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Policy Group meeting summary 
27 August 2025, 11:00 - 12:30

Attendance 
Rachel Edwards, Epilepsy Connections (Chair)  
Kripen Dhrona, British Polio Fellowship 
Stephanie Fraser, Cerebral Palsy Scotland 
Keith Park, MS Society 
Colette McDiarmid, MND Scotland 
Alison Phillipps, Craighalbert Centre
Avril McLean, Action for ME 
Gillian Mathewson, PANS PANDAS  
Mark Jackson, PSPA  
Claire Winchester, MS Trust  
Ewan Dale, ME Association  
Archie Campbell, Compass   
Richard Wood, Headway 
Jo Anderson, MS Society 
Lyndsay Banks, Citizen’s Advice Bureau / Ataxia UK 
Phil Bosworth, Ataxia UK 
Mary Troup, Orthostatic Tremor UK Support 
Liam Mac-Lua Hodgson, The Brain Tumour Charity 
Alice Struthers, NAoS  
Hester Lee NAoS 


Apologies 
Mary Ramsay, Scottish Tremor Society 
Pamela Binny, ME Action 
Vicky Cahill, Alzheimer Scotland 

Chair’s welcome

Rachel Edwards, CEO of Epilepsy Connections opened the meeting and noted apologies. 

Action points from previous policy group meetings 

No action points from previous meeting. 

Manifesto subgroup update – Mark Jackson (PSPA), Chair of subgroup

Mark gave overview of the manifesto drafting process and shared the final draft with members for their comment. 

Feedback from group members: 

· Comment as to whether the call to action needs to include mention of mental health support as this is mentioned in the manifesto elsewhere. Could be phrased as ‘making sure that mental health support is embedded in all parts of the neurological care journey’.
· Suggestion to include mention of how investment in neurological care and support will save money- mention the cost of neuro conditions to the economy outlined in the Economist study and how much good care saves in the bullet on case for change in key facts.  
· Query whether the manifesto will mention medical integration and comorbidities or how these issues might be covered in follow up work. Mark noted how integration was a principle which the group discussed a lot and is covered in the manifesto but in broad terms. Could be an area we look to define more in our engagement work. 
· Request to make reference to tertiary healthcare as there is a lack of communication between specialist centres and local services. Allison Phillipps volunteered to read the manifesto from the lens of children and young people and carers of CYP with complex conditions. 
· Query whether NAoS can get access to a system where we can email the manifesto to all MSP candidates. 
· Comment that perhaps the call to action needs to be distilled and clarified as it is not 100% clear what the priorities are for candidates who agree to be neuro champions. There is also not a huge amount about what charity members need the government to do to support our work. The way things are at the moment doesn’t work, statutory services are failing to meaningfully work with third sector and this must change.
· Suggestion to have a supporting document we can use internally which details exactly what we want the neuro champions to do so that it is clear our end what our goals are from candidates. Learn from the neuro champion campaign in UK General Election. If we have a clear plan, we can share with members following MSPs elections then we can be quicker off the mark. 
· Noted that engaging with neuro champions post election will be dependent on capacity of NAoS -  useful to bear this in mind when planning engagement and to manage expectations. Might be worth thinking about who will be responsible within the policy group to support this, particularly if everyone is doing their own engagement. Potentially there could be a stewarding group for neuro champions after the manifesto subgroup ceases. 
· Members in the room noted that they plan on using the NAoS manifesto for their charities. Some have drafted their own but acknowledge the manifesto will go well alongside. Noted that for smaller charities it’s very difficult to get traction so the NAoS manifesto will be useful in having a collective voice. 

ACTION: Request for members to send any further reflections on the manifesto to Alice by end of week c/1 Sept.

Mental health subgroup update – Alison Philipps (Craighalbert Centre), Chair of subgroup

Alison gave update on Mental Health subgroup- Rich Collins from Inflammatory Neuropathies attended last meeting to share his experience working with Rare Minds – a charity who provide specialist counselling sessions for people with rare diseases. Might be something the wider policy group wishes to engage with- get in touch with Alice or Hester to express interest.  

Noted that Barbara Ogston is leaving the FASD Hub, thanks given for her contributions 

Overview of presentation evidencing the mental health impact of neurological conditions on children and young people to help raise awareness and knowledge amongst networks supporting CYP (circulated with members). Intention is that this is then followed by an adult version. First presentation is to North Lanarkshire Mental Health, Wellbeing and Resilience Steering Group on 10th September. Shorter version of presentation will be drafted for this meeting, with the full presentation intended to be used as supporting evidence / educational tool. 

ACTIONS: 
· Anyone wishing to join mental health subgroup or recommend a colleague to join, get in touch with Alison. 
· Any members interested in finding out more about Rare Minds get in touch with Alice or Hester. 
· Email Alice with any comments or reflections or further case studies for the presentation. 

Horizon Scanning 

a)	Meeting with Minister re Long Term Conditions framework 

NAoS submitted Long Term Conditions consultation response in July. Meeting the Minister, Jenni Minto MSP, on 4th September focusing on the outstanding elements of the Framework for Action and what our role will be in the Long Term Conditions framework.

Discussion that NAoS should pose the question as to whether partnerships are working. Opportunity to underscore yet again that systematic failures from the government have led to third sector picking up the slack without being equipped to do so. Intent that underpins decisions about services is increasingly solely to save money rather than individuals and their families impacted. NAoS can also use the opportunity to get a steer on what’s happening to the clinical priorities team from the Minister. 
 
b)	ADP independent review

Keith gave an update on the newly published independent review of ADP. Next steps – the plan is for the Scottish government to respond to the review by January next year. Slight concern about Social Security and Social Justice Committee’s talk around affordability of the changes and public perception. The report has major recommendations around eligibility, meaning more people will be eligible and it feels like Scottish Government may be managing expectations in terms of what they will be taking forward from the recommendations. MS Society plan on writing an open letter to the Cab Sec urging the Scottish Government to commit to taking forward the recommendations. Keith will share the letter with the Policy Group once it is ready.  

c)	Scottish Party conference season 

No members are planning on attending party conferences. Idea of sharing cost to go as a group was suggested and agreed it might be a good plan for next year. 

AOB 

· Hester gave overview of Brain Awareness Week campaign and the open letter to Rt Hon Peter Kyle MP calling for neurological research to be prioritised. NAoS received a letter in response from Ashley Dalton MP, however the letter didn’t respond to our calls to prioritise neurological research. Hester is scoping interest of members who would like to discuss potential next steps along with the Neurological Alliances of England, Wales and Northern Ireland. Noted that Ashley Dalton’s response is very MND and neurodegenerative focused and ignores research into helping people manage their condition and live well- an area which is vastly underfunded and researched across the board.
· Alice noted the Association of British Neurologists have produced a workforce plan and have asked NAoS to endorse it. However, concerns that the data is inaccurate and not representative of the patient experience.  
· Alice is meeting with Alexander Burnett MSP regarding the launch of our report ‘Today’s Challenge, Tomorrow’s Hope’. Unlikely we’ll get a debate this side of the new year, however he suggested a round table event. 
· Engagement work for the Scotland policy report for My Neuro Survey still ongoing- Alice is presenting the Scotland findings to the National Advisory Committee on Neurological Conditions at the end of August, and the ALLIANCE’s Digital Citizen Panel in September. 
· Kripen noted that he’s heard anecdotally that orthotics services are not good and getting worse. Something that British Polio Fellowship are thinking about campaigning on so if any members are interested in this work then get in touch with Kripen. 
· Alice noted that NAoS co-signed the ALLIANCE’s letter to the First Minister outlining the pressures facing the third sector. 

ACTIONS: 
· If you would like to attend a meeting to discuss next steps please get in touch with Alice or Hester.
· Alice to share the ABN report with group members for any further comments. 
· If members have experience with round table events, get in touch with Alice. 
· If members are interested in developing a campaign around orthotic services, get in touch with Kripen. 

Close of meeting

The next Policy Group meeting will be held on Wednesday 5 November 2025 where we will be joined by Liam McArthur for a discussion about the Assisted Dying for terminally ill adults (Scotland) bill.  If you haven’t chaired a policy group meeting yet and would like to do so, please contact Alice.
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