[image: A logo with red text

AI-generated content may be incorrect.]

Members’ Meeting minutes 
10 March 2026 10:30-12.00
Attendance 
Keith Park, MS Society 
Emily Holmes, Neuro Hebrides 
Simon Bull, CMTUK
Gemma Markwick, Leuchie 
Kripen Dhrona, British Polio Fellowship 
Katie Rigg, MSA Trust
Debs Harling, Fife Carers Centre 
Steve Portelly, FND Hope 
Paul Rimmer, Neuro Central
Sharon Turnbull, More than Fibro
Stuart James, Glasgow FND Awareness Support Group
Charlie Adams, My Aware
Tansy Miller, Inflammatory Neuropathies UK
Phil Bosworth, Ataxia UK
Stuart McIver, Long Covid Scotland
Ewan Dale, ME Association 
Avril McLean, Action for ME
Liam Mac Lua-Hodgson, The Brain Tumour Charity 
Charlotte Eldon, The Neuro Therapy Place
Alice Stuthers, NAoS 
Hester Lee, NAoS 

Apologies 
Archie Campbell , The Neuro Therapy Place
Iain Gourlay, AIMS
Pamela Binny, ME Action
Alison McKlean, Alzhimer Scotland 
 Sarah Bailey, My Aware

Guest speaker
Dr Mark Wong, Senior Lecturer in Public Policy and Research Methods & Subject Group Lead of Social and Urban Policy, University of Glasgow

1. Scottish Government news updates

· Strategic approach to long term conditions

Publication of the Long-Term Conditions Framework was paused in December. The Scottish Government circulated a proposal and held a meeting to discuss the approach going forward which Alice and Keith attended, along with other NAoS members. We gathered views ahead of this meeting to understand which approach members thought was best to develop the framework around i.e. looking at condition themes or patient journey themes.  

One key takeaway from the meeting was that generally the third sector representatives and the clinicians in the room were still unclear as to what the Long-Term Conditions Framework, or the approach to long-term conditions that the Scottish Government are looking to develop, is trying to answer and the solution it aims to bring.

The next stages of the approach will be to set up advisory groups to create high level recommendations by 25 March. These top-level recommendations will be followed up by more detailed recommendations by the 7th of May, which is the date of the Scottish election.

5 advisory groups will be set up in condition groupings, and one group will look at patient journey experience. The reason for setting up only one patient journey group was due to time constraints and too many organisations wishing to be involved in patient journey groups.

Keith has been invited to chair the neurology and rare diseases advisory group. He will meet with Scottish Government officials this week to discuss the makeup of the group and will start moving things forward to produce top line recommendations by 25 March.

British Heart Foundation, Arthritis UK, Asthma and Lung UK are chairing condition groups and Chest Heart and Stroke is chairing the patient journey group. The Long Covid group chair is still to be decided.

· National Advisory Committee for Neurological Conditions (NACNC)

The last two meetings of the NACNC were cancelled. This means the group has not met for six months. There was some uncertainty whether the group would continue due to the end of the Neurological Framework for Action and the new Long-Term Conditions Framework. However, at a meeting in November with the Minister for Public Health, it was agreed to extend the life of these advisory groups during the handover process. Another meeting will be held soon, date is still not decided.

· Neurology Network (Scotland only)

13 members of the NAoS attend the Neurology Network regularly. It is an opportunity to network with clinicians, NHS decision makers, Scottish Government and share good practice. NAoS has made a few suggestions on how the meetings can be improved so that the group is better informed of any outcomes from the discussions held in meetings and work taken forward. Hopefully this will start to be adopted in the future meetings.

The next meeting will be held on 25 March. 

· UK Neuro Forum

Next UK Neuro Forum meeting is 18 March. Keith represents NAoS on the Forum. There is a UK all Alliances meeting happening this afternoon for members to feed into the discussion and help shape the agenda. 

· NHS Delivery (Scotland) 

No update. 

· Update on the Independent Review of Adult Disability Payment (ADP) 

The Scottish Government’s response to the Independent Review of ADP was published in mid February. They have stated that they will try to adapt processes changes e.g look at how applications are processed and training for staff to improve the application process. However, major changes, such as changes to eligibility criteria, have not been adopted at this stage. They have said it will cost £770 million for the four most expensive recommendations to be implemented in year one. NAoS has shared the Scottish Government’s response with members and can share again with those who have missed it.

Keith is giving evidence to the Social Security and Social Justice Committee this week and will be keeping up the pressure to make sure the review is considered post election.

Kripen noted that on 27 Feb Scottish Government released a report from the rare conditions framework. It outlines commitments around faster diagnosis, raising awareness amongst healthcare professionals, better coordination of care, and ensuring rare resources are available. They're also looking at a pilot role for an engagement and support officer (Rare Resources Scotland).
	
2. Dr Mark Wong, Senior Lecturer in Public Policy and Research Methods & Subject Group Lead of Social and Urban Policy, University of Glasgow, ‘Developing Trustworthy, Ethical and Responsible AI’

Dr Mark Wong gave an overview of his professional background and some of the key work he has undertaken at the University of Glasgow as a senior lecturer and Head of Social and Urban Policy, an expert advisor to the Scottish Government, including co chair of the Design Advisory Group for the Anti-Racism Observatory of Scotland, and in Public Health Scotland, NHS, Greater Glasgow and Clyde. His work revolves around the key concern of how we can address and tackle issues of racial bias, discrimination and racism being reinforced by AI and data use which is reinforcing some of the systemic inequalities within society. 

Dr Wong’s presentation focused on the rapid growth of AI in health and social care and the need to ensure it is developed and used in ways that are ethical, trustworthy, and equitable. He highlighted that while AI offers significant potential, such as improving diagnosis and efficiency, it is already reinforcing existing inequalities, particularly racial bias. Examples included medical devices that failed to work accurately on darker skin and AI systems trained on non-representative data, leading to poorer outcomes for minority groups. He also emphasised that public concern about AI is increasing: many people prioritise fairness and safety over speed or economic benefits, and a large proportion report experiencing harms such as misinformation or bias. At the same time, the public often feels excluded from decisions about how AI is implemented.

A central theme of the talk was that current approaches to AI governance and testing are insufficient, as they rely heavily on technical experts and do not adequately account for real-world impacts. Wong outlines a shift toward “participatory AI auditing” is needed, where patients, practitioners, and affected communities are directly involved in assessing risks and shaping how AI is used. He presented a tool developed at the University of Glasgow to support this approach, enabling non-experts to evaluate AI systems and identify potential harms before adoption. Overall, he stressed that without better data, stronger governance, and meaningful public involvement, AI risks automating existing inequalities, particularly in healthcare, rather than delivering its promised benefits.

See Dr Wong’s full presentation here. 

Q&A 

What is the governance process behind AI being used for health purposes before it goes live? Do patients get asked to consent before AI is used?

Dr Wong noted that at the moment there isn't a particular regulation that's focused on AI use in health, but the UK Government directive is that AI use is treated as a medical device, particularly when it informs clinical decision, and it should therefore go through the same framework. However, currently it isn't being treated as such. There are some anecdotal instances where GP practises are starting to use AI scribing tools or using co-pilot to summarise notes which could then generate a letter that sends to patients. This should technically still go through an assessment process, however there is not clear guidance on what then process should be. Patients should be asked for consent before AI is used but currently AI seems to operate in an exceptional space outside of regulation.

Google search or search engine AI summaries for health advice can be really hit and miss. One research project evaluated how an AI chatbot given health advice was about 50% incorrect and did not refer emergency cases when they were clearly presenting as such.

Are agencies like Social Security Scotland likely to go to AI or is that premature?

Dr Wong outlines how some agencies in social security are already using AI in some of the automation around welfare eligibility assessments. There are expectations that AI will come in even stronger in assessments and that is worrying because there are instances where it has gone really wrong. For example, the Netherlands spent millions on developing a technology to use in social security assessments. Despite concerns from the public, they went ahead with it, and the system turned out to reinforce issues of racism as it systematically excluded and raised false alarms for migrants and refugees communities. The Dutch Government now have abandoned that technology, with 10s of millions of euros wasted. This could potentially be a future that UK is heading into.

What would your current advice to patients be if they discover that AI might be being used, or maybe they don't know that AI is being used?

Dr Wong noted that if you suspect AI is being used, you should always ask if it is being used and state that you want informed consent for any use. Health practises should be very clear about how AI is being used.

The presentation noted that 67% of people experienced AI harm, but what sort of harm are we talking about and how does someone know if they’ve been harmed?

Dr Wong noted that AI harm could be in any form where it impacts your everyday life, from interactions with search summaries to online applications for various technologies. Some examples include misinformation, such as incorrect information from AI summaries or chat from ChatGPT which could have ill intent. Secondly, fraud and scams enabled by AI is a rising issue. A key issue is that AI harms is currently not very well defined, so it's hard to really pinpoint, and sometimes it's even hard to identify whether AI is involved.

How can AI have a more equitable approach to AI in healthcare if we simply don’t have the data? 

Dr Wong noted this is hugely important and the conversations he has with policy makers is that they are concerned about this lack of data and the quality of existing data. There is a systemic problem of access, experience and outcomes of health services for marginalised and racially marginalised communities and the data can only reflect that- these issues are not well recorded in the health system. This came out strongly in the COVID-19 inquiry, as Scotland was unable to actually determine whether there was excess mortality of minoritised ethnic people during the COVID-19 pandemic and the modelling done by Public Health Scotland ended up having to rely on England's data to do that prediction. 

All health boards now need to have an anti-racism action plan, but AI and data are not part of that conversation, or only in a limited way. This is a missed opportunity to embed more of an anti-racist practice in data, which would then improve equity across the data system and recording, and improve the equity of the AI outcomes as well. At the moment, if we roll out AI right now, we should be reasonably confident that it is going to harm marginalised communities more than it benefits.

3. Members’ showcase: Liam Mac Lua-Hodgson, Brain Tumour Charity, new research: The Cost of Brain Tumour 

Liam gave presentation on the Brain Tumour Charity’s new report, see here. 
Using modelling developed with the York Health Economics Consortium, the report estimated that the cost of new brain tumour diagnoses in the UK in 2025 is around £18.7 billion, equating to over £1.4 million per diagnosis. This includes not just direct healthcare costs, but substantial wider impacts such as lost income, reduced productivity, long-term care needs, and premature death. In Scotland alone, the annual cost was estimated at £1.6 billion. Liam emphasised that many of these costs fall on individuals and families, driven by factors like missed employment, travel and treatment expenses, and inadequate access to welfare support, highlighting the scale of financial insecurity associated with the condition.
Alongside the economic modelling, the presentation drew on survey and interview data to illustrate the lived experience of patients, showing widespread unmet needs and long-term consequences, particularly for children and young people whose education and future opportunities can be significantly disrupted. Children and young people with brain tumour diagnosis are more than twice as likely to finish school with no formal qualifications.
The findings also pointed to systemic issues, including delayed diagnosis with 73% of cases in Scotland being identified in emergency settings. Overall, the Brain Tumour Chairty are calling for a fairer, smarter and more resilient health system and a national approach to tackle brain tumours in specific areas of diagnosis, care, treatment and research.
Q&A 
Question on the modelling used to work out the societal costs.
 Liam noted that these are just estimates, and what the report is trying to emphasise is the kind of welfare challenges that we face, particularly with PIP. There is also a separate report which breaks down the model used in greater detail which Liam is happy to share with members.
Liam also noted he’s happy to connect any members who are interested in knowing more with the project lead. 
What recommendations Liam would have for other charities that are represented here and elsewhere by NAoS for doing such similar work?
It would depend on what kind of budgets available to you.
The Brain Tumour Chairty felt that the economic argument was a manageable barrier to tackle to evidence why change is necessary, reduce financial impacts that people face and improve their quality of life.
Keith noted that The Economist published a report last year looking at the economic impact of 10 neurological conditions across the UK which can be shared with members. 
Why in Scotland are 73% of diagnoses made in A&E and will the Brain Tumour Charity do more research into this?
Liam noted he has some suspicions as to why this is the case but nothing conclusive. In England it’s 46% and in Northern Ireland is 61%, so Scotland is significantly higher. It could be down to GPs doing the right thing and escalating issues if red flag symptoms occur. The quickest way to get a scan is through emergency services. 
Liam has been engaging with health boards to understand how they are responding to the update to the Scottish cancer referral guidance. Acknowledgement from some health boards that certain neurological pathways have not been prioritised. Some health boards are trying to address this, such as Ayrshire and Arran who are looking to build a new pathway. 

4. AOB and close

Brain Awareness Week	 commences on Monday, 16th March – 22nd March. Members have been sent the engagement pack and are strongly encouraged to share the resources that the mental health subgroup and creative volunteers have developed. 
NAoS is reviewing the Neurological Conditions in the Community leaflet and A-Z Carers Resource for re-publication at the end of the month. Please get in touch with Hester if you have any comments on either of the resources. Alice is hosting drop-in sessions for members who wish to input into the re-design of the Neurological Conditions in the Community leaflet – next session is tomorrow. 
Alzheimer Scotland is co-hosting a webinar with Brain Health Scotland next week on 17th of March, so if members are interested, please sign up. 
FND Awareness Day is on the 23 March and FND Awareness month is the whole of April. There are some materials on the FND Hope website to get involved.
The next NAoS meeting will be held on Thursday 18 June, 10:30 - 12.30. 
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