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26 November 2025, 10:30 - 12.00 

Attendance 
Keith Park, Chair 
James Jopling, Parkinson’s UK
Claire Winchester, MS Trust 
Avril McLean, Action for ME 
Rachel Edwards, Epilepsy Connections
Kripen Dhrona, British Polio Fellowship 
Marc Smith, MyAware
Charlotte Encombe, Compass
Roisin Eadie, Scottish Huntington’s Association 
Pamela Binny, ME Action 
Gillian Mathewson, PANS PANDAS 
Ewan Dale, ME Association 
Phil Bosworth, Ataxia UK 
Alice Struthers, NAoS

Apologies 
Tom McKeever, Leuchie 
Liam Mac-Lua Hodgson, Brain Tumour Charity 
Fiona Dunbar, FASD Hub 

1. Chair’s Welcome

Keith welcomed everyone to the meeting and noted typo on the agenda stating that the next members’ meeting will be the AGM. This is incorrect, our next members’ meeting will be on the 28 January 2026. We will have Karen Titchener, Patient Safety Commissioner, as our guest speaker at this meeting.  

Keith noted that Vicki Cahill, Vice Chair, has moved on to a new role outside of the neurological community and therefore has stood down as Vice Chair. Keith thanked Vicki for all her hard work in the role. David Mulligan has been elected new Vice Chair and will stay in post until our next AGM. If anyone would like to know more about the role, please let us know as we will be seeking a new Vice Chair come September.  
	
2. Scottish Government news updates

1. Long Term Conditions Framework

The Long Term conditions framework is now moving at a pace now the consultation has ended and the Scottish Government has published their feedback. It seems most responses were in favour of the framework; however, a lot of organisations were against it due to the risks of conditions being sidelined. We’ve raised our concerns with the Minister and the Government and taken a united approach with other key long term condition charities to further reiterate these concerns. General feeling is that our concerns are being heard. 

Keith met with the lead of clinical priorities team and a key take away for NAoS was around governance. NAoS had been given the impression that the National Advisory Committee for Neurological Conditions (NACNC) may end, however there was some assurance in this meeting that there should be scope for it continuing as it is valuable to have condition/ area specific groups feeding into policy.

A draft version of the framework was shared , and we’ve had a chance to give robust feedback. We’ve since had an updated draft shared with us confidentially. It is positive to see that additions have been made after feedback. Alice and Keith will be attending a round table with the Minister tomorrow to discuss the new draft and give feedback. 

The framework is due to be published in December and an action plan due in March. Government is planning to set up an expert reference group which many members will have been invited to join- NAoS will be in this group. There will also be a Strategic Advisory Board which sits above this group. 

Question about whether NAoS had decided on who endorse for the Strategic Advisory Board. Keith noted that this hasn’t been decided, but NAoS doesn’t necessarily want to back one individual or condition. We would like neuro to be represented, but we also see value in having broader third sector representation. 

2. National Advisory Committee for Neurological Conditions (NACNC)

These meetings are attended by the Chair and Vice Chair of NAoS and are held quarterly. The last meeting was very poorly attended and as a result, there wasn’t much discussion. Alice gave a presentation on the findings from the patient experience survey and there was some discussion from attendees. Crucially, the NACNC has been put on hiatus as the Scottish Government figures out what’s next in terms of governance for the Long Term Conditions framework. Jenny Preston was appointed interim chair of the group until the group’s future becomes more clear. 

3. Neurology Network (Scotland only)

Alice gave update on the neurology network, which meets every two to three months. The last session was focused on mental health and trying to review gaps in service provision. NAoS was happy to see mental health being addressed but generally members of the group feel like it is a bit of a talking shop so the questions is how do we move to an action based network. NAoS has raised this in our meetings with Scottish Government and they are keen to make sure it is valuable for charities to be a part of. We want to keep up the focus on neurology, so we are continuing with the network and hopefully link to the work of the Neuro Forum as well. 

Acknowledged that some members feel there is no follow up from issues addressed in meetings which makes evaluating the impact of the network hard. NAoS’ plan for the next Scottish Government meeting is to revisit the mental health aspect so we can update members on work that has been followed through or any outcomes that have been achieved. 

4. UK Neuro Forum

Keith represents NAoS on the UK Neuro Forum, which meets twice a year. The last meeting was in September and was focused on approving the work plan for the Neuro Forum. Alliance leads gave feedback on the workplan from members, collected at the all alliances meeting we held prior to the Forum meeting.  Workforce planning was also discussed in more detail, and a working group will be set up to focus on this issue across the four nations. Cross border referral processes were also discussed, and this will be picked up in more detail at the next meeting in March.

What has since come out after the meeting is that Scottish, Northern Irish and Welsh governments haven’t been fully involved in the planning and the discussions of agendas or work plan despite the fact it’s supposed to be a four-nation approach. As neuro alliances we had believed there had been discussions between the four governments as part of the process and that they were moving forward together. There is more work to be done to make sure it’s a joined-up approach. 

We are meeting with the other neurological alliance leads in January and will discuss this issue then. 

5. NHS Delivery (Scotland) 

Consultation currently open to merge NHS Education for Scotland with NHD Services Delivery Scotland. Idea is to lead on digital transformation, improvement and workforce development. The policy group decided not to respond to the consultation however the Health and Social Care Alliance will submit a response and Alice attended an engagement event for this. Important for members to be aware of this change.  
	
3. Members’ showcase: Avril McLean, Action for ME

Avril gave overview of the work of Action for ME and introduced a key piece of work they are working on at the moment- the Big Survey, which happens every 5 years. The survey is open to anyone with symptoms in the UK irrespective of a diagnosis. There is one for adults and one for children and young people. 

The survey is developed to collect large amounts of data to analyse and illustrate the impact of ME. This year Action for ME is collaborating with Discovery Research Platform for Medical Humanities at Durham University to develop and run the survey. The results will shape Action for Me’s work and be shared with a researcher at the University of Edinburgh who will use the anonymised data to study the age onset of ME, the triggers and heritability. 

Throughout the project Action for ME have included people with ME and Long Covid to shape the study and designed the questions. It is a very large survey, but people can download a PDF which can be filled in and completed in stages and then photographed or scanned and submitted via email. 

This work has stimulated Action for ME to submit an application for funding to work with people with ME to understand what tools would work best for them to represent their experiences. Action for ME have found there is a power imbalance when people find it challenging to communicate their experiences in a powerful way and are therefore dismissed.

Avril gave overview of other key areas of Action for ME’s work, such as funding research. If you would like to find out more about Action for ME’s work, please get in touch with Hester or Alice who can share Avril’s contact details. 
	 
4. General update

Brain Awareness Week update 

Alice gave update on Brain Awareness Week, taking place from 16-22 March. The campaign is driven by the mental health subgroup, focusing on the mental health impacts on children and young people with neurological conditions. The other UK Alliances have been invited to join the creative team to help curate the materials.  We will produce social media materials for members to share throughout the week and publish a new mental health webpage on our website. An engagement pack will be sent to members mid-February. 

Discussion on how this work might link to engagement and promotional work for NAoS’ manifesto in lead up to May elections. Alice noted that the manifesto touches on mental health experiences of children and young people as well as adults and carers. Acknowledgement that they are also very valuable pieces of work on their own.  

Long term conditions discussion (member involvement & timings)

Keith acknowledged that the Shape the Future of NAoS meeting earlier in the month there was a discussion about whether NAoS was in the position to share the draft framework with members, which had been sent to us confidentially. After discussions with trustees, it was decided we could not share this document. Alice has undertaken significant work to gather the perspectives of members to formulate NAoS’ position, therefore it was felt we could confidently represent the views of our membership on this issue without further consultation, particularly given the very tight timeline for feedback.

Query around inclusion of children and young people in Long Term Conditions Framework. Currently the focus is adults, and while children and young people will be somewhat included in the delivery of the actions, they won’t be the key focus.  

Review of our two carers’ resources by March 2026

Alice gave overview of the planned work to update the two carers resources which will be republished in March:

· FINAL Information Unpaid Carers and Professionals
· Neuro conditions in the community

Suggestion to change the title of the leaflet ‘Information for Unpaid Carers and Professionals’ to widen the audience for who this resource can be used by e.g unpaid carers to professionals. 

Discussion on how we can better action our members to share the resources with their own channels and professional audiences to have a wider reach and making sure members are supporting this work – ie not only checking their own sections but also helping to review the whole resource so that it’s a collective effort.  

Working with health boards to improve neurology services

Alice has been working to support the delivery of health boards self-improvement plans following the review of neurological standards 1, 2 and 7 in 2024. NAoS has received the plans from the Scottish Government and has started contacting health boards. We want to support the inclusion of the patient experience in any improvement work by connecting health boards with members. Alice noted the hope is that by doing this work we will strengthen NAoS’ relationships with health boards, in turn improving the uptake of clinics who support our patient experience survey. 

Query around what the phases of this work might look like over next year. Alice has contacted the first five health boards but received two bounce backs so is seeking up to date email addresses from Scottish Government. We hope to have held meetings with interested health boards between now (the first is scheduled this month) and end of February with work then ongoing if health boards engage with members. Current engagement with Ayrshire and Arran, but this work is going slowly, and we want to see impact. 

Comment that the health boards who don’t respond are the ones we want to focus on the most as these will be the most over stretched and therefore likely to be doing the least patient engagement. Alice acknowledged this consideration and noted that we hope to be a valuable support for over-stretched health boards and provide useful connections to patient groups through our membership.

Discussion on ways of accessing up to date contact information for health boards. Kripen Dhrona, British Polio Fellowship (BPF), has done work on this already and is happy to share his contacts. Suggestion to submit an FOI request or to contact the Minister asking for greater transparency.

5. Shape the Future of NAoS  - an update of our meeting held in November and opportunity to share your views

‘Shape the Future of NAoS’ meeting was held to understand members priorities and where we demonstrate the biggest impact as an alliance. NAoS also wanted to see how we can break down some of the barriers for involvement with our work as the more people who contribute, the stronger we are as a collective voice.  After the meeting we collected the feedback and shared it with trustees to discuss how we will make improvements.

Key feedback included: 
· Improving communication channels and the sharing of information e.g sharing feedback from Scottish Government meetings and the UK Neuro Forum more effectively. 
· Alternating when we hold meetings to improve attendance e.g changing the days of the week members’ meetings fall so it is not always Wednesday morning.
· Members valued the strength of our collective membership and hearing from other organisations.

Suggestion that an additional piece of feedback is to help facilitate opportunities for smaller organisations to connect to work on similar challenges and share insights. 

Alice noted that creating a knowledge and skills database of our members is something we hope to work towards and if we were to develop a members’ only portal on our website, we would hope this could be a place to facilitate these opportunities. We had attempted in the past to create a members’ skills table, but it was challenging to gather information from all members. For it to be effective, we need everyone to participate. 

Suggestion that showing members a case study of how this could work might help encourage more people to contribute. Noted that England NA has a similar ambition – suggestion to connect with them to share learnings of what has and hasn’t worked. Keith noted this could be added to the agenda for our January Members’ Meeting. 

Keith identifies two main next steps for NAoS: 

1. Communication and engagement 

We will focus on how we communicate, share information and engage with members in a timely and effective manner. The plan is to have a framework in place that we can share with members so they can better understand what this engagement and communication looks like. We hope we can share with members a structure of how we will address some of the issues by our next members’ meeting. 

We have already adopted the suggestion to change the dates and times of meetings to make them more accessible. See our published events schedule here: 2026/27 Events Schedule

2. Key messages and impact 

Over the next few months we will be working with trustees to develop our key messages to better articulate what we do and our impact. This will help distil the value we bring to members and guide our priority areas. 

There will be further sessions for members to share their views on shaping NAoS’ future as develop our next strategy which will launch in 2027. 
	
6. AOB and close

No other business raised. 

The next NAoS meeting will be our AGM on Wednesday 28 January, 10.30 - 12.30pm online.  We will be joined by Karen Titchener, the new Patient Safety Commissioner for Scotland.  If you have any questions for Karen, please share these with us in advance.

Close of meeting. 
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