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3 February 2026, 11am - 12pm 


Attendance 
Ewan Carmichael (Chair), Policy and External Affairs Manager, Quarriers
Alison Phillips, Craighalbert Centre 
Gillian Mathewson, PANS+ Scotland 
Emily Holmes, Neuro Hebrides 
Keith Park, MS Society Scotland 
Joe Lee-Dowd, Muscular Dystrophy UK 
Jess Bruce, Alzheimer Scotland 
Rachel Edwards, Epilepsy Connections 
Kripen Dhrona, British Polio Fellowship 
Pamela Binny, ME Action
Yasmin Fraser, Lundbeck
Avril McLean, Action for ME 
Claire Winchester, MS Trust 
Ewan Dale, ME Association 
David Mullligan, Funding Neuro 
Alice Struthers, NAoS
Hester Lee, NAoS 

Apologies 
Mark Jackson, PSPA (Chair of NAoS Election subgroup)

Summary of the meeting

1. Welcome 

Ewan welcomed everyone to the meeting, particularly new members who have joined recently.  This is the first meeting that our new Industry Reference Group members are present at. Ewan noted that going forward, group members are advised not to not mention specific cases or personal experiences, but rather to speak about issues in the hypothetical and systemic sense for confidentiality reasons. 

Ewan noted that this policy group is open to all our members and if people cannot attend themselves, do forward the diary invite to a colleague who might be interested in joining.

2.   Review of previous policy group meeting minutes (Nov 2025)

Short overview of minutes from last meeting: 
· No actions from election subgroup
· A summary of the work of the mental health subgroup will be circulated with these policy group minutes. An ongoing action for members is to send Alison (subgroup chair) any examples of best practice for mental health support. 
· Parliamentary activity – NAoS to ask Scottish Government if it’s possible to share titles in the Neurology Network meetings so those attending have a better idea of who is in the room e.g which disciplines are present from which health boards.
· Noted that NAoS has a new Industry Reference Group and some members of the group will be joining Policy Group meetings. 

Minutes approved – Kripen Dhrona proposed, Claire Winchester seconded. 

3. Election subgroup update 

Mark Jackson, Chair of the election subgroup, was unable to join the meeting to give an update however a short update on the group will be sent out with these minutes. 

Ewan gave an overview of the work that Quarriers are doing to prepare for the election. Their focus is not only on the election but also looking beyond to the first programme for government. The majority of first past the post candidates are now listed online and regional seats are likely to be released soon. 

At the end of March, the Scottish Government will go into the purdah period. This means that comms channels for Ministers will shut down, and no major policy decisions or announcements will be made until after the election.

Discussion on the newly announced budget: There’s a concern around social care funding not meeting the requirements of the real living wage. There might be potential to look at movement around stage 3 to reclaim the funding, otherwise this will be a shortfall for services like Quarriers. 

Alice updated initial plans for NAoS’ Hustings: 
· Taking place online on the 23 April, 12,30 - 2pm 
· NAoS has secured a chair who is an ex political journalist 
· Open to all NAoS members

Discussion on the need, format and focus: Agreement from members that the format works (50% event with pre-set questions, 50% open to the floor) and there is need for a neuro-specific, non-selective hustings. 

PANS+ Scotland currently has a motion in Parliament with cross-party support which is due for debate before Parliament closes. Noted that this is an opportunity to plant some questions.

Actions: 
· Alice to set a deadline of 1st April for members to send in questions for the hustings from their communities.
· Alice to check hustings dates with VHS and the ALLIANCE
· Hester to look into electoral commission rules on recording and publishing hustings.  
· Alice/ Hester to reach out to wider membership to see if anyone is hosting a hustings and Policy Group members to get in touch if they are planning on hosting their own
· Gillian to send everyone who has supported the PANS+ motion a copy of the NAoS manifesto
· Group to consider whether we can record the hustings and upload to our YouTube channel.  Need to check rules on recording and publishing hustings.

4. Mental health subgroup update 

Alison Phillips (Chair of the subgroup) provided a verbal update and a written update will be sent out with these minutes. Thanks were given to Katie Rigg who has sadly left the mental health subgroup after being a hugely valued member for a number of years.

For the last couple of months, the group has focused on finalising the revised terms of reference and preparing for Brain Awareness Week (16-22 March). 

Our 2026 Brain Awareness Week campaign is designed to raise awareness of the mental health impact on children and young people with the theme ‘Don’t Assume I’m ok’, centred around 6 themes of prevalence, mental health impact, masking, transitions and uncertainty, young carers and loss & bereavement.  A lot of the messages will be relevant to all living with neuro conditions and the families who support them. A creative working group has been busy drafting materials for members to share on social media during the week.  The Campaign Pack will be sent out to members the w/c the 16th February, four weeks before Brain Awareness Week.

Actions
· Members to read the mental health subgroup summary and check whether they are correctly registered
· if members think there are other national organisations that we should be engaging with in the BAW campaign, such as Children in Scotland or the Children and Young People’s Commissioner, please contact Hester.

5.  Horizon Scanning 

 Update on ADP 

Keith thanked everyone who co-signed the MS Society open letter to Cabinet Secretary for Social Justice, Shirely Anne Sommerville MSP, urging the Scottish Government to adopt the recommendations from the Independent Review on ADP. The letter urges Scottish Government to:
· remove the 20 metre rule
· improve the ADP assessment process
· embed dignity, fairness, and respect in practice

Over 1,000 individuals signed the letter and 16 organisations supported it, including Health and Social Care Alliance, NAoS and some NAoS members. The letter was submitted in November 2025 and a response from the Cabinet Secretary was received in January 2026. The Cabinet Secretary thanked third sector for supporting this process but stopped short of making any commitments. The letter stated the Scottish Government would publish their response to the report by the end of January; however we are still waiting.

Actions 
– NAoS to update members once Scottish Govt has published their commitments to supporting the recommendations within the independent review of ADP

FIO consultation 

Quarriers has been engaging with Scottish Government about their consultation on the Freedom of Information (Scotland) Act 2002 (FOISA). The government is proposing to widen the FOI Act to some care at home and care home services, which would mean that not only would they have to produce information under FOI in legal timeframes, but also proactively publish information as well and be held accountable by the commissioner. There are some concerns about the huge cost this will have on public bodies as well as charities who provide care at home services and are not currently covered by the Act. 

Women’s Health Plan 

Phase two of the Women’s Health Plan was recently published and for the first time, it includes brain health and dementia. This is an excellent result for NAoS which has been campaigning on this for a while along with Alzheimer Scotland. A research fund of £350,000 has been announced as part of phase 3, and invites applications for research into women’s health issues, including long-term conditions, brain health and ageing. 

Neurology Network 

The next meeting of the Scottish Government run network is on the 25 March. This is likely to look at workforce challenges and there will be a presentation from the ABN about their newly published workforce report by the ABN. NAoS has a team of reps who attend the network.  See separate briefing paper for information about the network




UK welfare changes

Thinking more widely about the UK policy landscape, the UK Government are also having discussions about changing the welfare system. While this is separate from ADP, decisions about spending will impact the Scottish Government. 

The TIMMS review have just announced who will be on their lived experience panel. There is also a separate disabled person steering group has a wider remit across government which is yet to be seen- these reforms will take a while. 

Scottish Approach to Change and Right to Rehab

Launch of the Scottish Approach to Change showed how a lot of NHS health boards and public body systems will approach change in the future. However, it feels like this model will require a lot of resourcing. You can watch the webinar here: https://vimeo.com/1157228967/dd3fdc98ed?fl=tl&fe=ec

The Community Rehab Alliance in Scotland’s Right to Rehab group are planning lots of work in the lead up to the election including hustings and being at party conferences. Kripen will keep the group informed of any relevant developments. 

Grant aided schools 

Scottish Government funds centres of excellence schools with multiple aims, one of which is to improve capacity across Scotland to meet the needs of children with the most complex needs. A report 10 years ago suggested there should be an alternative model for the commissioning of these services, and the grant was set at this point. There has been no increase in funding since then, meaning in actual terms there has been a significant decrease in funding. Recently there was an announcement to end the grant in 2029, with a plan to redo some of the research within this time. However, there is no accurate data underpinning these decisions. NHS have information but aren’t sharing it with the Local Authorities who end up picking up responsibility for the learning of these children. This is something the wider neurology community should be aware of, particularly those supporting children and young people.

Lack of access to information and data- and people taking responsibility for who should hold the data- makes it much harder for charities to track patterns with school attendance being recorded using different metrics from school to school. 

Access to education for children and young people affected by neurological conditions could be a future conversation for the policy group as there is a lot of change in this area. 

Noted that the NHS Digital Health Leadership programme is open for the next cohort: https://digital-transformation.hee.nhs.uk/digital-academy/programmes/digital-health-leadership-programme. https://learn.nes.nhs.scot/52828

Neuro Forum 

The next UK neuro forum meeting is in March and there will be another all-UK neuro alliances meeting ahead of this, most likely on 10th March.  The topic for the next UK Neuro Forum is the neuro workforce challenges and opportunities, so please keep an eye out for the meeting on 10th March so you can have your say. 

6.  Long-Term Conditions Framework discussion

The Long-Term Conditions Framework has been paused whilst Ministers meet with third sector to consider improvements to the draft plan. The half-day with third sector stakeholders has been pushed back to the end of February.

NAoS opposed the move from condition specific strategies to a more generic long term conditions framework.  Short discussion held about how to proceed in the absence of any information.   Members agreed we should continue to campaign for a neuro-specific strategy / action plan in the run up to the election.  

Ewan thanked everyone for joining and closed the meeting. 

The next meeting will be on Tuesday 12 May, 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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