Alice to discuss expanding the neuro champion title to encompass people who sit outside politics with Policy Group.
· Alice to include future planned actions into the KPIs to show trustees our planned work as well as completed work per quarter 
· Alice to schedule meetings with members and trustees over summer for strategy development 

5. Risk Register - for discussion

Alice gave overview of risk register and changes to risks, only one risk has increased since the previous review (#9 Succession planning - as we have lost a trustee) and one risk had been removed (#16 failure to open bank account). Most risks remained stable.

The risk relating to NAoS' influence over the development of the Long-Term Conditions Framework has remained high as if there is a dissolution of the National Advisory Committee for Neurological Conditions or a lack of focus on neuro this will impact our ability to influence. 
James questioned whether this constituted a risk for the charity materially (in comparison to cyber security/ income generation) requiring trustee discussion on the risk register. 

Keith noted that this could still be a material risk as reduced influence with Scottish Government might impact our ability to appeal to Industry Reference Group companies which is now a key source of income generation. It was agreed that the issue should be explored further before the next meeting to assess where it falls on the risk register e.g it could be a factor in financial security risk rather than in it’s own right. 

Alice reported that the financial sustainability risk remained unchanged. Progress on developing the Industry Reference Group had been positive, with five pharmaceutical companies now participating and a target of six by year-end. Opportunities were also being explored to strengthen relationships with industry and increase understanding of clinical research and pharmaceutical investment in Scotland e.g potentially joining the Triple Helix meetings.

Alice highlighted an increase in the risk related to trustee succession planning following the departure of trustee Avril McLean. The board now consisted of nine trustees. Alice suggested recruiting a neurologist as a future trustee could strengthen the board's expertise and support NAoS's strategic development.

Action:
· Review and reconsider the positioning of the Long-Term Conditions Framework risk within the risk register.


6. Constitutional amendment proposal 

Keith introduced a proposed amendment to the constitution that would increase flexibility in board composition by changing the trustee structure from a maximum of 12 trustees with up to two co-opted members, to a maximum of 14 trustees with up to four co-opted members. The proposal would allow NAoS to recruit individuals with specialist expertise from outside the membership.

Support for the amendment from trustees. Trustees noted the importance of maintaining a broad range of knowledge and perspectives while continuing to ensure strong representation of lived experience. Also noted that it may benefit the credibility and influence of NAoS to have clinical expertise on the board and individuals with financial expertise could further support succession planning.

Trustees unanimously approved the constitutional amendment proposal to be taken forward to the AGM for member approval.

Actions: 
· Take forward proposed constitutional amendment to the AGM for approval.
	
7. Financial update 

Alice gave overview of budget and cash position at end of May (£60,899), which was in line with expectations. Membership income continues to be received and outstanding membership fees would be followed up. The transition to Microsoft 365 licences had created a small additional operational cost but had otherwise been completed successfully.

Savings had been achieved through the cancellation of several membership subscriptions and reductions in member expenses. Trustees discussed future AGM travel reimbursements and recognised that, due to the loss of government funding, reimbursement of member travel costs would no longer be sustainable. The availability of hybrid attendance would help mitigate this change.

Alice reported that the Co-operative Bank account was now operational and that future plans included transferring funds from the Engage Renfrewshire account and eventually closing the existing arrangement. David suggested reviewing any contractual arrangements with Engage Renfrewshire to determine whether costs could be reduced on a pro-rata basis once the transition was complete.

Hester will look at our contract with Engage and how we are billed. Noted that we will explore the transition to the co-op account once it is fully operational and membership fees are in. 

Actions:
· Hester to follow up outstanding membership fees
· Add a separate Co-op Bank line to future financial reports to improve visibility of account balances during transition.
· Hester to review contractual arrangements with Engage Renfrewshire as part of the banking transition

8. AOB 

a) Long-Term Conditions (LTC) Framework

Keith provided update on ongoing engagement with Scottish Government regarding the Long-Term Conditions (LTC) Framework since March. Keith was invited to chair the Neurological and Rare Diseases Advisory Group, which developed recommendations emphasising the continued need for specialist neurological expertise, clinical oversight and neurological representation within future long-term conditions policy. These were submitted to the LTC unit on 7 May and will be presented to the new Minister (Maree Todd).

Scottish Government had not yet prepared the formal documents for incoming ministers as LTC was not included in the First Minister’s priorities for the first 100 days of government. However, officials had indicated that the advisory group chairs would likely be reconvened to discuss next steps. 

Because of this limbo, the NACNC has been paused. Jenny Preston has emailed to enquire why meetings have stopped. The Neuro network meetings have also been taken out of the diary and Alice has enquired why these have been cancelled. Noted that should these networks remain cancelled, NAoS may wish to consider whether it could play a larger convening role for neurological stakeholders across the NHS, charity sector and wider neurological community. 

James acknowledged thanks to Keith for chairing the Neurology and Rare Diseases advisory group and leading the work to draft recommendations. Query as to whether the LTC framework might get dropped like the National Care Service.

Keith noted that the LTC framework is a manifesto commitment, so there is a feeling that this will continue. There may be a change now that Angela Constance is Health Secretary, rather than Neil Grey, however there feels a willingness to take it forward. 

Action: 
· Keith will share the recommendations with trustees and any further updates we get from Scottish Government on next steps.

b) National Neurology Audit

Alice highlighted plans for a National Neurology Audit being led by the MS Society. Keith noted that Glasgow had been identified as the Scottish pilot site and that the audit has potential to support future service improvement work if carried out regularly. 

c) British Paediatric Neurology Association (BPNA) mapping transition practice

Alice reported that the BPNA was undertaking work to map examples of good transition practice across the UK. Georgina from the Neurological Alliance of England is involved in this work and asked if NAoS wished to support the project. Alice meeting with Georgina to see what is involved and if we have capacity. 

d) Women’s Health

Alice informed trustees that NAoS has co-signed a cross-sector letter expressing concern at the removal of "Women's Health" from the ministerial title following the new government appointments.

The next Members’ Meeting is taking place Thursday 18th June, 10:30-12:30 with Professor Anna Glasier, Women’s Health Champion for Scotland.

No further AOB.
	
The next Executive meeting will be held on Tues 29 September after our AGM. 
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