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5 November 2025, 11 – 12.30pm 
 
  

Attendance: 
Dr. Claire Winchester (Chair), MS Trust 
Leslie Young, Epilepsy Scotland 
Avril McLean, ME Action
Gillian Matthewson, PANS PANDAS Scotland
Alison Phillipps, Craighalbert 
Pamela Binny, MSA Trust 
Phil Bosworth, Ataxia UK
Vicky Buford 
Ewan Dale, ME Association 
Ewan Charmichael, Quarriers 
Kripen Dhrona, British Polio Fellowship 
Stephanie Fraser, Cerebral Palsy Scotland 
Madhu Haval, Muscular Dystrophy UK 
Gabrielle King, MND Scotland
Keith Park, MS Society 
Gemma Marwick, Leuchie 
Mark Jackson, PSPA  
 
Apologies:
None noted
 
 
1.Chair’s welcome: Dr Claire Winchester, Head of Engagement and Research at the MS Trust
 
Dr Claire Winchester, Head of Research and Engagement at the MS Trust, shared that the MS Trust is embarking on a new strategy where they will be funding research for the first time. Their focus will be on research which will have an immediate impact on patients, rather than clinical research which can take 15 to 20 years to be put into practice. This new funded research will hopefully benefit other neurological conditions because the focus will be on areas such as interventions to help fatigue and symptom management. 
            
2. Action points from previous policy group meetings – Alice Struthers, NAoS
 
Alice gave an overview of the meeting summary from the last policy group meeting. No outstanding actions. 
 
The Association of British Neurologists have been seeking endorsement from NAoS for their report on workforce. However, it was felt we could not support the figures and data they had used for neurologist workforce. We proposed a postponement of publication to gather more data. If Policy group members have anything further to add about workforce please get in touch. 


            
3. Election subgroup update – Mark Jackson (PSPA), Chair of subgroup 
 
Our manifesto was launched in September so the manifesto subgroup has now been renamed the election subgroup to deliver engagement on the manifesto pre and post election. 
 
Call out for policy group members to join the election subgroup as this will help give the group a strong mandate to progress with work with deferring as much to the policy group.
 
Mark gave an overview of work going forward- we want to use the election to recruit neuro champions who will work as advocates in meetings, committees, debates or the legislative process.
 
In order to do this, we will create a stewardship plan for MSPs pre and post election: 
· We’re losing at least a 1/3 of MSPs therefore mapping work needs to be done to identify candidates.
· We may host a hustings in the spring. TBC whether this will be online, in person or hybrid.
· Ambition is to have CGP on neurology however the challenge is resource commitment. This will be discussed in more detail later in the year. 
 
Discussion around whether the manifesto could be amended if there is a significant change in the landscape between now and April. It is something we could consider, however getting something out early helps us be influential in the discussions for draft party manifestos. 
 
Question about how engagement has been thus far. Quarriers have had positive engagement with political parties and SCVO have meetings scheduled with the party research leads of each party. NAoS has sent the manifesto to all party manifesto leads and we’ve had acknowledgements from Greens and Labour. We’ve also sent the manifesto to Third Force News and plan to circulate it on SCVO’s policy circle. If members are having discussions already with warm contacts, it would be great if they could put us in touch with candidates. 
            
4. Mental health subgroup update – Alison Philipps (Craighalbert Centre), Chair of subgroup
 
The Mental Health Subgroup will provide a one-page report ahead of policy group meetings to outline the work of the subgroup and allow for a more active and informed discussion in the policy group meetings. Suggestion that this also be adopted by the Election subgroup. Method was approved unanimously by the policy group. 
 
General update:
 
The initial focus of the subgroup, to raise awareness of NAoS mental health report among stakeholders, has been achieved. Therefore, the subgroup reviewed its Terms of Reference to agree priorities for the coming year. The terms of reference is currently being reviewed by the subgroup and will be shared with the policy group when finalised.
 
Given the known correlation between neurological conditions and mental illness, the subgroup feels strongly that mental health and well-being should continue to be a focus, engaging with local and national representatives to influence positive change.
 
The subgroup is continuing to build an evidence base of good practice when supporting the mental health of people impacted by neurological conditions to use these as benchmarks against which mental health services can be evaluated. 
 
The subgroup will be supporting the development of the Brain Awareness Week campaign which will focus on raising awareness of the mental health of children and young people affected by neurological conditions. 
 
Question regarding whether the mental health subgroup will be looking at the difference between people who have mental health needs before they have neurological condition and people whose mental health conditions are a result of a lack of support and challenges post diagnosis. Also a mention that neuropsychiatry is a potential way to understand the physical side of mental health issues and question as to whether there any lead on where to see improvements from this.  
 
Response that both areas of mental health are very important, yet the challenge with us being able to assess this is that we don’t have the data to even understand populations of those affected. NAoS’ position is focusing on the correlation between a neurological condition and mental health, but we acknowledge that we’re potentially missing a significant group of individuals whose mental health challenges preceded diagnosis. Much discussion in last Mental Health subgroup meeting on how we can involve researchers in the work of Mental Health subgroup. Including more research voices (such as those in neuropsychiatry) would certainly help inform our work. 
 
 Action points: 
· If members’ have any evidence of good practice of mental health support for people with neurological conditions please send them to Alison or Alice 
· Call out for volunteers to join the subgroup 	
 
5. Horizon Scanning (consultation responses, Parliamentary activity of interest etc)
 
NAoS has been invited to a session about the Scottish Approach to Change hosted by Health Improvement Scotland. This is around the framing of the future of health and social care more broadly, but reflecting on the implications of the Scottish approach to change in evidence of quality and engagement. It seems they wish to understand how things can be put into practice rather than releasing documentation and hoping it works. 
 
The Westminster budget is due for release soon. Questions around whether anyone is looking or thinking about funding models and formulas for how this will impact the Scottish Budget or has heard of any cuts or concerns as a result of the projected budget. No feedback from group at present. 
 
NAoS will be attending a meeting with the ALLIANCE on the 12th about NHS Delivery.  The proposal to merge NHS Education for Scotland and NHS National Services Scotland is currently out at consultation. Short discussion held around what people know about it and members agreed that it isn’t a priority for NAos to put in a consultation response.  

As a bit of background, it seems they are trying to merge the enablers of the NHS i.e. the training, education and service design, to work in parallel with things like workforce delivery and better co-ordination. Similar to efficiency measures being looked at in England. Their first strategic aim is to get population evidence – our role could be to feed into this. It’s difficult to get our own data and this challenge is exacerbated across all conditions however work could be done at the very earliest stages in this. 
 
The discussion then moved on for an update of the recent Neurology Network meeting.  Agreement from members who attend that the meetings sometimes feel like a tick box exercise with no real change implemented. The purpose of the (voluntary) Network to try and drive improvement but it seems to stop at information sharing.  The number of people attending from Health Boards is encouraging but it would be helpful if attendee titles and roles are shared. 
 
Long Term Conditions Framework – there’s a scheduled roundtable on the 27 November. Charities attending the round table will be sent the draft Long Term Conditions Framework ahead of the meeting, with a chance to send any comments ahead of the round table. 

Action: 
· Alice to raise issue of Health Boards sharing titles in the Neurology Network meeting at the next NAoS meeting with the Scottish Government.
 
Industry Reference Group 
 
As members may know from our AGM, the Neurological Alliance of Scotland is in the process of establishing an Industry Reference Group for pharmaceutical policy and public affairs colleagues.  As we know, outcomes for people with neurological conditions are inequitable across Scotland and between conditions themselves, and there’s a growing need to address this in collaboration with industry partners. The representatives joining have complete separation from their sales counterparts; they are solely concerned with public affairs and external relations and have to follow a strict ABPI code of conduct.  We look forward to welcoming them to our next policy group meeting in February 2026.
            




6. Guest Speaker: Liam McArthur MSP joined us for a discussion about the Assisted Dying for Terminally Ill Adults (Scotland) bill.
 
Claire welcomed Liam McArthur MSP to the group who gave overview of the bill so far and what’s next: 
 
Parliament debated and voted on general principles of the bill in May (70 for, 58 against). The Health and Social Care committee wrote a report based on written and verbal evidence where it raised a number of issues. It didn’t take a position on the general principles as this is an issue of conscience and MSPs have a free vote. 
 
The Bill is now at Stage 2 – Health Committee is going through the detailed amendments. Around 300 amendments have been launched, however quite a lot are duplications or trying to do similar things in different ways. It is likely the committee will take the next four sessions to review the amendments, after which the Bill will go to the Chamber for Stage 3. Confidentially predict at Stage 3 there will be a significant amendments as this is the point MSPs can vote on the amendments. The amount of amendments is positive as it allows for debate. The Bill will go back to the chamber in the early part of next year. Hopefully the Bill will go to Stage 3 in March so that it is completed before the election period. 
 
Liam McArthur MSP noted that he has been increasingly persuaded that the age threshold should be raised to 18. The committee debated tying eligibility criteria to having an anticipatory care and palliative care plans in place. While Liam believes this should not be tied to eligibility, the debate gave opportunity to discuss other issues around palliative and hospice care and access. 
 
Amendments were bought forward to make it clearer that as well as two doctors, other professionals who have a legitimate and helpful input to make in the assessment of capacity and coercion should be involved e.g social work. 
 
Further amendments from Tuesday’s debate include making it clearer that having a disability or mental illness does not contribute to eligibility under the proposed bill. If someone who has a disability or mental illness were to meet the criteria of an advanced and progressive illness and had capacity, they could be considered eligible. Important to be more explicit given the concerns raised in Stage 1. 
 
Q&A with members 
 
Question from Cerebral Palsy Scotland – Some of the conversations at the committee were on the understanding on the vulnerabilities of disabilities and the definition of terminal. The changes that were voted down by the committee were simple conditions which put in safeguards. Furthermore, a timescale would bring the bill in line with the Westminster bill but there seems to be little consideration about the devolution aspect. 
 
Laim McArthur MSP- In respect to prognosis period, Liam remains unconvinced that this necessarily provides a safeguard, but he also recognises that this is a feature of many jurisdictions. 6 months tends to be the norm for prognosis periods. Although in a number in instances there is a separate longer time period for neurological conditions. Within these jurisdictions, it doesn’t appear to be preventing those eligible from accessing an assisted death. Therefore, if a change in direction to include a prognosis period gives colleagues a degree of reassurance, then it might be that this is a step needed at Stage 3. 
 
With respect to anticipatory care plans and palliative care plans – these must be implemented irrespective of a change in law on assisted dying. We need to have both, but they must be voluntary. We cannot go down the route of making it a mandatory requirement to be eligible under the provisions of the bill, we don’t apply this in other areas of medical treatment. The passage of this legislation may encourage an improvement and progress in this area as more people are able to articulate their wishes for end of life, and we can have a more informed discussion and debate around options. Very similar bills have gone through in different jurisdictions – we can look to these examples to understand how the safeguards work in practice and learn from their lessons. 
 
Regarding the question about consistency with Westminster – going through the process at the same time can be beneficial. Cross border implications have changed due to Westminster bill as this wasn’t on the horizon when bill was first introduced in Scotland. There is much consideration regarding what is happening in Westminster. Rising the age eligibility was proposed after Westminster bill introduced. Ultimately, we must make sure whatever legislation is passed is best suited to needs and circumstances in Scotland. 
 
CP Scotland -  We don’t have a right to palliative care in Scotland. We also know from research and evidence that the neurological community find it challenging to access palliative care. Is it concerning that lack of access to palliative care might influence decisions. Could assisted dying be offered in a similar setting to hospices rather than part of the NHS? 
 
Liam McArthur MSP-  The bill has shone a light on palliative and hospice care that wasn’t there before as there wasn’t the political interest. This bill can’t solve those issues but can help these debates being had and raise profile. Evidence from Australia shows that engagement with palliative care since the bill was introduced has improved. The awareness of options available has improved and become more extensive. Even if there was the option of an assisted death, it is still required to be accessed through professionals who have necessary training. The assessments can also help highlight failures, e.g if the rationale for making the decision highlights the lack of social care, housing or support then this can shine a light on these issues and allow people to step in. Currently, individuals are not able to have conversations about their wishes for end of life for fear of what the implications might be and are left more isolated.  
 
Question from NAoS -  are there any proposed measures to prevent the normalisation of assisted dying which in itself could be coercive?  
 
Liam McArthur MSP-  We need to destigmatise the decision and focus on giving people an informed choice. This choice must be an informed understanding of their prognosis and the treatment and care options available to them. In jurisdictions where assisted dying is legalised people often don’t activate their choice until very close to death. Coercion is something medical professionals are assessing routinely. There will need to be development in the way the training takes place and this is why it can’t be over medicalised - social work will have an important part to play in assessing coercion and capacity. This is best set within current health and care because this allows the safeguards to work most effectively and the pathways people go to receive the treatment. At the moment, this coercion is happening and no one is able to have conversations about it. These safeguards could make vulnerable people slightly less vulnerable. 
 
Question from ME Association- how are people who are non-terminal but have a very low quality of life impacted? 
 
Liam McArthur MSP- There are risks about making assumptions on behalf of people on what constitutes a life worth living. This bill has to be about the individual themselves and the choices they make. We need to make sure people are supported as much as possible and Liam noted it worries him that there are decisions at the end of life that disempower the individual. It needs to be about the individual making an informed choice. People covered in this bill will be less than 1%. The overwhelming majority of patients will still need palliative and hospice care and other forms of support. The most compassionate thing we can do is offer people a choice with the options that are available. 
 
Claire thanked Liam McArthur for joining the meeting 

Action – if anyone has any follow up questions, please send them to Alice who will liaise with Liam McArthur MSP for further discussion.
 
7. Close of meeting
 
The next policy group meeting will be on Wednesday 4 February 2026.  If you haven’t chaired a policy group meeting yet and would like to do so, please contact alice@scottishneurological.org.uk
 
 
 






The Neurological Alliance of Scotland is a registered SCIO (SC048555) 
Together, we can improve the lives of people living with neurological conditions in Scotland.
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