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Members’ Meeting minutes 22.1.25
10.30am – 12.30pm, Microsoft Teams 

Attendance 
Jennifer Hall, Chair 
Avril McLean, Action for ME 
Kripen Dhrona, British Polio Fellowship 
Karen Cockburn, Nerve Tumours UK 
Sue Millman, Ataxia UK 
Claire Winchester, MS Trust 
Vicki Cahill, Alzheimer Scotland 
Tanith Muller, Parkinson’s UK
Alison Phillips, Craighalbert Centre
Emily Holmes, Neuro Hebrides
Mary Troup, Orthostatic Tremor Support Group
Pamela Binny, #MEAction Scotland 
Farhan Khan, Muscular Dystrophy UK 
Keith Park, MS Society 
Liam Mac Lua-Hodgson, Brain Tumour Charity 
Jane Haley, MND Scotland 
Katie Rigg, MSA Trust 
Rachel Edwards, Epilepsy Connections 
Marie Peacock, Headway UK
Mary Ramsay, Scottish Tremor Society 
Markus Bell, Nerve Tumours UK 
Hester Lee, NAoS 
Alice Struthers, NAoS

Apologies 
Lawrence Cowan, Spina Bifida Hydrocephalus Scotland 
Phelim O’Toole, Edinburgh Headway 


1. Chair’s Welcome, Scot Govt and NACNC update

NAoS Chair, Jenn Hall (Alzheimer Scotland), welcomed everyone to the meeting and offered apologies from those unable to attend.  

Jenn provided a short update on the recent National Advisory Committee meeting including the following points:
· The last NACNC was joined by the Minister for Public and Women’s Health, Jenni Minto MSP, who gave an update on Scottish Government budget and emergency control measures.
· Note that questions were raised by NACNC members regarding the end of neurological framework in 2025 as neurology will now sit within the Long-Term-Conditions strategy.
· There will be a consultation on the new Long-Term-Conditions strategy, timings tbc, and NAoS will submit a response.
· Questions raised by NAoS about the committed £4.5 million for the neurology framework and whether it has all been spent, no answer from the Minister on this. 
· The question of how much of the £4.5m spend has occurred will be addressed in one of the PQs we tabled in January.
· The Minister indicated that there would be further increases into mental health strategy funding. 
· Jenn confirmed that that the NACNC will be continuing despite the end of the framework. 

Jenn welcomed new member Nerve Tumours UK to the meeting. CEO Karen Cockburn gave a short update about their work in Scotland.  Their priority is to build relationships with NHS to fund specialist nurses. A short discussion was held with advice from members about developing a nurse programme. 

2. Brain Awareness Campaign update 	

Hester (NAoS Programme Co-ordinator) gave a Brain Awareness Week campaign development presentation. See the presentation here. 
This was followed by a discussion about the focus of the campaign and actions to support inclusivity across the UK. The theme of research investment was chosen as research spending is centrally controlled by the UK Government. The video content aims to represent a diverse range of views and perspectives across the UK. There was some concern about inconsistency of comms about the campaign between the four different UK neurological alliances. 

3. General update 

Scottish budget – NAoS Vice Chair, Keith Park (MS Society Scotland) gave a topline overview of the Scottish budget: 
· There will be an increase of £139 million in health spending representing the highest amount Scottish Government has ever had.  However, a lot of this is already earmarked for public sector pay increases. 
· The only neurology specific announcement is that £4.5 million has been committed for specialist support for long covid, ME, chronic fatigue and other similar conditions. No detail as of yet of what ‘other similar conditions’ means.

#MEAction Scotland have put in Parliamentary questions regarding how the ME funding will be spent. Meetings have been scheduled with the leads of each party to ensure people with lived experience are involved in the decision making of how the money will be spent. It is a significant foot in the door as this is the first time ME has been invested in.

Patient Experience Survey
· We are anticipating the raw data on the 10th of February. Working with the premise of ‘no surprises’, NAoS will be offering a series of data socialisation meetings with health boards in April and May, ahead of publishing the report in June.
· This UK and Ireland patient experience research means all national neurological alliances will work together to see if there are any common themes. 
· We don’t have sight of respondent numbers yet but we’re in line with the number of responses we had for our 2021/2022 “Together for the 1 in 6” report. 
Policy update 
· NAoS abled 10 parliamentary questions last week through the Labour Health Spokesperson, Jackie Baillie MSP. We are expecting answers back on the 31st Jan. Our PQs included questions about research, supporting mental health and the £4.5 million spend on neuro framework.
· NAoS submitted our response to the Palliative Care Consultation at the start of January.  Thanks to members who contributed to this big piece of work.
· Mental Health subgroup update- NAoS received lots of useful contacts from the mental health team at COSLA. We will be meeting Scottish Government to talk about the report in relation to young people as well as the Mental Health Foundation to talk about joint efforts in implementing our recommendations. 
· Manifesto Subgroup – Our aim is to have a manifesto to send to all candidates by September 2025, and we also plan to organise a hustings before the 2026 election. 
· The Chair of the independent review on Adult Disability Payment, Edel Harris OBE, will attend our next Policy Group meeting (17 Feb) to hear from our members about how to make ADP fairer for people with neurological conditions. 
 
4. Focus for Year 2 of our 3-year strategy (priority KPIs)

2024-5 which was the first year of our three-year strategy (2024-2027) focused on 5 strategic aims. Looking ahead, the focus will have to be on sustainability. Members should be aware that we need to spend more time on securing funding for 2025-6 and beyond. 

A discussion followed with a suggestion from members that it may be worth talking to charities about seeing whether they would do a voluntary extra fee.  We could also write an open letter to Scottish Government requesting that the grant is reinstated. We also discussed the possibility of reaching out to pharmaceuticals for funding and how we would have systems in place to ensure impartiality. A suggestion was made that we also investigate other industries e.g medical tech companies. 

Upcoming priorities: 
· Data socialisation with health boards for patient experience survey and Scotland report
· Manifesto creation
· Mental health report stakeholder engagement work
· Brain Awareness Week campaign
· Plan to also produce an independent review report of the neurological framework later on this year 

5. Events schedule 2025 – 6

Overview of events plan – see the events plan here. Members can request to join groups if they would like. To access the Mental Health and Manifesto subgroups, please contact Alice.
		
6. Members check-in 

Members’ Top 3 priorities 2025-6

A discussion was held with members around charities’ top priorities. The following themes emerged: 
· Funding/sustainability
· Health service provision, namely in terms of workforce/specialist workforce capacity
· Accurate devolved level population / prevalence data across UK
· Continuing to raise awareness of conditions, particularly with health care professionals addressing the lack of medical education 
· Research funding and translating research into treatment programmes
· Campaigning for better access to meaningful mental health support
· Focus on achieving faster, more accurate diagnoses – raising awareness of signs and symptoms, diagnostic/ triage tool
· Influencing Scottish elections and strategy plans for 2026 
· GP direct access to CT head imaging and GP experiences related to utilising this 
· Raising awareness and encouraging clinicians who are knowledgeable to share their experience with others and for people with lived experience to be educators 
· Highlighting importance of a more holistic approach to care
· Enabling better access to early intervention 
· National commissioning for very specialist school provision; connecting with neonatal units so those most at risk can access specialist services right away rather than the ‘wait and see’ approach

7. Review of the Neurological Care & Support Framework 2020-2025

Review of the neurological care and support framework – NAoS aims to write an independent review assessing the impact and progress that the framework has made, as well as flagging all the gaps and areas that the framework has not had its intended impact on. NAoS would like to speak to people on a one-to-one basis to capture as many experiences as possible to support the evaluation.  We will pick this up in the latter half of the year. 

Neurology Networking meetings / neurological landscape
· Quick overview of the October meeting with Scottish Government on the LTC strategy. General fear that neurology will lose a lot of focus from Government when this happens.
-	Discussion that in the UK context, a similar transition was proposed and then reversed 	for major conditions. May be worth considering whether there are any lessons to be 	l	learned from this manoeuvring. Tremendous value if organisations across these three 	major conditions come together to stress the need for condition specific strategies. The 	ABI Strategy is still on the table in England, but no funding to move anything forward. 	Slight risk that neurological conditions could become lost if we join up with cancer and 	heart charities as they have strong voice. 

Action: NAoS to draft an open letter to the Cabinet Secretary calling for a new neurology strategy

Finally, the UK Neuro Forum is launching in March with all devolved governments, UK government representatives, as well as reps from all four UK neurological alliances in attendance. As it is a UK Government run forum, we are not able to influence the agenda, however it would be good if we could ask for a review of the major conditions strategy (England).

Neurology Network meeting update: 

Feedback from members on the Neurology Network meeting held in December 2024: 
· There was an interesting talk on developing peer and social support for people with epilepsy, but it wasn’t clear how this could be rolled out across other conditions. 
· Clear frustration from attendees that capacity, funding and time are all in very limited supply, and that a network wouldn’t address any of these issues as they were too big and too structural. 
· It was good from a networking point of view but there were no take aways or actions to lead on from it

Action: NAoS to select reps from across our membership to sit on the network. 
It might also be useful to map where our members operate to give a helpful picture of where charities can support Health Boards. 
We need to find a way of quantifying the value of third sector services.

8.  AOB and close

No AOB, Jenn Hall (Alzheimer Scotland), NAoS Chair closed the meeting. 

The next NAoS meeting will be Wednesday 2 April 2025 10:30 - 12:30
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