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Policy Group Meeting Agenda
12 May 2026, 11.00 - 12.00

Attendance
Mark Jackson, PSPA (Chair)
Marc Smith, myaware
Jess Bruce, Alzheimer Scotland
Simon Bull, CMTUK
Alison Phillips, Craighalbert
Kripen Dhrona, British Polio Fellowship
Stuart James, Glasgow FND Awareness Support Group 
Ewan Dale, ME Association
Sarah Rodick, MS Trust 
Graeme Rose, Novartis
Keith Park, MS Society
Steve Portelly, FND Hope International
Emily Holmes, Neuro Hebrides 
Phil Bosworth, Ataxia UK
Gillian Mathewson, PANS+ Scotland
Liam Mac Lua-Hodgson, The Brain Tumour Charity 
Pamela Binny, ME Action Scotland
Alice Struthers, NAoS 

Apologies 
Mary Ramsay, Scottish Tremor Society
Mary Troup, Orthostatic Tremor Support Group
David Mulligan, Funding Neuro

1. Chair’s welcome

Mark Jackson, Director of Policy and Influencing, PSPA opened the meeting and noted apologies.

2. Action points from previous policy group meetings – Alice Struthers, NAoS

Alice gave overview of minutes from February meeting; no outstanding actions. Minutes approval: Keith Park proposed, Kripen Dhrona seconded.

3. Election subgroup update – Mark Jackson (PSPA), Chair of subgroup 

Mark gave update of the NAoS hustings which took place on 23 April:
· There seemed to be a fair amount of consensus from the candidates on broader issues. Noted that we should hold them to account on this – keep pushing for cross party support.
· Gillian noted that in the hustings she raised how the Long Term Conditions strategy doesn’t include children and young people. The SNP candidate, who has now been elected, said there was something in the pipeline for children. This is on p.48 of the SNP manifesto.

Mark gave overview of election results and which neuro champions were elected. The neuro champions are as follows:
· Dawn Black, SNP, Angus North & Mearns
· Maggie Chapman, Scottish Greens, North East Scotland Region
· Helen McDade, Reform UK, Mid Scotland and Fife Region
· Maree Todd, SNP, Highlands and Islands Region (ex Minister for Social Care and Mental Wellbeing)
· Martyn Day, SNP, Falkirk East and Linlithgow
· Kirsten Oswald, SNP, Eastwood

NAoS will be writing to the newly elected neuro champions welcoming them to the role and asking to meet before summer recess. We'll look to establish an autumn roundtable with our neuro champions once we've done some steady engagement with them over the next few months. 

We also aim to build the group by reaching out to new MSPs. Call out for policy group members to send Alice any warm contacts who have been re-elected or MSPs your charity has worked with before. Noted that MS Society have a number of warm MSPs who were re-elected. Also worth noting that a significant percentage of new MSPs were MPs who lost their seats in the last general election, so its worth thinking about any of these contacts we might already have connections with. 

We will also consider mapping key MSPs across the parties who may have influence in government decisions since SNP have a minority. The Scottish Greens included support in adopting the recommendations of the Independent Review of ADP in their manifesto. This is a positive place to start, especially as they will likely be the closest to the SNP in governing.

Discussion around how best to develop relationships with the new MSPs. Suggestion to write to all new intake giving a handful of dates to meet us. Significant challenge will be getting in front of new MSPs before recess as there will be lots of activity. 

Discussion around holding a stand in Holyrood. This requires an MSP sponsor - suggestion to reach out to Maggie Chapman as she has been an MSP/ knows the ropes so might be able to streamline this process. 

The British Polio Fellowship had a stand in Holyrood for three days and found it to be very effective for speaking to new people. Noted that if we can’t get a stand inside Holyrood, we could have one outside as charities often do this to catch people on their way in. The logistics for organising an exhibition stand may mean it takes place post summer. A consideration is also resourcing - we would likely need a couple of NAoS volunteers to help cover the stand over the three days. 

Consensus from group to try and get in ahead of recess to meet our new neuro champions and also ask to be sponsored to have a stand in parliament. 

Actions:
· Alice to write to new neuro champions with a handful of dates to meet in June. Any agreed dates will be shared with policy group members should they wish to attend the meetings. 
· Alice and Hester to write to all the new intake inviting them to sign up as neuro champions through the manifesto
· Alice to write to Maggie Chapman asking for sponsorship of an exhibition stand
· Policy group members to send Alice any warm MSP contacts we can engage with 
	
4. Mental health subgroup update – Alison Philipps (Craighalbert Centre), Chair of subgroup

Brain Awareness Week was hugely successful and the subgroup would like to reuse our materials for other awareness days to keep promoting our resources. There was a huge amount of work that went in to creating the resources, so we’d like to keep engagement going. Call out for policy group members to get in touch with Alison or Hester with suggestions of where else and who else we can share our resources with.

Gillian Mathewson has updated the presentation the subgroup developed on supporting the mental health of children and young people with neurological conditions and we plan to host a live webinar in the autumn which will be recorded so it can be shared afterwards. The group is seeking volunteers to help deliver the webinar as it would be strongest coming from a range of voices. Please get in touch with Alison or Hester if you would like to volunteer. 

Gillian will finalise the slides and add a transcript and then both these resources can be shared with the policy group.

Alison noted that the next priority for the group will be looking at the engagement plan for the coming year. The subgroup’s engagement plan must be streamlined against NAoS’ overall engagement plan and that of the policy group so we don’t over communicate with key stakeholders. 

Actions:
· Policy group members to get in touch with Alison or Hester if they have suggestions of awareness days, groups, professional networks or platforms where we can continue to promote our mental health resources.
· Policy group members to get in touch with Alison or Hester if they would like to help deliver the webinar on the mental health impact of neurological conditions on children and young people.
· Gillian to update the presentation with a transcript and share this with the policy group for their review.

5. Long term Conditions Framework Strategy update – Keith Park (Chair of the Long-Term Conditions & Rare Advisory Group)

Keith gave overview of where the Long-Term Conditions strategy sat at the time of our last Policy Group meeting and updates on work since then.

The Scottish Government hosted a half day meeting at the end of February which Alice, Keith and other NAoS members attended. At this meeting, Jenni Minto MSP was quite clear that the Scottish Government wanted a set of recommendations on the Long Term Conditions strategy for the new government by 7 May. It took some time for the next steps to come out of the meeting and the window of time to put together recommendations was very short – top level recommendations were expected by the end of March. 

Scottish Government did a hybrid approach to forming working groups- they created 6 advisory groups which covered both thematic and clinical specific approaches. Keith was asked to be chair of the neurological conditions and rare diseases advisory group. Keith met with Scottish Government to agree who should be in the advisory group to make it as representative as possible, including both third sector and clinical representatives. The group came up with 8 general recommendations by end of March, and managed to refine these recommendations by 7 May. They wanted to make them distinct from what other groups are doing and to highlight why certain issues e.g workforce are even more critical for neuro and rare diseases. Keith gave overview of the 8 recommendations provided to the Scottish Government. 

Query around whether this work will be carried on by the new government which is being formed. Keith noted that it seemed Neil Grey was the driving force behind the LTC so if he moves on from being the Cabinet Secretary for Health it might change, however delivering the LTC strategy was in the SNP’s manifesto so it is likely they will want to get this delivered as soon as possible.

Query around whether this work feels more positive than when the consultation was being carried out. Keith noted that there seems to be a synergy between the groups. The fact that these advisory groups have been set up and asked for recommendations is positive and ministers do feel like they are listening which is encouraging. 

Query as to whether the format of reporting is the same for each group. Keith noted all groups have given their recommendations to the Scottish Government but there was no guidance on how these should be presented. However, it does seem the topics covered by each group touch on similar aspects.

6. AOB

Kripen Dhrona, British Polio Fellowship (BPF), noted that Motability are changing their rules with a cap of 10,000 miles per year. Kripen is trying to gather evidence on the impact of this change. BPF have also been approached by University of Derby on the impact of digital twins. If any group members know anything more about either of these topics, he would be grateful if they got in touch- kripen@britishpolio.org.uk. 

	
7. Close of meeting

The next policy group meeting will be on Wednesday 2 September, 11 –12pm.  If you haven’t chaired a policy group meeting yet and would like to do so, please contact alice@scottishneurological.org.uk	
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Together, we can improve the lives of people living with neurological conditions in Scotland. 
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